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PREFACE

In the past two decades, we have watched as an increasing
number of disavantaged and di senfranchi sed groups noved to the
forefront to assert their rights to participate as full menbers
of the society. The nove was begun by black civil rights groups
but later grew to enconpass women, and nore recently, persons
with disabilities. The common aspiration of all of these
novenments is a desire to control one's own destiny and to gain
the power to affect one's inmediate circunmstances. This spirit
is also present today in attenpts to nmove the control of human
services prograns closer to local comunities and in the
expl osion of self-help and self-advocacy groups around the
country. It is within this context that the followi ng report on
the enhancement of the capacity of famlies to care for
devel opmentally disabled famly menbers should be viewed.

Hi storically, the famlies of persons with devel opnenta
di sabilities have been viewed as nmore of an inpediment to the
habilititation of their famly menber than as a potential
care-giving resource. The author of a relatively recent article
in a reputable academic journal epitom zed the condescending
attitude that sonme professionals have traditionally reserved for
parents: "We cannot assune that families have the intelligence,
val ues, education, notivation or interest to enable them as a
unit to proceed as a cooperative nmember in decision-mking."
Instead of assisting famlies to understand the nature of their
child' s needs and the steps they nmight take to help them many
professionals counselled out-of-home placement and forgetting

Today, the famlies of persons with devel opmenta
disabilities are asking that their role as caretaker be
acknowl edged and are requesting the information and support
necessary to provide such assistance. At the sanme time, nore
and more famlies are coping with increasingly disabled infants
whose survival is made possible by advances in neonatal care.
These famlies are faced with enormous responsibilities and
famly stresses. The material in the ensuing report is nmeant to
assist in the "enpowerment" of famlies and to suggest concrete
ways in which both the public and private sectors can facilitate
the mai ntenance of the famly unit while inmproving of the life
chances of the famly menber with devel opnental disabilities.

The preparation of the following report was a joint
venture between the Human Services Research Institute and the
Nati onal Association of State Mental Retardation Prograns
( NASMRPD) . The support of the staff of NASMRPD — Robert
Gettings, Deborah Jennings, Beryl Feinberg, and Ruth Katz —
t hroughout the project was deeply appreciated.

Val erie J. Bradley

Presi dent

Human Servi ces Research
I nstitute



OVERVI EW

Parents of sons or daughters with devel opmental disabilities
face a variety of dilenmas and choices regarding the long term needs
of their offspring. Traditionally, such famlies have been accorded
few supports and have often been encouraged to seek residential
pl acement for their child with disabilities away from the famly
home. Policy initiatives, however, have focused increasingly on
establishing statewi de prograns of systematic support to care-giving
fam lies.

Pursuant to a grant from the Department of Health and Human
Services, the Human Services Research Institute (HSRI) cooperated
with the National Association of State Mental Retardation Program
Directors (NASMRPD) to acquire an improved understanding of this
movement . To achieve this goal, the following three objectives were
set:

® To identify new and creative ways of involving famlies in
caring for their relatives with devel opnental disabilities
and to determne the barriers to growth and acceptance of
t hese new approaches;

e To identify new approaches for encouraging famlies to plan
financially for the future of their relatives with
devel opmental disabilities; and

¢ To examne the fiscal incentives and disincentives that
i nfluence parental choices regarding the placement of famly
members with devel opmental disabilities and to identify
i nnovative ways of countering incentives that favor
out - of - home pl acement.

These objectives were achieved through a variety of activities.
i ncl udi ng:
@ Solicitation of information from know edgeable officials in

50 states. This survey provided informati on on the status
and character of famly support progranms around the country.




@ Preparation of a literature review that reflects the
state-of-the-art in famly support theory and practice.
Informati on was collected through a search of library
materials and by soliciting information in the publications
of 20 relevant organizations.

® Developnment of five concept papers related to fam|ly-based
care. The first paper presents an overview of the goals and
purposes of famly support services. The second presents a
parent's perspective on the topic while the third offers the
perspective of a person with disabilities. The fourth paper
di scusses current options for famly support policy. The
final paper exami nes future policy directions.

e Conduct of a working conference on fam | y-based care. Thi s
conference was attended by approximtely 40 persons
representing a wi de range of interests, perspectives, and
knowl edge.

The report that follows addresses several significant issues
related to the provision of fam|y-based care to persons with
devel opnment al disabilities. In addition to this report, there is
al so an executive summary that highlights many of the project's key
findings, and an edited conpilation of the proceedings of HSRI's
wor ki ng conference on famly support.

In addition, the appendices to this report provide nuch useful

i nformati on. Appendi x A, presents a list of persons participating in
the HSRI famly support conference. Appendi x B provides a directory
of 22 statewide famly support initiatives. Finally, a directory of

11 organi zations that offer parents financial planning services to
hel p assure the future well being of their sons and daughters with
disabilities is provided in Appendix C.

The activities of this project have been directed at |earning
nore about the needs of famlies who provide care to persons with
devel opnental disabilities and at exploring what can be done to
enhance their efforts. Qur findings suggest that recent calls to

"support not supplant" famly efforts have not gone unheeded in |ight



of the nunber of states that have initiated extensive famly support
programs. However, there is still nore to be done and we hope that
this report will spur the further devel opnent of programs for
persons with devel opmental disabilities and their famlies.
This report's major chapters are as follows:
PART I THE FAM LY
l. THE FAM LY AND | TS NEEDS:

This chapter presents key definitions of terms along with
informati on on the preval ence of famly-based care, the
problems famlies have with coping with the advent of

di sability, and their overall service needs.

I'1. A PARENT'S PERSPECTI VE:

This portion of the report is witten by a parent of a
daughter with devel opmental disabilities and includes
t houghtful insights regarding famly needs.

I1l. THE PERSPECTIVE OF A PERSON W TH DEVELOPMENTAL DI SABI LI TI ES:

This section is witten by a person with disabilities and
provi des information regarding the needs of the famly menber
with a disability.

PART 11 RESPONDI NG TO THE NEEDS OF FAM LI ES

I. HI STORI CAL AND CONTEMPORARY RESPONSES TO DI SABI LI TY:

This chapter describes the tension between society's
responsibility to care for persons with disabilities on the
one hand, and the famly's responsibility on the other. It
also includes a discussion of present barriers to increased
public support for famlies, factors spurring increased
demand for famly support, and the challenges to
professionals in devel oping such services.

I'l. THE DEVELOPMENT OF FAM LY SUPPORT PROGRAMS:

This portion of the report, written by the director of a

state devel opmental disabilities council, offers information
regardi ng what can be done on a policy level to support
fam lies.

I11. STATEW DE FAM LY SUPPORT PROGRAMS: NATI ONAL SURVEY RESULTS:

In this chapter results of a national survey of existing
fam |y support prograns are presented.



PART 1 11:

VI .

PART 1V:

CONTEMPORARY SERVI CE DI RECTI ONS
POLI CY OPTIONS FOR FAM LY SUPPORT SERVI CES:

This chapter, written by a state |evel program planner,
reviews the numerous factors that program planners nust
consi der when designing state-wi de prograns of fanmly
support.

FAM LI ES AND FUTURE FI NANCI AL PLANNI NG: NATI ONAL SURVEY
RESULTS

This section includes the results of a national survey of
programs that offer future financial planning services to
famlies.

USI NG TAX POLICY TO SUPPORT FAM LI ES:

The potential for encouraging famly-based care by nodifying
existing tax policy is discussed in this chapter.

USI NG PRI VATE SECTOR RESOURCES TO SUPPORT FAM LI ES:

Utilizing the resources of businesses and industry to support
famly efforts is highlighted in this section

EVALUATI NG FAM LY SUPPORT PROGRAMS:

This chapter discusses the inmportance of evaluating famly
support initiatives, and presents information regarding the
difficulities with such evaluation and the results of a
sanpl e of conpleted eval uations.

FAM LY SUPPORT OPTI ONS: A POLI CY PERSPECTI VE:

This chapter, written by a famly policy analyst, places the
concept of famly support in the context of policy

devel opnent over time and suggests what nust be done to
encourage famly-based care in the long term

RECOMVENDATI ONS
Based on project findings, numerous reconmendati ons are

offered to nodify existing social policy, and to inprove
fam |y support efforts through the conduct of evaluations.



PART |: THE FAM LY

Chapter 1: The Famly and Its Needs
Chapter 2: A Parent's Perspective

Chapter 3: The Perspective of a Person with
Devel opnental Disabilities



THE FAM LY AND I TS NEEDS

During the past twenty years, the norns and nores affecting
American famly life have undergone rapid changes. Parents of
children with devel opmental disabilities have also endured these
changes and additionally have experienced significant shifts in the
way society responds to persons with devel opnmental disabilities.
Until recently parents of such children were afforded only two
residential service options: parents could forego traditional
parental functions by placing their child in an institution or they
could provide care at home with little or no external support. A
third option, however, is slowly evolving. This option is synbolized
by the rapid growth of community-based services that increasingly
serve as an alternative to institutionalization. Anmong these
services are those that provide assistance to famlies who choose to
mai ntain persons with devel opnmental disabilities within the famly.
Prior to designing or inplementing famly assistance prograns,

however, the needs of famlies nmust be clearly understood.

The Famly and Fanmi|y-Based Care

Any di scussion of care provided by famlies to menbers with
devel opmental disabilities nmust begin with definitions of three
fundamental terms: fam ly, developmental disability, and
fam | y-based care.

e Famly. In the sinplest sense, "famly" can be defined in
terms of its composition. As such, the notion of "famly" is viewed
traditionally as a group of two or nmore persons who |ive together and

who are related by blood, marriage or adoption. in her chapter



(Part I, Chapter 2), however. Colleen Weck rem nds us that today's
patterns of social bonding require a much broader conception and that
the term "fam |ly" nust enconmpass a wider variety of potential

groups. Reflecting this trend, the U. S. Census Bureau has adopted
the term "household" as a means of tracking the conposition and
characteristics of persons living together and functioning as a

fam ly unit.

Though understandi ng the range of possible famly groups is
useful for developing famly support policy, famlies should also be
understood in terms of the role each menber plays and the interaction
bet ween members. To help achieve this end, Turnbull, Brotherson &
Summers (1985) devel oped "The Famly System Model ." Figure 1
di spl ays the primary conponents of their mpdel and suggests that the
fam ly may be thought of in terms of four specific subsystens and
three types of famly characteristics. The four famly subsystens
are: 1) spousal interactions, 2) parent-child interactions, 3)
sibling-sibling interactions, and 4) famly interactions with
extended famly menbers and conmunity or professional support
net wor ks. The exact conmposition and functioning of each subsystem
varies by famly. For instance, sone famlies have a single parent,

while in others the child with disabilities has no siblings.

The three types of famly characteristics that affect famly
interactions are displayed in greater detail in Figure 2. The first

pertains to family structure. Family structure can vary in several

ways including: 1) size, conmposition, and the roles each fanmly
menber play in the famly, 2) cultural style (i.e., ethnic

background, race, religious affiliation), 3) ideological style
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(i.e., the famly's beliefs about what is inportant or not inportant
in famlial and community |ife), and 4) interpersonal dynam cs that
dictate authority and communication patterns.

The second general category pertains to famly functions. Thi s

refers to crucial areas of famly life where famlies have mutually
beneficial responsibilities. For exanmple, each famly nember has a
need for affection and can expect other famly menmbers to help
satisfy this need. In turn, the individual famly nmember nust show
affection for other famly members.

The third category is famly life cycle and is divided into two

areas: devel opnental stages and stage transitions. These concepts

reflect the process of evolution and change that famlies experience

as they proceed through various life stages. A devel opmental stage
is a specific mlestone in the life span of a famly (e.g., marriage,
birth of children, retirement). A stage transition is what happens

i mmedi ately before and after each devel opnment stage (i.e., feeling

stress, and coping with the effects of change).

A conplete presentation and analysis of this model of famly
dynam cs is beyond the scope of this report. Turnbull et al. (1985),
however, provide evidence that the successful integration of a person
with disabilities into the famly will in great part depend on the
nature of wvarious interactions anong famly members and on a variety
of other factors that influence famly behavior. Consequent |y,
researchers are challenged to determi ne how these factors act alone
and together to affect a famly's caregiving capacity. Mor eover,
policymakers are challenged to make use of this know edge to inprove
fam |y support practices.

Devel opmental Disability. For our purposes, the definition of




devel opnental disability is taken from the Conmprehensive Services and
Devel opnmental Disabilities Amendnents of 1978 (P.L. 95-602) and is as
foll ows: "the term "devel opmental disability' means a severe chronic

disability of a person which

a) Is attributable to a nmental or physical inpairnment or
conmbi nati on of mental and physical inmpairnments;
b) I's mani fested before the person(s) attains age 22;
c) Is likely to continue indefinitely;
d) Results in substantial functional limtations in three or
more of the following areas of life activity;
1. Self Care
2. Receptive-expressive | anguage
3. Lear ni ng
4. Mobility
5. Self-direction
6. Capacity for independent |iving; and
7. Economic self-sufficiency; and
e) Refl ects the person's need for a conmbination and sequence of
special, interdisciplinary, or generic care, treatment, or

other services which are individually planned and
coordinated." [Sec. 102(7)]

Fami | y- Based Care. Fami | y-based care is provided when a
person with devel opmental disabilities lives with his/her natura
famly (i.e., parents, siblings, other relatives). Expandi ng this

basic definition, Horejsi (1979) notes two types of famly-based
care: habilitative and ordinary. Habilitative famly care occurs
primarily in the famly home and is carried out by famly menmbers who
assume major responsibility for ordinary parenting duties and sone
responsibility for providing nore therapeutic or habilitative care.
This type of care is planned systematically and is augnmented by

fam |y assistance services to strengthen the famly and integrate the
person with devel opmental disabilities into the famly unit (Bryce,
1979; Horejsi, 1979). In contrast, ordinary fam|y-based care refers

to situations where persons with devel opmental disabilities remain at
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home, receive food, shelter and the concern of famly members, but do
not receive structured habilitative care and services (Horesjsi,
1979)

Preval ence of Fam |y-Based Care

Bruini nks (1979) observes that nearly everyone in society belongs
to a famly unit and that nost persons live within such units,
especially from birth to early adulthood. Present evidence suggests
that these same observations hold true for persons with devel opmenta
di sabilities.

Most estimates of the number of non-institutionalized persons

with devel opmental disabilities, range from just 2.5 mllion (Boggs

and Henney, 1981) to 3.2 mllion (Bruininks, 1983). Further, Hauber,

Brui ninks, Hill, Kakin and White (1982), show that only 243,669
persons with devel opmental disabilities live in out-of-home settings
(i.e., institutions, psychiatric hospitals, nursing homes, foster
homes, and community-based facilities).

Based on these considerations, it seenms safe to assume that
relatively few persons with developmental disabilities live away from
their natural famly during the devel opmental stages of their I|ives.

Rat her, the great majority stay at home because their famlies choose
to provide fam ly-based care (Perlman, 1983; Maroney, 1981;
Brui ni nks, 1979).

Coping with Disability in Famlies

Until recently, little attention was paid to the needs of
fam lies who provide long-term care to their menbers with
devel opnental disabilities. Recent efforts, however, have resulted
in a growing literature on the topic. Though the absence of a

comprehensi ve national data base regarding the nunmber and denographic



- 12 -

characteristics of caregiving famlies remains a concern of policy

pl anners, nmuch has been |earned about the effects of disability on a
fam ly and the needs of persons with disabilities. Such information
can be used to gain an understanding of what support famlies require
to provide effective fam ly-based care.

Fam | ies and the Presence of a Member
with a Devel opmental Disability

The presence of a person with devel opmental disabilities in the

home can present the famly with a variety of extraordinary

chal | enges. There are, however, inconsistent and contradictory
findings regarding the nature and severity of such challenges. I n
general, available research suggests that any problenms individua

fam | ies experience are related to nmultiple factors including the
seriousness of the famly member's disability, the presence of

mal adaptive behavior, famly characteristics, the famly's enotional
status, specific parenting patterns, the famly's capacity for coping
with adversity, and the availability of comrunity support services
(Crnic, Friedrich & Greenberg, 1983; Nihira, Mnk & Meyers, 1980

M nk, Meyers & Nihira, 1984). As a result, Moroney (1983) notes that
t hough not all famlies experience extraordinary problems, all are
"at risk" because they are nore likely to have difficulties than
famlies wi thout menbers with disabilities.

For many families the initial recognition that a severe
disability exists persents an immediate crisis that evolves into a
life crisis. Several of the problenms famlies can experience
i ncl ude:

Adverse reactions to the discovery that a fanmly menmber has a
devel opmental disability including a sense of shock or

numbness, denial, grief, shame, guilt and depression (Fortier
& Wanl ass, 1984; English & O son, 1978);
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® Chronic stress (Wkler, 1983; Kazak & Marvin, 1984;
Beckman-Bell, 1981);

® Social isolation resulting from perceived negative attitudes
and/or rejection by kin or neighbors (Gottlieb, 1975; English
& O son, 1978);

e Financial costs or lost opportunities such as jobs,
advancement, and education (Dunlap, 1976; Turnbull, et al.,
1985; Giedman & Roth, 1980);

@ Extraordinary time demands involved in providing personal care
to the famly menber with disabilities (e.g., feeding
washi ng, dressing) (Bayley, 1973; Dybwad, 1966; Apolloni &
Triest, 1983);

e Difficulty with physical management (e.g., anbulation
lifting, carrying) and in handling socially disruptive or
mal adaptive behavior (Justice et al., 1971; Bayley, 1973;

Tausig, 1985; MAndrew, 1976);

e Difficulty in undertaking normal famly routines such as
shoppi ng and house cleaning or in finding anmple opportunity
for recreation (Bayley, 1973; Lonsdale, 1978; McAndrew, 1976);
and

® Lack of the skills needed to cope with the potential nedica

emergenci es and/or to teach necessary adaptive skills (see
English, 1984).

Anot her problem that famlies my face is marital discord. A
prevailing notion in the field is that the ongoing burden of
long-term care places great strain on marriages and results in
divorce more frequently than is apparent in the general popul ation
Review of the literature, however, does not readily support this
claim (Perlman & Giele, 1983; Longo & Bond, 1984). The confusion in
research findings suggests that marital satisfaction nmay be dependent
on numerous other factors besides the presence of a son or daughter
with disabilities. Though it seems likely that the demands of
|l ong-term care could affect sonme marri ages, additional research is
needed to probe nore deeply into the effect that the presence of a

son or daughter with disabilities has on the relationship between

husband and wi f e.
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Needs of Persons with Devel opmental Disabilities

As defined in greater detail earlier, persons with devel opment al
disabilities require special care due to physical and/or menta
i npai rments that occur before age 22, and that result in severe
functional limtations in a variety of life skills. This definition
is stated in such broad ternms that it enconpasses a variety of
handi cappi ng conditions including, but not limted to, nenta
retardati on, cerebral palsy, epilepsy, and autism The advant age of
using a definition based on functioning level is that it groups
together a variety of persons requiring conparable |ong-term care and
results in fewer persons "falling through the cracks" of rigid
service eligibility criteria. The primary di sadvantage is that it is
difficult to conpile precise denmographic information on the entire

popul ation with devel opmental disabilities.

Revi ew of avail able information, however, suggests that:

® Mental retardation is the primary disability listed for the
great majority of persons with devel opmental disabilities
(Lubin, Jacobson, & Kiley, 1982);

® Persons with devel opnental disabilities have severe functional
limtations due to inadequate skills, maladaptive behavior, or
extraordi nary medi cal needs; and

® Persons with devel opmental disabilities often possess multiple
handi caps (Moroney, 1983; Lubin et al., 1982; Lea, Reed &
Hansen, 1978).

G ven these considerations, persons with devel opmental
di sabilities can have extraordinary needs pertaining to:

® Health status: Several types of disabling conditions require
frequent nonitoring of biological functions. Mor eover, they
require that caretakers be know edgeabl e about the means for
coping with medical emergencies.

e Health mai ntenance: Many health professionals are not trained
to cope with extraordinary health needs of persons with
devel opmental disabilities. Consequently, many routine health
mai nt enance tasks are greatly conplicated. A child with a
severe reverse tongue thrust and little voluntary nuscle

control may need to see a special dentist. Li kewi se, a person
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with down syndrome and a chronic heart condition may need to
see a doctor who is familiar with such health conditions.

® Adaptive skills; Persons with mental retardation have
problems with |earning. Addi tionally, persons with
devel opnental disabilities and normal intelligence may acquire

skills at a reduced rate because of their physical condition.
Regardl ess of the the nature of the problem persons with
devel opnental disabilities generally require increased
opportunities for learning and can benefit greatly from

specialized instructional assistance throughout life in a
variety of settings (e.g., residential, vocational).
® Socio-behavioral skills: Among persons with devel opnent al

disabilities, the inability to learn and grasp concepts
guickly, dimnished ability to communicate or the frustrations
of being disabled can result in mal adaptive behavior.

El i m nati ng such behavior can require extraordinary effort
from parents and may necessitate consultation with a

behavi oral specialist. In addition, even if such needs do not
evol ve, persons with disabilities may require counseling to
promote devel opment of a healthy self concept.

e Specialized needs: Many persons with devel opment al
disabilities may require specialized treatment such as speech
or physical therapy. In addition, they may require a variety
of personal or environmental prosthetics (e.g., adaptations to
the home, braces, special wheelchairs, etc.).

In addition to the several needs described above, two other
factors nust be consi dered. First, the needs of persons with
devel opnental disabilities will change over time as the individual
progresses from one devel opmental plateau to the next (Konanc &
Warren, 1984; Suelzle & Kennan, 1981). Second, as parents grow ol der
their capacity to provide care changes. Mor eover, in addition to
meeting daily life requirements, parents nust eventually give thought
to how the needs of their famly nmenber with disabilities can be
appropriately nmet after they can no |onger provide direct care.

Overall Needs of Famlies

The above review suggests that in addition to the direct care

services required by the famly member with disabilities the famly

al so needs support services to enhance its caregiving capacity.
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Participants at HSRI's working conference on family support noted the

following problems with the way such services are currently provided.

Lack of individualization of services received. Because fanily
situations are unique, services nust be flexible enough to
accommodate each famly's individual needs. Existing famly
support services, however, are often designed with an

i nsufficient capacity for such flexibility, resulting in an
unsati sfactory match between services and famly needs;

Insufficient control over services received. When avail able
support services do not match famly service needs, famlies
often have little leverage to nodify the services they are
of f ered,

I nadequate information regarding the present and future needs
of the family menber with disabilities as well as the

i nplications these needs have for famly care providers. Such
information also includes systematic instruction for fanmily
menbers regarding contemporary habilitative practices. The

need for such information begins at the tinme of birth of the
person with disabilities and continues throughout his/her
life;

Shortage of time to care for the person with disabilities,
perform normal household routines, undertake productive
activities such as attending school or working, and cope with
ot her aspects of one's personal and familial Iife;

I nsufficient nunber and range of direct services for the
person with disabilities. For persons with disabilities of
school age this often includes the availability of

habilitative activities during evenings and/or weekends. For
adults with disabilities this can involve a need for daily
vocational instruction, alternative community |iving

arrangements, a variety of age-appropriate social and
recreational activities, and suitable transportation services
to enhance the accessibility of various conmmunity resources;

Lack of instrumental and environmental supports. These
supports include proper adaptive equipment for the person with
disabilities as well as the provision of a living environment
that is barrier free for both the person with disabilities and
the famly caretakers;

I nadequat e specialized health care to meet extraordinary needs
regardi ng medi cal and/or dental care;

Needs for a support network for and run by parents to provide
i nformal support, share information, and overconme the social
isolation many famlies experience; and

Insufficient means to ensure the future well-being of the
person with disabilities. This issue pertains primarily to
guardi anshi p and financial planning.




These problem areas are not and cannot be ranked in inportance.
Each famly has a unique cluster of needs and would critique the

availability and quality of services differently depending on their

circumstances. In fact, many famlies may have problenms that do not
appear on the above |ist.
This list, however, suggests that though famlies are willing to

provide long-term care to their menmbers with disabilities, they need
addi tional supports that are tailored to their unique circumstances.
The chal |l enge before us, then, is to translate this need into an

effective system of supports that recognizes the therapeutic as well

as human needs of famlies and of persons with devel opnenta

di sabilities.



A PARENT'S PERSPECTI VE

By
Addi e Conegys

Wth both support from her husband and interruptions from Kate!

Every famly is different from the next, whether it includes a
person with handi caps or not. But families with a menmber having a
devel opnental disability share a number of goals and concerns.

We all have problens of one kind or another. That is life, a
chall enge to be sure. But, persons with devel opmental disabilities,
in addition, eventually have to prove that they can contribute to
society in both conpetitive productivity and in winning ways. To

achieve this they need the supportive consistency and sustenance of

their own flesh and blood from birth through death. Soci ety nmust,
and can, increase its desire and capacity for assimlating this
popul ati on. But it nust nmove nore quickly and supportively in the

i mmediate future then it has in the past.

I would like to see the end of placements in nursing homes or
institutions for devel opmentally disabled individuals needing |ong
termtotal care. Instead, | would like to see each person with a
disability able to be cared for in their own home, just as our great

great grandparents cared for their elderly famly members.

Those of us who participated in the HSRI conference can provide
sone creative and corrective nomentum by addressing accurately the
genui ne needs of all types of households, present and future, that
are actively caring for, or considering caring for, developnentally

di sabl ed members.



We know that there are many types of famlies with varying

| evel s of income trying to provide that quality care at home. Mot her
and father. Single parent. Wor ki ng parent(s). Foster and adoptive
parents. Si blings. Family friends. Ext ended families.
Additionally, we know that the range of disabilities involved
requires care that stretches from little to total care. And t hat

range of involvement needs to be encouraged and expanded

The purpose of this paper is to elaborate on several issues
that confront parents who choose to care for their disabled child at
home. Mor eover, based on such discussion, recommendations are
of fered with regard to how famly support services could be improved

The Advent of Disability in a Famly

We have friends who adopted a "normal"” baby only to |earn
| ater that the baby had severe total care disabilities. That child,
now twelve, has been centered and anchored in his famly. But his

wor ki ng mother could not have done it without help from her mother
who periodically comes from abroad. I ncidentally, our friends have
had two children naturally since they adopted.

Consi der another friend whose Siamese twins were separated

soon after birth, |eaving one very physically dependent. She was
given a death sentence of four years. Now she is fourteen and is
communi cating with an Apple Computer at school. Communi cati on

training began with the loan of a Zygo machine from her school
system. Now her parents are faced with the expense of a home
computer and a van for her special chair.

Di fferent kinds of help are needed today. When you |l earn that

your child has a handi cap, you deny it. Then you become angry, often



directing your (natural) anger towards the doctors who (usually)
i nformed you. Fam |y menmbers often progress through enotional stages
simlar to those experienced in response to a death in the famly

Let me tell you about our own experiences with our second
daughter, Kate. It was only thirteen years ago in a hospital office
in our nation's capital, that my husband and | were advised by
medi cal personnel to institutionalize our daughter who was
approxi mately eighteen nonths ol d. Kate, we were told, was multiply
handi capped. She had cerebral palsy. She was very retarded, and so,
the doctor went on to say, we would be wasting our |ove on her. "Why
not adopt another child in Katie's place," she suggested. One who

could return our | ove.

I hugged my child all the way home. | worried that she had
"sensed" the abrasive consultation. | worried about nmy husband's
reactions and those of our older daughter. I could feel a ghastly

hol | ow detachment and isolation envelope ne from head to toe and side

to side, but not before we stubbornly and from the gut answered that

ugly challenge with a loud and firm "No!" as we arrived in our
driveway.
There was no early intervention as we know it today. | think

that famly caregivers do what comes instinctively in that
situation. But the added know edge of various therapies and
techni ques are crucial because it can possibly save a marriage from
di vorce or desertion or noninteraction. O it can give parents
courage to hang on, not to institutionalize, and sonething
constructive to do with their hands and m nds.

A parent of an involved child becones afraid of the unknown;

isolated with his or her own strange emoti ons. | remenber asking ny
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mot her which | should tell people that Kate had; cerebral palsy or
mental retardation | knew absolutely nothing about either. If we
had had a |ocal organization and a national organization |like The

Associ ation for Persons with Severe Handicaps (TASH),* at that tinme,

our famly life and Kate's education would have been much nore
directed during those crucial first |earning years.

Parents, today, still nmust deal with medical staff and other
provi ders who are clearly unconfortable with their roles. This is
due in large part to the scarcity of enlightened educational prograns
in medical schools and universities.

I have spoken to students in a public health course who
primarily were concerned with how nuch parents should be told.
"Everything," | replied. I rmust enmphasize that by everything | mean
that new parents should be given information on all nmedical options,
all educational options, all appropriate methods and therapies, all
devel opmental stages, and the potential inmpact on siblings — all
right in that birthing room

I like to tell the true story of a magnificent friend of mine
who is a highly qualified professor of special education of the
severely handi capped. She flew to Florida recently when she | earned
of the birth of a baby with severe nmultiple handicaps to her
friends. She lent inmmediate support, facts and hopes to those new
parents before they went home with their baby. They knew what to
expect and when, who could be comng into their home to work with

that baby and why.

* The Association for Persons with Severe Handicaps (TASH),
7010 Roosevelt Way, N.E., Seattle, WA 98115; (206) 523-8446
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I still wonder (guilt) what happened during nmy pregnancy that
caused our nuch wanted child to be born with handi caps. No doct or
has an answer. (As the March of Dimes TV ad says: Parents of
handi capped children aren't evil nor do they deliberately have babies

with handi caps.) When we |earned in August, 1983, (Kate was 14) that
she had al so been deaf since birth, all my old fears and questions
resurfaced. Did I do something wong Maybe ny ancestors are to

bl ame. Maybe ny husband's. All of these are natural reactions. My
point is that relevant information from the very beginning is the
key. It is the cement that can glue a famly together in

horrendously stressful times, not to mention Faith and Hope.

Inplications for Families Providing Habilitative Care

Today when a famly is presented with the know edge of any
disability, all sorts of supporting arms should be available to swoop

around the famly, arms from physicians, social service agencies,

religious institutions and the |local commnities alike. These
attitudes should pronote confidence, hope and a "we'll learn to live
constructively together" attitude. This must happen in those first
hours, days, nonths and years. Service providers (e.g., case

managers, parent trainers) nust be trained to provide expert
consultation and quality care for that child and its famly, which
will be in a state of shock and then confusion, perhaps for severa
years.

Services That Families Require

Kate needs partial assistance and partial independence in
every phase of her daily life --dressing, toilet schedule, washing,
eating, leisure activities, positioning, stairs, and nonverbal

communi cati ons (She does not need assistance to either give or



receive love!). This takes careful planning on the part of her
caregivers. It requires physical stam na, know edge, creativity,

dedi cation, determ nation, and the ability to drumup a positive

outl ook each and every day. It requires, for me, one activity each
day which | can anticipate. This will focus my m nd on getting
t hrough the repetitive drudgery of many everyday tasks. Every famly

with a menber with a handicap has extraordinary daily tasks to

perform

Medi cal and Special Equi pnment needs are repetitive and usually

lifelong. Appointments. Recor ds. Medi cal insurance. For ms.

Travel . Reports. Parents are asked time and time again to provide
the same repetitive information. This is time consum ng and can be a
cause for stress. Medi cal costs are unbelievable. A scoliosis brace

is $900. 00. An auditory trainer is $700.00. A hearing aid is
$400. 00. Only recently did we |learn about P.1.C. (Prolonged IIlIlness
Coverage) under Blue Cross and Blue Shield. But one doctor said he
woul d not recommend a |arger brace because of the cost and the short
period of tinme it would be needed. But he did admt that Kate had
al nrost outgrown the brace! Most health policies do not include
dentistry, which is vitally inmportant to a person experiencing
handi caps. In Massachusetts, one can receive dental services at
state institutions for free. But our children can and should go to a
dentist in their community, like their siblings and parents! Ranps
at home are expensive to build but are so necessary. Vans with
lifts. Special chairs. Fancy catal ogues with fancy prices that
institutions can afford but which famlies cannot.

The sanme problem occurs with sitters. It is vital that

caregivers have time for thensel ves. Go out in the evening. Go on



vacation with and without famly. The problemis fitting in to the
mold of a sitter — her hours, her constraints, her transportation.
Sometimes | feel as though | am being freed to |eave the honme only on
the sitter's terms: her free tinme and her rate.

Respite Care is a term | dislike. In many states it is hard
to get. It is bureaucratic. It is unreliable. It is insufficient.
It is not inmmed ate. VWhen | feel exhausted, | nust know that | can
anticipate relief tomorrow at 10 A M That very know edge is, in
itself, one of the controls | have learned to use constructively. [
do not plan nmy frantic monents. Currently, in ny state, the

Depart ment of Social Services may authorize ten days of Respite for
each six nmonth period. Parents may choose to use half days (five
hours or less) or a combination of full and half days. A "full" day
is ten hours only. At ny house, a full day is 24 hours!

Qur primary preference is to find someone, living in our

community, who could sinply become a wel comed nmember of our famly

when here. If I can find a person who has been exposed in a personal
way to handi caps so nuch the better. | prefer a person who wil
continue ny routine. I do not require fancy training. I think | can
provide that mysel f. Fancy training can create preconceived

m sconceptions about a child' s abilities and how s/he should be
treated. Often those preconceived notions do not fit, but are
difficult to correct.

| do require an individual, mle or female, who will talk with
Kate, as a sibling mght, constantly commenting on the happeni ngs of
the moment . This, | have discovered, is hard for sonme people to do.
Maybe it reflects their own insecurities. I need someone who will

help Kate to fill her day with quality activities even if Kate can



only partially participate in those activities. Let's say that
anot her way: if Kate can push the grocery cart and can behave

appropriately in the grocery store, then grocery shopping is on her

list of "let's do." That list mght contain trips to the library,
the zoo, the mall, the post office, the novies, the playground, and
so forth. Al'l one needs for these activities is comon sense.

Through prior experience, the know edge of Kate's capabilities and
preferences and the know edge of one's self supports confidence and
| ove of one's fell ow man. Peri od.

If Kate's brace needs changing, |'d prefer to teach that. I'd
prefer to teach ny sitter the techniques we are using to encourage
sel f - feeding. | have a faith that famlies can give a sitter that
certain kind of positive attitude which is the notivationa
springboard for our children. | have | earned about braces and
feeding from professionals, and now | can share it with other

community members.

Parents are always being challenged to make Honme Adaptations.

When Kate was using a fourwheeled wal ker, we paid a carpenter to
install shingle slats on either side of all thresholds to enable its
wheels to cross over, thus pronoting independence. | fashioned a
guardrail across the top of the stairs.

Qur yard helper, a local college student, nmade some wooden
book rests, a swing frame, and a prone board and bal ance board to the
Physi cal Therapist's specifications.

A carpenter installed parallel bars and a cheap mirror under a
wi ndow so that Kate could perform her physical therapy exercises of
sit-to-kneel and pull-to-stand where she was nobst notivated -at a

wi ndow. The carpenter made an angled footrest to the kitchen chair



for better positioning and adjustnents.

Qur bathroom has grab bars installed around the tub. I found
them in a catalog which now will not accept individual orders -only
institutional ones.

We have made nunerous adaptations to several bicycles along
the way -training wheels, welded handl ebars, banana seats, velcroed
foot straps.

When we buy a new car, the seat's accessibility is a major
factor. Those needing vans and lifts endure trenmendous expense. And
what about resaleability.

I am not know edgeabl e about Medi cations because Kate does not

need them I wonder how families who do purchase many medi ci nes pay
for them I do know they are increasingly expensive.

My husband has put together, with the guidance of a

professional, several electronic Leisure and Educational Activities
for Kate. For instance, consider a Kodak Ectagraphic Slide Projector
with synchronized tape cassettes. It has an on/off switch operated

by Kate and a push panel wired to the projector's screen that enables
her to change the slides by pressing the panel. The slides are
pictures we have taken of famly occasions and pages of favorite
books. Qur voice on the tape reads the text. Both projector and
tape are fixed to a timer so that Kate must press the panel to
activate the slide and hear the next part of the story.

He has al so organized a tape recorder with a timer and a col or
organ (Radio Shack) so that when Kate presses the on/off switch a

cassette tells the story of Louisa May Alcott's Little Whmen. For

i nstance, colors are flashed to vocalizations for as long as the

timer is set. Both slide projector and tape recorder are precursors
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to work with computers in the conpetitive marketplace in Kate's hone
t own!

We got our "Handi capped Person" l|icense plates mainly to
enable us to park near the medical facilities we frequent. This is a

great help physically for everyone, especially after a long drive and

bef ore beginning the return trip. I hasten to add that on pleasure
jaunts we park in regular slots. Wal king is part of Kate's physica
t herapy.

I am sure that a majority of parents are not know edgeabl e

about how to activate a good Financial Plan and WIIl for their
children's futures. It is hard enough to think about your own will.
Trying to anticipate what the situation will be when you die so that

pl ans function smoothly for your child is an extremely stressful

worry to most of us. The term nol ogy, |aws and concepts are
difficult for us. We postpone. There are workshops; sonme literature
is avail abl e. So are hefty |lawyers' fees. Each state in the country

is different. We worry!

Large famlies tend to depend on one nenmber to be the primary

caregiver of the future. This is often not an appropriate
responsi bility. It nust be voluntary. But the issues nust be
addressed by all involved.

Sonme parents want to know if Medicaid can be utilized for

Respite Care. One 17 year old boy who is hearing inmpaired, nonverba
and aggressive needs a male helper with himat home. Local agencies
will no longer provide the service. His parents are being urged to
institutionalize him Any human with a hearing inmpairment is under

great stress constantly. We need to find support and confort for



this youth and his frantic parents in his own home environment. How
can we hel p?

In many states, |ike Massachusetts, Home and Health Services

are being utilized more and nore by parents who cannot find regular
sitters and whose health insurance plans or Medicaid will cover the
extremely high cost. But these services can be expensive (e.g., $80
a day). The Home Health Aides are medically trained, and serve a
real need. But the cost is outrageous and not all famlies need the
medi cal input.

When my wi dowed nother became ill, sold her house and was
hospitalized, | would have liked very much to have her stay with us
during her recuperation and subsequent housing deci sion. Her
interactions with Kate and us would have been very val ued. But rmy
prior experience locating sitters for Kate scared me. And | was
uncertain about the close quarters, nurses aides she would require,

and my questionable ability to calmy juggle husband and child,

not her and constant outsiders in our house. | should have taken the
chance. But |I did not know of a definite safety valve | could turn
for me. I would like to see changes in the current support system

which would help others instinctively struggling to hold famlies
t oget her.

Fam |y Well Being

Sonme families disintegrate but many solidify when they Ilearn

t hey have a disabled nenmber anongst them Much depends on

communi cation, that old buggaboo and hangup. Egos have become
damaged. Guilt and anger and confusion are pervasive. Parents nust
communi cate with thenselves and other siblings. If that is

difficult, the strongest nust reach out to a trusted friend,



counsel or or another parent or a religious |eader. Sonmeti mes anot her
fam |y member can be hel pful. By tal king, the stress and
uncertainty, which, if left unchecked, could lead to an out-of-home
pl acement, are brought under control, and recovery to sone degree of

nor mal acy can begin.

Most people in society's mainstream have yet to understand the
joys and potential that handi capped individuals can bring to a famly
unit . To unearth these hidden benefits is very rewarding. They
occur usually when you |east expect them so a day-by-day phil osophy
is natural.

Marital relations reflect the stresses and joys of the famly

situation. If one has come to the marriage ill-equipped to handle
any maj or adversity, life will be stormy. If both partners can hang
in there long enough to recognize what can be changed, then the
relati onship beconmes one of constructive advocacy.

It is safe to coment that nore couples today are discussing
the "what ifs" of producing a child with handi caps, before marri age.
Modern medicine is nore know edgeabl e.

Inspiring new friends will be made. Some old ones will drop
by the wayside, unable to understand your new priorities and tine
restraints. I recall a small dinner party when our friends who
opposed a group home on their street nmoved to the other side of the
living room for the rest of the evening when they |earned we were
proponents. It is difficult.

Researchers are just beginning to delve into the world of
Si blings and their role. There will be resentments and hardships.
Sharing the load in a positive fashion is constructive and one of the

el ements of famly life. The potential for sibling growth through



sharing is there. | like to envision each sibling |eaving the nest
as an anbassador to the world outside. I am happy to report that
Kate's older sister, who is 28 and a reporter for United Press
International in New York City, is not only an anmbassador but a great
support to Katie, who blossonms when she comes home, and to ny husband
and me.

Siblings may benefit from genetic counseling. Si bl i ngs need
time of their own. They need to be recognized for their own
achi evements. There is a trend to feature "Sibling Panels" at
conferences today. We have much to learn about their joys, fears and
frustrations. Si blings may often be found in professions related to
the special needs field.

The extended famly should also be considered. Aunts and

uncl es, grandparents, in-laws, a particular neighbor, a peer buddy
fromthe comunity, a peer tutor are all the kinds of arrangenents
which are homespun and conmunity-based. TV ads proclaim

Adopt - a- Grandparent, and Big Brother/Big Sister prograns. A good

exanmple is a television show hosted by Jack WIlliams on Boston's TV

Channel 4. This program called "Wednesday's Child," promotes the
adoption of children with a wi de range of handicaps in Massachusetts
who need a famly to live with. He received a Media Award from
T.A.S.H at its 11th Annual Conference in Chicago, Novenmber, 1984.

Recommendati ons for |nproving Support Services

The support services available in many states are a great help
to famlies. They can, however, be inmproved. Pl ease consider the

following recommendati ons:



I nformati on and Training

1. Medical and educational personnel and citizens of the comunity
could benefit from increased Training and Exposure to Persons
with Disabilities with an enphasis on understanding famlies

and their needs. This includes doctors, nurses, case mahagers,
parent trainers, and to a greater involvement community
citizens.

2. Parents continue to need Information and Training, not to be
parents, but to learn how to gain access to the confusing
systenms which surround them and the latest techniques for
i nproving their child's overall functioning.

Adapting the Environment and Special Equi pment

3. Adaptive Equi pnent Exchange and Rental Groups are a vita

service expansion. Sone are scattered across the country. One
is barely operating in ny area but not for renting equipment,
only for borrowing. I suggest that sensitive items, such as
auditory trainers, computers. Braille typewriters should be

i ncl uded. Because they will need special servicing and

mai nt enance, they could be donated to and rented from a | arger
pool . Presently, one borrows a limted supply from one's
school system but there are no backup machi nes avail abl e and
val uable time is lost to that student. The public is totally

unaware of the problem

In our situation, Kate is lent an auditory trainer by our
school system At year's end, that equipnment goes back to

the manufacturer for servicing. Kate's "Phonic Ear" package
was lost in the mail for a nmonth, and there is no substitute
equi pment ! Her summer educational program so long fought

for through the appeal system suffered.

4. In this connection, the Media should be utilized (electronic
and print)to bring the equi pment needs of our population to the
attention of prime manufacturers, foundations, church groups,
and so forth. T.A.S.H, for instance, has a National Media
Watch which is set up through its chapters to respond to any
type of media, anywhere, good and bad, with speed and accuracy
concerning any persons with severe and profound handi caps.

5. Housing Adaptations should receive greater attention. Af ter
all, the entire famly functions in an environment called
“home." Home should be a place that is structured to foster
i ndependence in the disabled child and to ease physical demands
pl aced on car et akers. Ramps, grab bars, and other adaptations
shoul d be nade available to famlies.

Direct Services

6. Skills Instructors are needed who come into your hone on a
regular basis to work on skills inmportant to the child in that
environment (eating skills, and other daily living skills). Schoo
personnel must coordinate their activities with any such instruction
that occurs in the home to prompte skill generalization




7. High School Peer Tutors are noted by name in town newspaper
col ums. Per haps, nmore of them could be enlisted to act as
skill instructors, care attendants or just plain friends

8. Responsive and sufficient Respite Care is virtually

nonexi stent. | am aware of two current projects to document
the situation. St andards vary greatly. Rates are
subm ni mal . The need is acute. Parent cooperative

arrangements are one answer.

9. Fam lies need Financial Reinbursement for educationa

litigation. Poor and mnority famlies are unable to upgrade
an educational placenment. Advocates are scarce. Lawyers are
expensi ve. Parents are not reinmbursed for their efforts,

school systens are.

10. Early Intervention nust be maintained and creatively expanded

11. Integrated Recreational Programs that are run by |oca
t ownshi ps are needed by persons with severe handi caps.

12. Expanded involvement of Churches and Community Organi zations
in the lives of persons with disabilities would be wel comed.

13. There is a need for devel opment of Accredited Sumrer Canps
appropriate for all handi caps. Camper shi ps. Both are in
m ni mal  supply. Both are so inportant in social devel opment.

Support Networks

14. | believe that parents need outlets to tell and wite their
stories in order to communicate their experiences to other
parents and to spur changes in the system

15. Parent Advisory Committees (PAC) in school systens are
mandat ed but not enforced. These comm ttees should be
strengthened to reduce the costs of appeals and out-of-school
pl acements pronpted by inadequate |ocal services.

In conclusion, professionals, bureaucrats and others commtted
to helping famlies should be rem nded that parents really do want to
treat their child with disabilities like their other children. That

is, they seek to be primarily in charge of shaping the course of

their children's early life; that is their parental responsibility.
Moreover, those wishing to support family efforts nust realize that

no two families are alike. Each responds to the advent of disability

differently, and requires different types and anounts of services.



G ven these considerations, services should be designed around
two fundamental principles. First, a comprehensive and flexible
service nmenu nust be available so that service plans can be
i ndi vi dual i zed. Second, famlies nust be enpowered and encouraged to
embrace a primary planning role so that they can direct the course of
services and escape continued dependence on bureaucratic systens. I n
essence, famly support systems nust be maximally responsive to the

needs of famlies; they nust be famly driven



THE PERSPECTIVE OF A PERSON WITH DISABILITIES

by
Susan F. Lanb

Call me Susan. Call me Matthew. Call me your daughter or
son. Call me pupil or client. Call me cripple or dummy. Cal |
me developmentally disabled. What ever your |abel, | am |
live. And your attitudes about my Iimtations and future
determi ne the fullness or paucity of this life | have been
given. I was not born with an awareness of the meaning of
"severely disabled." I didn't understand why the dreams ny
parents had for me had been shattered. I had not been excluded
yet from schools, libraries, museums, parks or a place in
society. When | was small, nestled in the soft padding of nmny
special stroller and a child shrilled as he passed: "Why is she

bent that way?, "l ook she's got no legs;" or "Mommy | don't Iike
ugly people like her." I couldn't understand why the

"Sh-h-h-h" of the child' s mother sounded so angry at me. | had
been introduced into the harsh reality of attitudinal and
architectural barriers. For a person who is moderately or

severely disabled, these barriers create the Iloneliness and

isolation that is ever present in our lives.

What ever the disability, race, sex, religion, nationality or
income group attitudinal and architectural barriers frustrate the
life of the individual and his/her famly. Consequently, the
purpose of this paper is to personalize the consequences of these
barriers on the life of the individual with the disabling

condition and his/her famly. It is divided into three parts:



1) Self awareness, integrity and disability; 2) The ultimte
objective: Independence; and 3) Some crucial concerns.
Sel f - Awareness, |Integrity and Disability
Like all children, | remember scrutinizing my body with the
sharp eyes of childhood. Because the other children would tease
me, | remember my only playmates were my brothers and sisters. I

remember when no one except my Mom would take the time to
understand my speech or to explain that the famly could not go

to the movies, parks or zoos because there were no ramps.

Gradually, you begin to absorb the message: "YOU ARE NOT OK."
Peopl e stave at you if you've different. They can nuake
you feel like a Martian. | have never wanted to go out
because | was so self conscious. My family would say
"You have to go out, we'll take you to the beach." I
woul dn' t . So ny father would get off work at night and
we'd go to the novies. The only show I'd go to was the
late show . . MW father would wheel me out as soon as
the lights cane up. -- Terry, post polio

The prevailing thought in the rehabilitation and medi cal
community seems to associate disability with disease. ARE YOU

S| CK? Parents attack your body, twisting it, bending it.
Doctors stick it, poke it, cut it. The goal: GET WELL. Mak e
the most of what is there. Try harder. Never give up. One mor e

surgery, a different doctor, a change in diet, perhaps that will

hel p. By the time you are six, you know some great tragedy has
befallen you and your family. The stress is immense during your
rehabilitation period. You must try to |look more normal. You
must not cry or complain too much. Often during this period in a
di sabled child's life, he or she is discouraged from asking about
the nature of the disability or what the future mi ght mean. What

is often overlooked by parents and medical personnel is



communi cating with the child, what 1S happening or what M GHT
happen. To not inform a child of what is happening makes the

child vulnerable to unneccessary fears.

I don't like being alone because it gives me a feeling of
| oss. | think it all started when | went to the hospital
and was separated from ny famly. There was al nost no

conmruni cat i on. I think |I have been alone for so long and
for so many years that | hate the idea. -- Lois, deafness

Many di sabl ed persons believe that only their famlies care
enough to help them or are interested in them I nactivity of the
body and passivity of mind during a young child's early years
will atrophy the spirit as well as the body. Even a young child
needs to understand and be encouraged to assert him her self, to
ask questions or to seek help from those outside the famly.
Because, for so many professionals you are just another case and
you are assumed to have no need for privacy nor a sense of

modesty, a child needs to know the answer to "Why?" and "What

for?" and "What is it?"

W had nonthly visits by an orthopedist, who would cone
like a circuit judge to the school. ..l would have to

get out there in ny underwear in front of the doctor, t he
physi cal t her api st a couple of teachers, maybe the

princi pal , other kids and parents. I'd be paraded around
and had to listen to ny case being discussed. -- Vickie,
cerebral pal sy

Di sabl ed persons must also cope with stress stemmng from a
recognition of the inordinate demands made upon parents and

siblings for their time, their patience and their physical

endur ance. If left unchecked, this condition can frustrate a
di sabled child and promote guilt. Li kewi se, the famly may
resent the extraordinary caretaking responsibilities. It takes

time to realize that alternate care arrangements can hel p.



Unpaid assistants (famly members) provide care for disabled
persons out of love and a sense of responsibility. That is what
is expected from famly members and it works just fine until one
person does all the receiving. Wt hout recognition of the needs
of the person doing the giving, burn out occurs on both sides. A
general erosion of the spirit occurs. For those of us receiving
the care, we often feel guilty when we sense our parents have
sacrificed themselves for us and are quick to point out that
fact. Martyred parents are seldom appreciated. Burn out in most

cases is the major cause of deterioration within the famly

Brot hers and sisters, just |ike parents should not be
expected to devote their lives to the heroic cause. Si blings
adopt the attitudes of their parents. Responsibilities are so

enor mous when caring for a severely disabled child, brothers and
sisters often become surrogate parents. Brot hers and sisters are
expected and needed to help, to give up play time, to take their

di sabled sibling with them when they go out, to baby sit to

feed, to bathe, to Ilift things. It is natural for them to have
feelings of both |love and jeal ousy. It is most difficult to
answer questions from playmates such as: How does your sister go
to the bathroom? \Where does she sleep at night? Why does your

brother's face |ook squished.

Believe me, it is not any easier being the disabled child.
When you feel clumsy, worthless, wunattractive and are subject to
constant supervision by your famly, it is very hard to not
become sullen, demanding, |jealous and mani pul ative — in short, a

tyrant.



WHY DON' T FAM LI ES RECEIVE SOME HELP FROM THEI R COMMUNI TY OR

THEI R GOVERNMENT? Why isn't there a uniformty in the scope of

community based services programs from state to state? Why does

a famly often have to reach poverty level before they can

gqualify for medical care or other services |like homemaker

assistance, respite care, personal care, medical equipment,

physical or occupational therapy or adult day care? It has been

shown time after time that when home health aides and services

are available to famlies caring for a disabled member, the

savings to the taxpayers and to the fiber of the famly is

st aggering. Fam |lies need these support services in order to

mai ntain their self sufficiency -- both econom cally and

emotionally.

Having a disability is only a part of a disabled person's

life. To the individual and those who care and |ove for himher

there are other sides to that person. It's the life of the

di sabl ed person that matters. How to preserve, respect and

enhance that |ife is the ultimate goal of both the parents and

t hat

i ndi vidual with the less than perfect body or mind.

Nondi sabl ed and disabled famly members need to interact with

their environment. They must be able to explore, manipulate and
enjoy their world together. Architectural and attitudinal
barriers must be elimnated within communities. W thin our

nation's special-needs famlies, the integrity of these famlies

and

the self respect of EACH member of the famly depend upon the

elim nation of those barriers.



The U timate Objective:lndependence

Besi des being Mom and Dad, parents are our physical, speech
and occupational therapists. Each i mprovement in our bodies is
heral ded as "progress." Wth each success (head being held up,

feeding yourself) we are being encouraged to believe we can do

mor e.
The other day | was on the bus with a cerebral palsy girl
who wusually left her nouth slightly open. Was | ever
glad that ny nother said "F-f-f-f-t-t-t" (short for
flytrap) to me whenever she saw nmy nmouth open. . . She
could have vyelled "Shut your nouth” which | would have
resent ed. person with disabilities

It is very difficult for us to face such fateful questions as:
Who will feed me? Dress me? Talk to me? What will happen to me
when Mom and Dad are gone? The rite of passage for most severely
di sabl ed adol escents is the terrorizing awareness that if you
should prove incapable of Ileading an independent life (and you
are told this by society in so many ways), your future mi ght be
institutionalization. Having the self-confidence to acknowl edge
there m ght come a day without your parents to protect and care
for you comes only with acquisition of daily living skills.

The struggle to define independence is entwined with the
attitudes you have about yourself and those attidudes others have
about you. Far too many disabled young adults learn to
subordinate their own interests and dislikes. For a disabl ed
person, maturity often means |earning to accept the roles and
expectations that have been prescribed for your particular
disability group.

The sight of soneone who is physically twisted, in a

wheel chair or who has the gait of a drunk exhi bi ti ng
contortions and poor balance mght elicit in you fears,



feelings of inadequacy. It might bring out your
protective father or nother instinct. It is sonetines
hard to conceive that sonmeone who is really screwed up
physically with the speech of a drunk or no speech at all
has the sane needs as you and perhaps in sone cases a
higher intelligence than yourself. --- El i zabet h,

cer ebral pal sy

I can assure you that people are |looking at Elizabeth wondering

what will become of her or rejoicing that God didn't zap them
She is wondering: Am | somebody? Do | |ook that grotesque?

W Il anyone marry me? WIIl | ever work? These are all questions
asked by anyone who searches for meaning to their life.

Where do you build the self-confidence to know what you are
capable of doing? Wthin the home is where it begins.

Because of ny physical condition, | was given limts by
peopl e. They assuned that they knew all about ne because
they read about cerebral palsy in their college textbook.
-- Lauren, cerebral palsy

Fam |y schedul es are hectic. A di sabled young person wants
to do his or her part to help out. However, everyone, including
parents, 1is preoccupied with how long it takes to accomplish a

task or the awkwardness demonstrated to carry out the task.
Attempts to assert ourselves are too often dism ssed with "You'll
tire yourself, let me do it." This is a mistake. The emphasis
should be on self sufficiency whether the child is disabled or
nondi sabl ed. The more dependent you are on your parents — when
you believe you can do something for yourself -- the more surly

you become. Your famly become servants.

A recent example of this concerned a young man | know. He
was ashamed that his mother still helped him bathe. He didn't
need help but was afraid he would break the glass shampoo

bottl e. Finally he told his mom She substituted a plastic



bottl e"and this young man took charge of his personal hygiene. A
false dependency is most damaging to your self-identity and
relationships with others. Parents should encourage attempts to
help with daily activities. Agreed, it takes twice as long to
make the bed. Agreed, it is easier to let someone else dress
you. Agreed, a sister doesn't object to getting the glass of

wat er . However, if persons with special requirements believe
they can make their bed or dress themselves or get their own
drink of water, it becomes demoralizing to have their competence
chal l enged. Even if only a part of a daily living skill, such as
cooking, dressing, bathing, cleaning, managing and budgeting

money or | ocating community resources is feasible, that skill

should be used. This know edge ultimately will better prepare
them to live a life outside their family.
As important as it is to know how to carry out a task, it is

equally important to understand how to direct someone on the best
way to assist you. Thought ful management of those extensions to
our bodies require that the person being assisted be taught how
to give directions, interact with another person and exercise
patience. Preparing the disabled person for a life without
hi s/ her parents or accustomed caretaker means the disabled person
must |l earn to exercise responsibility in order to build

i ndependence. | ndependence is an attitude. It is not
necessarily doing for yourself, but understanding how to choose
and control the options at hand. Wor ki ng, despite leg braces,
fused |imbs, spasms or restricted hearing, creates an

assertiveness which reflects a positive affirmation of one's best



i nterest.

This assertiveness is revealed by statements such as:

"Thank you, | can tie nmy shoes." “I can push my chair." "l can
pick up the book." "Thank you, | can make my own decisions."

One of the earliest ways a young disabled person |earns how
to be assertive and to practice cooperation is in school. About
ten years ago, handicapped children were routinely excluded from
school or placed in inappropriate classes. Wth the enactment in
1975 and enforcement of the Education for All Handicapped
Chil dren Act (P.L. 94-142), handicapped children now have access
to a vast array of educational services. Wth P.L. 94-142 each
child has his her individual needs met in the |east restrictive
environment . | ssues relevant to placing moderately or severely
handi capped children in special or mainstreamed classes are
vi gorously debated by educators and parents. Whet her the child
is in a segragated classroom or taking his or her chances with

nondi sabled children in integrated settings, the school

experience is deeply felt.

Wien people ask me if I'm in special ed, | get

enbar r assed. I'm afraid they're going to mke fun of nme
or | augh. Sonetimes | just say "Yeah." They ask why and
| say because |'m slow. | used to get laughed at. --
Cheri , | earni ng di sabl ed

I don't Ilike it in this school. I would prefer to be
with deaf people. | don't try out for sports and | would
in a deaf school. -- Becky, deaf

| remenber interacting in school with other kids who were
di sabl ed ki ds. . . W were all the butt of everyone's
ridicule and excl usi on. There was a canaraderie anbng us
because we were nutually hurt... That's had an influence
on ny life. -- Ann, bl i nd

Qur little girl is21/2years old. Thanks to infant

stimul ation, she is going far beyond the doctor's



expect ati ons. Ve believe infant stinulation and early

intervention are t he key to helping developnentally

di sabled people to a nore productive life. We believe

every parent and child should be given this opportunity

however it is NO LONGER AVAILABLE in our area. --  Letter

from a parent

The problem with education does not lie in a lack of funding

for programs but in the attitudes of program officials. Many of

these people view education, especially higher education, as an
enrichment experience not job preparedness. Such an enrichment
experience will enable the child/adult to pursue intellectual
activities during the anticipated prolonged periods of
i solation. In other words, nobody expects you to work, to feed
yourself, clothe yourself or support yourself. It is very hard
to develop mature and responsible habits when nothing is expected
from you. Everything you do is "wonderful...considering."
Educators must stop promoting restrictive curricula for disabled
students. This is particularly evident in the math and science
areas.

Anot her practice that discrim nates against our attempts to

educate ourselves involves use of various competency exams. Many

of these exams test for middle-class children's everyday

knowl edge. When | was in the eighth grade, | took the

achi evement test given to all the students. | scored high in
verbal and math ability. However, | was at the level of a three
year old for spatial relations. In other words, | couldn't put
the square in the circle. Small wonder, when | had mi ni mal use
of my hands and no use of ny |egs. Bef ore admi nistering these

exams, educators should probe the student's problem solving

abilities and street wi sdom Ask any parent, they will tell you



how resourceful their disabled child is. Educators should be
aware of which tests are best suited for which students.

Lastly, there is a great gap in educational opportunities
for autistic children. For preschoolers, programs are few and
far between. Occasionally, these children are served in
community preschool programs sponsored by associations for
retarded citizens or Head Start. They are, almost always, placed
i nappropriately. They never receive the year round services they
need. Twenty-four hour, year long educational and treatment
programs are scarce. Those programs that do exist are expensive
and most families lack the resources. The bottom line is that it
is the rare autistic child who receives appropriate services.
Consequently, a great many adults with autism become
institutionalized for life. Why can't these children receive

what they need to stay with their famlies?

Section 504 of the Rehabilitation Act of 1973 (PL 93-112) s
considered by many of us, who have struggled all our lives to be
first class citizens, to be our civil rights act. The basic
goals of this legislation and other recent |egislative
initiatives [e.g., 1978 Amendments to the Rehabilitation Act of
1973 (PL 95-602); Developmentally Disabled Assistance and Bill of
Ri ghts Act (PL 94-103); Developmental Disabilities Amendments (PL
98-527)] grows out of such principles such as self help, self
direction, deinstitutionalization and a rejection of the medica
environment . Self help groups and federally funded Protection

and Advocacy projects have become the catalyst for these goals.



All the time | was growing up and afterward there were a
lot of buildings | could not get into or had to have
people with ne carry me into them I really feel
particularly in public buildings, that we have the right
to go into any room we want. Wien | know | can't go to
the bat hroom | get pretty nervous. --  Terry, post polio

Wth the passage of these laws for the first time people with

di sabilities can assert themselves as first class citizens. You
have rights to education, to go into polling places, to control
the treatment of your body, to work for a living -- YOU CAN HAVE

A FUTURE is the message to those with disabilities.

Disabled <children have to believe as mnmuch as any children

in the world that they can continue to Ilive and be happy
and functional...that there is a future for them --
Li nda, post polio

The independent I|iving movement serves as an important mode

of self help and outreach embodied in the disability rights
|l egislation. Three basic principles govern the independent
living movement: 1) Disabled persons design and run their own
programs; 2) they are community based; and 3) they provide
services and advocacy. Title VII of the Rehabilitation Act
Amendments of 1978 (PL 95-602) provides over 80% federal funding
to Independent Living Centers. The financial dependence of
centers on such funding is beginning to cause serious concerns
for the future. Competition is keen, and existing centers are
pitted against newly created centers. I ndependent 1living centers
are too valuable a community asset to be allowed to be strangled
for a lack of funds. Parents and advocates must work to save
them

Protection and Advocacy Programs (P & A's) are a second

i ndi spensabl e source for ensuring that the famly and the



devel opmentally disabled person receive all the rights and
services to which they are entitled. Protection and Advocacy
programs, as established in PL 95-602, are required in al

st ates. P and A's can provide supportive, investigative and
| egal assistance to enhance the welfare of developmentally

di sabled children and adults.

Wen she noved into this neighborhood, I was the only one
trying to help her... And her parents are not trying to
keep her in proper care. They take all her noney and
spend and drink it wup in liquor and beer... They are the
ones trying to ness up her Ilife by trying to put her in
hone that she really doesn't need to be in. Al she

wants is to have a free |life... She knows how to dress
hersel f, and cook, and wash but when it comes to business
things she comes to ne for help — a neighbor.

This is part of a letter received by the Alabama Devel opment a
Di sabilities Advocacy Program Hundreds of simlar letters are
received each year.

Hel pi ng developmentally disabled people to accomplish their

ultimate objective, independence, requires effort on the part of
the disabled individual, their parents and the community. The

i ndi vidual must put effort into becom ng self-motivated. The
parents must teach their disabled child daily living skills to
foster the self-confidence needed for independence. And the

community must support these efforts through integration of the

di sabled into the community.

Some Crucial Concerns

After reviewing the relevant literature and speaking to a
number of persons with disabilities, it is clear that a variety
of service needs exist. My purpose here is not to elaborate on

each service, rather, | want to highlight five service needs of



extraordinary concern;: home safety and housing adaptations, day
care, transportation and architectural barriers, body imge and
sexuality, and the future away from one's parents.

Home Safety and Housing Adaptations

In my famly and most famlies where one or more members are
physically disabled, home safety is an especially poignant
concern. Enlisting the aid of neighbors, role-playing emergency
situations with famly members, having every famly member pledge

never to |eave the disabled member alone, does not guarantee that

we will not find us left by ourselves. Day after day across the
country, emergency situations occur: fire, personal assault, or
accidents. When emergency aid is needed, it is often extremely
difficult for us to summon hel p. Why? Two reasons. First,

t hough police, fire stations and hospitals, to name a few, are
supposed to have communication devices that accommodate those of
us with severe physical or speech or speech and hearing
limtations (in accordance with Section 504 Rehabilitation Act of
1973) few have such devices. Cost is not the reason why few

communi cati on devices are found within the community service

departments since they are relatively inexpensive. Current
policies are based on inaccurate assumptions about the l|ifestlyle
of a person with a severe physical |imitations. Such assumptions
include: 1) | will always have someone with me if an emergency
should arise; 2) | will never have an emergency; or 3) | will
never need to seek aid for another person in crisis. Anot her
reason help is difficult for us to summon, is the |ack of

fam liarity anmong most emergency personnel (i.e., operators.



ambul ance attendants, police, etc), with disabled people and
their needs. People who have responsibility for assisting others
need to know about different disabilities.
Day Care

Day care and hone safety go hand in hand. In many states
school services are designed to serve disabled children younger
than five. In addition, Head Start serves sone children in sone
areas. But fromstate to state the quality of existing services
varies and they are not uniformy avail able. Severely retarded
children/adults may be forced to wait three to four years for
limted space in adult activity prograns. Sunmer prograns for
severely disabled children are virtually non-exi stent except at
parental expense. If the majority of households with children
are headed by wonen, and society says it's better to work than be
on "AFDC," and a good percentage of those wonmen headed househol ds
t hat have one of those 2,000,000 chronic physically or nentally
di sabl ed children, where is that nother supposed to put her child

when she goes to work?

Sue, ny daughter, age 6, goes to East Elenentary Schoo
Speci al Education Cl ass. Before she was six, she went to
the Cerebral Pal sy School here all year long. | checked
about her going there when school is out for the sumrer
and the CP school said if they didn't get funded for
extra children they woul d not be able to take her. Sue
needs to continue her speech and physical therapy all the
time, three nonths is too long to be w thout help. Day
care does not take handi capped kids, so if | can't put
her in the CP center this sunmer, | really don't know
what | can do. | work and | need to have her taken care
of just for the sumrer.

Transportation and Architectural Barriers

If you use a wheelchair, crutches or have sensory

limtations, transportation and architectural barriers are

gi ant



problems to overcome. From mi ddle childhood on, especially

during adol escence, friendships and activities are nourished

after school. Mobility is paramount to recreation and
socializing. You can't go anywhere, do anything, meet a friend
unl ess your parents take you. The hurt feelings and rejection

that come from being dependent on only your famly to take you
pl aces boils down to: "You do not have a private life." The
more severe your I|imtations and the older, consequently heavier

and |l arger you are, the physically more difficult it becomes to

take you pl aces. Every outing has to be carefully evaluated and

pl anned. Spontaneity is replaced with assessment of the effort

i nvol ved. The harsh fact is that the solution to this problem is
costly. In some communities, services such as Dial-A-Ride, exist
and, in rare cases, some accessible public transit is

avail abl e. However, in most cities the programs are grossly

i nadequate to meet the demand for services by disabled children
and adults. Transportation may be costly but the cost must be
bal anced against the isolation and despair for countless disabled

persons.

Body | mage and Sexuality

Why should spasms, wheelchairs, mental acuity or sensory
awareness change a person's right to express sexuality or
experience intimcy? Inti mcy is not exclusively the special
cl oseness defined by physical proximty or agility. Rat her, for
most people it is the sense of comfort, acceptance and trust
shared with another human being. Yet, many people would be

surprised and slightly uncomfortable with Sara's desire for and



expectation of fulfill ment. Many peopl e, parents, teachers,
counsel ors and medi cal personnel included, ignore the sexuality
of the disabled adol escent and adult. We are assumed to be
either asexual or impotent. This denial of sexuality is the

cruel est attitudinal barrier faced by someone with severe
di sabilities.

I was born without legs and with a right arm that ends

where nost people have an el bow. It's an unusual body
but it is a body. It houses a living person and lets ne
do many of the things | want to do to fullfill my Ilife.

-- Sara, anput ee

What you see in your mrror affects the decisions you make
regarding: How to take care of yourself; what you think you can
do, can't do, won't do, want to do; and what Kkinds of
relationshi ps you choose to have. The reflection you see tells
you how to look to those who love you, the way you need to | ook
the way you |look to strangers. The scars, the curvatures, the
spasms, the slowness makes you appear physically different from
those images on TV or people around you. From these sources it
appears that loving depends on body fitness. The implicit
message is that it is wunnatural or pathetically unrealistic to

expect to experience various relationships with other disabled

persons, or even more mal adjusted, a nondisabled individual. It
is hammered into your head by parents, rehabilitation and medica
personnel, as well as architectural and attitudinal barriers

found in ccmmunites, that you are incapable of having a deep
relationship with anyone other than your parents. After all, who
el se but your parents might love someone so different and

dependent.



Tragically far too. many young disabled people conclude they
will never have a chance for a normal relationship. The confort,
acceptance and tenderness found in a relationship is assumed to
be forever denied them Why ? Because of mental retardation,
epil epsy or autism No! The reason is those who see our unusual
bodi es assume the basic human needs and desires to |ove and be
| oved have been subjugated to the physical, emotional or mental

difficulties that must be overcome. They are mi staken.

But how does a parent and/or those who care encourage a 15
year old, who uses a wheelchair and whose body is very malformed,
to smle at the image in the mrror? They might: 1) acknowl edge
and affirm the young person's sexuality; 2) encourage social
situations; 3) push for clearly understandable sex education
materials in schools or have them available at home; 4) keep
pictures of the persons with the disability around the house; 5)
teach as much self care as possible; and 6) discuss financial and
physical arrangements which must be made if two severely disabled
and unempl oyed persons should desire to marry. The point to
remember is that the disabled person's body contains the gift of
sexuality just as the nondi sabled person's body does. Whet her
that gift is rejected or accepted is determ ned by the attitudes
of those around us.

A Future Away From Parents

It can be said of many parents of a disabled child that they
have been endowed with the courage and inventiveness to cope with
the situation. Perhaps it is true that God sends "special"

children only to "special" parents who have the ability to



adj ust . However, there is one inevitable situation few parents
actually plan for: What will happen if | can no longer take care
of Mary, Jimmy, Sally? O worse, when | die, where will they

go? How will they manage?

Coping with aging can precipitate changes and stress within
the famly of a developmentally disabled person. Growi ng ol der
is difficult for all of wus. We are rem nded with the weakening
of our body and senses that in American society the aging process
represents a change in status from being a responsible adult to
becom ng a dependent adult.

For the parent who has the responsibility of caring for a
devel opmentally disabled adult, aging has frightening
i mplications for their lives. Havi ng once accepted the

obligation of parenthood for a moderately or severely disabled

child (i.e., the physical and emotional <care giving and financial
support) , surrendering those obligations to another is out of the
guestion. It is terrifying for most aged parents when it is

suggested after 50 or 60 years of providing food, clothes,
groomi ng, protection, and so forth that other arrangements need
to be made to insure the well being of their loved one. Many
aged parents are painfully aware that the majority of moderately
or severely handicapped children and aged adults are

i nappropriately placed in institutions when they can't care for

t hem. Opportunities for the severely physically disabled to live
i ndependently in group homes are virtually nonexistent. Al so
Medi caid, the primary source of payment for disabled individuals

in nursing homes, does not pay for any disabled person to reside



in a nursing home unless there are compelling medical reasons.

This holds true even if the individual has no other place to

live. Until there are more community based, residential
facilities for moderately or severely disabled people avail able,
the last years for many will be spent in an institution.

However, for famlies with |large amounts of money and property
held in trust, alternatives are avail able.

The need for financial and estate planning by these parents
is crucial in providing long term guaranteed care for their
di sabl ed dependent. Too often, this essential planning never
takes place due to the tremendous societal barriers which must be
overcome. Seeing the need to plan is the first hurdle.
Deci sions on living arrangements, medical care, determi nation of
competency, whether guardianship is needed, the form of that
guardianship if it is needed (over the person, the estate or both
the person and the estate) and who shall be the guardian are only

a few decisions that must be made.

The second hurdle to overcome, is to insure that the
arrangements are fully understood by all parties. For exampl e,
in a guardianship relationship the dependent can |ose the
i ndependent right to marry, to have and raise chidren, to spend

earned income, to vote, to decide medical treatment, to choose

living arrangements. Parents and disabled persons must
understand the legal implications and consequences of all |egal
and financial planning. It is essential that the plan provides
security for the person and that eligibility for government

benefits is not inadvertently jeoparidized. Careful assessment,



therefore, must be made of wills, trust instruments,
guardi anshi ps, receipts of insurance proceeds and their inpact on
the maximi zation of government benefits.

The last hurdle, which is the most difficult to accomplish,
is for the parents to communicate to their loved one, a sense of
wel |l being toward their future. My | egacy for any severely
di sabled adult is that parents believe in their child's
capabilities, respect his/her dignity and have confidence that
he/ she is capable of some measure of self-direction.

Concl usi on

Throughout this paper | have attempted to highlight major
points during a lifetime of living with disabilities. Wth that
focus | chose the personal approach, "the human touch," to draw
attention to the people whose abilities are inhibited by some
arbitrary mal function. Wthin that different body, the essence
of life within demands the right to live that life to the fullest.

Disability is an irrational, irreconcilable fluke that
occurs. But it happens everyday to many people. There is no

natural or human |law that decrees that any of wus must or should
live disabled, immobile, or misshapened. To ourselves we aren't
demographic statistics. We aren't an unfortunate set of

| ament abl e cause and effects from which to draw rational and

obj ective conclusions. We are not separate and apart from anyone
or anything else. We have pain but we also have pleasures. We
have frustrations, disapointments but we also have victories. We
struggle but we I earn. Cerebral palsy. Auti sm. Ment al or
Sensory Disability. What ever the disabling condition, the
persepective is the same: Here is LI FE. Now, what can be done

with it!
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Hl STORI CAL AND CONTEMPORARY
RESPONSES TO DI SABI LI TY

The occurrence of disability in society challenges both famlies
and the greater community to provide adequate care for persons with
di sabilities. The efficiency and effectiveness of such care would be
enhanced if there were a clear division of |abor between famlies and
publicly supported efforts (Caro, 1980). However, notions about the
relative roles of society and famlies in providing care to persons

with disabilities have fluctuated over the past several years.

Conflict in Roles Over Tinme

Denps (1983) notes that in any historical period the caregiving
rol es played by the greater society and by individual famlies are

related to the interaction of five factors:

® The cultural context defines what segnments of the popul ation
will be considered vul nerable or disadvantaged. For i nstance,
Denos (1983) speculates that in earlier tinmes the societal
position held by elderly persons and persons with mld
retardation was nore favorable than today; life was |ess
conpl ex and nmore managabl e, and marginal enploynment was nore
easily obtai ned. As a result, these persons were, on the

average, less vulnerable than persons today with simlar
di sabilities.

® Denographic and biomedi cal considerations influence the
nunbers of persons with special needs present in any
popul ati on. G ven recent technol ogical advances, we are
growi ng ol der than ever and many children, who were at risk of
dying just a few years ago, are surviving their early life

crises. Mor eover, just as the proportion of persons with
di sabilities is expanding within the popul ation, the potential
pool of famly-based caretakers is shrinking due, in part, to

i ncreased nunbers of women in the work force.

® Societal attitudes toward disability reflect the capacity and

willingness of a given society to respond with care and
concern to those in need.
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® The magnitude of the organized societal response to
di sability reflects the role a society decides to play in
the provision of care. Cont enmporary responses to disability

suggest that governnment has taken a greater role than ever
and has orchestrated devel opment of a |arge human services

i ndustry.
L The famly's conposition, structure, strength and resources
will, to sonme degree, influence the role it is willing to

and capable of playing in caring for a person with
di sabilities.

Together, these factors dictate the division of |abor between
society and family concerning the provision of care to persons with
disabilities at any point in time. Denmos (1983) presents an
hi storical profile of this tension in the United States and suggests
that it enconpasses three stages.

The Pre-nmodern Stage

This stage begins with the early settlenments in America in the
17th century and extends into the early 19th century. During this
stage enphasis was placed on the significant and domi nant role of the
famly in shaping larger units of social organization and in
providing care for all its members, including those with
di sabilities. Such care often involved the entire extended famly
for the lifetime of the person in need. The societal role was to
oversee the general welfare of famlies. In extreme cases, Ci Vi
authorities intervened to modify famly behavior, punish individuals
for failing to fulfill famly obligations, or renove a person with

di sabilities fromthe famly unit in favor of placement w th another

famly. Clearly, this stage is dom nated by an orientation to the
acceptance of the role of the famly as the primary caregiver since
there were few (if any) public services.

The Institutional Stage

This stage begins with the 19th century and extends into the md

part of the 20th century. It is characterized by enornous growth in
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the number of institutional settings for persons with devel opmenta
disabilities and other vul nerable persons. The advent of such
settings reflects a dramatic shift in the locus of responsibility for
the care of persons with disabilities. Fami | ies were no |onger
automatically viewed as the caregiver of choice. I nstead, despite
the good intentions of many proponents of publicly supported
services, these services often involved isolation of the person with
disabilities fromthe famly and the prevention of the "injudicious
interference"” of famly menbers. Additionally, early in this period
many believed that persons with disabilities should be segregated
from the mainstream of society to protect these persons from the
hardshi ps of everyday life and to provide them with needed

supervi sion and care. Later in the period, however, placing persons
with disabilities into isolated settings was also prem sed on the

belief that these persons were a nmenace to society (Wl fensberger

1975) .

To be sure, during this stage the great majority of persons with
disabilities remained at home in the care of famly menbers. What
must be noted, however, is the increased role of society in providing
care for persons with disabilities and the advent of the "residential
assumption.” That is, a person is assumed to require specialized
residential services just because s/he has a devel opmental disability
(Skarnulis, 1976). These changes in the bal ance of interests
surroundi ng persons with disabilities resulted in an inconsistent and
often conflicting division of |abor between famlies and publicly
sponsored service efforts. Whereas in the pre-nmodern stage famlies
were viewed as conpetent and preferred caregivers, during this stage

the capacity of famlies to provide suitable care was questioned and
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public services often were viewed as an adequate and preferred
Substitute to the famly.

The Contenporary Stage

This stage begins in the m d-20th century and brings us to the
present. It is characterized by a growing regard for the capacity of
famlies to care for persons with disabilities, disillusionment wth
public institutional services, a nmore measured view of the role of
professionals, and the advent of publicly financed services within
the comunity. These occurrences reflect yet another shift in the
|l ocus of responsibility for care of persons with disabilities.

During this stage, famlies are not expected to carry the full burden
of care, nor are public services touted as an anple and preferred
Ssubstitute to the famly. I nstead, famlies are increasingly viewed
as capable caregivers whose efforts can be enhanced through publicly
financed specialized assistance (e.g., parent education, financial
support, and respite care).

This shift, however, has not yet been translated into effective
policy. Though much contenporary policy encourages increased
emphasis on maintaining persons with devel opmental disabilities
within commnity-based alternatives and/or the natural famly, these
trends mask several counter-forces that could significantly underm ne
and inhibit the present initiative.

Present Barriers to Increased Support for Families

The nunmerous barriers confronting those commtted to increasing
the level of support accorded famlies who care for their menbers
with disabilities can be sorted into four categories: attitudinal
bi ases, denographic trends, uneven distribution of financial

resources, and famly-centered fiscal disincentives.



Attitudi nal Biases

Three types of attitudinal barriers persist. First,
professionals in the devel opnmental disabilities field are far from
reachi ng consensus over the role of the famly in the provision of
care. Sone professionals discount the famly's capacity for making
sound deci sions about the welfare of their child or adult with
disabilities. The legitimacy of this claimis underscored by
i ndi vi dual cases where parents decide against life saving or
enhanci ng medical care for their offspring with disabilities,
spurring calls from professionals to overturn parental decisions.
Often, this issue is put before the courts in dramatic fashion where
conpl ex concepts pertaining to the rights of persons with
di sabilities, the bounds of parental autonomy, and the role of
government in famly affairs are discussed vigorously to no clear and
final end (Skarnulis, 1974; Annas, 1979; Herr, 1984). Li kewi se, even
where the medical status of the person with disabilities is not at
stake, there is intermttent disagreenment between professionals and
parents concerning the npost appropriate approach to habilitation.
Sonme professionals go so far as to view the famly as part of the
problem due to purported tendencies for overprotection and inherent
attitudes that deter skill developnent (Crnic, Friedrich & Greenberg,
1983; Tapper, 1979). G ven these considerations, professionals
sometimes presume famly inconpetence and pursue out-of-home

pl acement as a matter of course.

Second, society has not reached consensus over the public's role
in private famly affairs. This dilenmma is both noral and
political. Sone believe, for instance, that parents thenselves are

responsi ble for any problems they encounter in bearing children and
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that the public should play a limted role in famly affairs. Thi s
position suggests that public sector dollars should not be used to
pay for care provided by famlies to their famly nmenmber with
disabilities. In contrast, others believe that the presence of a
person with a disability in a famly should result in increased
public involvenment because of the special needs of famly caregivers
and persons with disabilities. Such involvenment includes provision
of support services to help the famly live a life that is as close
to normal as possible.

The political reality is that far nore persons with disabilities
live at home with their famlies than in alternative residentia
arrangements but that the great majority of service dollars are spent
on out-of-home options. Consequently, providing famlies with
comprehensive support services would require either additional
resources and/or re-allocation of existing funds. G ven a scarcity
of fiscal resources and significant pressure to maintain current

al l ocation patterns, many are reluctant to support further

devel opnent of family support prograns. In fact, some claimthat it
makes little sense to allocate additional resources for a service
(i.e., famly care) that is already being provided at no public
cost. On the other hand, proponents of famly care argue that all

parties would benefit if the famly were provided with needed
services and point out that even a small decrease in famly efforts
woul d confront |egislators and taxpayers with enormous financial
burdens. From this perspective, it makes programmatic and fiscal

sense to promote rather than ignor famly efforts.

Third, many famlies are thenselves caught in a crossfire of

conflicting interests and social role expectations (Farber, 1983).
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On one hand, current |ifestyles enphasize independence,

sel f-actualization, and enploynment outside the honme for women.
Runni ng counter to these values is a renewed interest in fam|ly-based
care and a need to cope with the extraordi nary demands such care
entails. Consi deration of these contradictory perpectives can create
for many famlies an unsettling sense of anbivalence regarding their
future and the future of their child.

Denogr aphi ¢ Trends

In the future, persons with developnmental disabilities my be
i ncreasingly vul nerable to out-of-home placenment due to at |east
t hree popul ation trends. First, in conparison to past census
information, families, in general, are getting smaller; there are

greater nunmbers of single parent famlies, and couples are having

fewer children. This suggests that the famly's capacity for
providing long-term care may dimnish because there will be fewer
fam |y menmbers on which to rely. Supporting this speculation, G ele

(1981) found that disproportionate nunmbers of elderly persons in
institutions who need personal care are there only because they have
no famly with whomto |ive

Second, the number of wonen entering the |abor force is
i ncreasing (Keniston, 1977). This trend adversely affects the
caregiving capacity of famlies because, in the United States, it is
primarily women who have responsibility for providing such care.
Wth this pool of caretakers shrinking, increasing numbers of persons

with disabilities may be faced with out-of-home placenment.
Finally, more and nore persons are living in urban settings. I n

sonme ways this trend appears advantageous because, when conpared to

nmore rural settings, urban settings have nore services and they are
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nmore accessi bl e. For reasons that presently remain obscure, however,
Perlman & Giele (1983) note that this trend can also result in
decreasing occurrences of fam|y-based care. For instance, Mahoney
(1977) found that elderly persons were nore likely to be assisted by
relatives if they lived in rural or suburban settings than if they
lived in urban settings.

Uneven Distribution of Financial Resources

Esti mates suggest that the cost to taxpayers of the care of
persons with devel opmental approaches three billion dollars annually
(Braddock, Howes & Henp, 1984). Sources of these dollars include
federal programs such as Titles XI X and XX and Suppl emental Security
Income, as well as dollars raised through state and |ocal taxes. The
patterns of these expenditures, however, present a major obstacle to
the pronotion of fam ly-based care (Tapper, 1979; Morell, 1983).
This observation can be docunmented in two ways: 1) conparison of
dol l ar ampounts spent on institutional settings and commnity-based
alternatives, and 2) analysis of the community services to which
funds are allocated.

Several authors (e.g., Lakin et al., 1982; Copeland & lverson
1981; Braddock, et al., 1984) show through conparisons of the dollar
amounts spent on residential care provided in institutional and
community settings that significantly greater amounts are spent in
institutional settings. These results are magnified further when it

is considered that the majority of persons with devel opnental

disabilities live in the comunity with their famlies or in
supervised living arrangements (Moroney, 1981). Reasons for
di sproportionate expenditure patterns include: 1) regulations that

encourage service planners to acquire funds designated for
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institutional and inpatient settings — also known as the
"co-location principle" (Noble, 1981), 2) the severity of the

di sabilities of persons in institutions conpared to those living in
the community (Bruininks, Hauber & Kudla, 1979), and 3) the pressure
brought to bear on policy makers by special interest groups intent on
mai ntaining institutional services (Blatt, 1981).

Recent information indicates that skewed funding patterns are
being slowy corrected. Braddock et al. (1984) show that the ratio
of dollars spent in institutional settings versus conmunity settings
was reduced from 3.46 to 1.0 in 1977 to an estimated 1.47 to 1.0 in
1984. Though these findings are encouraging, the disproportionate
allocation of available funds remains a form dable inpedinment to an
expanded and inproved conmunity-based service system

Even the expenditure patterns within the community system are
skewed. Exam nation of current spending reveals that a majority of
community dollars are allocated to the devel opment and mai ntenance of
vocational training sites (e.g., sheltered workshops and activity
centers), supervised living arrangenents (e.g., group homes and
apartment settings), and specialized evaluation and therapeutic
clinics (Morell, 1983). Observing these trends. Tapper (1979)
concludes that "as a matter of public policy, we grossly
under subsi dize famly care of the handi capped person, while at the
sanme time |avishly support care outside the famly setting" (p. 80).

Revi ew of present policy suggests that community services are
primarily designed to deliver habilitative services to individuals in
settings external to the famly rather than within the famly unit
(Morell, 1983). Though sonme persons with disabilities are hel ped by

t hese policies, they do little to encourage or enhance famly care.



Fi scal Disincentives

At least two fiscal disincentives to famly-based care can be
descri bed. The most dramatic is the built-in institutional bias in
Suppl emental Security Income (SSI) and Medicaid policies. Under
present deem ng rules, the income and resources of parents is treated
as though it were available to the SSI or Medicaid applicant or
recipient as long as s/he is living with the famly (and is under age
18) . If the level of parent income and resouces surpasses the means
income eligibility criteria, the person with disabilities does not
qualify for SSI or Medicaid. In contrast, the parents' inconme and
resources is not deemed to be available to the person with
di sabilities while s/he is residing in an out-of-home facility.

G ven these conditions, parents with children who have costly
habilitative and/or medical needs may find out-of-home placement to
be in the best interests of the child and famly. This hypothetica
anal ysis is bolstered by the highly publicized example of the Beckett
fam |y whose daughter with severe physical disabilities was placed in

a hospital because funds for her care at home were not avail able.

A second disincentive to fam|y-based care involves the
"opportunity" costs to famlies of maintaining a member with
disabilities at home. Boggs (1979) notes that parents often forego
career advances in favor of providing habilitation within the
famly. For instance, a parent nmay reject a promotion if it means
the famly must nove to an area lacking famly support services or if
one parent needs to assume increased responsibility for providing
care to the famly nmenber with disabilities.

A simlar consideration involves caretaking trends that show

i ncreased numbers of nmothers entering the job market (Keniston
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1977). Mot hers of children with disabilities nmay be inhibited from
seeki ng enpl oynment due to the demands of providing care (Turnbull,

Br ot herson & Summer, 1985). As a result, these nothers may grow to
resent their caretaking role and their famlies are denied access to
a second incone.

The opportunity costs associated with hone-based care can |ead
many. parents to conclude that the interests of the entire famly can
be best served through out-of-home placement. Consequently, a strong
need exists to exam ne the effects of opportunity costs on the
provision of famly-based care and to develop policies that counter
such disincentives.

Factors Spurring Increased Demand for Famly Support

The inmpetus for famly-based care stens from two major
i deol ogi cal tides. The first is "normalization." This notion began
in Scandanavia (Nirje, 1969) and was |ater expanded upon in North
Ameri ca. The phil osophy of normalization presumes that persons with
devel opmental disabilities should be served within programs and
resi dences that are as normal as possible and that they be taught
skills necessary for life in the community (Wl fensberger, 1972).

The second maj or novement, which is also prem sed on the
i ntegration of persons with disabilities into comunity life, is
"mai nstream ng. " Supporters of this concept advocate that children
with disabilities be educated in public school classrooms, and placed
in non-segregated or "mainstrean' classrooms to the extent possible.
This notion led directly to litigation to secure free and appropriate
education for children with disabilities and ultimately to the

passage of the Education for All Handi capped Children Act in 1975 (PL
94-142).
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The emergence of these noral inperatives coincided with a variety

of other events that both helped to clarify these ideas and shape

their inmplementation. Several of these events are |isted bel ow
® A growing body of literature that shows that persons with
devel opmental disabilities have the ability to grow and to
learn — this reasearch was translated into the "devel opnenta
model " ;
@ Mounting research on the debilitating effects of

Al |

institutionalization and on the positive effects of hone and
communi ty-based care (e.g.. Close, 1977; Nihira, Meyers &

M nk, 1983; Sokol-Kessler, Conroy, Feinstein, Lemanowicz &
McGurrin, 1983; Schroeder & Henes, 1978; Conroy & Bradl ey,
1985);

The ongoing improvement in instructional methodol ogies for
persons with devel opmental disabilities of all ages to pronmote
the acquisition, maintenance and generalization of skills

(e.g., Engel mann and Carnine, 1982; Close, Irvin, Taylor and
Agosta, 1981) and to remediate behavioral difficulties (e.g.,
Evans & Meyer, 1984; Hall & Hall, 1980);

I ncreased evidence to show that parents can be taught
specialized skills to nmeet the extraordinary needs of their

devel opnmentally children (e.g., Snell & Beckman-Brindl ey,
1984) ;

The use of broad scale litigation — especially in the federal
courts — to bring about inmprovements in institutional care

and ultimately to secure services in the community in the
"l east restrictive setting" (Bradley & Clarke, 1976; Bradley,
1978; Conroy & Bradley, 1985);

The momentum of the civil rights novement which highlighted
the plight of blacks in the country and which also illumnm nated
the discrimnation inherent in the treatnment of other

m norities including devel opmentally disabled citizens
(Browni ng, Rhoades & Crosson, 1980);

The growi ng consunmer movement resulting in the creation of
politically active parent groups (e.g., the Association for
Retarded Citizens) and self-advocacy organizations (Browning,
Thorin & Rhoades, 1984).

I ncreasi ng evidence that home and community-based care is nore
cost effective than institutional care (Ashbaugh and All ard,
1983; Ashbaugh, 1984).

of these factors gave momentum to the principles of

normal i zation and mai nstream ng. Consequently, the enphasis on
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provi ding necessary services in the comunity has been clearly
established within the service system as a guiding philosophy and
factual reality (Lakin, Bruininks, Doth, Hill and Hauber, 1982).

The effects of this novenent on state-wi de service systens are
wel | docunmented. Recent information indicates that the total
popul ation of state institutions for mentally retarded persons
declined from about 195,000 in 1967 to just over 125,000 in 1981 and
t he number of persons receiving comunity residential services
increased from 26,000 in 1967 to an estimated 90,000 by 1982 (Lakin,
et al., 1982). Li kewi se, conparison of Children's Bureau Survey
results of 1961 and 1977 reveals that the absolute number of children
with handi caps (enmotional disturbance, nmental retardation and
physi cal handi caps) receiving public school services has nore than
doubl ed (MacEachron and Krauss, 1983). Finally, many states now
offer parents of persons with a devel opnental disability a variety of
supportive services including case management, parent education
financial assistance, respite care and famly therapy

Present services, however, are not yet adequate. Many persons
with devel opmental disabilities remain within settings that are too
restrictive. Mor eover, much still can be done to provide famlies

with suitable types and anounts of specialized assistance.

The Current Chall enge

Devel oping suitable policies to respond to the occurrence of
disability is a conmplex undertaking burdened by historical
phil osophi cal, methodol ogical, and political considerations. To be
sure, the increasing recognition of the crucial caretaking role

fam lies can and should play is encouraging. Proponent s of
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fam | y-based care, however, nmust counter the argunment that care for
an offspring is part of the moral responsibiltiy of the famly and
should therefore not be subsidized at all. The response is
t wo-f ol d: 1) supports are necessary in order to make it possible for
famlies to take advantage of the new (and many times expensive)
technol ogy that exists to assist persons with disabilities, and 2)
supports are necessary because of the dim nishing capacity of many
famlies to provide care (e.g., because of the increasing number of
single parent famlies, a reduction in the extended famly, smaller
nunber of children in the famly who could contribute to care, etc.)
Based on a sound understanding of famly needs, advocates of all
ki nds must convince policy makers that all concerned parties stand to

benefit from the systematic application of famly support services.

L] The fam ly benefits because of an enhanced capacity to
provide care and an inproved quality of life. Mor eover, for
some parents, receiving support services obviates any need
for seeking alternative placement for their child or makes
it possible for themto bring their child home from such
pl acenment s;

® The person with devel opmental disabilities benefits because
he or she is able to stay in a supportive home with nore
capabl e caregivers; and

] The state benefits because it has strengthened the famly
structure and may realize sone cost savings due to a
di m ni shed need to fund expensive alternative residentia
opti ons.

Mor eover, arguments for fam|ly-based care should be translated into
effective public policy that reflects a fundamental respect for the
potential caregiving capacity of the famly and that provides

sufficient funding to guarantee an adequate array of services.



THE DEVELOPMENT OF FAMILY
SUPPORT PROGRAMS

by
Col l een W eck, Ph.D.

Murphy's Law is as famliar to all of us as the Law of
Gravity. Al t hough human services are not governed by the sane
types of laws, rules, or principles as physical sciences, there
are sone common thenmes that do allow us to humorously reflect on
current professional practice. In this paper, four major |aws
and seven corollaries patterned after Murphy's Law have been
postul ated to provide a framework for discussion of famly

support prograns.

Law # 1: Human problems tend to be defined in terms that require
professional solutions thus rendering them insoluble.

Thi s paper will provide definitive answers to the question,
"what are famly support services?" Definitions of "socia
support,” "services," and "famly" continue to be difficult for
researchers, parents, and providers. The debate over prograns

and policies affecting famlies including famly support

programs, has been conplicated by a lack of consensus regarding

these definitions. The commmon stereotypic definition of fanmly
is "mother, father, and two children.” The Bureau of Labor
Statistics(1979) has published a cost of living index for census

regi ons based on a hypothetical wurban famly of four consisting

of "enpl oyed husband, age 38; a wife not enployed outside the

1 "Anything that can go wrong, will,.."



home; an eight year-old girl; and a 13-year-old boy" (p. 21). In
contrast, the Census Bureau has abandoned the term famly and
adopted the term household to denote the range of |1iving
arrangements that currently exists.

Cobb (1976) defined social support as information exchanged

at the interpersonal level which provides emotional support (care

and | ove), esteem support (value as a person) and network support

(mutual obligation and understanding). Support can occur in
nei ghborhoods, in the famly, and through self-help groups.
Nei ghbors tend to provide short-term assistance. Fami | i es

provide |onger term support such as information, feedback,
gui dance, help, rest, identity, and an emotional base. Sel f-help
groups form because of a mutual problem or situation.

Various taxonom es of famly services have been offered.

For example, Bates (1983) suggested that the term includes the

foll ow ng
] Subsi di zed adoption
® Direct subsidies to families;
) Respite care;
® Training; and
® Technical assistance.

Loop and Hitzing (1980) offer a more comprehensive and graphic

representation of famly services. (Figure 1).



Figure l: Model Array of Family Resource Systems and

Support Services for Children with Disabilities
and their Families*

* Source: Loop and Hitzing, 1980

All famlies are currently feeling the impact of a
combi nati on of cultural, technological, psychological and
demographi c changes which have altered both the structure of the

famly and the roles filled by individual famly members.
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Structurally, the nunber and size of famlies have
changed. The nunmber of non-traditional househol ds consisting of
one person, nmore than one person not conventionally related, or
single parents with children, especially female-headed
househol ds, has greatly increased. Smal | er househol ds have
resulted from delays in marriage, high divorce rates, lower birth
rates, and decreases in the nunber of nulti-generational or
"extended fam ly" househol ds. (Beck & Bradshaw, 1976; Bradbury,
Bi shop, Garfinkel, M ddleton & Skidnore, 1977).

Fam |y roles have changed with some fanmily functions
including care of older and younger famly members, shifting
outside the famly or household unit. Women are continuing to
participate in the work force in greater proportions, which
affects the fecundity rate and increases demand for child care
(McDonald & Nye, 1979).

The fundanental issue underlying famly support prograns is
"who shall care for the menmbers of the famly, particularly those
i ndi viduals with handi capping conditions?" In this context, it
becomes especially inportant to exam ne the functions a famly
performs for its menbers, and to raise questions such as these:

o What are the conditions that allow one famly to care for
its handi capped nenmber and force another to place the
handi capped person out of the home?

) Wiy do famly support services exist for nmentally
retarded persons but not for the famlies of persons with
Al zheimer 's disease, head trauma, or hundreds of other
conditions that place chronic stress on famlies?

L] Wy do family support programs tend to focus on children

and not young adults with disabilities who m ght be
living in a household unit?



LAW # 2: If your handicapped child only needs 10 minutes of
assistance, you can only receive 24 hours of care, usually out of
the home.

Revi ews (McCubbin & Figley, 1983) of the traditiona
research in the area of famly stress reveal emphasis on typica

topics such as:

Marri age, sexuality, parenthood;

Di vorce, step-relations;
Careers, econom c stress, retirement;
1l ness, death; and

Nat ural disasters, war.
Usually, the topic of handicapped children is combined with
illness.

A simple way of wunderstanding famly stress was first

advanced by Hill (1949) and has been modified since
A, B, C, -X
A = the event and related hardship interacting with
B = the famly's resources for meeting crisis interacting
wi t h

C = the definition the famly makes of the event produces

X = the crisis.

The Philip Becker case provides an excellent example of the
flexibility of this fornmula. This case ended up in the courts

because the natural and adoptive famlies of a child with Down's
Syndrome reached different decisions about whether the child
shoul d have heart surgery. In this case, the natural and
adoptive famlies faced the same event (A) but had different
resources (B) and definitions (C) of the crisis (X).

Anot her approach to assessing famly crises comes from a set
of eight questions developed by Lipman-Bluman ( 1975) who asked

whet her the crisis is:



1. Internal vs. external?

2. Pervasive vs. bounded?

3. Precipitous vs. gradual onset?

4. Intense vs. mild?

5. Transitory vs. chronic?

6. Random vs. expectable?

7. Natural vs. artificial generation?

8. Perceived insolvability vs. solvability?

There have been several studies on the effect of handicapped
children on famlies, particularly on structure (Fotheringham &
Creal, 1974 ; Beckman-Bell , 1981; Paul & Porter, 1981; Wlier &
Intagliata, 1984; McCubbin, Joy, Cauble, Comeau, Patterson, &
Needl e, 1980; Turnbull, Summers, & Brotherson, 1985), stress
(W kler, 1981; Shapiro, 1983), and coping (Wight, 1970
Mc Dani el, 1969; Neff & Weiss, 1965).

According to several investigators (Gruppo, 1978; M nde,
Hackett, Killon, & Sliver, 1972; Heisler, 1972), families of
handi capped children progress through stages simlar to reaction
to deat h: (1) shock, (2) disbelief, (3) rage, (4) guilt, (5)
denial, and (6) adjustment.

The problems facing these parents of handicapped children

are complex and call for ongoing support (Jefferson & Baker,
1964; Kendall & Cal mann 1964; Younghusband, Birchall, Davie, &
Kell mar, 1970). In a study published by McAndrew (1976), 116

mot hers of handicapped children in Australia were interviewed.
The strain on the Australian famlies for physical care of the

children was considerable:
The main brunt of the care was carried by the mother and
probably accounts for the considerably bigger proportion
of mothers compared with fathers who were in poor
physical health (McAndrew, 1976, p. 244; Freedman, Fox-
Kol enda, & Brown 1977).



The single |argest expense was travel costs. Only a
m nority of the 116 families was experiencing financial
probl ems. The Australian study noted that in addition to prompt
accurate information famlies required the following types of
assistance:
Many of the families who used their car would be eligible

for free travel vouchers from the State Health Department
if they were able to make use of public transportation.

A subsidy or tax deduction for travelling expenses would
be a help to these parents. Fi nanci al assistance for
home conversions was needed by a small number. A

government subsidy would also assist these families
(Senate Standing Comm ttee of Health and Welfare, 1971).

In addition to the parental view, siblings are beginning to
speak out. A search of the literature revealed little work on
siblings, although the need for professional aid for siblings has
been noted by several authors (Carver, 1956; Caldwell & Guze,
1960; Graliker, Fishier, & Koch, 1962; Farber, 1963).

Gaiter (1984) summarized views of several adult siblings.

As one sibling recounted:
Sharing the pain, the anguish, the shame and the guilt of
having a handi capped person is a famly affair; it is not
just a parents' affair (p. 18)

Of particular concern to siblings is the |ifelong care and
responsibilities for the handi capped person. Several siblings
interviewed by Gaiter offered their own personal accounts about
responsibilities:

I may have passed up marriage a couple of times because

of my sister (Rita Haahn, 52-year-old sister of Grace who
is 48 and mentally retarded).

| feel gquilty for saying that | really didn't want the
responsibility. Al t hough | have an ol der brother, it is
inplied that | will inherit the care of our sister (a 58-

year-old woman whose 53-year-old sister is mentally
retarded. Their mother is 85 years ol d).



Al t hough programs are accessible to mentally retarded

few are accessible to autistic individuals. | feel very
trapped because | know about all of these services and
they're not interested in people like nmy brother (Daphne

Greenberg, 21, whose brother is 23 years ol d).

Many siblings in the study expressed a desire to understand
guardi anship, placement, and how to deal with guilt

As Farber (1979) observed, "Despite the vast increases in
services to developmentally disabled people over the past 30
years, the major famly problems remain the same." Loop and
Hitzing (1980) admonish readers that "services focusing on
supporting the famly and the disabled child in the natural home
have finished |ast when compared to other thrusts of deinstitu-

t ional ization."

Corollary  2.1: All parents should give up their own handicapped
children, become foster parents for another handicapped child,
and at night, shift the children back to the natural parents. In

that way, families can receive needed services and keep their own
chil  dren.

Disabilities create financial hardships for famlies because

of costs incurred for adaptive equi pment, medication, therapies,

and |l ost income due to caregiving responsibilities. Fam |y
subsidy can be helpful in meeting these costs (Turnbull and
Turnbull, in press; Patterson and McCubbin, 1983; Boggs, 1979;
Moroney, 1981). Traditionally, however, "resources are avail able
once the handicapped child | eaves home" (Horejsi, 1979). Mor oney

(1979) also observed that traditionally the state provides
substitute care and not supplemental care.
Intertwined with the issue of famly resources and capacity

is the pattern of out-of-home placements. According to an early



study of admi ssion, Saenger (1960) identified two factors | eading
to out-of-home placement: (1) level of mental retardation and
(2) behavior problems combined with famlies' capacity to cope
According to Lakin, Hill, Hauber, Bruininks, and Heal (1983),
11.9 percent admi ssions and 30.0 percent readmi ssions are related
to famly capabilities.

To prevent out-of-home placements, agencies must shift
attention to the famly. Lash (1983) explained

...Agencies tend to focus exclusively on the needs of the
devel opmentally disabled individual rather than | ooking

at the entire famly system . . . The first response of
an agency must be, "How can we keep your famly intact?
(p. 19)

Paul and Porter (1981) argued for an even broader

understanding of the famly:

An isolated view of persons with handi capping conditions
can be superficial and inappropriate. No real
understanding of the deficits, assets, and needs of the
exceptional person can be achieved without comprehensive
in-depth attention to the values, expectations,
resources, and circumstances of that person's social and
physical environment. (p. 19)

There have been several demonstration projects that focus on
home intervention to prevent placements. These projects have
changed parents' attitudes toward institutionalization (Cianci
1951, 1967); avoided large expenditures of money per client for
out-of-home placements (Kinney, 1977, Pullo & Hahn, 1979);
el i m nated problem behaviors of children at home (O Leary 1967;

Al'lin and Allin, undated); and increased |evels of confidence in

handling children (Heifetz, 1977).



LAW # 3 Service systems will occasionally stumble over the
truth, but most of the time, the system will move on quickly.

What are the goals of famly support prograns? The goals
di ffer according to perspective. The government's perspective is
to care for the child in the most cost-effective manner. The
fam ly's perspective is to receive necessary assistance to
prevent out-of-home placement. For the person with a disability,
the goal of famly support must include the concept of maxi mi zing
potenti al .

Brown, Johnson, and Vernier (1983) have defined objectives
for income support programs, some of which are also appropriate
for famly support:

1. Adequacy: The program must allow every recipient to
receive sufficient help to meet minimum needs.

2. Hori zontal Equity: Those famlies in simlar
circumstances should be treated similarly

3. Vertical Equity: Fam lies in different positions in the
income distribution are treated differently according to
financial position.

4. Target Efficiency: Programs should be planned and
executed to meet the needs of those who are to be
assi sted.

5. Fam |y Stability: Policies and benefits should encourage

famlies to remain intact and avoid incentives toward
famly breakup.

There is little doubt that famly support programs attempt
to meet the objectives of adequacy, target efficiency, and famly
stability. The two objectives that result in problems in some
states are vertical and horizontal equity.

VERTI CAL EQUI TY: Those in greater need should benefit
more than those in |esser need.

Poi nt : Why is famly subsidy provided to
"rich" famlies when "poor" famlies
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are on a waiting list? Wy isn't this
program based on income?

Count er poi nt ; A "rich" famly can place their
handi capped child out of the home as
easily as a "poor" famly. The

purpose is to prevent out-of-hone
pl acements regardless of incone.

HORI ZONTAL EQUI TY: Those with equival ent needs should
receive equal benefits.

Exi sting Probl ens: Some groups of needy families are
excluded, particularly if the subsidy
is designated for children with the
nost severe handi caps.

Some groups receive favorable treat-
ment over others (parents of nmentally
retarded children conpared to parents
of children with cerebral palsy,
autism head trauma, and others).

Geographic inequities exist in the
United States since only about 25
states provide famly support. I'n
addition, states vary in how programs
are operated, the l|evel of benefits,
and the standards of eligibility for
benefits.

There are several questions that remmin unanswered regarding
the effectiveness of famly support programs in nmeeting service
goal s and objectives. These areas include:

Is there any evidence to suggest that famly support
progranms negatively affect the famly structure and
function?

Should fam |y support help those famlies already
receiving income support, or should famly support
include mddle class famlies?

Should famly support be an entitlement program assuring
benefits to all who neet the established criteria?

Should fam |y support be a needs-based, limted service
with benefits rationed to those anmobng the eligible who
are deened nmost in need according to sonme defined
criteria?



Corollary 3.1: Even after refined diagnosis, there is no change
n treatment.

Turnbull, Summers, and Brotherson (in press) suggest the
fam ly has several functions: economi c, physical caregiving,

rest and recuperation, socialization, self-definition, affection,
gui dance, education, and vocational
The range, utility, and benefits of famly care can be
expressed very simply:
Devel opment at home is better (Poznanksi, 1973);

A famly provides social development and emoti onal
security (Schiel, 1976);

Di sabled children have a right to be a member of a famly
(Vitello, 1976); and

Habilitative famly care includes care, training, and
supervision of the developmentally disabled person in a
pl anful manner (Horejsi, 1979).

In addition, a child with a disability may be in a famly
home because it is the |east restrictive environment. As Trace
and Davis (undated) have operationalized the term | east
restrictive environment:

When there is a need for intervention, the intervention

should be no more drastic than that required to meet the
needs of the disabled person.

To test whether famly care is restrictive, both liberty and
devel opmental potential must be exami ned. The Trace and Davi s
approach assesses whether the person with a disability is

competent and is prevented from performng the activity in the

setting. There are three basic reasons for overrestrictive-
ness. First, a caregiver performs the activity for the
i ndividual . Second, a caregiver prevents the individual from

doing the activity. And third, the caregiver may require



additional training that is unnecessary for the consumer

Corollary 3.2: In order to have a family support program, you
must first spend Dbillions of dollars on bricks and mortar in
eremote rural areas so that you can rediscover the efficiency of
the familiy.

Over 100 years ago, there were fewer than 2,500 mentally
retarded people in state institutions in the United States. The
number increased to 195,000 in 1967 and has declined to 130,000
in 1982. In combination with the decline of state institutions,
there has been a large increase in the number of community/
residential alternatives. From 1977 to 1982, the number

increased from 4,427 to over 15,000 (Hill & Lakin, 1984)..

During the same time period, the cost of providing state

institution services has continued to increase dramatically. In
1915, the annual per capita cost per client was $45, 000. In
1916, Cornell observed that until the cost of institutions was

reduced to under $100, the public would object to segregation on
the ground of expense (W eck, 1980). In 1970, Baumeister said
that "more money is spent on the five percent J[of mentally
retarded people who are institutionalized than on the 95 percent]
who are not [in institutions]" (p. 22). Scheerenberger (1980)
estimated that during the decade of the 19 70s, the per diem rate
increased over 450 percent.

Most recently, Braddock (1984) analyzed federal and state
expenditures for institutions and community services. Bet ween
1977 and 1984, the United States government spent $13 billion on
ICF-MR (Intermediate Care Facilities for Mentally Retarded)

rei mbursement. Of that amount, 82 percent was spent on state



institutions and 18 percent on community facilities. Accordi ng
to very rough calcul ations based on the summary of famly support
programs provided in a subsequent section (Part 11; Chapter 3),
about $50 million was spent in 1983-1984 on famly support
programs in those 22 states with the most extensive programs
(though several other states have famly support initiatives in
pl ace, those other programs are relatively modest and would not
add much to this dollar estimate). Compared to the billions
spent on out-of-home placements, |ess that one percent of funding
is designated for famly support.

In 1982, there were over 60,000 children (birth to 21 years
old) in out-of-home placements which is a reduction of 30,000
children since 1977. The reduction is attributed to aging,
reduced admi ssions, and transfers. Mor eover, the recent
inception of several famly support programs may have had some
effect.

In comparing the average daily costs of various options in

1982, there is a wide range of cost:



Type of Placement Cost
Family support $8.33 (est.)
Board and room : $15.97
Foster care $16.15
Personal care $17.05
Semi~independent living $27.50
Group home (1 to 15) $38.31
Group home (16 or more) _ $45.15
Nu;sing home $49.81
Public group homes (16 or more) ' $85.84
Average out-of-home placement $61.89

The rising cost of residential placements has intensified
the search for alternatives to out-of-home placements and the
emphasis on families. While some argue that by focusing on cost,
attention is shifted from civil rights and humanitarian concerns,

economi cs cannot be dism ssed.

Corollary 3.3: The best family subsidy program works only one-
fourth as well as the administrator says it does.

Of specific concern to this paper is the utility of famly
support programs. Since 1976, M nnesota has had a famly subsidy
program for children who are M nnesota residents and living at
home or residing in a state hospital or in a licensed community
residential facility for the mentally retarded who, under this

program, would return to their own home.
Priority is given to famlies of severely and multiply
handi capped children who are experiencing a high degree of famly

stress and show the greatest potential for benefiting from the



program.

The program provides grants to parent(s) in an amount equa
to the direct cost of the services outlined in a service
agreement . Grants are made up to a maxi mum of $250 per month per
famly to assist in paying for diagnostic assessments, homemaker
services, training expenses including specialized equipment,
visiting nurses' or other pertinent therapists' costs, preschoo
program costs, related transportation expenses, and parental
relief or child care costs.

In 1983, the M nnesota Devel opmental Disabilities Counci
sponsored an evaluation of the famly subsidy program A sampl e
of 70 families was selected, and 38 families participated in the
eval uation. The families' overall responses were very positive
with thirty-seven famlies (97% reporting that the program is of
"great or very great help" to them and only one famly (3%
rating the program as being of "some help." A majority of the
respondents felt that the subsidy was of great or very great help
in the following activities:

. purchasing special items needed by the child (n=36,
95 percent); attending to the needs of the

devel opmentally disabled child (n=35, 92 percent);
purchasing babysitter services or respite care (n=27, 71
percent); doing things outside the home, such as going to
movi es or taking walks (n=23, 61 percent); doing things
with other children in the famly and their spouse (n=2 2,
58 percent) ; and attending to the needs of other famly
members (n=21, 55 percent), (p. 6)

Compari son of respondents' perceptions of their situation
bef ore and after program participation revealed a marked

i mprovement in their abilities to purchase special items and

services for the disabled child and to attend to the needs of the



di sabled child and other famly members.

While the families reported that the program enables them to
function better and to care for their disabled child at home, the
subsi dy does not cover all of the expenses entailed in the
child's care. Al most two-thirds of the famlies (n=24) reported
additional expenses in the categories covered by the subsidy.

Thirty-four famlies (89 percent) said they thought the
program should be expanded to include young adults. One
respondent, however, felt the program should not be expanded
while there are famlies with young children waiting to be served
by the program

Respondents offered several suggestions to improve the

application process, increase the program s publicity, and
i mprove the benefits provided. The suggestions included:
) Yearly applications rather than every six months;
L Optional phone renewal of the applications;
® Educati on of local social and health services staffs

about the program

® Use parents to publicize the program

L I ncrease benefits for famlies with greater needs; and

] Increase allowed benefits to include |long distance
medi cal calls and emergency respite care. (M nnesot a
Devel opmental Disabilities Program 1983a) .

Fl orida has conducted two eval uations of their famly
support program. Initial problems were noted with staffing and
rei mbursement schedul e. In the second eval uation, the payment
met hod remai ned a problemto famlies (Bates, 1983).

In an attempt to define a national policy on famlies that

could alleviate such problems as juvenile crime, teenage
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pregnancy, suicide anmong youth, child abuse, and domestic
violence, President Carter initiated a series of state and
nati onal White House Conferences on the Famly (Dworkin, 1978).
There are, however, a nunmber of problems in framng a nationa
policy on the famly. According to MDonald and Nye (1979),
these problems include (1) definitions, (2) unexpected
consequences of government actions, and (3) tax |aws. There is
also growing interest in defining the domain of rights separate
from government interventions. The rights of families were
described in a special issue of the "Harvard Law Review"(1980):

] Form a famly and marry;

] Make chil dbearing decisions;

] Mai ntain custody of children; and

e Bring up children while recognizing child's
constitutional rights.

Currently, there are two basic schools of thought regarding
the bal ance between famly autonomy and dependence on
government al assistance. One group of policy analysts maintain
that a famly is the responsibility of its members, not
governnment (Berger & Neuhaus, 1977). They argue for |ess
government intervention and increased reliance on famlies,
nei ghbor hoods, churches, and voluntary associations to address
fam ly issues. To this group the specter of socialismrises when
any large outlay of funds to serve nmore families is discussed.
According to this point of view, famly support progranms can be
perceived as running counter to a basic tenet of capitalism --
that those who do not participate in econom c devel opment shoul d

not receive benefits. Some authors with this group (Ozawa, 1982)



argue that serving more famlies would be an uneconomical use of
resources and that other programs should be made more efficient
to prevent out-of-home placements.

On the other side, there are authors who argue that hel ping
fami lies preserves human dignity and that there should be more
government assistance in the area of income and jobs
(Feat herstone, 1979).

The controversy over government assistance to famlies
extends beyond questions of whether and how much government
should assist famlies to questions about |limted resources and
complicated moral dil emmas.

As Moroney (1979, 1981) has described in severa
publications, there is competition anong several groups (elderly,
mentally ill, mentally retarded, chemically dependent, <children
and others) for scarce resources.

The Baby Doe cases have raised several questions about a
society that wants children's |ives saved but may not be willing
to support the child after discharge from the hospital. A New
York Times editorial (1984) pursued the questions of support:

A society that wunderstandably wants doubtful cases resolved

on the side of I|ife also has an obligation to those for whom
such a life may be extremely painful: the infants and their
i mediate families. Pendi ng amendments in Congress ask for
study of the best ways to provide federal financial support
for the treatment of disabled infants. But who will pay for

an adequate level of continuing care?
In reviewing the policy biases that remain against famly
support, one of the largest concerns is that state |egislators
are torn between the desire of providing for needy persons and

the fear of creating uncontrolled programs. Wth famly support



programs, |egislators are faced with several questions:
® Who should receive benefits?
® Should benefits be related to characteristics of the

famly or level of functioning of the child with a
di sabili ty?

] Can benefits be coordinated with tax treatment or tax
policy?
e Can famly support benefits be coordinated with other

income maintenance programs?

LAW 8§ 4. Family support programs that require no professional
training today will soon require certification, accreditation,
annual national surveys, federal grants, public announcements,

<a.nd a history by Richard Scheerenberger.

There is a predictable and unfortunate course that most
human service programs such as state institutions, community
residential facilities, day programs, and waivered services tend
to follow. The tendency is to: 1) professionalize a program 2)
form a national organization that can splinter the Association
for Retarded Citizens (ARC) even further; and 3) require national
surveys so that counts can be tabulated and progress can be
procl ai med. The ultimate criterion is, of course, an historical
account by Richard Scheerenberger published by the American
Associ ation on Mental Deficiency (AAMD). Federal involvement
comes in the form of demonstration grants which usually results
in dissemi nation of volumi nous reports and taped public service
announcements applicable only to the demonstration project. Can
we prevent famly support programs from becomi ng

professionalized?

Corollary 4.1: We can predict the number of family support
programs. In even-numbered vyears, there will be an even number
of states with programs. Given the current rate of development,

by the year 2004, all states will have family support programs.



Based on the careful work of Bates (1983) at the W sconsin
Devel opmental Disabilities Council, we have an annual status
report on the number and type of famly support programs. Some
simple estimates suggest that while famly support programs are
expanding, the rate of increase does not match the need of
famlies. It seems absolutely essential to move away from the

experimental or demonstration approach to a |arger-based adoption

of programs. The Medicaid community services waiver may be one
alternative to the |imted state-supported famly support
program. Further analyses will be needed to determ ne the extent

of famly support in the state because of the waiver.

Several authors have described the empowerment of famlies
because of legislation and Ilitigation. I nstitutions and
segregated placements are no | onger accepted remedies given
changes in philosophy, P.L. 94-142, and judicial principles such
as |l east restrictive environments (Paul & Porter, 1981; Beckman-
Bell, 1981; Turnbull, 1981; Turnbull & Strickland, 1981).

The Mi nnesota Devel opmental Disabilities Council published
two policy briefing documents in 1983 and 1984. In 1983, two
paradi gms were described: the consumer-powered system and the
resource-powered system. In a resource-powered system, services
are based on funding availability and a general estimate of
need. Clients are placed depending on availability of slots with
clients fitting the system The result is inappropriate
pl acements.

In a consumer-powered system the client's needs are

assessed, and case managers function as brokers, advocates, and



creators of services to meet individual needs. Eval uation is
systematic and based on outcomes.

The resource-powered system is common in a state where
i ndi vidual needs must contend with perverse fiscal 1incentives
that favor placement in the most restrictive and most expensive
settings. In M nnesota, Intermediate Care Facilities for

Mentally Retarded (ICF-MRs) are the most common residential

option. While $200 million is spent on ICF-MR facilities, |ess
than $1 million is earmarked for famly support.
In 1984, the M nnesota Developmental Disabilities Counci

pursued a policy agenda including several goals in the area of
supporting families:
I ncreasingly, public policy supports the idea that the place
for people with disabilities to build their futures is in the
community, (p. 7)
A vision of the future must involve supporting communities
to act responsibly, to be competent, and to recognize and support
the citizenship of people with disabilities. This vision of a

responsive community includes:

A community where children can grow up as members of
families;

A community where children and adults can be part of
loving and caring relationships;

A community where all children can | earn together and
from each other; and

A community where people can turn not only to community
services but their friends and neighbors for support.

At the federal Ilevel, the President could proclaim a new
initiative to move the 13,000 children now residing in state

institutions to less restrictive settings. The approxi mate cost



of out-of-home placement can be 8 to 16 times greater than famly
support programs. While some children may be in appropriate
pl acements, others should be transferred without dumping and
wi t hout hardship to famlies

The federal government could also consider helping children
through an allowance program regardless of parental status or
famly income. At this time, 69 nations (28 European, 24
African, 2 Asian, 3 M ddle East, 10 South American, Australia
and New Zeal and) have famly allowance programs. In Bolivia,
there is a housing allowance, birth grant, nursing allowance
burial allowance, and monthly cash payments. The positive
outcome of a children's allowance program is elimnation of
current income mai ntenance programs that regulate and coerce
parents. If all children receive an all owance, there is no
stigma because of handicapping condition. Some anal ysts oppose

children's allowances for several reasons:

First, children's allowances, |ike any governmenta
intervention in economc activities, would impede free
competition and eventually result in uneconomic utilization
of resources. Second, children's allowances would conflict
with the basic principles of the capitalistic system in
which all are to be rewarded, not according to their needs

but according to their contribution to the general econony.
Third, children's allowances would create a powerful drive

toward socialism Fourth, if financed by progressive
taxation, children's allowances would reduce the capacity
and the incentive for the rich to save and invest. . This in

turn would discourage innovation and invention, which are

real sources of econom c progress, and consequently, could
adversely affect standards of |I|iving. Fifth, for advance in
economy, human beings shold not have excessive security but a
bal ance between reasonable security and resonable exposure to
the risks in life. (Ozawa, 1982, p. 206)

On the other hand, Thorsson (1968) argued that children's

al l owances are an:



ultimate right of every child irrespective of

background, place of Iliving, income of parents, and so on, to

be welcomed, to have an economically and socially secure

chil dhood and adol escence, with equal opportunities for a

good start in life and equal access to educationa

opportunities in order to develop his/her ful

potentialities, (p. 14)

Finally, initiatives that states should consider include

L A checkoff on tax returns to "Save the Children" simlar
to checkoffs for political parties;

® Adoption of a version of S. 2053 (The "Community and
Fam |y Living Amendments of 1983") at a state level to
pl ace emphasis on smaller Iliving arrangements and
alternatives to institutions; and

® Fund | ndividual Service Plans rather than buildings and

programs.

S. 2053 proposed to shift the share of Federal Medicaid funds
fran long-term institutional arrangements to canmunity-based,
integrated, family scale environments, Recently, S. 2053 has

been revised somewhat and referred to as the Community and
Family Living Amendments of 1985 (S. 783).



STATEW DE FAM LY SUPPORT PROGRAMS:
NATI ONAL SURVEY RESULTS

by
John Agosta, Ph.D., Debbie Jennings and Val erie Bradley

Fami | ies of persons with devel opnental disabilities face a
variety of dilemmas and choices regarding the provision of long term
care. Tradtionally, such famlies are accorded few, if any, services
to support their efforts and often are encouraged to seek residential
pl acement for their child with disabilities away from the famly hone
(Perl man, 1983; Skarnulis, 1976; Bruininks & Krantz, 1979). Recent
policy initiatives, however, have focused increasingly on
establishing statewi de programs to provide systematic support to
fam lies with devel opnentally disabled menmbers (Bates, 1984; Bird,
1984; M chigan Association of Conmmunity Mental Health Boards, 1983;

Nebraska Legislative and Advocacy Commttes, 1980).

The fundanental goals of these programs are to strengthen the
famly's capactiy to provide care, prevent undue out-of-home
pl acement, and pronote developnent of a famly life that is as close
as possible to that experienced by families wi thout members with
di sabilities. To acquire an inproved understanding of this nmovement,
the Human Services Research Institute and the National Association of
State Mental Retardation Program Directors undertook a national
survey of existing statewide famly support programs. The purpose of
this paper is to report the results of that survey.

Met hod

Approach Taken

Information was solicited fromofficials in the 50 states during

a survey period beginning in Novenber, 1983 and continuing through
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November, 1984. A fam ly support program was defined as a statewi de
initiative, funded and nmonitored through the adm nistrative auspices
of the state, to provide systematic support to famlies with members
with devel opmental disabilities.

The survey process included three steps. First, "survey contact
forms" were sent to state directors of services for persons wth
devel opnmental disabilities to determ ne the presence or absence of

various famly support services and to obtain the nanmes of other

knowl edgeabl e persons in the state. Second, to gather information in
greater detail, 57 "interview guides" were distributed to persons
identified through the initial contact fornms. These guides solicited

specific information regarding program characteristics, funding

| evel s, program effects, and factors influencing program growth
Finally, follow-up telephone inquiries to persons in several states
were undertaken to help clarify information collected previously.

Response Rate and Limtations

Informati on was collected fromall 50 states. Survey results,
however, nmust be considered in light of three limtations that becane
apparent during the course of the survey. The first is related to
the absence of a well articulated and wi dely accepted definition of
"fam |y support.” Paul Castellani (See Part II11l; Chapter 1) notes
that the few avail able studies that deal with definitional issues
focus mostly on taxonom es of provided services (e.g., respite care,
home barrier renmoval) and that these taxonomi es are not always
conpati bl e. Such definitional anbiguity conmplicates the matter of
surveying "famly support progranms" since survey respondents do not

necessarily share a common frame of reference. Thus, services listed



under a "famly support" rubric in one state may not be |isted as
such in other states.

Second, discussions with numerous state officials reveal ed that
several states operate a variety of famly support services but that
various services may be adm nisterd by different state |eve
di vi si ons. Thus, directors of devel opnental disabilities prograns
may have neglected to mention relevant services admi nistered by other
state |evel agencies.

Third, the comprehensiveness of the responses secured varied

consi derably. Sone state officials cooperated fully and forwarded
much useful information. In contrast, others provided little
i nformation. As a result, survey results may underestimate the

fam |y support efforts in some states.
Resul ts

Service Types by State

All states but Oklahoma indicated the presence of sone type of
fam |y support program These prograns were sorted into three

adm ni strative categories. First, Cash Assistance Prograns provide

money to families to offset the costs of habilitative materials or
services. In such programs, fanmilies either receive a periodic
subsidy or stipend to pay for future expenses or are reinmbursed for

costs of care incurred. Second, Supportive Progranms provide famlies

free inkind habilitative materials or services. In these prograns
states fund various agencies which in turn provide specified

services. Finally, Combination Progranms offer families both cash

assi stance and inkind support services.
Table 1 displays the 49 states that report the existance of a

fam |y support program according to the admi nistrative category that
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Table 1: States Offering Family Support Services
by Primary Administrative Category

Cash Assistance Programs

1. Connecticut 6. Minnesota

2. Idaho 7. Nevada

3. Illinois* 8. North Dakota

4, Indiana 9. South Carolina

5. Louisiana

Supportive Service Programs
1. Alabama 12. Kentucky 23. Oregon
2. Alaska 13. Maine 24. Pennsylvania
3. Arizona 14. Massachusetts 25. South Dakota
4. Arkansas 15. Mississippi 26. Tennessee
5. California 16. Missouri 27. Texas
6. Colorado 17. New Hampshire 28. Utah
7. Delaware 18. New Jersey 29, Vermont
8. Georgia 19. New Mexico 30. Virginia
9. Hawaii 20. New York 31. Washington
10. Iowa*x* 21. North Carolina 32. West Virginia
11. Kansas 22, Ohio 33. Wyoming
Combination Programs

1. Florida 5. Nebraska

2, Maryland 6. Rhode Island

3. Michigan 7. Wisconsin

4, Montana

* The Illinois state legislature has ratified a
bill to permit operation of a cash assistance
program but has not yet appropriated funding
for the approved program.

** The Iowa State Developmental Disabilities Council
had funded a cash assistance program since 1981
but terminated funding on 9/30/84. The state
does provide certain supportive services.
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best exenplifies each state's support system Review of this table
shows that nine states operate cash prograns primarily, 33 provide
in-kind supportive services, and seven operate combination programs.

These findings, however, must be considered in |light of two
factors. First, though nearly all states report the presence of a
fam |y support program fewer than 25 have devel oped "extensive"
initiatives that are well coordinated and avail abl e statewi de. Many
other states recognize the inportance of supporting famly efforts
but offer few services to few fanmilies or adm nister programs in
restricted areas.

Second, statewide initiatives often are conplenented by services
made avail able through sources other than the state mental
retardation or devel opmental disabilities service system Exanpl es
i ncl ude progranms sponsored by:

® the public schools. Due in great part to the Education for

all Handi capped Children Act (Public Law 94-142), public
schools in all 50 states offer special education to children
and young adults with devel opmental disabilities. Though the
age range served varies sonewhat by state, about four mllion

persons with disabilities received special education services
during the 1982-83 school year (Division of Education

Services, 1984). In addition, some school districts offer
outreach services to the famlies of these persons (e.g.,
parent education). The positive inmpacts of these services on

persons with disabilities and on the famly's capacity to
provi de care cannot be overl ooked;

® advocacy organi zations. Numer ous national and |locally based
advocacy organi zations sponsor a variety of services to famly
menbers (e.g, information and referral, parent education
nmut ual support groups) and to persons with disabilities (e.g.,
recreational activities). Sonme of these organizations serve
persons with a specific type of disability (e.g., downs
syndrome, autism prader-willi syndrome), while others are not

so specialized (e.g., Anmerican Coalition of Citizens with
Di sabilities) (See Office of Information and Resources for
t he Handi capped, 1982);

® specialized fanmly service agencies. These organi zations
offer one or nmore useful services to family menmbers or persons
with disabilities and often charge a fee. For instance, these

agenci es may provide parents assistance with financial
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pl anning (see Part 111; Chapter 2), instruction on how to be
an effective participant in the service planning process, or
access to special toy libraries or "lekoteks" (ALMA Matters,
1985) and may offer persons with disabilities specialized
services as well (e.g., structured vacations away from home);
® university prograns. These programs offer a range of services
for persons with disabilities and their famlies. Often, they

operate as a federally financed denmonstration project and/or
through a University Affiliated Facility (UAF) or Project
(UAP); and

® private sector intiatives. These programs are provi ded by
empl oyers for their workers or private businesses not
typically structured to provide human services (See Part 111;
Chapter 4).

Thus, when considering the potential utility of any state's famly
support system the presence of these other services should not be
di scount ed.

Analysis of Prograns in 22 States

Though nunerous states report the existance of a famly support
program data presented in this section are confined to a sanple of
22 states with the npbst "extensive" systens. Tables 2, 3 and 4
di splay information on these 22 states along six dinmensions with each
table displaying states in the same primary adm nistrative category.
When viewed simnmultaneously, these tables reveal considerable variance
in the followi ng areas:

Date Initiated. Pennnsyl vania was the first state to initiate a

fam |y support program of any kind (1972) and South Carolina was the
first to initiate a cash assistance program (1974). Most prograns
(66% , however, were begun since 1980.

Eligiblity Criteria. All states inpose eligibility criteria of

sonme kind but these criteria vary by state and can be sorted into
three informational categories. The first pertains to client

characteristics. In all states a famly must be providing care to a

person with a devel opnental disability but states further restrict



Table 2: Eight Cash Assistance Programs by
Six Areas of Information
STATE DATE TYPE OF CLIEMT/FARELY NUHBER OF APPROPRIATIONS ELTGIBILITY  CRITERIA
INITIATED PROGRAM EXPEMSE LIRIIS CLIEMTS SERVED {FY 1933-1944} Client Fanily Placeaent
Connecticut 1981 Cash se;uun per year 15 $23,106 develapaental sliding scale based on at risk of out-of-
Progras disabilities incose and fanily hore placeaent or
size; no other public returning froa
assistance received such placement
Tdaho 1981 Cash $250.00 per Aonth 138 $47,000 developaental prierity to those at risk
Prograa {$3,000 per year) disabilities; out-of-hose placesent
ender age ?1 or returning fron
such placement
Tndiana 1982 Cash Deternined by caseaanger, 1M $185,800 developoental priority to those
Prograa saxiaus of 3500 per month (FY 1985) disabilities at risk of out-of-
for respite hoae placesent
Lovisiana 1983 Lash $375.00 per aonth 25 $112,500 sental
Progran {$4,500 per year) retardation
Ninnesota 1975 Cash $250.00 per gonth 190 $525,000 prisary diagnosis of priority to
Frogram (3,000 per year} sental retardation; greatest resource
iunder age 18; priority needs
to severest disability
Hevada §91 Cash $206.00 per sonth 67 $110,000 profound mental insufficient income to
Progras {83,432 per year) retardation cover costs of care;
stiding scale based on
Fasily income & size
North Dakatal 1931 Cash $15/ueek for basic care; 200 $200,000 developaental
Progran $35/ueek for services/ {3 year pilat) disabilities;
treatzent {342,600 per year) under age 21
Sauth 1974 tash 156.00 per month 15 $23,000 sental insufficient income to
Carolina Prograa {31,300 per year) retardation cover costs of care

00T



Table 3: Seven Support Services Programs
by Six Areas of Information

STATE DATE TYPE OF CLIENT/FAHILY NUMBER OF APPROPRIATIONS ELIGIBILITY CRITERIA
INITIATED PROGRAN EXPENSE LINITS CLIENTS SERVED (FY 1983-1984}) Client Family Placement

California 1982 Support varies by individual 35,000 35,140,000 developmental

Services but no set limit {ali ages) | (for persons under disabilities

18 years)

New Jersey 1960 Suppar t #o linit on gs0 $967,187 gental Beans ncome

Services intervention ser- retardation eligibility standard

vices but only 30
days respitefyear

thio 1983 Support $2,500 per year Prograg $700,000 developoental

Services initiated disabilities

4-1-34

Oregan 1933 Support Mo set [iait abaut 1,000 $3,100,000 developmental

Services disabilities:

under age §
.......................... [ P [ i S NI | IS S ISP I P PRSPPI LT e PP T

Pennsylvania | 1972 Suppart Ho set limit 11,548 $3,487,228 mental

Services retardation
Veroent 1978 Support $990.00 per year 250 $381.279 gental

Services . retardation
Hashington 1977 Support $750.00 per year 800 $2,154,000 developoental

Services disabilities

- T0T



varies across
the state

children

seffictent funds to
cover costs of care

Table 4: Seven Combination Programs by
Six Areas of Information
STATE DATE TYPE OF CLIENT/FARILY NUHEER OF APPROPRIATIONS ELIGIBILITY  CRITERIA
INITIATED PRUGRAM EXPENSE LIHITS CLIENTS SERVED (FY 19831934} Client Fapily Placenent
Florida 1978 Combination Based on need; 3,229 421,000,000 developaenial at risk of out-of-
Progras no Aaxinum (210 in Cash {1,200,000 for disahilities hose placegent if
Prograa) Cash Progras} services not received
Haryland 1584 Cosbination Ho set lisit; 103 $197,000 developasntal at risk of an
Progras based on need ' disabilities aut-of-hoee placesent
within reason under age 272 4
" 1984 Cash $225.00 per aonth Estimated at $5,700, 000 severe gental or fagily taxable incoge
Progras 32,700 per year) 2,000 (est. FY 1985) sultiple igpairpent, for year preceding
autism; under age (5 application cannst
exceed $60,000
Hichigan  f------mmfmemmem e e Rt w e e R
1983 . Support Ko set limit; 355 $495,000 developmental
Services linited by disabilities
budget
Hontana 1975 Cosbination $1,385 per year 600 $1,125,000 No set priority but
Frogras " preference to young
and severe disabilities
"""""""""""""""""""""""""" T semm=—— STmmssss—- s -1
Hebraska 1 1982 Copbination $300.00 per month 115 $200,000 developmental insefficient income to
Progran averaged over disabilities cover costs of care
ohe year
e ———— e m A e e e o ] = = - ﬁ_------.--..- S K -———
Rhode fsland | 1981 Coabinatian $60/week for basic 65 $256.000 sental retardation: resident of state
Progran care. $15/ueek pental illness; residential facility
for training chronic iepairments for 90 days to receive
{43,900/ year) 8 cash subsidy
Wisconsin 1984 [Combination but $3,000 per year 137 $123,000 severe disabilities; ne access to at risk of an out-of-

hoae placegent or
returning hose from

such placepent

AN
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those who qualify based on such factors as disability type (eight
states), age (six states), or severity of disability (five states).

A second category pertains to famly resources. In seven states,

service availability or cost to the consumer is made contingent on
sonme type of means test, such as a sliding scale, or on sone
judgement of the famly's capacity to cover the costs of care.

The third information category involves consideration of the

pl acement status of the person with disabilities. Six states prefer

that the person be at risk of an out-of-home placement, while three
states require that the person must be returning home from such

pl acenment. Rhode Island stipulates that to receive a cash subsidy,
the famly menmber with disabilities nust have been a resident of a

state residential facility for 90 days.

Client/Fam |y Expense Limts. Most states (16) set some specific

limt on the anount of noney that can be expended annually on

i ndi vi dual families. Though six states indicate that no such limts
exist, officials in these states readily adnmit that the total program
budget naturally restricts the amount that can be spent and that

costs nust be held "within reason."”

Nunbers of Clients/Families Served. For the nost part, states

with the greatest popul ation densities tend to serve nmore famlies
than states of |esser popul ation density. California serves the nost
fam lies by far (35,000) while Pennsylvania adm nisters the second

| argest program (13,000). Connecticut and South Carloina operate the
smal | est prograns (15 famlies). The total nunber of persons served
by the programs profiled is 61,963 (this total excludes those served
in Ohio because such figures were unavailable at the tine of the

survey) .
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This figure is considered by many to be unsatisfactorily |ow when
it is considered that: 1) the overwhelm ng majority of persons with
devel opmental disabilities live at home with their natural famlies
(Perl man, 1983; Maroney, 1981; Bruininks, 1979), and 2) 243,669

persons with devel opmental disabilities are served in out-of-home

residential alternatives, including institutions and community-based
arrangenents (Hauber, Bruininks, Hill, Lakin & White, 1982).
Appropriation Levels. As expected, the anount of funds

appropriated varies with the nunber of clients/famlies served
Appropriation |levels ranged from $21, 000,000 for a combination
program in Florida serving 8,229 families to $23,000 for cash

assi stance programs serving 15 families in both Connecticut and South
Car ol i na. Moreover, survey findings show that cash programs are
generally funded at |ower levels than either support or conbination
programs with combination prograns generally receiving the nost

fiscal support.

Table 5 lists all 22 states and illustrates what services are
perm ssi bl e besides case manhagement. In addition to these services,
at least 11 states have provisions for famlies to acquire services
that are not regularly permtted. For example, famlies in

Pennsyl vania can present extaordinary service needs to local review

boar ds. Though state guidelines influence decisions, these boards
are at sone liberty to ratify the provision of unique services.
Li kewi se, M chigan will allow any service the famly views as

contributing to its capacity to provide care.
Revi ew of Table 5, however, suggests significant variance anong
states regarding the range of services offered. The services noted

nost frequently are temporary relief or respite care (21 states) and
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adaptive equipnent (20 states). The | east noted services are
information and referral and room and board for famly menbers (two
states). Maryl and and Nebraska offer the most conprehensive array of
services (14 services), while Indiana offers the fewest (three
services).
Di scussi on

It is encouraging that nearly all states have initiated famly
support progranms of some kind. Though concl usive evidence is not
presently available, the worth of these progranms is not easily denied
in terms of their benefits to the child with devel opnmenta
disabilities and his/her famly. Mor eover, many states argue that

fam |y support programs can result in significant long term cost

savings to taxpayers (e.g., Florida and M chi gan). But much nore
still needs to be achieved. Recall that the majority of states |ack
extensive famly support services. Additionally, survey results

suggest that even where extensive service systens exist, surprisingly

few famlies are served.

Establishing an effective state-wide famly support program
however, is a conplicated task requiring consideration of several
phil osophi cal and progranmatic concerns. The substantial variance
anmong existing programs denonstrated by this survey suggests that
little consensus has enmerged regarding the nmost efficient and
effective means of adm nistering such prograns. Among the severa
i ssues that nust be resolved are: The role of the famly, program
eligibility, means of service adm nistration, permssible services,
and the potential for consolidating resources across various

di sability groupings.
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The Role of the Fam |y

Though the great majority of persons with devel opmental
disabilities have always remained at home, recent policy in the human
services field often discounted the famly's role in providing care
(Skarnulis, 1976; Demos, 1983). Fam |y inconpetence in providing
care was frequently presumed while professionally supervised
residential arrangenents were funded i nstead.

Survey results suggest that recent calls to "support not
supplant”™ the famly have not gone unheeded as numerous states have
initiated comprehensive famly support prograns. Growi ng nunbers of
fam |y support advocates, however, have articulated a need for
programs where the |ocus of control over prograns rests less with the
state and more with the famly. In other words, services should be
"famly driven."

Such programs would enmpower famlies on nultiple levels by
encouraging their active participation in planning the service system
and according them some control over selecting the services they
receive (Griss, 1984; CSR 1983). The degree of control held by
famlies in existing programs is not clear. One can specul ate,
however, that cash assistance prograns (as opposed to the provision
of services) have a greater potential for enpowering fam |lies because
they provide them with increased purchasing power by placing dollars
directly into their hands. As a result, instead of being accountable
primarily to state funding agencies, service providers are held
account abl e by individual famlies. The small number of cash
programs suggests that state officials are unwilling to turn over
this nuch power to famlies and prefer that the |ocus of control

remain with government.
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Program Eligibility

States cannot afford to provide conprehensive services to all
fam lies who have nmenmbers with devel opmental disabilities.
Consequently, service planners mnmust devise equitable criteria for
restricting the nunmber and/or type of persons served. In structuring
such criteria, several hard choices nust be made. For instance, all
states require that a famly menber have a "devel opnent al
disability." However, should the functional definition of
devel opmental disabilities in the federal |aw be applied or should
eligibility be restricted to conditions such as mental retardation,
autism or nultiple inmpairments? Many states have chosen to restrict
the definition, while others have adopted more lenient criteria.
Certainly this aspect of eligibility raises the spectre of
conpetition among various disability groups (See Part I11; Chapter
1) . Li kewi se, states nust decide whether families confronting
simlar problenms should be treated simlarly or whether famlies
shoul d be served based on their amount of financial income (Brown,

Johnson, & Vernier, 1983).

Who should receive services is a preplexing issue that severely
tests a society's capacity for equitably distributing scarce
resources to those in need. The existing variance anong state
eligibility criteria reflects each state's own solution to the
probl em Such variance, however, has resulted in an inequitable
nati onal response to providing famly support since famlies are
treated differently from state to state.

Means of Service Adm nistration

Survey results suggest that services can be made available to

fam lies through at least three adm nistrative formats: cash
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assi stance, supportive services or sone conbination. Each of these
formats, however, have certain strengths and weaknesses.

Cash assi stance prograns. As noted earlier, this approach is

favored by many because it shifts the |ocus of control away from the
state and toward parents. Wth time, the aggregate purchasing
preferences of famlies dictate the types of services that are
avai |l abl e and service providers are held accountable directly to
parents.

But this approach also raises several issues of note. First,
shoul d parents be provided cash prior to purchasing needed services
or should they be reimbursed after they have already incurred certain
service related expenses? It would seem that receiving cash prior to
purchasi ng services would relieve the strain on famly resources. I'n
contrast, the state m ght prefer a reinbursement strategy because it

woul d be easier to direct and track what is purchased.

Second, should cash received by parents be considered taxable
income? |If viewed as income, the state could be placed in the
undesirabl e position of subsidizing federal tax revenues. Further,
such income could jeopardize a famly's eligibility for other public
assi stance benefits. In contrast, if cash assistance is viewed as a
"benefit," the cash received by parents would not be taxable and
woul d not affect eligibility for public assistance.

Finally, cash assistance programs presume that parents have

sufficient know edge regarding the needs of their child or adult with

di sabilities and the quality of available services. To the extent
they do, they will spend their cash efficiently. But some parents
may be unprepared to choose and purchase services wisely. Thus, many

beli eve that cash assistance prograns nmust be conmplemented with case
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consultant services and parent education to provide parents with the
knowl edge they need to choose appropriate services.

Supportive services prograns. Most states with family support

progranms elect to provide supportive services primarily. The
advantage of this approach is that the locus of control rests with
the state and various service providers. As a result, a cohesive
service structure can devel op throughout the state that can be
directed and nonitored centrally.

Ironically, this asset is considered by sonme analysts to be a
liability. Though famlies help decide which services they receive
in this scheme, the types of services and the service providers are

pre-determ ned by the state. Consequently, famlies take a secondary

role in deciding which services are needed and which services should
be funded. Additionally, because the state contracts with service
provi ders, providers are accountable primarily to the state and

secondarily to parents.

Conbi nati on prograns. These progranms offer an opportunity to

devel op a system that maxi m zes the relative strengths of cash

assi stance and supportive admi nistrative styles, while mnim zing
their weaknesses. There are at |east two unique advantages to this
approach. The first pertains to funding. Revi ew of existing cash
assi stance progranms shows that the funding source is often state
revenue. By adopting a conbination approach, however, avail able
resources can be expanded by acquiring federal Title Xl X dollars
(through the Community-based Waiver Program to fund certain
supportive services |ike parent education or respite services. Rhode
Island is one state that has pursued this course.

Second, if the primary service goal is to pronmote fanmily
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i ndependence from the state, combination progranms can be very
effective. Initially, famlies may primarily need supportive
services (e.g., parent training to learn specialized skills). Later,
after their skills and confidence grow, famlies can take increasing
responsibility for directing their own services by giving up inkind
supportive services in favor of cash assistance.

Per m ssi bl e Services

Survey results show that the type of services avail able vary by
st ate. Some states offer few services while others provide an
extensive array. Additionally, state agencies tend to fund service
categories (e.g., respite, transportation, parent education). No two
fam lies, however, have identical needs. Mor eover, existing needs
are not static but evolve with time. A preferable program design

woul d include nultiple service options that could be tailored to

i ndi vidual famlies. In this way, instead of being restricted to
certain services, famlies could choose froma menu of perm ssible
services. While some families could benefit from professional advice
bef ore choosing services, the primary intent of this type programis
to develop services that revolve around and exist for famlies.

The Potential for Consolidating Resources

Fami i es who have members with devel opnental disabilities are not
the only famlies in need of support services. Other famlies that
could benefit from such services are those with menbers who are
el derly (Callahan, Diamnd, Giele, & Morris, 1980; American Health
Pl anni ng Associ ation, 1984), adolescent mothers (Klerman, 1983), and
chronically mentally disturbed (Hart; 1983; Doll, 1976; Gol dman,
1982). Given current economc realities, considerable interest is

evolving for consolidating existing human service resources so that
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progranms "crosscut" disability categories. Exenplifying this point,
Abel s (1984) describes a Wsconsin based famly support program that
provides a variety of services including case management, consuner
training, and cash subsidies to famlies with nenbers of four

di sabilty categories (elderly, developnental disabilities, physical
disabilities, and nental illness).

Many believe that this type approach is superior to those that
result in separate systens for each disability type because it is
cost efficient and encourages coalition building amng various
disability interests. Desi gni ng these programs, however, will not be
an easy task. Difficulties can be expected with regard to
establishing equitable eligibility criteria between groupings and
gai ni ng consensus over the type and level of resources that should be
expended for each participating group. In addition, even if these
probl ems were overcome, program adm nistrators would be faced with
ongoing difficulties related to witing and inplenmenting program

standards that cut across disability categories.
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POLICY OPTIONS FOR FAMILY SUPPORT SERVICES*
by
Paul J. Castellani, Ph.D.

Fam |y support services have become the focus of a great
deal of attention in the field of services to people with menta
retardation and devel opmental disabilities. A number of new
programs in this area are being developed in several states.
Ot her states are reconfiguring service options to more explicitly
identify and manage the famly support services they have
provi ded. Overall, there is a wide variety and diversity of
approaches in these programs across the states. As states seek
to broaden existing programs, develop new ones, or to |look for
i ndicators of national trends and federal policy affecting famly

support services, the diversity provides an intriguing array of

experiments which may suggest policy choices. Additionally,
there have been several Ilegislative and regulatory initiatives at
the federal level which may affect the availability of famly

support sources.

The purposes of this paper are to exam ne the major
di mensi ons of existing famly support service programs and to
review the several policy options that are central to the
devel opment of such programs. Specifically, discussion wil
focus on four emerging issues pertaining to the underlying goals

and administration of famly support programs including: 1) MWhat

* The positions expressed in this paper are solely those of the
author and do not represent those of the New York State Office
of Mental Retardation and Developmental Disabilities.
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are famly support programs? 2) Who should these programs serve?
3) How should these services be delivered? and 4) How should

these services be funded? When exami ning each of these

guestions, information will be provided regarding policy issues,
current responses, and potential policy options. In all cases,
such discussion will explore the political feasibility and
desirability of some of the major famly support directions.

What Are Family Support Services?

Policy |Issues

The definition and identification of famly support services
i nvol ves several important policy problems. Even a brief review
of the literature in this area and the experience of the severa
states that have explicitly identified famly support service
programs indicates the extremely wide boundaries of this area.
Moreover, the recent history of support services and their
emergent and embryonic character further complicate the problem
of definition.

Generally, famly support services can be defined as those
services, in addition to core residential services, that
devel opmentally disabled people require for normal community
life. There is, however, virtually no attention in the
literature to the definition of the specific services encompassed
under the rubric of famly support services. Mor eover, an
exami nation of the availability and accessibility of famly
support services in New York State showed that they were often
subsumed in other services and were only identified and defined

as famly support services because of arbitrary analytic
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framewor ks (OMRDD, 1983).

The history of the devel opment of famly support services
expl ains some of the definitional ambiguity. The need for
support services first became apparent when they became I|inked to
deinstitutionalization and success in community living (Gollay,
et al., 1978; Intagliata, et al., 1980; Braddock, 1981; Bachrach,
1981) . Persons |l eaving institutions have been the primary focus
for the devel opment of these services, although the overwhel m ng
maj ority of people with devel opmental disabilities |ive at home
with their famlies and often need the same type of services. To
a large degree, support services to this latter group have been
devel oped subsequent to and with |ess resources than those for
the former group. Thus, the services that have become widely
known as "fam|ly" support services were initially and I|argely
devel oped as "placement" support services. An understandi ng of
the evolution of such services, therefore, is important in order
to clarify who the intended recipients of famly support services
should be, and how the objectives for such services should be

characterized.

Current State Famly Support Services

The conceptual and historical ambiguities are also
compounded when we exam ne the experience of states with famly
support service programs. Figure 1 shows the array of famly
support services in 17 states gathered from a survey of these

programs by the New York State Office of Mental Retardation and
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Figure 1: Services Offered in 17
Family Support Programs
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Devel opmental Disabilities (Bird, 1984).* There have been other
recent reviews of state famly support services (e.g., NASMRPD,
1979; Bates, 1983 and the survey results presented in Part 11,
Chapter 3). Before commenting on Figure 1 it is important to
note two things about these surveys. First, while every effort
is made to ensure the accuracy of the information, many states
operate more than one famly support service program and/or
subsume them under other programs. Therefore, there are

occasi onal discrepancies between surveys. Second, famly support
services are developing and changing so rapidly that surveys of
this sort tend to become out-dated rather quickly. Nonet hel ess,
these recent surveys do provide an important insight into what
vari ous states have defined as famly support services. As shown
in Figure 1, virtually the entire range of therapeutic services
are being offered as famly support services.

Policy Options and | mplications.

The historical and conceptual ambiguity surrounding the
devel opment of famly support services is reflected in the
consi derable variation in what states see as famly support
services. Thus, the question of what options should be pursued
is ultimately dependent on what is politically and fiscally

prudent within a particular state context.

* 1In this paper Dr. Castellani uses information gathered fram a
survey of 17 states with family support services conducted by
William Bird of the New York State Office of Mental Retardation
and Developmental Disabilities. Though the survey of family
support programs described earlier {Part II; Chapter 3) presents
infomation of a similar nature, the reader may note that the
results of these two swurveys differ somewhat.
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The wi despread attention given to famly support services by
professionals and advocates, the increased number of states
instituting programs in the area, and the increases in the number
of services provided under the framework by states with famly
support services programs suggests that an inclusive definition
is preferable. This may be very attractive in the short-term

In the long run, this approach risks the dissipation of politica

support because it attempts to do too much. This could occur
because of the inability to define clearly what is needed or
because the costs of an apparently open-ended list of services
will soon frighten legislators and others who will be called upon

to fund these programs.

The most prudent |ong-range approach to ensure and enhance
the availability of famly support services is to begin by
recasting the definition for these services in a simpler and more
politically manageable framework. Simply put, families should be
the focus of famly support services. As pointed out earlier,
many states developed famly support services by expanding
services that had been made available to individuals placed in
the community to people living at home with their families.

Thus, the famly became the ultimate community-based facility.
This approach obviously ignores the highly individual character
of families providing care to developmentally disabled sons and
daughters.

Though tailoring services to meet the needs of famlies is
increasingly part of the rhetoric in the field, the reality of

service delivery falls short of the ideal. A review of the goals
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of famly support services may be hel pful in closing the gap.

The maj or goals are: 1) to strengthen the famly structure
in order to enhance the quality of care families provide to a
devel opmentally disabled member, and 2) to prevent undue out-of-
home placement? To what extent do famly support services
strengthen famly structure, and secondarily, prevent
pl acement . Addressing the question in this way should help to
determ ne what services should be encompassed in famly support
service programs and who the recipients should be.

If we return to the starting point of what families need,
the range of services that would be encompassed within the
framework of famly support services narrows. Many of the
services listed in Figure 1 are core habilitative services
provided for the person with a developmental disability in the
home setting. These are typically provided by someone who comes
into the home. While these services may be clinically necessary
or more convenient for families, they do not directly strengthen
the famly structure. I ndeed, a careful review of the services
in Figure 1 from the perspective of strengthening the famly
structure, or enhancing the famly's capacity to provide care
would result in a narrowing of the range of famly support
services.

Wth the exclusion of Basic Care Subsidy, which is not
actually a service in this context, and with some collapsing of
categories such as famly counseling and individual counseling
into counseling, the following is a list of famly support

services that directly strengthen or enhance a famly's capacity
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to provide care:

respite special diet and clothing
counseling home barrier removal
homemaker di agnosi s and assessment
recreation information and referra

transportation

I ndeed, the |last three, home barrier removal, diganosis and
assessment, and information and referral, are typically one time
services. Thus, the list of famly support services that mi ght

be provided on an on-going or occasional basis narrows further.

In summary, the answer to the question "What are famly
support services?" is complex and problematic. However
enhancing the availability and stability of these services
requires an approach that narrows the range of famly support
services to those that directly support and strengthen the
family. The expectation is that this focused approach will be
both functionally and politically attractive

Who Should Receive Famly Support Services?

Policy |Issues

The question of who the recipients of famly support

services should be is a central issue in this area, and, |I|ike the
others, it is complicated. It includes both a strategic question
of the approrpriate overall focus of famly support services as
well as the more practical, but nettlesome issues, of how are
specific eligibility determ nations to be made.

First, we should address the strategic issues. To a | arge
degree, these issues are also linked to the basic goals expressed
for famly support services noted above -- to strengthen families

and to prevent institutionalization. A cl ose exami nation of
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these goals with respect to eligibility for famly support
services reveals a major problem That is, if we choose to
strengthen families, this would seem to argue for a very broad
definition of who should be the service recipients. | ndeed,
Moroney (1981) proposes the wuniversal provision of support
services to famlies caring for a developmentally disabled famly
member at home. The most obvious problem with this approach is
the political infeasibility of an entitlement strategy at a time
when existing social welfare entitlements are being reconsidered.
Anot her problem with a universal approach towards
eligibility is the lack of certainty regarding the magnitude of
need anong certain segements of the developmentally disabled
popul ati on. Estimates for autism, neurological impairment, and
| earning disability for instance, are problematic. Advocates for
these groups of disabled people have often argued that their
numbers are substantially larger than estimates used by
government agencies. Mor eover, they have been especially

voci ferous in demanding services for unserved and underserved

persons who typically live at home or in other independent
community settings. This is especially important since advocates
for these disability groups view famly support services as a

vehicle for access into the developmental services system and a

mechani sm for expansion of services overall (Castellani & Puccio,
1984) .

Further, a more inclusive elgibility standard may generate
tension among disability groups. It has been shown that access

to famly support services is highly dependent on enroll ment in
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regul ar and routine day programs, and these are more typically
used by people with mental retardation (OMRDD, 1983). Publicly,
advocates and providers of services for mentally retarded persons
have been supportive of famly support services for a range of
di sability groups. Informally, however, they have been more
cautious since they are aware that, in an era of continuing
resource scarcity, additional services that encompass other

di sability groups may result in less for those currently being
served. Thus, a general entitlement approach may create
competition between those currently enrolled in programs (and
thereby receiving famly support services as well) and those

ot her groups of developmentally disabled persons who have been
outside the service system and who desire new services (such as

fam |y support services).

Anot her problem with a universal approach to eligibility

concerns the potential shifting of clients from generic to

specialized services. Many people with devel opment al
di sabilities, particularly those with autism, | earning
di sabilities, cerebral palsy and other neurological 1impairments

are currently receiving services from social service, health,
ment al health, and rehabilitation service providers. The
expansion of famly support services to those living at home,

particularly those people with low incidence disorders, creates

the possibility that clients and famlies currently served by
ot her systems may move into the developmental disabilities
service system Though, this may be appropriate, providing

services to those served by other generic agencies may dissipate
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resources available for the unserved and underserved.

Clearly, providing a modicum of services to all famlies to
strengthen their capacity to care for a developmentally disabled
member can be very costly. At the core is the question of
whet her: 1) few services are to be provided to virtually all
fam lies, 2) whether more services are to be provided to all
fam lies, or 3) whether more services are to be provided to those
most in need. The problems inherent in the more universal
approach have been descri bed. The alternative, focusing on those
in need, also involves problems.

The first question concerns what constitutes need. The
second goal of famly support services, preventing unnecessary
out-of -home placements, represents one way of determ ning need.
However, that criterion obviously does not represent either the

most extreme or exclusive measures of need for famly support

services. The overwhelmng majority of famlies caring for a
di sabl ed member at home are not likely to request an out-of-home
pl acement, but many may need famly support services. However,

when we consider needs in a more individually oriented context, a

variety of problems arise.

The criteria for services have, to this point, been al most
exclusively based on the disabled person's needs. A wide variety
of assessment tools is available to ascertain a person's
functional and service requirements. To determ ne the |evel of
need of a famly is more complicated. Desi gning services that
enhance a famly's capacity to provide care at home and/or that

prevent out-of-home placement requires a know edge of specific
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fam lial and situational characteristics that may bear on these
outcomes.

Several of these characteristics are suggested in the
growi ng body of Iliterature in this area (Tausig, 1984; 1985). In

addition to the level of disability experienced by the disabled

person, these characteristics fall into three main categories:
age, famly structure, and limtations on access to services
Age encompasses a variety of situations. It is becom ng apparent

that famlies experience crises that affect their ability to cope
with a developmentally disabled member at several Ilife stages.
These include: the period around the birth of a developmentally
di sabled child, when the famly is confronted with the problems
of identifying needs and getting early intervention services; the
point at which a disabled child enters school; the emergence of
the child into adol escence; and when a child "ages out" of school
programs; and when the age of the parent(s) of a developmentally
di sabl ed person brings dim nished physical or economic capacity

to care for that individual at home.

Fam |y structure issues include problems faced by single
parent families, excessive stress caused by the presence of a
di sabl ed member, and the number and characteristics of other
siblings or famly members either requiring care or able to
provi de care. Access issues affect persons not currently
enrolled in MRDD programs, and ethnic, racial, and |anguage
mi norities who tend to be unserved and underserved by current
programs. This also includes persons with low incidence

devel opmental disabilities who are simlarly unserved and
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underserved, and famlies with low incomes or who are
geographically and socially isolated from MRDD services.

Al t hough these famly and situational characteristics have
been suggested as factors that affect a famly's ability to care
for a developmentally disabled member at home, it is extremely
difficult to measure their inmpact and use them to establish
service priorities.

Eligibility Criteria in Current State Programs

Figure 2 shows the eligibility criteria currently employed
in state famly support services programs. It is apparent that
many of the factors that have been suggested as important in
creating needs or, conversely, strengthening famlies and
preventing out-of-home placements, have not been explicitly
included. Ei ght of the 17 states surveyed require that risk of
out - home- pl acement be established, which can of course encompass
ot her factors. Income | evel, used by nine of the 17 states as a

criterion, can also be a surrogate measure of some of the other

factors indicated in the literature. The other two eligibility

criteria, age and |level of disability, are obviously specific to
the individual with the developmental disability. There seems to
be no direct inclusion of criteria that are linked to such

specific needs of other famly members such as number of
si blings, others in the famly in need for care, capacities of
parents or other famly members to give care, or housing

configuration.

Policy Options for Eligiblity Criteria

It is clear that as states develop and expand famly support

services, they must deal more explicitly with the strategic and



Figure 2:

Program Eligibility Criteria in
17 Family Support Programs
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practical issues involved in the central problem of who is to
receive famly support services. Conti nuing experience with

these programs should provide an enhanced capacity to measure

needs more accurately and link appropriate services to those
needs. That will depend, in part, on undertaking well-designed
eval uations of those efforts. Nonet hel ess, practical problems as
well as the strategic issues (e.g., who is to be served by famly
support services) are likely to be resolved politically rather

than through some process of rational planning and eval uati on.
There simply are no objective measures of need on which to base
service determinations for individuals or groups when the
standard is to enhance a famly's capacity to provide quality
care. Capacity is both relative to others' situations and to
soci ety's changing expectations of what constitutes an acceptable
or desirable standard of 1iving. G ven the political character
of such determi nations, it seems unlikely in light of fundamental
reconsi derations of entitlement programs at federal and state

| evel s, that a broad and inclusive approach to eligibility wil

be a policy option that will emerge.

How Should We Deliver Famly Support Services?

Policy |ssues and Current Options

The question of how famly support services are to be

delivered raises several important policy issues. These include
® the level of government best suited to manage these
services;
o the extent to which famly support services conform to or

compensate for community conditions;

) the relationship of public and private sectors (voluntary
and proprietary) in delivering famly support services;
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L the degree to which these services are to be provided by
generic or specialized agencies;

e the degree to which famlies are empowered to exercise
choice in the type, amount, sources, and use of famly
support services.

The issue of which |level of government is best suited to
manage famly services throws into relief the question of whether
a large bureaucratically oriented system can oversee a more
personalized and individual program of family support services.
In some ways, even community residences and intermediate care
facilities for mentally retarded persons are imposed on
communities, and federal and state regulatory structures tend to
ensure uniformty in those service model s. Fami |y support
services, however, are more intimately linked to the communities
in which they operate than other residential and day programs.
The diversity of communities suggests that management structure
must be flexible. The relatively uniform management models that
were designed to operate simlar institutions across a state
cannot be expected to function well in various community
settings. As illustrated in Figure 2, slightly more than one-
hal f of the programs examned in a recent survey are adm nistered
at the local Ilevel. However, the question of the |evel of
government best suited to manage famly support services nmust be
considered with regard to several other factors that will be
di scussed bel ow.

The extent to which famly support services are intended to
conform to or compensate for community conditions is one of the

most crucial factors affecting the management of programs in this
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ar ea. At stake here is a basic question of equity within and
among | ocal es. In the first instance, much more needs to be
known about the environment in which we expect famly support
services programs to operate. We are aware that famly support

services are related to such community resources as the

availability and accessibility of public transportation,
recreational facilities, medical, dental, and other professional
services. It is also apparent that these services and resources
vary wi dely by Il ocale. In one respect, local management of

fam ly support services can best take into account |ocal needs
and resources. On the other hand, the intimate |link between
famly support services and often widely varying community
resources raises the question of whether famly support services
should equalize the differences in availability and accessibility
that are likely to result. Clearly, institutional model s,
especially those supported in part through Medicaid funding, are
operated on the principles of "statewi deness" and equal access.
Pl acement support services, as pointed out earlier, were in many
instances initially built around community residences for
deinstitutionalized persons and served as models for famly
support services for individuals who had never resided in an
institution. This creates a strong precedent for equalizing the
availability and accessibility of famly support services across
| ocal governments to compensate for comparative deficits in

resources and services.

The relationship between the public and private sectors,

including voluntary and proprietary, 1is another concern that must
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be addressed in the delivery of famly support services. Many
states have a variety of state government, |local government, and
private agencies involved in the management and delivery of
communi ty-based services. The pre-emi nence of one or another
sector in various locales is a function of historical, political,
econom ¢ and other factors that may confound rational program
design, but are nonetheless powerful in shaping future

programs. Management and delivery of famly support services may
result in differential outcomes depending upon the auspices of
provider.

Private proprietary management (and ownership) of acute and
| ong-term care health facilities has provided examples of
economi es of scale and models of efficiency that may merit
consideration for the management of at |east some famly support
services for developmentally disabled people (Zuckerman, 1983).
An obvious concern, however, is accessibility to services by
clients and famlies who may present complex, wunusual
troubl esome, and other problems that make them commercially
unattractive. A lack of willingness to serve these clients may
al so be expected on the part of private voluntary agencies.
Moreover, many private voluntary agencies have traditional
disability orientations, religious, ethnic, racial and geographic
identifications or affiliations that serve to limt accessibility
to many famlies in need of support services.

State government has been the provider of Ilast resort and
m ght be expected to be the focus of a management structure

ensuring the greatest degree of availability and accessibility
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(OMRDD, 1983). However, state government-operated services tend
to be the most expensive and may be |imted by an institutiona
bi as and historical perspective that may inhibit delivery of

fam ly support services to unserved and underserved popul ations

(Commi ssion on Quality of Care, 1984). In addition, difficulties
with maintaining an acceptable level of operating flexibility in
a |large bureaucratic structure must also be considered. The wuse

of public non-profit agencies established for the purpose of
managi ng the delivery of famly support services is another
structural option. Here a key issue is the degree of authority
that type of agency might exercise vis-a-vis other government al
agencies in coordinating and gaining access to services for its
clientele.

No one model need be selected to the exclusion of others
across an entire state, nor is this discussion intended to
suggest that services cannot function conjointly or
col |l aboratively. It is intended to indicate that famly support
services represent a substantially distinct type of service, and
we should not assume that management models derived from
institutional perspectives or even community residential and day
program services are appropriately or easily adapted for famly
support services.

Anot her maj or issue of service delivery and management is
the extent to which we create specialized famly support services
or integrate these services into social welfare, education,
health, mental health, and other service domains. We are al

fami liar with the problems associated with gaining access to
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generic or "sem -generic" (Boggs, 1981) services. However, the
[imtation on resources available for the development of famly
support services raises the question of whether we can prudently
advocate for a separate and parallel system of services, or more
i mportantly, whether legislators and other policymakers will be
responsive to such an argument. As indicated earlier, many of
those who would be eligible for famly support services are

al ready being served by other service systems. Mor eover, sonme of
the specific famly support services such as transportation and
homemaker services are not specific to developmenta

di sabilities. In any case, the management of famly support
services programs requires a greater degree of coordination among
providers and consumers than other community-based services. The
broad clientele in widely dispersed settings as well as the
intermttent nature of delivery requires that systematic

coordi nation be built into the management of services. Case
management is frequently proposed as a mechanism to solve the
problems of services coordination (lntagliata, 1982; Schwartz,
Gol dman and Chrugin, 1982; Boggs, 1981). However, the cost and
effectiveness of case management have also been questioned (LCER,
1983; Beatrice, 1980) and we should be sensitive to the trade-

of fs between actual services delivered and coordination.

The degree to which famlies are empowered to exercise
choice in the amount, type amount, source and use of famly
support service is another important policy issue affecting the
delivery of famly support services. I ndeed it appears to be

emerging as one of the most central and politically sensitive
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issues in this area. While there are many aspects of this issue,
the basic question concerns the structure of services and the
mechani sms families can use to gain access to those services.

As was pointed out earlier, many states began support
services programs when it became apparent that people who had
been placed out of institutions were returning or having problems
because the so-called generic services that were expected to be
avail abl e were not. It has often been only secondarily that
states provided support services to famlies as spin-offs of
pl acement support services or in belated recognition of the needs
of famlies caring for a developmentally disabled member at
home. Thus, the progression has been to first ensure that those
services that had been available in institutions were provided to
i ndividuals placed in the community and then attempt to make
those services available to people living at home with their
fam lies. In many instances, these famly support services are
provided as direct service adjuncts to core residential and day

programs (OMRDD, 1983).

The increasing demand for and use of famly support services
has raised several problems and concerns with the direct
provision of services model . As experience grows, it is becom ng
increasingly apparent that famlies are radically different than
institutions, even those that are community-based. The structure
of service delivery is primarily institutional, and the problems
and opportunities famlies present seem to confound or be
confounded by that structure.

The famly is often the setting where famly support
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services are provided. In many instances, the famly is the
provider of services. The famly is also the consumer of
services, and these roles often occur at the same time.
Government regul ations, policies, guidelines, and funding
formulas do not typically or easily deal with the somewhat
simul taneous overlap of roles that occur in providing famly
support services.

One response to these problems has been to increase the
number of service options in famly support programs. There is a
very wi de array available in many states (see Figure 1), and the
tendency has been to increase the number of services offered
However, this still results in a product-driven system That is,
families' choices are limted to the services made avail able by
the state or agencies contracted to provide famly support

services.

Anot her response to these concerns is manifested in the
increasing number of family support programs that employ cash
subsi di es and/or vouchers. Figure 3 shows that 14 of the 17
states included in a survey of famly support programs use a
subsi dy and/or voucher mechanism, although they tend to be
relatively limted in scope. Cash subsi dies and vouchers
al though limted in amount and occasionally to specific types of

services, represent a substantial alternative to direct provision

of services. This results in increasing the discretion of the
famly. Further, the simplicity of cash subsidy approaches may
be more attractive to governments in |light of the complexity of

dealing with the famly as provider and consumer.



- 136 -

Summary

The answer to the question of how we should deliver famly
support services is obviously complex, as the discussion of the
several issues encompassed in that question suggests. These
i ssues, perhaps more than any of the others involved in the
entire area of famly support services, are highly conditioned by
each state's experience in delivering services to people with
devel opmental disabilities and the political-econom c environment
in each state. New York State, for example, has a large state-
operated system of services complemented by services provided by
| arge voluntary agencies. Local governments play a very limted
role in the direct provision of developmental services, and there
has been virtually no experience with vouchers or cash subsidies
and little apparent movement in that direction. Pennsyl vani a has
had a very large famly support services programs for a nunber of
years which operates largely through provision of services
t hrough county government. Ot her states are |ikewi se conditioned

by their history in this area.

Neverthel ess, there are factors that seem either inherent in
the nature of famly support services or at work in the
political-econom c environment that will shape the direction of
delivery of these services. Fam |y support services are closely
linked to the communities in which the needs arise, and it would
appear that |ocal governments will have to play an important role
in managi ng and/or delivering famly support services. The
continuing pressure to contain government spending on socia

programs seems likely to create more pressure to increase the
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role of the private sector vis-a-vis the public sector in the
area of famly support services. Those cost pressures as well as
the generic character of many famly support services will also
encourage greater integration of service delivery and |ess

separate and parallel services specific to people with

devel opmental disabilities. The generally increasing role of
propriety providers in virtually all areas of human service
delivery will undoubtedly be seen in famly support services as
wel | . These entrepreneurial opportunities are certain to

increase to the degree that cash subsidies and consumer contro

i ncrease. As suggested earlier, the demand for cash subsidies,
vouchers and other mechanisms that tend to empower famlies seems
to be emerging as a companion to the demand for these services in
gener al . None of these observations should be especially
surprising. However, taken together, they indicate that famly
support services represent an increasingly significant departure
in the way in which services are provided to people with

devel opment al disabilities and their famlies, and they may
ultimately have a reciprocating effect on the entire system of

services for disabled people.

Funding Fam ly Support Services

Policy |Issues

The financing of services is obviously a central concern.
This question has been closely linked to two recent issues that
engendered substantial discussion and controversy. These are the
Home and Community Care Waiver provisions (Sec. 2176; PL 97-35),

and the Community and Famly Living Amendments of 1985 (S. 873)
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--the so called Chaffe Bill. An appreciation of these issues
will be enhanced by exam ning them from the followi ng basic
perspectives:

. What are the current sources of funding for famly
support services in the future?

. What will be the sources of funding for additional famly
support services?

Current Sources

Much of the discussion about famly support services
concerns strategies for increasing funding. To some extent it
ignores the current bases of funding that are usually the best
predictors of the future (W I davsky, 1964). Mor eover, this
di scussion also ignores some problems which threaten the current

bases of funding famly support services.

The answer to the first question about funding sources is
that state tax | evel dollars constitute the |argest source of
funding for famly support services (Braddock, 1984). Despite
the importance of the issues raised in the debates on S. 873 and
the Home and Community Care Waiver, arguments for increasing the
amounts of funding for these services should take into account
the fiscal commi tment made in each of the states to these
services. Figure 3 indicates that for those states surveyed by
Bird (1984), the levels of funding varied widely and also
represented a relatively small proportion of the states' total
spending for developmental services. Anot her important aspect of
the issue that was pointed out by a study of famly support
services in New York State was that funds for these services were

often not specifically identified or budgeted (OMRDD, 1983).
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That is, famly support services were provided as adjuncts to
routine day and residential programs. It should be pointed out
that many | CF/ MRs, community residences and day treatment
programs, are supported in part with federal funds. Thus, at

| east some federal funds are used indirectly in famly support
services. Nonet hel ess, as rate setting methodol ogies established

tighter controls on the use of funds "or as funding was
constrained, famly -support services which |acked an explicit
fiscal rationale became increasingly vulnerable to cut-backs
(Castellani and Puccio, 1984). It is very likely that the |large
number of states without explicit famly support services
programs may indeed fund the services in simlar ways and they
may be simlarly vul nerable. Overall, the information that we do
have on the funding of famly support services indicates that
states themselves provide the bulk of funds for their support,
there are some federal funds used at |least indirectly, and that
these programs are small and/or not explicitly identified in

funding bases.

Sources for Additional Funds

As suggested above there has been an extraordinary amount of
di scussi on and debate about proposals that affect the sources of
funding for additional famly support services. Federal funds
are seen by many as a primary source of potential support for
these services. Since the md 1960*s when the federal government
expended al most no funds on state devel opmental services, the
fiscal participation of the federal government in this area has

increased enormously (Gettings, 1980). Mor eover, an overwhel m ng



Figure 3: Program Characteristics of 17
Family Support Programs

REPORTED MAXTMIM METHOD LOCUS OF
NUI'BER BUDGET ANNUAL OF I‘MHAGEI“ENT/ PROGRAM
STATES SERVED COST/CLIENT _ DELIVERY COMTROL SCOPE
~ Individual _
CA 102,400 42R6,639,000 $2,900* nroviders County Statewide
Cash
(1 10¢ 20,000 2,000 subsidy State Pilot
FL 216 500,000 2,300 Reimbursement Region Statewide
- Cash
1D 130 45,000 3,000 subsidy Region Statewide
Cash .
IL n/a n/a 4,200 subsidy State Pilot
Cash
1) 60 120,000 2,000 subsidy State Pilot
Cash
MI 2,140 5,700,000 2,600 subsidy County Statewide
Cash
[T 187 525,000 2,800 subsidy | State Statewide
' Services &
Mr 600 1,125,000 1,880* subsidy Region Statewide
) Cash Pronosed
i3 90 500,000 3,600 subsidy State pilot
Cash
iV 57 110,000 3,400 subsidy State Statewide
Cash
{D 124 200,000 2,600 subs idy State Statewide
Services &
O n/a 2,000,000 2,500 reinbursement County Statewide
Direct
PA 15,630 4,887,000 2,000* services County/Region Statewide
' : Cash .
Rl 66 256,000 J2,600 - 3,900 subs idy State Statewide
SC 16 22,063 1,800 Reimbursement State Statewide
Direct
HA 1,900 1,052,000 554 * services Region Statewide

Source: Bird, W. A.

‘*average cost/client

A Survey of Family Support Programs in Seventeen States

(Albany, NY, New York State OMRDD, 1984)
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proportion of federal funds is devoted to intermediate care
facilities for the mentally retarded (ICF/MRs) and the majority
of those funds to larger facilities of over 15 beds (Braddock,
1984). Clearly, the enormous role of federal funds in this area
has also focused attention on sources of additional funds for
fam |y support services. Two proposals have been at the center
of the discussion. Specifically, the Home and Community Care

Wai ver and the Community and Family Living Amendments of 1983.

The Home and Community Care Waiver would allow a state to
finance a community-based system of care by eliminating |CF/ MR
beds and reinvesting those funds in home and community-based
services. The waiver has obviously been suggested as a vehicle
to increase the availability of famly support services.
However, it is widely recognized that the waiver is intended to
be a mechanism for cost containment (Fernald, 1984). The wai ver
formula requires that the number of Medicaid beneficiaries after
the waiver be less than or equal to the number of beneficaries
before the waiver. Thus, there is a fiscal disincentive for
states to use the waiver to expand and extend services to new
recipients, particularly the large number of famlies caring for
a disabled member at home and currently not receiving any
services. Despite some initial enthusiasm about the prospects
for expanding famly support services through the Home and
Community Care Waiver mechanism this does not seem to be a

currently attractive possibility.

The Community and Famly Living Amendments of 1985 (Senate

873), introduced by Senator Chafee, are intended to bring about



- 142 -

funds for ccmmunity vis-a-vis institutional services. I n

radi cal change in the states' fiscal incentives to use Medicaid

summary, the intent of the so-called Chafee Bill would be to
remove and/or create substantial fiscal penalties over time in
the federal financial support for residential facilities serving
over 15 persons. Since the initial introduction of the

| egislation there have been a variety of modifications and
counter proposals that would generally soften the immediate

i mpact on states with substantial institutional popul ations.
Nonet hel ess, the intent of the proposal remains substantially the
same. Supporters of the proposal argue that the inmpact of the
passage of this |egislation would be to force the phase-out of
large institutions and conversely provide a large financial
incentive for states to develop community and famly support
services programs. Opponents of the proposal have argued that
size alone is not an adequate measure of quality of care and that
the provisions for implementation create a differential and

i nequitable impact on states. Most opponents of the specific
proposal, S. 873, do tend to acknow edge the desirability of a
community-based rather than institutional system of care.

Maj or public policy changes such as those involved in the
Community and Famly Living Amendments typically take place over
a period of time; often several years. Nonet hel ess, there seens
to be considerable energy within the developmental disabilities
field for changes in the general direction of the Chafee Bill.
Mor eover, there is substantial pressure being exerted by the

federal government to contain Medicaid costs, and proposals such
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as S. 873 could complement those efforts in some important

respects. Community and famly support services are perceived to
be less costly than institution based services. Thus, there is a
good possiblity that a variation of S. 873 will ultimately be

enacted, resulting in an increase of federally-funded community-
based and famly support services.

States, as pointed out earlier, are currently the primary
source of funding for famly support services (Braddock, 1984).
Thus, it would also seem |ikely that they be a major source of a
addi ti onal funds. I ndeed, the expansion of state-funded famly
support services programs.indicates that these programs are one
i mportant area of new program devel opment in the states. The
relatively small amounts of funds available in these explicit
programs (Figure 3) are somewhat mi sleading since many programs
are very new, and, as noted above, it is likely that many states
fund famly support services without an explicit fiscal
identification of those services (OMRDD, 1983). The attention
devoted to famly support services suggests that programs in this
area are likely to increase in number and size. An additiona
factor that may affect the states' ability to fund programs in
this area is the budget surplus recently accumulated in several
states as a result of federal tax changes and an expanding
econony. The extent to which these new funds provide a target
for advocates for these famly support services will also depend
in part, on those states' efforts to cut taxes rather than fund

new or expanded services.

The role of local government in this area is uncertain. On
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the one hand, it is generally assumed that governments at this

| evel which depend in large measure on property and sales taxes
for revenues have neither the capacity or willingness to
themsel ves fund famly support services programs. However, sonme
core famly support services such as transportation and
recreation are typically services provided by loca

governments. Vol untary agencies which provide substanti al
amounts of these services such as respite, counseling, and
informati on and referral also rely in part on funding from |oca
government sources. Mor eover, school districts either as

i ndependent | ocal entities or as components of municipa
governments are being pressed to provide more famly support
services as adjuncts to special education services mandated by PL
94-142. Thus, the role of Ilocal government in funding famly
support services has not been particularly promi nent in

di scussion on this topic, but it seems that closer attention must
be paid to the problems and opportunities of financing at this

| evel of government.

Some attention has been paid to private sources of funding

for famly support services (See Part |11; Chapter 4 on use of
private sector resources). Most of that effort has focused on
the possibilities for inclusion of famly support services in

either privately purchased or employer provided health insurance
programs. The potentially large and usually long-term costs
associated with services (including famly support services) for
persons with developmental disabilities tend to either confound

basic insurance principles or prove to be prohibitively expensive
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(Kane and Kane, 1978). Proposals for publicly financed nationa
childhood disability insurance (Gliedman and Roth, 1980) have not
generated as much interest as direct government provided or
funded services programs. Generally, the focus of attention for
funding famly support services has been on public rather than
private sources.

Summary

Di scussions concerning the funding of services are typically
compl ex. The specific issues and various mechanisms are indeed
very often difficult for lay people and professionals to
under st and. These discussions do, however, often obscure the
fundamental and relatively straightforward issues at stake --
whet her to fund an expansion for famly support services and who
will pay for these services.

Clearly, famlies caring for a developmentally disabled
member at home have borne virtually the entire burden of cost as
well as care. The advocacy for increased public, as well as
private insurance funding for these services is a politica
demand for socialization of the costs and risks (Lowi, 1979).

The first priority in this process is typically to generate the

political energy necessary to place the issue on the policy

agenda. This seems to have been achieved to a considerable
degree at the federal and state |level. Next steps include the
identification of funding opportunities. State funds themsel ves

have been an initial and major source of funds for the
devel opment of famly support services programs, and the energy

and diversity associated with those programs is likely to result
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in an increase in their number and size.

The opportunity for the use of Medicaid funds for community
and famly support services has become an overriding issue in the
devel opmental disabilities field. Whil e advocacy for overal
expansion of these programs continues, it seems that the major
political energy is devoted to efforts to reallocate the

institutional and community services shares of the Medicaid

pie. In light of the possibility that Medicaid funding wil
contract, the energy devoted to reallocating what is now

avail able for devel opmental services may dissipate the politica
moment um needed to increase funds available for all services,
including famly support services.

One final overarching concern in the area of funding famly
support services is the extent to which these services are itens
on the agenda for long term care reform Gettings (1980) and
ot hers have pointed to the need to broaden the base of funding
services (including famly supports) beyond a health base. Boggs
(1981) points towards that direction in observing:

...a newly emerging constituency for long-term care, as
earlier defined, appears to be making headway toward

| egislative reform what is sought is an alternative
funding stream for non-institutional support services in

which it will not be necessary to differentiate between
hcmemakers or personal care givers by whether they earn
health dollars or social service dollars. (p. 76)

It is apparent that most of the core famly support services
identified earlier, such as transportation, recreation,
counseling, homemaker services and information and referral are
not especially disability-specific. It is likely, therefore,

that funding for famly support services may indeed be an
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i mportant part of reform of I|ong-term care.
Concl usi on

Occasionally there seems to be a tendency in a field
dom nated by clinical practice to assume that policy choices are
simlarly subject to somewhat objective professional standards.
I ndeed, many of the issues discussed in this paper are compl ex
and difficult in their definition and i mplementation and do
require expert attention. However, the identification and
di scussion of these issues should be attentive to the fact that
their resolution is the outcome of a political process. The

approach used in this paper was not intended to mirror that in

Laswell's seminal work, Politics, Wo Gets What, Wen, How
(1936) . Nonet hel ess, the answers to the questions: What are
fam ly support services? Who will receive them? How will they
be delivered? and how will they be funded?, are fundamentally
polit ical.

In many respects, the most crucial stage in the policy

process has been successfully negotiated by advocates for

increased availability and accessibility of famly support
services. That is, famly support services have been clearly
pl aced on the policy agenda. Mor eover, advocates have succeeded

in defining their demands in terms of the archetypal good, the
f amly.

The degree to which broad or narrow ranges of famly support
services are identified will depend largely on the tactica
opportunities available to advocates. The determi nation of who

will be served is potentially one of the most divisive within the
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devel opmental disabilities community as cleavages surface and

become resolved among advocates for previously and never

institutionalized persons, individuals with various devel opment al
di sabilities, and groups that have been traditionally unserved
and underserved by formal developmental services. The issue of

how fam |y support services are to be delivered may result in
basic restructuring of the provision and use of social services

and relationships between government and its clientele as

fam |l ies seek greater empower ment. Finally, the question of how
famly support services are to be funded will Iikely be part of a
maj or reform of federal, state, and local fiscal responsibilities

for long term care.

The discussions surrounding the Home and Community Care
Wai ver and the Community and Famly Living Amendments have pushed
some of these concerns to the forefront. However, very few of
the issues discussed in this paper have been explicitly dealt
with in the federal, state, and l|local policy process. We can be
sure that the political energy that put famly support services
on these various policy agendas is sufficient to ensure that

these policy choices will be made in the relatively near future.



FAMI LI ES AND FUTURE FI NANCI AL PLANNI NG:
NATI ONAL SURVEY RESULTS

by

John Agosta, Ph.D., Beryl Feinberg and Val erie Bradley

Every parent wonders, at some point in his child's life, "What
will happen to ny child if | die or am permanently incapacitated?"

In most instances the response depends on the child's age and family

situation. Parents normally expect that as a child approaches
adul t hood, s/he will be competent to manage his/her personal and
financial affairs. For parents that have sons or daughters with
devel opmental disabilities, however, responsibilities do not
necessarily dimnish with the passage of ti me. Uni que 1issues must be

faced to protect and maintain the health, welfare and financia
wel |l -being of persons with developmental disabilities for the

duration of their |lives.

Several traditional means exist for coping with this problem

Fam | ies can:

® Create and contribute to savings accounts and investments i
the name of their son or daughter with disabilities under
the Model Uniform Gift to M nors Act;

® List their child with disabilities as a primary or
contingent beneficiary under a life insurance or pension
pl an;

& Establish an Individual Retirement Account (IRA) account in
the name of the person with disabilities; or

® Establish a will whereby the person with disabilities
inherits specified assets.

These alternatives, however, are flawed because they each set
conditions whereby assets flow directly to the person with

disabilities. This event is undesirable for at |east three reasons.

First, the person with disabilities may be incapable of managing his
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or her fiscal affairs and will need assistance. There is no

guar antee, however, that the person who provides assistance, however

well intentioned, will be willing to or capable of assumi ng such
responsibilities for the long term Second, the person with

di sabilities could be disqualified from Supplemental Security Income
benefits as well as Medicaid. Under current deeming criteria, this
will occur if s/he holds assets in excess of $1,500. Finally,
creditors --including the state-- may hold the person with

di sabilities liable for the costs of any care if s/he has any assets

(Davis, 1983).

Due to these considerations, carefully worded trust
arrangements have gained popularity as an alternative means of
effective financial planning. Russel (1983) defines a trust as a
formal agreement whereby assets are "held, managed, and owned by a
person or institution (the trustee) for the benefit of those persons
or organi zations for whom the trust was created (the beneficiary)"
(p.61). At present, such arrangements represent the most effective
means of financial planning and, if properly worded, can achieve a
vari ety of goals, such as:

® Protecting the financial eligibility of the person with

di sabilities for government benefits (e.g.. Supplementa
Security Income, Medicaid);

® Establishing a sound means for managing the money left in

trust on behalf of the person with disabilities. Such money
management could include investing prudently, conserving
assets over the person's lifetime, paying bills, and

securing goods or services as needed;

® Providing a means for parents to control the distribution of
their assets even after the death of their child with

di sabilities; and

® Reducing taxes during the parents' lifetime(s) by shifting
assets that produce income from the parents, who are 1likely
in a higher income bracket, to the person with disabilities,

who is likely in a lower tax bracket.
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Numerous types of trust arrangements exist (see Russel, 1983;

ARC National Insurance and Benefits Committee, 1984; Stuemke, 1984),

each carrying with it specific terms to govern the circumstances and

means by which assets are disbursed. Three commonly referenced
trusts are:
® Testamentary trusts are established by the terms of the

creator's will and go into effect at his or her death.

Russel (1983) notes that these trusts are |less common today
than in the past but can be appropriate in some cases. They
are most wuseful for parent's who cannot afford to establish
a living or "inter-vivos" trust that requires periodic
contributions. If these parents hold a life insurance
policy, they can state in their wills that in the event of
their death, all their assets, including proceeds from their
insurance policy, will be placed in trust for the benefit of

their child with disabilities;

Inter-vivos trusts are established and go into effect during

the creator's lifetime. Russel (1983) observes that they
can be created with relatively small amounts of money, while
the bul k of parental assets flow into the trust when the
creator dies according to the terms of a will. These

trusts, however, require periodic contributions from parents
so that they may retain control of assets that could
ot herwi se be tied up in the trust.

Stuemke (1984) argues that this type trust offers at |east
four advantages over a testamentary trust. First, assets
that flow into the trust at the parent's death are not
subject to a probate fee or the time delay of probate.

Second, inter-vivos trusts assure some |evel of privacy, 1in
contrast to probate records. Third, it accords parents

val uable time to evaluate the performance of the trustee.
Finally, it can provide parents with flexibility and
adaptability to future events by granting discretionary
powers to others. Thus, in the event of serious illness or

di m ni shed capacity to function, parents can count on the
trust continuing to operate; and

Master or joint trusts are arrangements whereby parents pool
a portion of their assets in the name of their son or

daughter with disabilities with assets contributed by other
parents. Because many financial institutions refuse to
manage small trusts (i.e., trusts under $50,000), many
parents of low to m ddle income cannot easily arrange an
appropriate trust. Thus, master trusts serve a usefu
purpose by allowing parents of varying incomes to benefit
froma trust arrangement. These trusts, however, represent

a cooperative agreement and cannot be easily customi zed to
accommodate the needs of individual families. As a result.
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parents are advised to exam ne the terms of the avail able
trust to determine if its provisions are appropriate for
their needs.

Given the number of avail able approaches to establishing a
trust, Apolloni (1984) argues that many famlies require professiona
gui dance. Such assistance could prove helpful in selecting an
appropriate trust arrangement and trustee, and in preparing the

trust. In response to this need, numerous specialized organizations

have emerged around the country to offer professional guidance to

parents with sons or daughters with disabilities. Mor eover, some of
these organizations have initiated master trusts, will act as
trustee, or will also provide guardianship or advocacy services.

To obtain an improved understanding of this movement, the Human
Services Research Institute and the National Association of State
Ment al Retardation Program Directors undertook a national survey of
existing estate planning organizations that cater to parents who have
sons and daughters with a developmental disability. The purpose of
this chapter is to report the findings of this survey.

Met hod

I nformati on was solicited from 50 states during a survey period
beginning in November, 1983 and continuing through March, 1984. Al |
programs profiled as a result of the survey were actively involved
with admi nistering future financial planning or trust arrangements on
behal f of persons with developmental disabilities.

Programs were identified based on information collected by
state directors of mental retardation across the country and other
knowl edgeabl e persons in the field. These persons were surveyed by

mai | for names of persons or organizations involved with estate
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pl anning or establishing trust arrangements for persons with
(diabilities.

Subsequently, interview guides were forwarded to any identified
persons or organizations. These guides sought information in a
variety of areas including: year of program initiation, corporate
status, affiliate organization, number of clients served, eligibility
criteria, sources of income, and services provided. In some cases,
tel ephone inquiries were used to contact persons who failed to
respond to the mailed survey or to clarify information received

Results

I nformati on was gathered from persons around the country
descri bing numerous worthwhile efforts. In many cases, however, the
organi zation described provided advocacy or guardianship services but
not financial planning. These programs were not revi ewed. Li kewi se
mat erials were received from other groups that offered some financia
gui dance but primarily provided advocacy services. It was decided to
review a limted number of these advocacy-oriented programs for
purposes of comparison with those primarily directed at financial
pl anni ng. Thus, the full range of these programs was not profiled

Based on these decisions, 19 programs were identified that
provide systematic estate planning and/or trust arrangements on
behal f of persons with disabilities. Detail ed descriptive
i nformati on, however, could be acquired on just 11 of these
programs. Table 1 displays these 11 programs according to seven
primary information areas and reveals several findings of note:

Date initiated. The ol dest program profiled was begun in 1963

(Foundation for the Handi capped). Most programs, however, were

initiated in the late 1970's or early 1980's.



Table 1: Eleven Financial Planning Programs by
Seven Areas of Information

ELIGIENITY  CRITERIA
PROGRAN HAME TY#E TEMR AFFILIATION SERVIEE AREA CLIENTS SERVED BISABILITY OTHER SOUBCES OF REVENUE
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{WASHINGIOH) DISARILITY
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. AREA REGION VII}
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Cor porate status. Only Star Systems Consultation and Training

Services operates as a "for profit" organization. All other

organi zati ons have a nonprofit corporate status.

Affiliate organization. Five programs are not affiliated with

any other organization. Of the six that are, two are associated with
| ocal Associations for Retarded Citizens, two with government
offices, and two with a provider agency.

Service area. Only the National Continuity Foundation is

avail abl e across the country. Of the remaining ten programs, one is
available in multiple states, two are avail able statewi de, four are
available in sub-state regions, and two in urban areas. No
information of this kind was available on the Bridge Foundation

Number of clients. The Foundation for the Handi capped serves

the | argest number of clients (n=500), while the Virginia Beach
Community Trust serves the fewest (n=25). (The National Continuity
Foundati on was just begun and presently has no clients.) These
figures, however, can be misleading because the programs profiled
of fer services that are not necessarily comparable.

Eligibility criteria. Al'l programs except the National

Continuity Foundation have residency requirements related to the

program s service area. Regarding the disability categories of
clients served, all but one program specifies devel opment al

di sability as a satisfactory precondition. The exception. Sentry
Fund, confines its service to persons with mental retardation. In
addition, many will serve persons with other disabling conditions
(e.g., mental illness, physical disability, functional incompetence
aging). Only Star Systems serves parents of children without

di sabilities.
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Sources of income. As expected, all programs depend on the

collection of fees or donations from parents as a primary source of
i ncome. In certain cases, the fees charged or the conditions set by
the program place it out of the reach of many parents. For instance,
the Bridge Foundation is funded through tax-deductible contributions
from parents equal to the amount it costs to purchase a $250,000 Ilife
i nsurance policy. Monthly payments on this policy range from $235 at
age 30 to $835 at age 55. Moreover, iif the person with disabilities
di es before the parents or the parents discontinue payment, the
Foundation's obligation term nates and the accrued cash reserves
remain the property of the foundation. Gi ven these specifications,
it is unlikely that many middle or low income famlies would have the
resources to participate in this type program

Ot her income sources were reported by nine programs including
gifts or bequests, grants, donations from private citizens or
foundations, real estate appreciation, and government support. One
promi sing approach, developed by the National Continuity Foundation
utilizes the proceeds of a specially designed $50,000 life insurance
policy to fund lifetime advocacy for persons with disabilities.

This foundati on has established a Master Trust to which

participating parents sign a simple joinder agreement. The $50, 000
policy is issued on the Iife of the parent with the foundation as
beneficiary. After the death of the insured parent, the foundation

di stributes income to qualified service providers operating in the
homet own of the person with disabilities to provide him or her with
protection and advocacy services. The services provided are

moni tored by the foundation.

Table 2 displays the primary and auxilliary services offered by
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Table 2: Services Offered in 11 Financial
Planning Programs
PROGRAN NANE GUARDIANSHIP ADVOCACY | FINANCIAL | TRUST FUNDS MASTER 9R ADDITEOMAL SERVICES
PLANNENG JOINT TRUST
GUARTIANSHIP
ADVOCACY AHD
PROTECTIVE SERYICES X X X
PROGRAH OF OREGON
PACE OF CHICAGO, CASE MANAGEHENT IHFORMAT ION
TLLENDIES X 14 PROGRAM ASSESSMENT  SPECIAL SERVICES
ESTATE PLAN REVIEW
VIRGINIA BEACH i CASE HAMAGEHENT
COMMUNITY TRUST FARILY COUNSELING ON FUTURE HEEDS
STAR SYSTEMS CASE MANAGEMENT
COHSULTATION AHD 4 TECHNICAL ASSISTANGE
TRAINIHG SPECIAL SERVICES FOR A FEE
PLANNED LIFETINE SURRDGATE FAMILY ROLE
ASSISTANCE NETHORK X X
{FLAH} OF VIRGINIA
BRIDGE MAHAGEMENT OF FINANCES
FOUNBATION LIFE INSURANCE POLICY
SENTRY FUND 1 X CASE MANAGEMENT
{HICHIGAR)
INLAND COUNTIES
HASTER TRUST I
{CALIFORMIA)
FOUMBATION FOR THE ACT AS REPRESENTATIVE PAYEE
HANDICAPPED X X X LEGAL ADVICE
{HASHINGTON) STATEWIDE REGISTRY OF PERSUNS WITH
SEVERE DISASILITIES
PERMANENT PLANKING X X
INC. (I0wA}
NATIOHAL CONTIRUITY i 4 4 b USES EXISTIMG LOCAL SERVICE AGEWCIES
FOUNDATION TO RENDER SERVICES
$50,000 DEATH BENEFIT PLAK
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each program Regarding primary services, five will assume

guardi anship, four provide advocacy, six offer financial planning,

one will establish trusts, and seven offer master trust

arrangements. Ei ght programs reported a primary emphasis in multiple
service areas. Though the National Continuity Foundation offers no
direct services, it arranges for services to be provided by

contracting with existing service providers as needed.

In addition to primary services, survey results show that most
programs offer a range of other services. Case management is the
most commonly offered auxilliary service (four programs). Exampl es
of other services noted include specialized services (for fee),
technical assistance or information, |egal advice, and financia
management .

Di scussi on

The emergence of specialized organizations for helping parents
to establish trusts in behalf of their sons and daughters with
devel opmental disabilities is a welcome addition to the growing array
of family support services. Clearly, they can help reduce the
anxiety many families experience with regard to the future financia
well being of their members with disabilities. The relatively recent
inception of most of these organizations, however, precludes any firm
conclusion pertaining to their overall efficacy. In this regard
three key issues warrant attention.

What |Is the Best Way to Establish a Financial Planning Program?

Ordinarily, determ ning the best means of establishing a
program can be distilled from review of past successful efforts. But
because most existing programs in this area have only been initiated

recently, few have demonstrated enduring success. Thus, existing
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offer little time-tested guidance.

As a result, those concerned with establishing financial

pl anning or trust programs must depend on a review of relevant

literature, the present experience of others, and careful

consi deration of numerous issues. Apolloni (1984) and the

Associ ation of Retarded Citizens of Colorado (1983) note several

i ssues

that must be exami ned:

Cor porate Status. What should be the organization's
corporate stutus: profit or nonprofit?
Corporate Affiliation. Should the organization act as a

separate, free-standing corporation, or should it function
as a subsidiary of some other established corporation?

Board Member shi p. Who should serve on the board? What
expertise should be represented? Should the board include
persons with developmental disabilities, members of
subscribing famlies, service providers, |lawyers, trust

management and investment experts? Should there be a
member ship outside of the board? How many people should
serve on the board? What officers are needed and what
should be their duties and powers? What committees are
needed and what should their roles and responsibilities be?

Board Sel ecti on. How should board members be selected
(membership vote; board member vote; appointment by outside
bodi es such as advocacy organizations, elected officials,
judges, etc.)?

Board Responsibility and Powers. In what capacity should
the board function? Should it be appointed as a guardi an of
its clients with disabilities or simply facilitate

guardi anship arrangements with volunteers as needed? What

deci sions must the board make and which could be del egated

to staff? Should committees be established to carry out or
oversee activities such as long range planning or trust

i nvest ment ?

Fundi ng. How much funding is needed to assure program
stability and how will it be obtained? What sources of

funds should be pursued in the long term and how should
resources be allocated to secure such funds? How shoul d the
organi zation's services be marketed?

Services Provided. What services should the organization
provi de? Shoul d these services be provided directly or
should the organization simply coordinate and monitor
service provision by establishing contractual arrangements
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with existing agencies to perform some or all specified
service functions

® Development Timeline. What is a realistic process and
timeline for instituting the corporation's program
t hroughout its proposed geographic region? What observable
m | estones will be apparent to confirm that deveopment al
progress is occuring in an orderly manner?

What Rol e Should Government Play in Assuring Quality?

Study results imply that government has played a small role, if
any, in the operation of existing financial planning or trust
programs. These programs generally are funded by sources outside of
government and driven by parental concerns. But it must be

understood that these organizations are often entrusted with
overseeing the habilitative services provided by the state and that

several organizations hold substantial parental assets on behalf of

persons with disabilties. The seriousness of these responsibilities
rai se questions regarding the competence and long term stability of
these programs. There is, therefore, a need to ensure the integrity

of these private guardianship and financial planning programs over
ti me.
Programs offering advocacy or guardianship services are

positioned to press service providers and the state to provide the

most appropriate habilitative services for their clients. But who
determ nes what is in the client's "best interest?" In contracting
with a given program parents presume that the staff will combine
contemporary habilitative know edge with genuine concern for their
child or adult. But the ability to meet these expectations varies by
program. Thus, to protect the long term interests of parents and
their sons and daughters with disabilities, establishing some type of

standardi zed quality assurance mechanism will be neccesary.



- 161 -

Simlarly, when establishing trust arrangements, parents
presume that their assets are safe from unforseen | o0ss. This may be
true in nearly all cases but the possibility exists that the ternms of
a trust or the organization adm nistering a trust could fail. Thi s
could occur if a trust is not properly prepared or through
organi zati onal m smanagement. Ordinarily, the enduring success of a
program could be taken as proof of its potential for long term
stability and effectiveness. The newness of so many financi al
pl anning and trust programs, however, does not allow parents to judge
programs based on their past performance and |eaves them vul nerable.
Thus, there may also be a need to safeguard parental assets against
| oss due to mi smanagement or fraud and/or to devel op standards for

establishing sound and effective trusts.

The role governnment should play, if any, in addressing these
and similar issues is open to discussion. Sonme argue that because
the state has a long terminterest in the well-being of its citizens
with disabilities, it should establish standards or regulations to
govern financial planning and trust initiatives. Ot hers argue that
government should steer clear of these prograns because public noney
is not often involved, government has a conflict of interest due to
its role as service provider and funder, and involvement mght result
in states being held liable for any financial |osses incurred by
parents.

Adm nstrators of financial planning and trust prograns may do
well to establish their own commonly accepted quality assurance
formats. Ot her organi zations facing simlar issues have shown that
such systens can be devel oped and have sone effect on progranms (Human

Services Research Insitute, 1984). Exanpl es include the Conmm ssion
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on Accreditation of Rehabilitation Facilities (CARF) and the
Accreditation Council for Services for Mentally Retarded and O her
Devel opnmental ly Di sabl ed Persons (AC-MR/ DD). To the extent that such
forums can be established, the need for government regulation in this
emerging industry can be avoided and the interests of parents and
their sons and daughters with disabilities will be better served in
the long term

What Pl ace Does Financial Planning Have in the Service Continuun?

There is a growing interest ampng states for inproving the
quality and range of services available to famlies who have nenmbers
with a devel opnmental disability (See Part |I1; Chapter 3). None of
these famly support services, however, offer conprehensive financial
pl anni ng gui dance or trust arrangements. Thus, the emergence of
programs designed to provide such services is a welcome addition to
the overall service continuum

Because these programs receive no public support, however, they
stand outside the traditional service network. Consequently, sone
consi deration must be given to effect that these services may have on
the human services field. On the client |level they can have a
positive effect because they can act as a powerful advocate on behalf
of individual clients. This is especially true of prograns that
render formal guardianship and advocacy services. Because such
programs adm nister mnmultiple cases, they will be positioned to press
for more equitable distributions of services anong clients. For
instance, given two clients with simlar disabilities and functioning
|l evel s, a corporate guardianship and trust organization could
vigorously object if one were placed in an institution and the other

in a comunity group home.
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Simlarly, on a systems level, a financial planning and trust

program could have a significant inmpact on the substance and course

of services in an area. This could occur if the program assumed
guardi anship responsibilites for numerous clients and/or held
significant amounts of assets in their behalfs. Given these

conditions, programs could broker with the state and provider
agencies to provide the type and amount of services needed to serve
all clients in an area. Of course, the more clients a program

served, the greater its influence could be.

Additionally, it must be understood that these programs presume

that parents have resources available to invest in the future

wel |l -being of their son or daughter with a disability. For numerous
fam lies of middle or |low income, however, this will not be the
case. Moreover, famlies of any income who are faced with

extraordinary costs related to providing care may be incapable of
investing in financial planning programs. Thus, while these programs
will be useful to some families, many will be unable to participate
due to insufficient resources.

Though the above issues are particularly relevant to those
concerned with establishing worthwhile financial planning mechani sms,
the future viability of such programs will be determi ned by how
effective they are in the long term Due to the recent inception of
most specialized financial planning programs, however, no
| ongi tudi nal perspective is avail abl e. Consequently, assessing the
efficacy of various means for capitalizing assets to provide future
benefits for program enrollees is a difficult process. Take, for
example, the Sentry Fund, established ten years ago. Currently, only

two trusts are considered activated as a result of parents' deaths.
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The money and effort required to provide services for these two
clients is far less than what may be required to meet the simlar
needs of perhaps 10-20 additional participants in ten years. Thus,
the capacity of this organization to fulfill its functions will not
be tested truly for several years.

Compoundi ng matters are the multiple models that currently
exist to provide financial planning services. Such flexibility
all ows programs to be organized in ways that are thought to be most
efficient and responsive to parental concerns. Significant variance
in program design, however, makes comparison between programs more
difficult and hinders the emergence of any consensus among
professionals regarding the most effective approaches.

These conditions suggest that efforts to initiate and provide
financial planning services must be complemented with systematic
eval uation of their short and long term effects. Wth such

i nformati on, program adm nistrators can begin integrating the most

effective practices into their programs. Mor eover, standards for
assuring the quality of estate planning services will be more easily
determ ned and applied. To the extent these aims are accompl shied,
parental concerns over the future well being of their son or daughter

with disabilities will be further alleviated.



USI NG TAX POLICY I N SUPPORT OF FAM LI ES WHO HAVE
A MEMBER W TH DEVLOPMENTAL DI SABILITIES

Current financial supports for many famlies who have members
with developmental disabilities are insufficient. In response,

several policy options have been suggested for complementing existing

fam |y support programs, including modification of state and/or
federal tax policy. The primary intent of such policy would be to
provide parents with a financial incentive for caring for their
of fspring with developmental disabilities at home. The purpose of

this chapter is to: 1) examine the various modifications of tax
policy that could be made; 2) review what tax incentives presently
exist on the federal and state levels; and 3) offer discussion

pertaining to the use of tax policy for supporting famlies.

Potential Tax Policy Options

Though federal and state tax policy can be altered in a number of
ways, attention has centered on three basic policy options: tax
exemptions, tax credits, and specialized tax relief.

Tax Exemptions

Tax exemptions allow reductions in the taxpayer's taxable
income. The amount of the reduction can be standardized or can
fluctuate up to some maximum |imt depending on the taxpayer's costs
providing care to a dependent with disabilities. In addition, to
of fset the costs of care, Piccione (1982a) suggests that tax
exemptions could be used in at |least two other ways.

First, one parent could be offered a standardized deduction for

remai ning at home to provide care. If used in tandem with post hoc
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exemptions related to the real costs of care, this of type exemption
can act as an affirmative means of encouraging famly-based care
Though for many famlies this approach will have little effect

because both parents desire to pursue careers, for others such an
exemption may make it possible — and preferable — for one parent to

forego employment in favor of providing family-based care.

Second, Piccione (1982a) suggests that volunteers could be
provided with tax exemptions based on the amount of time spent in
assisting famlies with disabled relatives. When combined with
existing respite care programs, this type of incentive to
volunteerism could further ease the burdens of famly-based care.

Tax Credits

Tax credits refer to reductions in the taxpayer's calcul ated tax
liability. The credit amount can be standardized or may fluctuate
according to several criteria related to the costs of care.

Moreover, it can be thought of as either refundable or
non-refundabl e. Refundable tax credits allow taxpayers to receive a

refund of any amount of the credit that is in excess of their tax

liability. Non-refundable tax credits do not allow the taxpayer to
recoup the excess, and therefore fail to accommodate | ow-income
taxpayers who have no tax liability but mi ght otherwi se be eligible

(GAO, 1982).

It should be noted that both of the suggestions offered by
Piccione (1982a) with regard to tax exemptions could be thought of in
terms of tax credits. That is, both homemakers and volunteers
involved with the provisions of famly-based care could be offered

tax credits as partial compensation for their efforts.



- 167 -

Specialized Tax Reli ef

This category refers to tax relief options not directly pertinent
to income-related tax structures. Tax relief can be provided through
exemptions or credits for a variety of taxes including real estate or

property taxes, sales tax, taxes on investment dividends and

interest, and excise taxes for telephone usage. In addition, as
di scussed bel ow, special |Individual Retirement Accounts (I|RA)
established for the benefit of a famly member with disabilities
would also fall into this category.

Present Federal Level Tax Policy

At present, the federal government offers several mechanisms for
caregiving famlies to reduce their tax liability. Four such options
are: deductions associated with reporting income, tax credits for
child and dependent care expenses, employer related flexible spending
accounts, and Individual Retirement Accounts.

St andard Deductions

When computing one's income the Internal Revenue Service allows

several expenses to be exempted from the income of persons with

di sabilities or their parents. These deductions, however, are not
al ways available to all persons with disabilities; several are
restricted to specific disability categories (e.g., blind, deaf,
physical disabilities). The Office of Information and Resources for

the Handi capped (1983) notes the following allowable deductions:

] Speci al equipment such as motorized wheelchair, special
equi pped automobile, and special telephone for deaf persons;

* Special items, including artificial teeth, artificial 1imbs,
eyegl asses, hearing aids and their component parts, crutches,
and dogs for blind or deaf persons;

) The cost and repair of special telephone equipment that
enabl es a deaf person to communicate effectively over a
regul ar telephone by means of converted teletype signals;
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® Payments for the installation of special equipment in the
home or for similar inprovenments made for medical purposes,

such as ramps or elevators for heart patients. (If these
i nprovenents increase the value of the property, expenses
incurred will only be deducted to the extent that they exceed

the increase in property val ue.);

o Paynments to a special school for persons with mental or
physi cal handi caps, if the principal reason for attendance is
the institution's resources for alleviating the handicap; and

e An additional personal exenption over and above the one
clai med by everyone may be taken by blind persons.

Credit for Child and Dependent Care Expenses

The General Accounting Office (GAO)(1982) reports that the nost
useful federal tax program for assisting caregiving famlies is the
"child and dependent care tax credit," initiated in 1954. Its
original purpose was not to ease the burden of providing famly-based
care, but to enable famly menmbers to gain enploynent. Since then
Perl man (1983) notes that several other reasons for the program have
emerged, including: promoting the hiring of domestic workers,
encouraging famly-based care, providing relief to mddle and |ow
i ncome groups, and providing relief for needed dependent care
services.

As shown in Figure 1, a non refundable tax credit for child and
dependent care expenses can be claimed for up to $2,400 for each of
two qualifying dependents. However, when the anount claimed is
considered in relation to parental inconme the allowed credit is
adj usted according to a percentage fornula. The mpost that can be
taken in credit is $720 per qualifying person. Those expenses that
may be claimed include household services (e.g., services of a cook
mai d, babysitter, cleaning person) if the service was partly for the

care of the qualifying person, care to assure the well-being and
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protection of the qualifying person, costs of care outside the famly
home (e.g., day care center), and certain medical expenses.
A qualifying child or dependent is any one of the following:

® Any person under age 15 who can be claimed as a dependent
(there is a special rule concerning children of divorced or
separated parents);

® A disabled spouse who is mentally or physically unable to
care for him or herself; or

® Any person with disabilities who is mentally or physically
unable to care for himself or herself and who is claimed as
a dependent or could be claimed except that s/he earned
$1, 000 or more during the tax year.

To claimthe credit, the taxpayer must have:
® Paid for the expenses claimed to allow both parents to work
or look for work (certain rules apply for a spouse who is a
full time student or has a disability);
® One or more qualifying persons living in his or her home;
® Paid over half the cost of keeping up his or her home.

This cost includes: rent, wutilities, mortgage interest,
property taxes, home repairs and food eaten at home;

® Filed a joint tax return, if married by the end of the
fiscal year. Exceptions to this rule apply if the married
couple was legally separated or if the taxpayer |lived apart
from his or her spouse, and 1) the qualifying person lived

in the taxpayer's home for over six months, 2) the taxpayer
provi ded over half the cost for keeping up his or her home,
and 3) the taxpayer's spouse did not live in the home for
the past six months of the tax year.
In addition, it should be noted that credit cannot be claimed for
services rendered by a dependent or spouse of the taxpayer. Mor eover,
if the person paid for providing care is a child of the taxpayer, s/he

must have been 19 years of age or older by the end of the tax year.

Thus, the cost of care provided by non-dependent relatives of the

taxpayer (egs., grandparents, aunts, uncles) can be cl ai med.
It is difficult to estimate the number of families caring for

persons with devel opmental disabilities who have claimed this credit.
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The primary reason is that taxpayers providing care to dependent
persons without disabilities are also eligible for the credit and
their numbers are not distinguished from those providing care to
persons with disabilities. Perl man (1983) writes that he pursued
this matter with the Office of Tax Analysis (in the Office of the
Secretary of the Treasury) and was advised that when reviewing
aggregated summary statistics that "10% of the expenses claimed and
10% of the tax credit be attributed to home care and 90% to child
care" (p. 281).

Based on this advice, Perlman (1983) estimates that: 1) the
number of famlies who have members with disabilities who claim this
credit has risen from about 100,000 before 1971 to 300,000 in 1978
2) the combined expense claimed by families increased from $125
mllion in 1973 to $263 million in 1977; 3) the average amount
claimed per famly during the years 1971-1977 ranged from $700 to
$1400; and 4) the loss in tax revenue rose from about $18 million
before 1971 to $66 mllion in 1978.

These figures, however, must be interpreted with caution because
they are based on rough percent estimates of families providing care
to members with disabilities. If taken on face value, however, at
| east three observations can be made:

® Comparing the number of famlies claimng the tax credit

(around 300,000 in 1978) with estimates of the preval ence of
fam | y-based care, it can be concluded that relatively few
fam |lies take advantage of this tax credit option. Per | man
(1983) estimates that wunder 10% of those eligible claimthe
credit. Reasons for this surprisingly |low estimate are
unknown. It can be specul ated, however, that: 1) requiring

t axpayers to obtain and complete additional tax forms may deter
some from taking advantage of the program, and 2) many parents
may be unaware of the program

® The dollar amounts claimed by all famlies for care averages

bet ween $700 to $1400. If this range is an accurate
representation of expenses claimed by famlies who have
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children with developmental disabilities, then it is
surprisingly |ow. In part, this may be because of the
restrictive criteria for claimng the tax credit. Much of the
care provided within the home may be provided by other Ilive-in
fam ly dependents (e.g., siblings) and cannot be cl ai med. | f
this type of wunpaid — yet often extraordinary — care were
all owabl e, the dollar amounts claimed likely would increase

dramatically.

® Several authors (e.g., Perlman, 1983; Surrey, 1973) have
argued that the tax credit program is inequitable because it
favors higher income families. The program is not easily

accessible to those of |low income because it is fundamentally
designed for married persons who are employed on or nearly on
a full-time basis or for single persons to enable them to gain
empl oyment . Those who are retired, unemployed or ignorant of
the program do not benefit.

Fl exi bl e Spending Accounts

A flexible spending account is a type of "Cafeteria Benefit Plan"
(See the Tax Reform Act of 1984; Section 125) where employers offer

wor kers choices among cash or fringe benefits that are excludable

from gross income. Money placed in this type of an account by an
empl oyee is not subject to federal, state or social security (FICA)
tax. Thus, employees are provided with a means of reducing their tax
burden, thus freeing income for covered expenses. Of course,

government is absorbing part of the costs of such benefits through a
reduction in the tax base.
There are two types of flexible spending arrangements:

® Benefit bank accounts where the employee generally allocates a
specified portion of his or her monthly salary to a
rei mbursement account for certain benefits such as medical,
| egal or dependent care expenses at the beginning of the plan
year. The money set aside is subsequently used to rei mburse
the empl oyee for covered expenses incurred over the year. At
the end of the plan year, unspent allocations are either
carried over to the next plan year, returned to the employee
as taxable income, or forfeited and used by the employer to
admi ni ster the program and

® Zero balance rei mbursement accounts or "ZEBRA" arrangement
where employee income generally is not specifically allocated
to an account at the onset of a plan year but rather is
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allocated only after a covered expense is incurred. Usual ly,
the employee is reimbursed by the employer by subtracting the
total amount of covered expenses from the employee's taxable
income at the end of the tax year.

Because flexible spending accounts require that an agreement be

reached between the employer and employees regarding the nature of

the account, these arrangements vary by worksite. In general

however, the following conditions apply:

Any empl oyee eligible for benefits qualifies to arrange a
flexible spending account. There are, however, restrictions
pl aced on "highly compensated empl oyees" such as those who

act as an agency officer during the plan year or any of the
four preceding plan years, are one of the ten employees owning
the largest interest in the agency, own five percent of the
agency, or own one percent of the.agency and earn more than
$150, 000 per year;

The flexible spending arrangement can cover a variety of
expenses including certain |egal expenses, medical/dental

expenses (e.g., vitam ns, drugs, visits to medical doctors,
dentists, physical therapists, psychiatrists), rehabilitative
aids (e.g., eyeglasses, contact lenses, crutches, false teeth,

braces, hearing aids), transportation services associated with
obtaining medical care, and expenses for providing care to a

dependent child under age 15 or person with disabilities who
is incapable of self care (e.g., day care, sitter services).
There is no maximum |limt for expenses incurred, though

i ndi vidual employers may set |imits.

Rei mbursed expenses cannot be claimed el sewhere by the

empl oyee with the intention of further reducing his or her tax
liability. For instance, the taxpayer cannot be reimbursed
for dependent care expenses as part of a flexible spending
arrangement and then use the expense to participate in the tax
credit for child and dependent care program

The empl oyer assumes the costs associated with administering
the flexible spending program However, some of these costs
are offset because: 1) employers may place the money allocated
to the program by empl oyees into a bank account that earns
interest for the employer, and 2) the amount of socia

security tax (FICA) paid by the employer for workers
participating in the program is reduced. This occurs because
the each worker's gross taxable income is reduced commensurate
with the amount he or she allocates to the program

Empl oyers maintaining a flexible spending arrangement are
required to file a return showing: 1) the number of employees
of the employer, 2) the number of employees participating in
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the plan, 3) the total cost of the plan during the year, 4)
the name, address, and tax payer number of the employer, and
5) the type of business in which the employer is involved.
The Secretary of the Treasury plans to issue regul ations
governing how and when this return should be filed.

Fl exi bl e spending accounts appear to be a useful way for workers
to stretch the purchasing power of their earnings. The utility of
this type program for workers who have famly members with
disabilities is obvious. However, little is known presently about
the number or nature of flexible spending accounts in operation or of
their effects on famlies, businesses and government revenue. The
Tax Reform Act of 1984, however, specifies that the Secretary of
Health and Human Services, in cooperation with the Secretary of the
Treasury, must evaluate the effects of all types of cafeteria plans
on the containment of health care costs and to determ ne what
modi fi cati ons could be made to the rules governing cafeteria plans to
enhance their effects.

As noted in the discussion of tax credits, the cafeteria plan
tends to provide the most benefit to those in the higher tax
brackets. For example, for those in the 50% bracket, any reduction
in taxable income results in a 50% reduction in tax liability and
means that the U.S. Treasury is a major source of subsidy for covered
expenses. In contrast, for those in the 20% bracket, the benefits of

such a plan and the burden on the treasury are significantly | ower

I ndi vi dual Retirement Accounts

Recent liberalization of regulations governing IRAs is intended
to encourage wage earners to set money aside for the future benefit
of themselves and a non-working spouse. At present, there are no

provisions for using IRAs to benefit any other non-working dependent,
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such as a famly menmber with disabilities. (I'n 1981 the National
Associ ation for Retarded Citizens proposed to Congress that a
provi sion be adopted to permt parents to establish an additi onal
account for their offspring with disabilities, but it was not
passed.)

Based on changes in tax |laws adopted in 1982, Boggs (1984)
suggests that there are at least two ways for parents to use an IRA
to benefit their offspring with disabilities. First, if a parent
al ready possesses a sufficient retirement plan, s/he can set up an
IRA in the name of the person with disabilities, deposit up to $2,000
per year to the account, and nane the person with disabilities as a
beneficiary at the death of the parent. Second, while the parent(s)
help pay for daily living expenses, the person with disabilities
could establish his/her own IRA account.

Though reasonable, using |IRAs can be problematic for at |east
three reasons. First, by establishing arrangements whereby the
person with disabilities is granted a sum of nmoney later in life,
s/he inadvertently may forfeit eligibility to federal entitlenment
progranms such as Supplemental Security Inconme (SSI) and Medicaid or
may be held liable for the costs of care provided by the state
(Davis, 1983; Russel, 1983). As a result, long-termcosts of care
may soon depl ete whatever savings were set aside. To avoid this
undesi reabl e consequence, Boggs (1984) suggests that parents nmake
arrangements to have assets maintained in the IRA transferred into a
trust account at the death of the IRA contributor. A carefully
wor ded trust account will hold and disburse funds in the name of the
person with disabilities without risking |loss of federal benefits or

being held liable for services received. (See Part I11; Chapter 2)
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Second, nunerous parents will be unable to establish IRA accounts
of any kind to benefit their offspring with disabilities sinmply
because they do not have enough noney to set aside. This is
especially true of low and mddle class famlies living in areas
where few free famly support services are available and/or when the
financial costs incurred by parents while providing care are
extraordinarily high. Thus, the utility of any type of |IRA provision
will be confined to the wealthier segments of the popul ation and/or
to parents with children that do not require expensive specialized
care. Thus, a preferable strategy for parents with limted funds
i nvol ves the puchase of a life insurance policy that requires modest
periodic contributions. When activated, resulting assets can be

transferred into a trust account in the name of the person with

di sabilities. One agency that sponsors this type of programis the
Nati onal Continuity Foundation (See Part II11; Chapter 2).

Finally, it nmust be understood that IRAs do little to anmeliorate
existing problenms but are meant to help assure the future well being
of persons with disabilities. But nunmerous famlies are not as
concerned with the distant future as they are with the present. Such

fam lies often have a substantial need of services designed to
support their present efforts. Thus, the absence of comprehensive
services to accommodate existing day-to-day service needs will [Iikely

comprom se the utility of IRAs for supporting famly efforts.

State Level Tax Policy

There has been little exam nation of the role of state |evel tax
policy in encouraging fam |y-based care for persons with
di sabilities. The nmost conplete analysis available is a 50-state

survey sponsored by the North Carolina Council on Devel opnment al
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Di sabilities (Edwards & Mandeville, 1982). In this study, directors
of state councils on devel opmental disabilities, protection and
advocacy agencies and departments of revenue were queried to

det erm ne: 1) which states provided an exenption on state income tax
for a disabled person, 2) whether a given exenption is based on the
severity of the disability or on a specific disability category, and
3) the amount of a given exenption. Survey results are not fully
applicable to famlies who have nenbers with devel opnment al
disabilities because the information obtained does not distinguish
clearly between exenptions that can be clainmed by disabled taxpayers,
t axpayers with disabled dependents, or both. Mor eover, no clear
distinction is made between tax exenptions clainmed on the basis of
devel opmental disabilities and those stemming from other disabling
condi tions. In addition, the authors note that caution is warranted

in interpreting survey findings because the information may be dated

and/or not fully reliable. Though these limtations are worth
noting, the survey resulted in several instructive findings:
® Seven states do not have a personal incone tax. These states
i nclude:
Al aska Texas
Nevada Washi ngt on
Sout h Dakot a Wyom ng
Tennessee
e Three states do not have a personal income tax, but provide
exemptions for persons with disabilities on other types of
state tax. These states are |isted bel ow
- Connecticut: provides limted exenption by category of tax

(e.g., telephone).

- Florida: provi des exenptions on property tax.
- New Hanpshire: taxes real estate and income earned through
interest and investnment dividends. Some persons with

disabilities receive exenmptions on these taxes.
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® Fourteen states have a personal income tax, but do not allow
exenptions for persons with disabilities. These states are:
Al abama M nnesot a Pennsyl vani a
California Nebr aska Virginia
| owa Ohi o West Virginia
Kent ucky Okl ahoma W sconsin
Loui si ana Rhode I sl and
® Seven states conformto the federal income tax code with
regard to personal exenptions. These states are:
I daho M ssouri [with slight modifications]
Illionis New York
Kansas Ver nont
Mai ne
@ Nineteen states allow for sonme type of tax provision for
persons with disabilities. These states are:
Ari zona Hawai i M ssi ssi pp
Ar kansas I ndi ana Mont ana
Or egon Col or ado Maryl and
New Jersey South Carolina Del awar e
Massachusetts New Mexi co Ut ah
Georgi a M chi gan North Carolina

e Anong the 19 states with some type of tax provision, Edwards &
Mandeville (1982) show that:

- Substantial variance exists regarding the type(s) of
disability that qualify for a given exenption

- The disability category that qualifies nmost frequently for

an exenption is blindness (15 states). The next nost
frequent category is mental retardation (4 states).

= The type of tax provision offered by states varies.
Exanmpl es include tax credits, home exenmptions, and rebates
on property tax.
The results presented above indicate that several states
recogni ze that tax policy can be used to ease extraordinary financial
difficulties due the provision of famly based care. Further, the

vari ance between existing programs suggests that tax policy is a

flexible tool that can be blended into existing state tax
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structures. These survey results, however, do not offer evidence
regarding the overall wutility of various state tax policies. What is
needed is additional information that: 1) separates taxpayers with
di sabl ed dependents from taxpayers with disabilities, 2)

di stingui shes between disabling conditions (e.g., developmenta

di sabilities, physical handicaps), 3) shows how often avail able tax
options are used, 4) specifies the dollar costs to the state for a
tax program in terms of administrative costs and |lost revenues, and
5) sheds light on the benefits accrued by those who make use of
available tax options. Based on this type of information, initial
conclusions can be drawn regarding the relative utility of wvarious
tax policy options. Moreover, the role of state tax policy in the
greater scheme of publicly sponsored famly support can be more
easily determ ned.

Rel evant | ssues

Revi ew of current federal and state tax policy reveals that
several options exist for famlies who have members with disabilities
to reduce their tax liability. Mor eover, it is clear that existing
tax codes could be further modified to ecourage famliy based care.
Exampl es include:

® Extending the double exemption pertaining to the cal cul ation
of federal tax liability to disabilities other than blindness
and to taxpayers who claim a dependent with disabilities;

@ Modify present rules governing use of the dependent care tax
credit by increasing the amount of the credit, allowi ng care
provided by other dependents of the taxpayer who are under age
19 to be claimed as an expense, and making it "refundable" to
increase its utility for low income famlies

® Expand specialized tax relief programs (egs., reduce or
elim nate sales taxes on care related purchases made by
gualifying parents, reduce or elim nate property taxes
incurred by caregiving taxpayers);
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® Permit parents to establish an IRA for their offspring with
disabilities in addition to one for their own benefit; and

® Provide a tax credit to persons who assist caregiving families
by providing periodic care to the famly member with
disabilities.
The primary issue underlying these alternatives, however, is not if
incentives for famly based care can be provided through the tax

structure, but whether such incentives are efficient, effective, and

equitable (Roberts, 1983).

At first glance, wutilizing tax policy to encourage famly based
care seems an attractive strategy. Providing mechani sms for parents
to reduce their tax liability by investing in long term famly care
for their offspring would Iikely encourage such care. Mor eover, wuse

of the tax system to support famlies give more freedom of choice to
i ndividual families and reduces the need for a more bureaucratic
response. In essence, tax structures that permt parents to pay |ess
in taxes amounts to a publicly financed cash assistance program for
caregiving families.

Upon cl oser inspection, however, wusing tax policy in support of
families may not offer the most desirable means for encouraging

famly care, given the following potential complications:

® Coordination between Federal, State and Municipal Level Tax
Systems. Governments at various levels can initiate tax
policy. Care must be taken to assure that tax structures do

not conflict, but work together to maximi ze positive effects
on the provision of famly-based care;

® Enforcement of Regul ations. Some concern has been expressed
regarding the potential misuse of tax relief programs (GAO
1982) . Consequently, eligibility criteria must be
established to assure that only those deserving of and in
need of tax relief will be accommodated. Such criteria can
reflect some consideration of the type of care provided by
fam lies, the severity of disability of the dependent family

member, and the level of famly income. In addition, effort
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nmust be made to nmonitor the use of existing programs, uncover
abuses, and recommend inmprovenents in the program

Cost . The GAO (1982) notes several difficulties with

estimating the costs (i.e., adm nistrative costs and | ost
revenue) of tax relief prograns. These difficulties include
uncertainties regarding: 1) the nunber of taxpayers who will

use the programs, 2) the prevailing eligibility criteria, 3)
the mechanisms put in place to reduce m suses of the prograns,
and 4) the provisions that place linmts on the dollar amounts
taxpayers can gain from using a given program Consequently,
tax relief programs should be pursued with caution since other
means of promoting fam|ly-based care may be nore cost

efficient and effective, such as providing famlies direct
cash assistance or access to a conprehensive array of free
supportive services (Mchigan House Legislative Analysis
Section, 1983);

Eval uation of the Effects of Tax Relief Prograns. The ongoi ng
evaluation of the effects of tax relief programs on the
capacity of famlies to provide care is crucial for

determ ning the efficacy of such prograns. This suggests that
governmental tax analysts should coordinate with those
providing other types of famly support to collect information
that will be of use to all concerned parties. In this way,
systematic and |ongitudinal evaluation of all famly support
efforts can be pursued with the intent of enhancing the entire
fam |y support system

Equity. When tax policy is proposed as a means of supporting
famlies, its utility for benefiting all types of famlies
nmust be consi dered. A policy that benefits only certain types
of parents (e.g., upper inconme, enployed), does little to
contribute to an effective national strategy for encouraging
fam | y-based care. This point grows especially salient in

vi ew of evidence showing that a significant nunmber of famlies
who have a nmenber with devel opnmental disabilities have | ower
incomes than the general popul ation. In fact, Robert Perl man
(See Part 111; Chapter 6) shows through anal ysis of

information collected during the 1976 Survey of Incone and
Education that 45% of those famlies providing care to persons
with devel opmental disabilities had inconmes below $10,000 in
1976, conpared with 33% of all United States famlies; and

Ease of Use for Famli es. Parents providing care to persons
wth disabilities cannot and should not be expected to keep
abreast of the array of tax saving strategies avail able at
various |evels of governnent. Recall that providing care to
persons with devel opmental disabilities is not an altogether
easy task, given the potential effects of such care on the
famly, the ongoing needs of the person with disabilities, and
the effort that must be exerted to obtain and/or participate
in avail able services. Government officials concerned with
pronoting family care should be commited to sinplifying the
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activities famlies must undertake to receive needed

assi stance. Certainly, tax policy can act as an incentive to
fam ly care. The presence of nunmerous mechani sms for reducing
tax liability, however, does not guarantee that they will be
utilized, especially if the strategies emerging from such
policy needl essly conplicates the matter of acquiring needed
services.

A fundamental objective of famly care policy should be to
identify efficient, effective, and equitable strategies for equipping
famlies to obtain or provide appropriate care. It should be
understood from the onset that reducing parental tax liability is
akin to providing parents with publicly financed cash assistance.
This being the case, governnment officials nust decide if the nost
desirable means for providing such assistance is through tax policy.
Revi ew of existing and potential tax incentives suggests that tax
policy could be used to encourage famliy based care. It is equally
clear, however, that the concept has several crucial shortcom ngs

that severely conprom se its overall utility.

Mor eover, the growing commtment of states to establish famly
support systenms further conmplicates matters. In effect, if
government were to pursue both tax policy and statewi de service
systenms in support of famlies, it would be faced with three
unenvi abl e tasks:
® Resolve issues pertaining to establishing fair and effective
tax structures that coordinate the policies of multiple |evels

of governnent;

® Resolve issues pertaining to establishing a fair and effective
system of famly support services; and

® Determ ne how the resulting "two track" system for
accommdating famly needs could be effectively coordinated,
i mpl ement ed, and eval uated.



- 183 -

These considerations suggest that though using the tax system to
support famlies may benefit sonme famlies, it will not be sufficient
nor may it be necessarily or desirable. Program pl anners may wel |
prefer to encourage and support familiy efforts through nmore explicit
approaches that delineate the role of governnent nore clearly, treat
fam lies more equitably, and provide support in a nore systematic

f ashi on.



USI NG PRI VATE SECTOR RESOURCES TO SUPPORT FAM LI ES
WHO HAVE A MEMBER W TH DEVELOPMENTAL DI SABI LI TIES

Much recent discussion regarding funding for human services has
focused on utilizing private sector resources (Meyers, 1982).
Busi ness and industry can get involved in the initiation of prograns
to support families in a variety ways. For instance, businesses can
make financial contributions directly to existing service providers.
Citibank/Citi Corp has pursued this course by granting $50,000 to the
Metropolitan Child and Family Support Program (MCFSP) in Baltinore,
Maryl and (NASMRPD, 1984). Wth these funds, MCFSP provides services
to famlies with children with disabilities from birth through seven
years that accommdate socio-enmotional, parent training, medical, and
speci alized progranm ng needs.

The private sector can also initiate famly support programs that
are independent of existing public sector services. This can be
achi eved by: 1) involving segnents of the for-profit service industry

with famly support efforts, and 2) pronpting individual enployers

or organized |abor unions —to initiate services that benefit their

wor kers who provide care to family menbers with devel opment al

di sabilities. The purpose of this chapter is to examne the utility
of these two alternatives and to discuss relevant issues pertaining
to private sector involvenment in famly support.

Fam ly Care and the For-Profit Sector

Numer ous for-profit businesses are in a position to support
fam | ies who have relatives with disabilities. For exanple, banks

can initiate special low-interest loans to qualifying famlies for
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special habilitative equipment or housing adaptations. Li kewi se, day
care centers can offer specialized care for persons with

di sabilities. The industry that could have the greatest positive
impact on famlies, however, is the health insurance industry.

Heal th insurance coverage for the long-term health care expenses
incurred by many famlies providing care to relatives with
disabilities is inadequate (G iedman & Roth, 1980). At present,
there are three basic options available to help defray these costs:
Social Security Disability Benefits (SSDI), Medicaid benefits, and

private insurance plans.

Social Security Disability Benefits (SSDI)

This federally sponsored insurance program is not based on a
determ nation of famly need. Instead, under this program "the child
of a worker entitled to retirement, disability, or survivor's
benefits can collect benefits based on the parent's earning record
provi ded that the child's disability began before the age of 22, the
child is unmarried, and the child is dependent upon the worker for
support” (Davis, 1983, p. 499). Reci pi ents of benefits are in turn
eligible for Medicare. Thus, the individual with a devel opnmenta
di sability need not have worked and earned Social Security to become

eligible for benefits.

The Medi care program has two parts:

® Part A Hospital |nsurance. This program pays for care while
the participant is in a hospital or skilled nursing facility,
or is receiving nmedically necessary hone health care (e.g.,
visiting nurse, physical or speech therapy). There are limts
on the anmount Medicare will pay and the program requires that
partici pants pay a deductable or co-pay for certain expenses.
Thus, many Medicare participants elect to supplenment Part A
with private health insurance or the Part B Medicare program
and




e Part B: Medical Insurance. This program hel ps pay for
doctor's bills and other health services not covered or
covered only in part under the terns of Part A (e.g., home
health visits, physical therapy, speech pathol ogy, outpatient
hospital services, X rays, |laboratory tests, certain anbul ance
services, purchase or rental of medical equipment). If a
person is enrolled in the Part A program she or he
automatically is enrolled in Part B — but participants can
elect to termnate their enrollment in Part B. In 1984
participants in the Part B medical insurance program were
required to pay a basic prem um of $14.70 a nonth.

Though the Medicare program offers numerous useful services, its
utility for famlies who have nmenbers with devel opmental disabilities
is severely limted. To qualify parents nust thenmselves be eligible

for retirement, disability or survivor's benefits under the Soci al
Security Act. Rel atively few parents, however, satisfy this
eligibility standard, requiring that other means for obtaining health
care coverage be consi dered.

Medi caid Benefits

Medicaid is a joint federal and state program available in all
states but Arizona that provides physical and related health care
services. Persons eligible for Medicaid are classified into three
groups:

e Categorically needy: These persons receive or are eligible to

receive Aid to Famlies with Dependent Children (AFDC). I n
addition, recipients of Social Security Income (SSI) generally
are eligible. (Those who reside in Guam Puerto Rico, or the

Virgin Islands can qualify for Medicaid if they receive Od
Age Assistance, Aid to the Blind, Aid to the Permanently and
Totally Disabled, or Aid to the Aged, Blind, and Disabled.);

@ Medically needy famlies: These persons have an income high
enough to disqualify them from receiving public assistance,
but who could not meet their basic needs in order to pay their

medi cal bills. These persons can becone eligible for Medicaid
if they pay a prem um (usually a nomi nal fee) and have an
income that is less than the "state standard.” This standard

varies by state; and

e Medically needy children: persons 21 years of age or under who
gqualify on the basis of financial eligibility but do not
gualify as a dependent under the state's AFDC pl an.
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Services provided under the Medicaid program could include:

-inpatient hospital services -outpatient hospital services
-l aboratory services -di agnosis and screening
-skilled nursing facility services -physician's services
-voluntary fam ly planning -home health services
-private duty nurses -clinic services

-dental services -physical therapy

-speech therapy -occupational therapy
-prescribed drugs -prosthetic devices

-rehabilitative services
Specific eligibility requirements and types of services offered are
determ ned by state programs of public assistance on the basis of
broad federal guidelines, resulting in geographic differences in
eligibility standards and avail able services.

Because this federally sponsored insurance program is means
tested, it has, for years, acted as an incentive for m ddle incone
famlies to plave their nmenmbers' with disabilities out of the home in
order to qualify them for benefits (See Part |; Chapter 1). Under

present deem ng rules, the income of parents is treated as though it

were available to the Medicaid applicant as long as s/he is living
with the famly (and until s/he reaches 18 years of age). If the
|l evel of parental income and resources surpasses the means test for

eligibility, the person with disabilities does not qualify for

Medi cai d. In contrast, if this sanme person with disabilities lives
away fromthe famly (eg., in an institution or community home), the
parents' income and resources are no |onger considered at his or her
di sposal . Outsi de of out-of-home placement, the only other options

available to mddle income famlies is to pauperize thenselves to
become Medicaid eligible, or to forego needed medical coverage
al toget her.

As noted, this problemprimarily affects mddle income famlies.

Many low income famlies can qualify for SSI or Medicaid under



- 188 -

present deem ng requirenments. Li kewi se, high income famlies may be
able to absorb additional nmedical costs without assistance from
public prograns. M ddl e income families, however, are caught in the
unenvi abl e position of having too few resources to cover medica
costs without hardship but too many resources to qualify for
government benefits.

To help ameliorate this crucial disincentive to famly-based
care, the federal governnent initiated a tenmporary review board in
1981 to consider specific cases. This board was established after
Presi dent Reagan granted a special waiver of federal Supplementa
Security Income (SSI) regulations in the case of a three year old
child with severe disabilities named Katie Beckett. Fol l owi ng this
speci al waiver, the Secretary of the US Department of Health and
Human Services established a review board to consider applications
from state Medicaid agencies on behalf of persons who could be served
appropriately in the home, but due to existing eligibility criteria
were found ineligible for Medicaid services. This board operated
until December 31, 1984. During its tenure, 200 cases were subnmitted
for consideration with about 150 cases approved (estimates provided
the National Association of State Mental Retardation Program
Directors by a menmber of the review board). In addition, the board's
authority was extended to allow it to decide on 40 remaining
applications. Of those cases submtted, nost were initiated by the
sane six states, with about 25 states nmaking use of the board

al t oget her.

At present, individual states may pursue any of three options for
negating disincentives to fam ly-based care growi ng out of Medicaid

policy. These option are: the community-based waiver program the
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nodel waiver program and the tax equity and fiscal responsibility
act .

® The Community-Based Waiver Program (Public Law 97-35; Section
2176) . This program was approved by Congress in 1931 and
initiated through the Health Care Finance Adm nistration
(HCFA) to pronote establishment of community based services.
It is not considered a means for expanding services, but is
intended to allow states a way to redirect institutional

supports to the community. Though terns vary by state, the
wai ver program permts the provision of services that
encourage family care. Exanpl es include: case management,

parent training, early intervention, respite care, personal
care, homemakers, and adult day habilitation. At present, 27
states have been granted waivers and 21% of these states have
stiupul ated plans for using waiver dollars to fund famly
support services (Gardner, 1984).

Mor eover, as part of their Medicaid Wiiver application, states
can propose to apply deeming rules applicable to persons
living in institutions to potential recipients of

Medi cai d-fi nanced waiver services who are living with a

| egally responsible relative. To date, 20 states have el ected
to apply institutional deemng criteria on behalf of persons
living at home with relatives.

® The Model Waiver Program States may al so request approval of
a model waiver program for persons who would be eligible for
SSI and Medicaid benefits if they were living in an
institution or hospital but are ineligible for Medicaid
assi stance while living at home. This programis limted to
50 or fewer recipients per state. At present, nine states
operate nodel waiver programs.

® The Tax Equity and Fiscal Reponsibility Act (TEFRA) (Section
134) . Begi nning in October 1982 states could apply to provide
SSI and Medicaid coverage to persons under 18 years old who
woul d be eligible for such services, if they were living in a
medi cal institution. At present, eight states and one US
territory offer such coverage.

Figure 1 displays the uses of the options ampng the 50 states.
As shown, 33 states nmake use of at |east one option, while five make
use of two. Seventeen states have not made provisions for utilizing
any of these three options for expanding Medicaid coverage to persons
living at home or in alternatives to the institution

By initiating mechanisms for waiving eligibility criteria, some

state officials have greatly enhanced the caregiving capacity of



Figure 1:

Three Options for Countering Medicaid
Income Eligibility Criteria and
Utilization Pattern by State
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Kaine X Utah
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fam lies, extended the range of available services famlies could be
offered, and contributed to the growing resolve to pronote nationa
policy that favors famly care.

A review of Figure 1, however, suggests that the use of these
means for waiving eligibility criteria for deserving famlies has
been uneven. As a result, many famlies are left without a
satisfactory strategy for coping with extraordinary medical costs
because of geographic inequities.

At present, there is no consensus regarding the best nmeans for
resolving the institutional bias in Medicaid policy. Sonme argue that
greater use should be made of existing mechanisms, especially the
communi ty-based wai ver program Several analysts, however, warn that
avail abl e mechani sms are cumbersome and difficult to put into
practice. For instance, Gardner (1984) reports that sone states have
encountered difficulties in applying comunity-based Medicaid waiver
regul ati ons, accounting for costs, reaching interagency agreements,
desi gning acceptable computerized information systems, reporting
expenses, and getting reimbursed. Mor eover, others have observed
that, perhaps in reaction to growing fears that the waiver program
will actually increase aggregate costs of community services, the
Health Care Finance Adm nistration (HCFA) is making it increasingly
difficult to initiate or expand waiver prograns to cover

non-institutionalized "at risk" popul ations.

In contrast, others argue that a total reconceptualization of
Medi caid policy is required. The Community and Famly Living Act
Amendments of 1985 (Senate Bill 873) has been advanced to bring
about reform These amendnments would gradually shift the federa

share of Medicaid funds from institutional to community settings.
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While the bill would not necessarily close all institutions, it would
encourage states to enphasize community living by making available a
variety of services such as habilitative programs, personal aides or
attendants, medical care and fam |y support services. Though
Congress has not as yet passed S. 873, its proponents continue to
press for its adoption in some form

Private |nsurance Pl ans

Many believe that conprehensive private insurance plans for
fam |lies who have menbers with disabilities could obviate the
necessity of public funding. At present, however, this approach is
consi dered unrealistic by some analysts since many persons wth
disabilities do not qualify for private or group medical plans
(Davis, 1983). Mei ners (1982) notes that private coverage often is
unavail able for a variety of reasons including: 1) insufficient
famly inconme for covering the costs of prem ums, 2) the ongoing
availability of public long-term residential options that dimnish
the pressure for establishing private insurance, and 3) a variety of
traditional insurance concerns such as adm nistrative diseconom es,
prem um pricing difficulties, and fear of incurring an open-ended
liability.

There is, however, a growi ng recognition amng private insurers
that the cost of home health care is far cheaper than the cost of
hospital care. Figure 2 shows the estimated savings from health care
provided in the home in relation to four disability categories. Due
in great part to findings such as these, many private insurers and
hospitals have made home health care a crucial elenment of their cost
contai nment strategies. Moreover, at least 17 states have mandated

the inclusion of home care in private health insurance prograns.
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Such care can include case management, physical or speech therapy,
nutrition counseling, medical equipment, honme barrier renoval, and

visiting nurses.

Figure 2: The Savings from Health Care at Home

Acute Care Cost Alternate Care Savings

per month Cost Per Month{ per month

Disability Type in hospital at home

Baby born with breathing $60,970 $20,209 $40,761
and feeding problems

Spinal Cord Injury with $23,862 $13,931 $9,931
guadraplegia

Neurological disorder with| $17,783 $196* $17,587
respiratory problems

Severe cerebral palsy with| £8,425 $4,867** $3,558
uncontrolled seizures

* After initial costs of equipment
** In extended care unit of hospital

Source: Aetna Life and Casualty Company; In Business Week, 1984

At present, this movenent has focused on persons suffering
catastrophic illnesses or injury and others with chronic health
needs. Numerous initiatives, however, are testing the feasibility of
provi ding hone health care in a variety of other situations. For
i nstance, Prudential Insurance is examning the effects of an early
maternity di scharge program where low-risk mothers return home within
12-24 hours of childbirth and receive postnatal care in famliar

surroundi ngs (Business Week, May 28, 1984).

Certainly, this concept should be considered in relation to
accommdating the health needs of persons with devel opnenta
disabilities. Because hone health care is far cheaper than hospita

or institutional care, the cost of insurance coverage for such care
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may well be within the range of many parents. In addition, Meiners
(1982) argues that if marginal adjustnments were made to the existing
private insurance system the feasibility of having private insurers
underwrite honme health care for persons with disabilities would be
enhanced. Exanpl es of some of the changes that could be nmade

i nclude: 1) offering famlies who have menbers with disabilities an
opportunity to share the cost of insurance with other families in
simlar circumstances (i.e., a group plan for the person with

di sabilities), 2) using the tax systemto provide caregiving famlies
with refundable tax credits with which they can purchase avail able

i nsurance, and 3) using the tax systemto provide enployers with tax
subsidies to defray any additional costs associated with including
fam |y menbers with devel opmental disabilities on existing group

pl ans.

Coordinating Public and Private Sector Efforts

The present health care system does not actively encourage
fam | y-based care. G ven extraordinary nmedical costs, famlies who
cannot obtain coverage through a private insurance conmpany
realistically are presented with five options:

e Families can acquire needed funds by borrow ng money or
selling off assets. These approaches further reduce the
famly's financial resources.

® Famlies can expend avail able resources until they neet the
income eligibility requirements of Medicaid and becone
eligible for Medicaid benefits.

e Famlies can acquire financial or direct nedical assistance
froma variety of charitable foundations such as the March of
Di mes, Easter Seals and the Shriners. Unfortunately, this
option does not reach all of those in need.

e Famlies can elect not to pay for incurred expense. I ndeed
this option is often used by famlies who then run the risk of
bei ng sued. It has been suggested that many hospitals no
| onger seriously expect sone famlies to pay. In effect,

hospitals pass on these costs to other clients who can pay for
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services. Thus, to sone extent an informal insurance schene
for persons with disabilities and their famlies my be
emer gi ng.

@ Famlies can seek an out-of-honme placement for its member with
di sabilities. In this way, famlies can avoid incurring
significant medical expenses while also assuring that their
member with disabilities receives needed care through
Medi cai d.

Setting aside the potential for using charitable foundations,
none of the remaining four options offer famlies an acceptable and
predi ct abl e means of maintaining the famly unit and paying for
medi cal expenses. In essence, the current system encourages famlies
to deplete their resources, be less than honest, or give up their
relative with disabilities. Clearly, when considering famly support

strategies, attention nust be paid to the creation of health care

alternatives that favor the pronotion of the famly as a care giving

unit over those that, in effect, penalize famlies for providing such
care.

Revi ew of relevant literature reveals several possible policy
options including utilization of existing mechanisms for waiving

Medi caid incone eligibility standards, modification or
reconceptualization of Medicaid policy, initiation of a publicly
financed National Childhood Disability Program (diedman & Roth,
1980), and encouraging increased private sector involvenment in the
provisi on of adequate health insurance for persons with disabilities.

An appropriate solution to this problem may involve a coordinated

system of health benefits that weaves together some -- if not all --
of these alternatives. For instance, privately sponsored insurance
options could be made nore accessible to famlies with sufficient

income to pay insurance prem uns. Of course, this tact would require
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serious discussion anong all concerned parties to set eligibility

standards and to coordinate the efforts of governnment and private
i nsurers. Li kewi se, public policy makers committed to encouraging
famly care must make publicly financed nmedical assistance plans,

such as Medicaid, available to all famlies with insufficient

resources to pay for private insurance.

Enpl oyer Centered I|ndependent Initiatives.

Current federal fiscal policy is designed to encourage businesses
and industry to make capital investments that will spur increased
enpl oynment and production. Sone specul ate that such conditions will
prompt the private sector to allocate additional resources for the
benefit of workers (e.g., initiating day care progranms for worKking
mot hers) .

Revi ew of the evolving relationship between enployers and workers
|l ends sone credence to this view Akabas and Krauskopf (1984) note
that enployers can no |longer count on a continuing supply of devoted
workers and therefore nust endeavor to make enployment attractive.
Most often, these considerations prompt initiation of benefits that
reinforce the relationship between enploynent and the well-being of
the worker and his or her famly.

Several analysts have docunmented the growi ng nunber of
fam ly-oriented benefits initiated over the years including fiscal
benefits such as financing health care, flexible spending accounts,
pensi on programs and disability retirement programs, and service
benefits such as child care and counseling (MKinnon, Samrs &
Sullivan, 1982; Weiner, 1972; Akabas and Kurzman, 1982). These
findings show that "a significant occupational social welfare system

[ has] devel oped within the worksite, with famlies as well as
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empl oyees, thenselves, gaining coverage" (Akabas & Krauskopf, 1984;
p.7). Mor eover, they fuel interest in finding additional means for
encouraging further private sector investment in its workers,
especially for those with children with disabilities (Akabas, 1984).
Private business can play an expanded role in supporting famlies

by enhancing the enployment opportunities afforded parents with

children with disabilities. Of course, this can only be achieved

t hrough the cooperation of all concerned parites (i.e., government,
busi ness, and famlies). Wth anmple cooperation several useful
activities can be pursued. Piccione (1982b) suggests that businesses

could be granted sonme form of tax relief whereby tax-related savings
could be used to support local initiatives such as job training for
caregiving parents, day care, and flexible work schedul es.

Simlarly, analysts show that enployers and trade unions can work
together to offer a variety of needed services such as case
management, information and referral, early intervention services or
day care, and making greater use of existing benefits (Balzano &
Beck, 1982; Akabas & Krauskopf, 1984). In essence, Akabas & Kraukopf
(1984) view enployers and workers as sharing a nunmber of reciproca

i nterests. Thus, to the extent that the worksite can incorporate
practices that are flexible and reinforce the relationship between
work and famly, both workers and enployers will profit.

Rel evant |ssues Regarding Private Sector |nvolvenment

The emerging interest in utilizing private sector resources to
support famlies will likely be translated into progranms of great
benefit to several famlies. Any serious discussion of the matter,

however, must be tenpered by several considerations: realistic

estimtes of private sector involvement, coordinating public and
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private sector resources, equity, long term program stability, and
guality assurance.

Realistic Estimtes of Private Sector |nvol vement

Underl yi ng any argunment for increased private sector involvenent

in famly services is the belief that businesses are capable and

willing to make such investnments. To a great extent, the capability

of businesses to make substantial contributions to human services is

related to the performance of the national econony; if the econony
begins to fail, or if the present federal deficit is not reduced,
busi nesses will be less apt to allocate additional resources for

human services (Penner, 1982).
But even if the econony were to performwell, Boggs (1984) warns

that surveys of private businesses do not reveal substantial plans

for contributing to human services initiatives. Further, proponents
of family services nust consider that they will be conpeting for
private sector resources with numerous other deserving groups. Thus,

t hough busi nesses represent a viable source of additional support,
enmpl oyer-sponsored programs are not a panacea for solving chronic
fundi ng shortages.

Coordinating Private and Public Sector Resources

Systematic evaluation may disclose that certain types of services
are nmost effective when financed through the public sector.
Li kewi se, other service types may be especially suited to the private
sector. Consequently, the goal of family service proponents should
be to weave both public and private sector resources into the nost
conmprehensive and effective service network possible. Thus, business
and industry could best acconmmpdate the needs of famlies by finding

ways to conplement — not conpete with — already existing fanmly
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support services.
Equity

Significant variance exists regarding the benefits individual
busi nesses provide to workers. As a result, it can be anticipated
that any increases in private sector involvement with famly services
will also vary by enployer. Such flexibility is desirable due to the
potential for pronoting prograns that are responsive to the needs of
i ndi vi dual wor kers. But it also pronptes inequities in the
di stribution of services. Fam lies with simlar needs, but different
empl oyers, may receive far different amounts and types of support.
Thus, special attention nust be paid to finding nmeans for elimnating
such inequities. Per haps, businesses can pool their resources to
serve greater numbers of famlies. Li kewi se, government m ght track
all the services famlies receive to assure that public resources are
channeled to famlies with the greatest service needs.

Long-term Stability

How stable are services funded through the private sector?
Concei vably, public sector services are designed around sone
consensus concerning their value to society. Once initiated, the
public has sone say, through elected officials, or referendum over
whet her such services should be discontinued, maintained, or
expanded. In contrast, services initiated through the private sector
are not as responsible to public opinion. For a variety of reasons,

busi nesses can elect to discontinue services they initiate or curtail

contributions made for service provision without consultation with
empl oyees.

Qual ity Assurance

One of the greatest concerns in the human services field is the
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assurance of quality services (HSRI, 1984). Assuring quality in the
public sector is already a difficult process that would |ikely grow
more conmplicated by the addition of services funded through the
private sector. G ven a desire to assure quality across all
services, formats that are equally applicable to public as well as
private services should be devel oped. Of course, the source of
authority for planning and inplementing such procedures, and
enforcing any resulting recomendations for program inprovemnment

remai ns open to discussion.

Though the above issues are significant, they should not be used
to discount the potential utility of private sector resources for
supporting famly efforts. I nsufficient attention has been paid to

the potential benefits and mechanics of encouraging |ocal businesses

to help support caregiving famlies. By becom ng involved, business
can help integrate willing caregivers into the |abor force and
further enhance their capacity to provide care. Such participation

also could help integrate business into the mainstream of community
life (Piccione, 1982hb). Mor eover, many argue that encouraging
private sector involvement with service delivery may well result in a
greater variety of services for famlies to choose fromand in
services that are nore responsive to individual famly needs. Thus,
program planners are challenged to investigate this option and
devel op means for integrating business into systematic family support

systens.



EVALUATI NG FAM LY SUPPORT PROGRAMS

Fami |y support prograns present unique challenges to
professi onals regarding the devel opment of evaluation mechanisnms to
nmonitor activities, measure program outcomes, and provide direction
for service inprovenent. Utimtely, such know edge is necessary to
justify future levels of investnent in famly support progranms.
However, to date, little effort has been made to exam ne
adm ni strative processes and program outcomes associated with
existing famly support prograns. The purpose of this chapter is to
exam ne what types of evaluation are needed, to review the
difficulties involved in conducting such eval uations, and to present
sonme of the findings from the few evaluations that have been
undert aken.

Types of Eval uation Needed

Though nearly 25 states operate what may be termed "extensive"
fam |y support programs, surprisingly few of these progranms have been
eval uat ed. At least two types of evaluation are possible: process
and outcone. Process evaluation is generally used to inmprove the
efficiency, responsiveness or relevancy of an existing program
especially during its early stages of devel opment. In contrast,
outcome evaluation is designhed to present conclusions regarding the
overall effects or worth of a program and often includes
recommendat i ons about whether it should be retained, nodified, or
el i m nat ed.

Figure 1 shows these two types of evaluation, process and
outcome, in relation to the social service system and i ndividual

fam lies. As shown, evaluation that focuses on the process of
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delivering services is useful on a systems |evel because resulting
informati on can help make adm nistrative practices nore efficient and
responsive to famly needs. Exanpl es of the types of studies that
could be undertaken include examning the time and cost involved in
processing applications for service, the match between services and
fam |y needs, and the distribution of resources among i ndividual

fam lies. Li kewi se, on the famly level process evaluation can be
used to inmprove the design of family support services. For instance,
such evaluation mght involve monitoring the famly environment,
changes in the nunber of positive famly interactions, gains made by
parents regarding the devel opnment of specialized caregiving skills,
changes in overall stress |evels, or changes in the |evel of
adaptive skills displayed by the person with a disability. This type
of evaluation would document whether the famly's capacity to provide

care is enhanced.

Figure 1l: Two Types of Evaluation in Relation to
the Social Service System and Families

Evaluation of the Evaluation of
Service Process Service Qutcomes
Service System System efficiency, System effectiveness
Level responsiveness cost savings,
meeting specific
administrative
objectives
Family Level Enhancing the family's Family placement
capacity to provide decisions, skill
care gains, satisfaction

with services
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Eval uati on that focuses on the outcome of services is also
useful . Such eval uation can be used to determne if various system
| evel program objectives have been net. One example of such an
obj ective includes realizing cost savings to the state due to
di m ni shed demand for residential services. On the family level, one
telling outcome pertains to the effect of services on famly
pl acement deci sions. Ot her outcomes of interest include aggregated
tabul ati ons of skill gains made by parents and persons with

disabilities, or the famly's satisfaction with services.

The evaluation of famly support services can take numerous
di rections given the conplex interactions ampng famly service needs,
the resources avail able to program planners, the service process, and
service outcones. Figure 2 displays the nultiple factors associ ated
with each of these evaluation targets. This outline suggests sonme of
the many areas of inquiry that evaluation of famly support service
nm ght take.
® \VWat is the relationship between the needs of famlies and
persons with disabilities? What client needs (e.g., daily
insulin injections, special diets, reducing mal adaptive
behavi or) can be best accommodated by meeting certain famly
needs (e.g., specialized information and education)? Wat client

needs are best met by professionals outside the famly hone and
which are best met by famly nenbers?

e How are client and fanmly needs related to the service delivery
process? Are certain admnistrative practices (eg., cash
subsi di es) nmore responsive to some service needs than others?
What role should the private sector play in service delivery?

@ \Vhat adm nistrative practices are npst time or cost efficient?
Shoul d cash subsidies utilize sliding fee schedules? How shoul d
services provided by multiple providers be nonitored and
coordi nat ed?

® \What types and levels of service should be made avail able? How
can specific famly needs be identified? How can the type and
I evel of services provided to famlies be determ ned?
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® How do services affect a famly's capacity to provide care?
How are interactions between famly nenbers altered? How do

services affect the famly structure, its functions, and its
lifecycles? |Is the caregiving capacity of a famly really
enhanced?

® \Vhat are the outcomes of service delivery? Are cost savings
realized by the state? Are parental placenent decisions
altered? Is the quality of life of individual famlies
i nproved? Are famlies satisfied with services provided?
To what extent do services satisfy the needs of famlies?

@ VWhat is the relationship between specific service delivery
processes and program outcomes? Do certain adm nistrative
practices make a difference? Do certain services have a
greater inpact than others?

Of course, it will take several years to collect sufficient
information to answer these and other relevant questions. However,
evaluation is an evolutionary process that builds on assessnent
efforts over time. The intention is to develop a grow ng
under standi ng of how to maxim ze the positive effects of famly
support programs.

Difficulties in Conducting Program Eval uati ons

Current efforts to evaluate the efficacy of famly support
services are plagued by two problems: 1) wvariation in program
obj ectives, and 2) methodol ogical problens.

Variation in Program Objectives

There is little disagreement that the two goals of famly
support services are to enhance the famly's caregiving capacity and
to prevent unnecessary out-of-home placenent. Most woul d al so agree
that achieving these goals is in the interests of persons with
devel opmental disabilities, their famlies and society.
Operationalizing these goals in ternms of specific program objectives,

however, is another matter. There is a striking lack of consensus



- 206 -

regardi ng what these programs should acconplish specifically and how
program obj ectives should be realized. The resulting variation in
program obj ectives and adm nistrative practices inpedes efforts to
eval uate existing prograns because the use of standardized outcome
measures is inhibited and progranms cannot be easily conpared. Thi s
problem is apparent on both the system and individual famly Ilevel
On a system |l evel, program objectives related to famly support
goals vary according to the availability of financial resources,
political climate, and service philosophy. For instance, one
possi bl e program aspiration is to prevent unnecessary out-of-hone
pl acement . This goal in turn dictates eligibility criteria such as
"at risk of being place out-of-the-home." But how should "risk" be
determ ned? Some would suggest that to avert placement crises the
notion of "risk" should be interpreted broadly and that all famlies
with a menber with a disability should be considered. Ot hers believe
that, due to restricted resources, service eligibility should be
limted to famlies where the home placenent is clearly
deteriorating. Which of these eligibility options is nost likely to
reduce out-of-home placement? At present, there is no easy solution
and this issue remains a point of contention anong famlies, service

pl anners, and providers.

Li kewi se, consider the goal of enhancing the famly's caregiving
capacity. Operationalizing this goal into specific program
objectives is a conmplex and often controversial task, and requires
consideration of two fundamental questions: 1) how nmuch of the
caregiving burden can the state reasonably expect famlies to assume?
and 2) at what point does the state decide that the amount of support

required by a famly is unjustifiable (i.e., how nmuch support can a
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fam |y expect)? Not all service planners agree on the best means for
resolving these questions. Consequently, there is substantial
variance in the services famlies can receive around the country.

On the famly level, specific program objectives are equally
difficult to operationalize. This is in part due to the grow ng
recognition that each famly is unique and needs varying types and
amounts of services. As a result, "progranms have increasingly noved
froma pre-set pattern of giving the same services to everyone, to a
nmore individualized approach in which parents have nmore control over
both the length and extent of their program involvenment" (Wiss,
1983, p. 10). Illustrating this point are recent survey findings
regarding the service utilization patterns of 101 famlies in five
Maryl and counties who participated in the first year of the state's
Fam |y Support Services Consortium (Gardner and Markowi tz, 1984).
Figure 3 shows the distribution of the number of famlies receiving
various types of services at |east once and suggests that famlies

make periodic use of a variety of services.

Li kewi se, the amount of services provided to individual Maryland

fam lies varies. Figure 4 shows the percentage of famlies
categorized by annualized costs of service in five counties. Though
situational variables (e.g., availability of services, differing

adm nistrative practices) may explain sone of the variance, these
findings suggest that sone attenpt was made to allocate resources
according to varying |evels of need.

The current trend to establish programs can accomodate unique
famly situations is encouraging. The resulting variance in the
services famlies receive, however, inpedes conparison of program

strategies and effects.
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Figure 3:

Distribution of the Number of Maryland Families

Receiving Various Types of Service at Least Onces
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Figure 4: Percentage of Families Categorized by the
Annualized Cost of Service Provision
Expenditures by County Service Sitex
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Mantgomery Couaty 212 162 5% 162 162 % ity
X Sourc;: Gardner and Markowitz, 1984.
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Met hodol ogi cal Probl ens

Eval uation of famly support progranms is also conplicated by

met hodol ogical difficulties involved in the measurement of program

processes and outcomes. Exanpl es of such problems include:
® The insensitivity of measures to program effects: Due to the
nature of developmental disabilities, service benefits are not
al ways easily or pronptly observed. Consequently, Hal pern

(1984) suggests that current measures nmay underestimate
program effects. Mor eover, Weiss (1983) notes that
intervention efforts centering on the entire famly require
t hat measures be capable of monitoring changes within famly
dynam cs. Such nmeasures have yet to be perfected.

The absence of | ongitudinal eval uation: The | ack of

i mmedi ately observabl e program effects also suggests that

eval uation models should be designed to view change over

time. Longi tudi nal eval uation, however, is burdened by a
variety of difficulties, including the attrition of
participating famlies, keeping service packages received by
fam lies constant, and determ ning the proper statistica

means for assessing change over time (Cronbach & Furby, 1970).

Sanpling related probl ens: Hal pern (1984) notes a variety of
sanpling-related problems including small sample sizes, the
difficulty in enploying random assi gnment of famlies to
service groupings, and variability in the characteristics of
fam |l ies and persons with disabilities.

Mtigating circumstances: Eval uation efforts can be adversely
affected by a variety of uncontrollable circumstances. For
exampl e, Tausig (1983) and Herman (1983) note that several
states have initiated policies whereby out-of-home placement
into institutional settings is actively discouraged. The

obvi ous inmpact of such policies on parental placenment

deci sions greatly conplicates the process by which famly
support programs are eval uated.

I nadequat e causal model s: Due to many of the problenms noted
above it is extremely difficult to enploy group-based research
techniques within a causal model . Consequently, the

effectiveness of famly support strategies remains largely
untested in a quantitative sense.

An effective alternative strategy involves use of single
subj ect design nethodology to establish cause-effect

rel ationshi ps. This type of design generates information at a
slower rate than group designs because it utilizes few
subj ects per study. It is, however, especially suited to

coping with research problens where there is great variance in
program obj ectives and practices.
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Revi ew of the State-of-the-Art

To date, very few evaluations of famly support progranms have

been undert aken. In contrast, anple effort has been exerted to study
famly life and to document the utility of particular training and
habilitative techniques that m ght be enmployed in the famly
setting. Revi ew of available literature reveals a wealth of
information regarding strategies parents can use to teach or
ot herwi se care for their child or adult with disabilities or that
professionals can use to instruct parents about self advocacy,
t eaching, or other relevant topics. In addition, the effects of
various situational factors on the famly (e.g., availability of
services, rural vs. urban life, famly characteristics) are also
under study.

Di screte findings such as these, while they provide guidance
regardi ng what tools can be made available to famlies, tell little
about the efficiency and effectiveness of existing statewide famly
support programs. The followi ng sections provide information
regarding the limted process and outcome evaluations that have been
conducted at both the system and individual famly |evel.

Eval uation of the Service Delivery Process

System | evel findings. The famly support program in Florida

has been examined in order to inmprove adm nistrative practices.
Problems were identified regarding the staffing of famly support
services and the nmeans for reimbursing parents for the costs of
certain services (Bates, 1983), and steps were taken to inprove such
procedures. In addition, the state decided do away with its system
for measuring of parental income and resources to determ ne the

amount of cash assistance a famly could receive (i.e., sliding scale
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eligibility). Exam nation of this practice revealed that it cost the
state more to collect information and all ocate services according to
a sliding scale than the state was saving through its use.

Simlarly, the M nnesota Devel opnental Disabilities Counci
sponsored an evaluation of the state's cash subsidy program
Thirty-eight famlies participating in the program were asked a
series of questions regarding how adm nistrative practices could be
i mproved. Respondents suggested that:

® the program be expanded to include adults,

@ yearly rather than twice a year applications be required,

@ |ocal social and health service staff be educated about the
program

® parents be used to publicize the program

@ benefits be increased for famlies with extraordi nary needs,
and

® benefits be increased for energency respite care and | ong
di stance nedical phone calls (M nnesota Devel opment al
Di sabilities Program 1983a).

Fi ndi ngs such as those above are useful in making adm nistrative
practices nore efficient and services nore responsive to famlies.
However, our search of available literature yielded few exanples of
this type evaluation. Consequently, nmuch nore study needs to be done

at the system level to inmprove services.

Family level findings. Present evidence suggests that famly

support services do enhance the famly's caregiving capacity.
Families receiving services report:

® Reduced overall stress levels (More, Hamerlynck, Barsh
Spi eker & Jones, 1982);

® |Increased time spent away from the demands of care giving
resulting in an inproved capacity to keep up with household
routi nes, pursue hobbies and seek enploynent outside the home
(Zi rmerman, 1984; Moore et al., 1982);
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® |nproved skills for coping with habilitative needs (More et
al ., 1982; M nnesota Devel opnental Disabilities Council
1983a);

® |Increased capacity to purchase needed services (Zi nmermn,
1984; Rosenau, 1983);

® An inproved overall quality of life (Rosenau, 1983).
In addition, it has been shown that:
® Fanmily nmenbers are willing students and can be taught severa

of the specialized competencies needed to provide
habilitative care (e.g., Snell & Beckman-Brindley, 1984,
Karnes & Teska, 1980);
® Parents repeatedly rate respite care as an extrenely useful
component of famly support systenms (e.g., Apolloni & Triest,
1983; Warren & Dickman, 1981; Moore et al., 1982);
® Cash subsidies are a useful means for easing the financial
burdens of providing care (Zi nmerman, 1984; Moore et al.,
1982; Rosenau, 1983).
Though the above findings lend credence to the efficacy of
fam |y support programs, Herman (1983) warns that unrestrained
optim sm may be inappropriate. Her evaluation of famly support
services in three M chigan counties shows that service effects often
dimnish with time. In fact, after two years of services few
statistically significant differences could be found between famlies
receiving services and those that did not. Mor eover, due to the
met hodol ogical limtations noted earlier, a causal relationship
bet ween support services and outconmes is difficult to demonstrate
clearly. Thus, researchers remain challenged to devel op and
i npl ement eval uati on nodels that document with greater clarity the
effects of family support services on the capacity of famlies to

provi de care.

Eval uati on of Service Outconmes

System | evel findings. There is insufficient information

regarding the effects of famly support services on the overal
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Methodological Problems

Evaluation of family support programs is also complicated by

methodological difficulties involved in the measurement of program

processes and outcomes. Examples of such problems include:

The insensitivity of measures to program effects: Due to the
nature of developmental disabilities, service benefits are not
always easily or promptly observed. Consequently, Halpern
(1984) suggests that current measures may underestimate
program effects. Moreover, Weiss (1983) notes that
intervention efforts centering on the entire family require
that measures be capable of monitoring changes within family
dynamics. Such measures have yet to be perfected.

The absence of longitudinal evaluation: The lack of
immediately observable program effects also suggests that
evaluation models should be designed to view change over

time. Longitudinal evaluation, however, is burdened by a
variety of difficulties, including the attrition of
participating families, keeping service packages received by
families constant, and determining the proper statistical
means for assessing change over time (Cronbach & Furby, 1970).

Sampling related problems: Halpern (1984) notes a variety of
sampling-related problems including small sample sizes, the
difficulty in employing random assignment of families to
service groupings, and variability in the characteristics of
families and persons with disabilities..

Mitigating circumstances: Evaluation efforts can be adversely
affected by a variety of uncontrollable circumstances. For
example, Tausig (1983) and Herman (1983) note that several
states have initiated policies whereby out-of-home placement
into institutional settings is actively discouraged. The
obvious impact of such policies on parental placement
decisions greatly complicates the process by which family
support programs are evaluated.

Inadequate causal models: Due to many of the problems noted
above it is extremely difficult to employ group-based research
techniques within a causal model. Consequently, the
effectiveness of family support strategies remains largely
untested in a gquantitative sense.

An effective alternative strategy involves use of single
subject design methodology to establish cause-effect
relationships. This type of design generates information at a
slower rate than group designs because it utilizes few
subjects per study. It is, however, especially suited to
coping with research problems where there is great variance in
program objectives and practices.
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Review of the State-of-the-Art

To date, very few evaluations of family support programs have
been undertaken. In contrast, ample effort has been exerted to study
family life and to document the utility of particular training and
habilitative techniques that might be employed in the family |
setting. Review of available literature reveals a wealth of
information regarding strategies parents can use to teach or
otherwise care for their child or adult with disabilities or that
professionals can use to instruct parents about self advocacy,
teaching, or other relevant topics. 1In addition, the effects of
various situational factors on the family (e.g., availability of
services, rural vs. urban life, family characteristics) are also
under study.

Discrete findings such as these, while they provide guidance
regarding what tools can be made available to families, tell little
about the efficiency and effectiveness of existing statewide family
support programs. The following sections provide information
regarding the limited process and outcome evaluations that have been
conducted at both the system and individual family level.

Evaluation of the Service Delivery Process

System level findings. The family support program in Florida

has been examined in order to improve administrative practices.
Problems were identified regarding the staffing of family support
services and the means for reimbursing parents for the costs of
certain services (Bates, 1983), and steps were taken to improve such
procedures. In addition, the state decided do away with its system
for measuring of parental income and resources to determine the

amount of cash assistance a family could receive (i.e., sliding scale
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eligibility). Examination of this practice revealed that it cost the
state more to collect information and allocate services according to
a sliding scale than the state was saving through its use.

Similarly, the Minnesota Developmental Disabilities Council
sponsored an evaluation of the state's cash subsidy program.
Thirty~eight families participating in the program were asked a
series of questions regarding how administrative practices could be
improved. Respondents suggested that:

e the program be expanded to include adults,

e yearly rather than twice a year applications be required,

e local social and health service staff be educated about the
program,

e parents be used to publicize the program,

e benefits be increased for families with extraordinary needs,
and

e benefits be increased for emergency respite care and long
distance medical phone calls (Minnesota Developmental
Disabilities Program, 1983a).

Findings such as those above are useful in making administrative

practices more efficient and services more responsive to families.
However, our search of available literature yielded few examples of

this type evaluation. Consequently, much more study needs to be done

at the system level to improve services.

Family level findings. Present evidence suggests that family
support services do enhance the family's caregiving capacity.

Families receiving services report:

e Reduced overall stress levels (Moore, Hamerlynck, Barsh,
Spieker & Jones, 1982);

e Increased time spent away from the demands of care giving
resulting in an improved capacity to keep up with household
routines, pursue hobbies and seek employment outside the home
{(Zimmerman, 1984; Moore et al., 1982);
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e Improved skills for coping with habilitative needs (Moore et
al., 1982; Minnesota Developmental Disabilities Council,
1983a);

® Increased capacity to purchase needed services (Zimmerman,
1984; Rosenau, 1983);

e An improved overall quality of life (Rosenau, 1983).

In addition, it has been shown that:

e Family members are willing students and can be taught several
of the specialized competencies needed to provide
habilitative care (e.g., Snell & Beckman-Brindley, 1984;
Karnes & Teska, 1980);

e Parents repeatedly rate respite care as an extremely useful
component of family support systems (e.g., Apolloni & Triest,
1983; Warren & Dickman, 1981; Mccre et al., 1982);

e Cash subsidies are a useful means for easing the financial
burdens of providing care (Zimmerman, 1984; Moore et al.,
1982; Rosenau, 1983).

Though the above findings lend credence to the efficacy of
family support programs, Herman (1983) warns that unrestrained
optimism may be inappropriate. Her evaluation of family support
services in three Michigan counties shows that service effects often
diminish with time. In fact, after two years of services few
statistically significant differences could be found between families
receiving services and those that did not. Moreover, due to the
methodological limitations noted earlier, a causal relationship
between support services and outcomes is difficult to demonstrate
clearly. Thus, researchers remain challenged to develop and
implement evaluation models that document with greater clarity the
effects of family support services on the capacity of families to

provide care.

Evaluation of Service Qutcomes

System level findings. There is insufficient information

regarding the effects of family support services on the overall
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system of services. One popular claimis that famly support
services are cost effective because they dimnish the need for
fundi ng expensive out-of-honme residential arrangements by making it
possible for famlies either to keep their nenmber with a disability
at honme or have hinfher return honme from an out-of-home placement.
Surely, as illustrated by relative costs of care in Mchigan (Figure
5), famly support services cost the state less than alternative
residential arrangenents. M chigan officials estimte that by
serving one person at hone instead of at a state residential
facility, the state saves about $47,000 annually.

Figure 5: Daily Costs of Care in Various
Residential Settings in Michigan*

Residential Setting Cost Per Day
Institution for persons with . $136.90
developmental disabilities
AIS/MR Residential Care 67.45
Intensive Foster Care 61.70
Group Foster Care 50.06
Family Foster Care 23.05
Family Support Subsidy 7.41

* Source: Stabenow, 1983

Though the accuracy of this type information cannot be disputed,
it nmust be weighed against two other findings. First, the
overwelmng majority of famlies do not place their sons or daughters
with disabilities out of the hone. Thus, unless famly services are
successfully targeted only to famlies likely to seek an out-of-home
pl acement, the cost savings realized by states would not be
substanti al . In fact, in the short termat |east, the costs of

funding an extensive famly support program may even add to the
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aggregate costs of services for persons with devel opnental
disabilities. Second, review of existing services reveals that once
a person with disabilities is placed out of the famly home, few
fam lies bring the person back honme once services beconme avail able.
Thus, the cost savings to states in this regard may al so not be

subst anti al .

There may, however, be long term cost savings. Persons with
disabilities living with famlies who receive support services may in

the long term have nmore adaptive skills than persons whose famlies

do not receive support services. One could speculate that as these
persons grow older and naturally part from their famlies, they will
— on the average — be less expensive to serve because they may

require less supervision and fewer services.

In sum the claimthat famly support services will save states
substantial amounts of money has not yet been document ed. For some,
until such savings are shown, funding extensive famly support
services appears politically unattractive. However, decisions

regarding funding for these services should not be based sinply on
demonstrations of their cost savings to the state. Numer ous ot her
benefits to such programs have been denmonstrated on the family |evel
and nust also be taken into consideration

Family level findings. Two primary issues concerning the

efficacy of famly support programs involve their inpact on the
famly member with disabilities and famly placenment decisions.
Present evidence suggests that the famly member with a disability
does benefit as a function of famly support services. For instance,
Zi mmerman (1984) reports that the majority of famlies receiving cash

subsidies think that their child inmproved socially, physically.
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intellectually, and enotionally. Li kewi se, a conparison between
children with disabilities living with famlies receiving support
services and children living with non-participating famlies reveals
that children living with participating famlies show significant

increases in adaptive skills and decreases in mal adaptive skills,
whereas children living with non-participating famlies do not
(Rosenau, 1983). The difficulty with this type evaluation, however,
pertains to the need for time to pass before sizeable effects can be
expect ed. Thus, snapshot studies or |ongitudinal studies of short
duration are insufficient.

Regarding fam ly placement decisions, available information
suggests that anmong parents who seek out-of-home placenments there is
no one overriding factor that cuts across all famlies. Rat her,
there are numerous factors that vary from famly to famly, and
change as the famly menmber with a disability ages and as the
fam ly's conposition, characteristics, resources, and perception of
the problemare altered (Tausig, 1985).

Sherman and Cocozza (1984) present an extensive review of the
literature on this matter and show that when famlies do decide to
pl ace their son or daughter with disabilities out-of-home, their
decision is related to four factors:

1. Characteristics of the child with disabilities such as [evel
of disability, 1Q and functioning level (Allen, 1972;
Downey, 1965; Janicki, 1981; Shellhaas & Nihira, 1969);

2. Characteristics of the famly such as famly size, age of the
parents, socioeconomc level, marital and family relations,
and the presence of other famly problems (Fotheringham
Skel ton & Hoddinott, 1972; Hobbs, 1974; Culver, 1967,
Shel l haas & Nihira, 1969);

3. Perception of the problemas related to the level of stress

fam |y members experience. Such stress can be chronic and
stem from a variety of sources including financial burdens,
difficulty with phsycial managenment of the child, |ack of

parenting skills, and strained famly relationships (W kler
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1983; Dunlap, 1976; G eidman & Roth, 1980; Tew and Lawrence,
1973; Crnic, Friedrich & Greenberg, 1983); and

4. The availability of conmunity services and social supports
can dimnish the severity of the problenms experienced by
famlies who provide long-term care to disabled nmenbers
(W kl er and Hanusa, 1980; Cohen, 1979; MCubbin, Joy, Cauble,
Comeau, Patterson and Needle, 1980; Davidson & Dosser, 1982;
Wai sbren, 1980; Wkler, 1981; Crnic et al., 1983).

These considerati ons suggest that measuring the inpact of famly
support services on placement decisions is conplicated by the
multiple factors that may influence the decision. Further, the
nunber of families that are likely to place a person with.
Conversely, evaluation of support program effects on placement nust
be wei ghed against the recognition that all famly-based care ends
eventually either through death or assertion of independence by the
person with disabilities. Thus, the nore relevant question is
whet her the duration of famly care is extended to the point where
separation fromthe family is desirable and appropriate.

The newness of nmpost family support progranms also makes
evaluation of their long term inpact on parental placement decisions
very difficult. The wei ght of the evidence that does exist, however,
suggests that support services do deter out-of-home placenments in
favor of continued fam|y-based care. Consi der the findings of the

following three studies:

® Rosenau (1983) describes a pilot famly support project in
M chi gan that served 13 famlies for two years. Thi s project
offered famlies a $480 cash subsidy per month, a honme trainer
who entered the home for 20 hours per week to provide parent
training, and case management services. Study results show
t hat out-of-home placements were averted for 10 of the
fam lies and three disabled children were returned
successfully to their natural famlies. In addition, results
of a follow-up questionnaire indicate that if project services
had not been available, eight famlies definitely would have
sought an out-of-home placement and two other families
probably would have.
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o Herman (1983) describes a meta-evaluation of famly support
services that served 252 famlies for two years in three
counties of M chigan. [Note that the 13 families involved in
the Rosenau (1983) study are included in this evaluation.]
Services varied sonmewhat by county and four models of famly
support emerged from the meta-anal ysis: intensified services
t hrough case management, intense in-home intervention with
out - of -home respite, cash subsidy, and case management with
respite care and cash assistance. Study results indicate
that, for the nost part, famlies retained their disabled
menber at home throughout the course of the projects but that
the placement decisions of these famlies did not differ
mar kedly from those of parents not participating in the
proj ects. Further analysis, however, reveals that
significant numbers of participating famlies would have
sought out-of-home placenments if not for the projects'
services, and that famlies with past histories of repeated
use of out-of-home options used these options |ess. Thus,
fam |y support services appear to have had some positive
effect on famly placement decisions.

° Zi mmerman (1984) presents findings of a telephone survey of a
stratified random sanple of 38 famlies receiving financial
subsi di es rangi ng between $76 and $250 per nonth in
M nnesot a. Half the famlies had received the subsidy for
less than two years with only four famlies participating in
the subsidy program since its inception (4-6 years). Resul ts
indicate that, in part due to the program 36 of the famlies
had no present plan for seeking an out-of-home placement.

Mor eover, the program had hel ped make it possible for one
famly to bring hone one of its members with a disability.

Fi ndings like those presented above suggest that famly support
services can forestall out-of-home placenment decisions. It is
equally clear, however, that the utility of support services wth
regard to placenment decisions has not been definitively
demonstr at ed. VWhat is needed is additional |ongitudinal research
that exam nes service effects over |onger periods of time. Gi ven
sone level of variation regarding the duration of fam ly-based care,
related vari ables can be identified. Wth such know edge, efforts
can be made to modify services so that their positive effects on
pl acement decisions are maxim zed.

In sum it is apparent that much of the qualitative evidence

that has been collected docunments the efficacy of famly services.
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Families indicate that they appreciate such services, and are
satisfied with their effects, including a reduction in |levels of
stress (Herman, 1983; Rosenau, 1983; Zimmernman 1984). Furt her,
famlies report that they benefit nmobst when they are provided with
multiple service options (e.g., respite care, financial assistance
and parent education) and |east when they are offered fewer services
(e.g., respite care only) (Moore et al., 1982). This suggests that
no single service component is sufficient for achieving the goals of
fam |y support, but that several may be necessary.

The quantitative evidence is less conclusive. Much additiona
work nmust be done to gain a greater consensus regarding specific
program objectives and to acquire sufficiently sophisticated
eval uative measures and model s. Wth these devel opnents the effects
of support services on the caregiving capacity of famlies and their
pl acement decisions can be nmore definitively determ ned. Mor eover,
existing services can be nodified so that they nore effectively match
the service needs of individual famlies.

Concl usi on

Since 1980, several states have initiated support prograns for

famlies with menbers with devel opmental disabilities. Though this

trend is encouraging, concerted efforts to evaluate the processes and

outcomes of these prograns have |agged behind. Such eval uation is
desirable for two reasons. First, famlies who are or soon will be
receiving services stand to benefit. Systematic eval uation of
services could well result in inproved admi nistrative practices and

an enhanced understanding of how to increase the caregiving capacity
of individual famlies. Utimtely, such findings may be transl ated

into favorable program outcones.
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Second, evaluation findings could be used to spur increased
investment in famly support prograns. It must be understood that
t hough nearly 25 states have extensive family support programs, the
total budgets for these programs pale in conparison to what is spent
on out-of-home residential services. Convincing state |egislatures
and other potential funding sources to invest in famly support
services will not be easy. But securing additional funds can be made
easier if reliable information is available to docunment increasing

adm nistrative efficiency and positive program effects.

Al'l in all, however, the biggest problem facing policy makers and
program evaluators is the lack of clarity regarding the goals of
fam |y support services. Shoul d services be justified solely on
their ability to save tax dollars for the cost of out-of-honme
pl acement, or is the goal of inproved quality of life for the famly
as a whole and the person with disabilities in particular a
sufficient public good? The weight of all the discussion that has
preceded this chapter suggests that the enhancement of the quality of
life of the famly — though not directly related to cost savings --
does result in substantial benefits to the |arger society including
increased fanmily self reliance, maxm zation of famly cohesiveness,
and inprovenments in the productivity of individual famly members
including the person with disabilities. Though these gains are
somewhat more ineffable, they should |ikewi se be part of any

systematic exploration of famly support services.



FAM LY SUPPORT OPTIONS: A POLICY PERSPECTI VE
by

Robert Perl man, Ph. D.

Policy making requires making a choice of ends and means for

the future. It rests on values and goals interwoven with analyses of
forces that are shaping future possibilities and requirenments. I n
this paper we consider policies that seem desirable, likely, and

feasible with regard to famly care of developnentally disabled
people.* W take as our points of departure a value judgnent and a
fact. The fact is that fam ly-based care of devel opnentally disabled
people is a much l|arger part of the care system than institutional
and community care conbined. The judgnment is that social policy
ought to support the famlies who provide this care. Qur purpose
here is to exam ne current trends and devel opments that bear on this
policy and to suggest a framework for famly support in the next five

or ten years.

G ven our goal, the challenge is to achieve a reasonabl e bal ance

among the prograns that will

1. Strengthen the ability of famlies of different types and
capacities to care for a developnentally disabled person

at home;
2. Maxim ze the quality of life for the disabled person
3. Maxim ze the quality of life for the famly as a whole;

4. Prevent inappropriate out-of-home placements; and

5. Develop a system of supports that is politically and
econom cal ly feasible.

These objectives are not presented in any order of inportance. They

* The assistance of Gunnar Dybwad, Professor Emeritus of the Heller

School at Brandeis University, in preparing this paper is
gratefully acknowledged.
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are, in fact, highly interdependent; each contributes to the
accompl i shment of the others.

We must note first that definitive evaluations have not yet
denonstrated to what extent supportive progranms do, in fact,
contribute to the objectives set forth above. However, the weight of
avail abl e evidence indicates some effectiveness in bolstering famly
capacity, inmproving the status of the developmentally disabled
person, and reducing institutionalization. Nevert hel ess, it should
be acknowl edged that fam |y-based care is not necessarily the best
course for all famlies. Mor eover, such care ought to be avail able
primarily for devel opnmentally disabled children and adol escents
living at hone. Adults should be enabled to live independently of
their famlies and, for that reason, one of the conmponents of famly

support should be preparation for separation

As with any effort to project social processes into the future,
this one is bound to deal with great uncertainties and anmbiguities,
as illustrated by the very first question we raise: can we
anticipate changes in the number or the needs of devel opmentally

di sabl ed children? Advances in nmedical technology suggest that nmore

babies with mental or physical impairments will survive. If so, not
only the total nunmber will increase but children who are severely
di sabled will survive in even larger numbers.

These potential increases could be offset by several factors.

One is the outcome of the political debate over parental rights with
regard to measures to sustain the life of severely disabled babies
and, indeed, persons of all ages. This will be affected by the
deci si ons of parents, informed during pregnancy of abnormalities, to

opt for or against abortion. On the other hand, medical advances can
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prevent what hitherto have been severe handicaps (e.g.,
phenyl ket onuri a) and can reduce the extent of disability and
dependency.

On bal ance, the nunmber of children requiring long-term care wll
"increase slightly in the next 10 years" according to one study

(Cal l ahan, Plough & W sensale, 1981). Moroney (1979) foresees even

more of an increase: "The preval ence of disabilities is increasing
and will continue to grow at an accelerated rate over the next 25
years." We shall assume in this paper a moderate increase in the

number of children who are disabl ed.

Factors For and Against Fam |y-Based Care

At present the great majority of families care for their
devel opmental ly disabled children at home. In projecting what is
likely to happen to this large but vulnerable famly-care system in
the next decade, we begin with those factors that tend to dim nish
the size and effectiveness of famly based care. We group them under
three categories: denmographics, attitudes and ideol ogical factors,
and political and econom c tendencies.

Demogr aphi cs

One nust always wonder whether today's population trends are
likely to persist or are only tenporary. Bearing that caution in
m nd, there are a number of changes now under way that seem likely in
the near future to have the effect of shrinking the pool of available
caretakers, nost of whom have traditionally been wonmen (U.S. Bureau
of the Census, 1984).

1. The size of families is decreasing and the nunmber and

proportion of persons not living with any relatives is

i ncreasing. Non-fam |y households rose from 19 percent of



- 223 -

all households in 1970 to 27 percent in 1982, reflecting
both the rising age at first marriages and the higher

i nci dence of divorce and separation. These tendencies reduce
the potential availability of siblings and other relatives
for a role in famly care.

The number of one-parent famlies is up sharply, thus
depriving the remaining parent of the other spouse's daily
participation in famly care. Bet ween 1970 and 1982 the
number of two-parent famlies dropped by four percent and
one-parent famlies doubl ed.

The econom c¢ inmpact of famlies headed by one parent (90
percent of the time it is a woman) is tremendous, further
weakening the capacity of many famlies with a devel op-
mental |y disabled member. In 1981, for example, the nedian
income of all married couples was $25,070, while for famlies
mai nt ai ned by women it was $10,960, at a tinme when the

of ficial poverty threshold was $9,287 for a famly of four.
More and more wonen are entering the |abor force. From 1970
to 1982 the proportion of women rose from 43 to 53 percent.
Whet her they are the mothers of children with devel opment al
di sabilities or are other female relatives, the effect is to
di m nish the care-taking pool even further.

The medi an age of the population is increasing, from 27.9
years in 1970 to 30.6 only twelve years | ater. Pot enti al
care-takers are older and presumably have |ess physical

stam na for the demands of caring for a disabled famly

menber .
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6. The inplications of the movenent of people away from
central cities is unclear. The greater accessibility of
services in urban areas my be offset by greater famly and
nei ghborly involvement in the caring function in rural and
subur ban areas.

Attitudes and |deol ogy

1. As life-styles change there appears to be a greater
interest in self-fulfillment and individual freedom anmong
fam |y menmbers. This can mlitate against taking on the
responsibilities of famly based care.

2. On the other hand, there is a strong belief amng many
peopl e that parents should be responsible for the care
of their children, including those who are disabl ed.

Sone believe, nmoreover, that since parents for the nost
part are already providing care at home for disabled
children, there is no need to spend public money, —
especially if there is a risk that public support m ght
erode parents' sense of responsibility.

3. There is another current of belief on the part of sonme
peopl e that parents of children with devel opment al
disabilities are somehow deficient or pathol oical and,
therefore, not worthy of public support.

4. As part of a general disenchantment or rejection of "the

Wel fare State" there is ideological and politica
resistance to the costs of supporting famly based care and
to the growth of services and bureaucracy that greater

public support mght entail.
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Public policy and financing may continue for sone tine
their bias in favor of institutional care. There is sone
evidence that even in the light of the growi ng system of
communi ty- based services, there is a tilt away from hel ping
famlies with home care of children and toward out-of-the-
home progranms for adults (Morell, 1983).

Fi nancial eligibility requirements for SSI and for Medicaid

di scourage many famlies from a sustained commtment to

Political and Econom c¢c Factors
1.
2.
providing care.
3

The state of the econony for the next five to ten years is
hard for econom sts to agree on. Whet her Federal and State
tax revenues will go up or down is unclear, as is the

readi ness of the voting public to support increased

expendi tures for prograns of social support. However these
factors play out, it seens a safe bet that conpetition for
funds in the area of social programs, such as those
involved in fostering care in the natural home wll be

stiff.

Against this form dable array of forces working against

support

side?

for famly based care, what factors appear on the positive

Factors Supporting Family Based Care

1.

On a famly-by-famly basis, care at home is apparently
less costly than either institutional care or care in
community based facilities. This can be persuasive in the
political arena. However, what is difficult to project is

whet her or not the aggregate cost will increase as a result
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of a "woodwork effect.” That is, wll so many additional
fam lies "come out of the woodwork" and claim assistance if
it is nore readily available, that the total cost in tax
dollars will be increased?

Additional research may help to document the advantages

of famly care for the disabled person, their famlies, and
soci ety. For exanple, studies indicate that parents can be
taught specialized caretaking skills that, otherwi se would
be performed by highly paid professionals.

The continued growth of comunity services that serve the
aged and other groups can be a positive devel opnent.

A Princeton University study reports that the states have
"enmbraced and preserved" nmost of the social prograns that
Congress turned over to them in recent years. The states
have "replaced nore of the Federal noney than had been
generally expected" following the cuts made by the Reagan

adm ni stration (The New York Tinmes, June 1984). Whet her

policy-making in this specific area at the state |evel

will be supportive of famlies remains to be seen.

As a result of legislation, the public schools have become
a significant resource for famly support.

The concern about the American family and the view that its
sense of responsibility is being underm ned can be nmade to
work for famly support as a way of saving famlies from
goi ng under. The facts cited above that indicate a
shrinking pool of caretakers can be used to justify

of fering compensatory assistance to enable famlies to

continue carrying out their caring function.
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Those responsi ble for devel oping policy concerning Famly
based care will need nore than an awareness of the factors we have
been outlining. They will require much more information than is now
avail able on the ways in which FBC currently functions and about the

popul ati on invol ved.

Gaps in Current Know edge

We take note here of inportant gaps in our understandi ng of
where we are. There does not appear to be solid information on these
el ements:

a. The financial and other costs incurred by famlies
providing care to a devel opnentally disabled child over and
above the normal costs of rearing a non-disabled child;

b. The services that are now being supplied, in what
guantities and by whom to support famlies;

c. The preferences of parents as to the type of supports they
want ;

d. The expenditures of each |evel of government and the
private sector for famly support;

e. The effects of support services on famlies and disabl ed
persons;

f. Cutting across all these questions is the sinple lack of
data on disabled people and their famlies. We are not
even sure about the numbers of people involved and, for
pur poses of planning, we know too little about the degree
of disability or dependency of the children or the incone,
size, and other characteristics of their famlies.

Wth all these gaps in know edge, the need is not for sporadic

and disjointed snapshots of one or another element. What is required
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is a set of longitudinal studies that track these elements over time
in relation to each other.

Wth regard to item (f), the characteristics of famlies who
are providing care at home, a crude description can be gleaned from
the Survey of Income and Educati on conducted by the U.S. Bureau of
the Census in 1976. Several questions about disability and the need
for personal care were included in the survey of 181,000 famlies.

We have identified 1,270 famlies in the SIE data who are caring for
a mentally retarded person at hone.

This information is subject to several qualifications. The
respondent was asked in each famly whether there was soneone |iving
at home who was mentally retarded. The designation was thus made by
a family menmber and could well be under-reported, though it should be
noted that half the respondents said the condition of retardation was
di agnosed by a professional. The survey estimated that there were
866, 000 persons categorized as retarded in the United States |iving
outsi de of state institutions. This is lower than nost other studies
suggest . Second, the data refer only to nmentally retarded people and
not to the total developnentally disabled popul ation, though the
former constitute a high proportion of the latter. Bearing these
caveats in mnd, a national sanple of 1270 famlies with a disabled
menmber living at home is still useful in an area where so little is

known.

1270 Families Engaged in Famly Care

The Survey of Income and Education (SIE) asked two questions
that permit an estimate of the degree to which nmentally retarded
persons living at home depend on others for assistance. The

respondents were asked (1) does this person "need help fromothers in



- 229 -

| ooki ng after personal needs, such as eating, dressing, undressing,

or personal hygiene? Frequently, occasionally, rarely?" and (2) does
this person "need help from others to go outdoors or to get around
outside their home? Frequently, occasionally, rarely?" In anal yzi ng
these data, our focus was on the degree of dependency not on
disability per se. For this purpose we grouped the 1270 individuals
into three categories, which resulted in the followi ng: (1) 26

percent were severely dependent because they frequently needed

personal care; (2) 18 percent were noderately dependent because they

frequently needed help outside the home or they needed either kind of

hel p occasionally or rarely; and (3) the more independent

i ndi vi dual s, who ampunted to 56 percent, who were said by their
famlies to require neither kind of help. These data are not too
dissimlar fromthe 1975 determ nati ons under SSI, where 20 percent
were severely retarded; 14 percent were noderately retarded; 12
percent were mldly retarded; and for the remaining 42 percent the
Il evel of retardation was not specified since no test results were
devel oped (Callahan et al., 1981, p. 12). The SIE information
permts us to conpare the famlies providing home care with the
general U.S. population, as well as to make comnparisons anong
care-giving famlies based on the degree of dependency of their

retarded relative.

In the devel opnent of policy to achieve the objectives
suggested at the beginning of this paper, the econom c¢ situation of
famlies is a critical factor for several reasons. Many families
must struggle with extraordinary expenses in caring for a disabled
child; obviously this falls mst heavily on |low-income famlies.

Second, limted income creates pressures for famly menbers to go out



to work, thereby reducing the time and energy available for the
caring role. We turn first, therefore, to conpare famly income for

the United States with the SIE sanple, as shown in Table 1.

Table 1l: Income of Families Giving Care and All
U.S.Families, 1975-1976 (in percent)

J.S. SIE Sample
Income Under $10,000 33.2 45,1
$10,000 - 14,999 22.8 22.4
$15,000 - 24,999 30.4 22.2
$25,000 or more 14,1 10.3

100.0 100.0

Sources: Author's tabulation of unpublished data, U.S.
Department of Commerce. Bureau of the Census, Survey
of Income and Education, 1976, and Statistical
Abstract of the United Statesg, 1981, Table 725,
Family Income for 1975.

It is clear that famlies caring for a retarded person at home
had, on the whole, |ower inconmes than the general popul ation. The
data show that 45 percent of the SIE fam lies had inconmes under
$10,000 in contrast to 33 percent of all famlies. Conversely, 45
percent of all famlies had incones over $15,000, while only 33
percent of the SIE families exceeded that incone |evel.

This conparison is even nmore stark when one considers that in
1975 only 9.1 percent of all U S. famlies were living below the
official poverty level, while 17.3 percent of the care-giving
fam |lies were poor by this definition.

In 1976 one-fourth (24.2 percent) of all U S. famlies were
headed by women. The same proportion (24.2 percent) of the SIE

sanple were femal e-headed fam lies. As we pointed out earlier, this
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means very limted income for a substantial nunber of famlies with
di sabl ed members and only one parent to assume the day-to-day
responsibilities. Approxi mately 12 percent of all famlies were in
m nority groups as conpared with 16 percent in the sanple.

Bal anced against the |ower incomes of care-giving famlies is
the finding that they are slightly larger than famlies in the
general popul ation, presumably giving them a larger reserve of
care-takers on which to draw.

Conparing famlies within the sanple in ternms of the three
| evel s of dependency, there are indications that the |ndependent
group is sonmewhat more disadvantaged than the Severely Dependent and
the Moderately Dependent groups. The differences are not |arge
except for the fact that almst twice as many famlies in the
"l ndependent" group are living in poverty (20.4 percent) than in the
"Severe Retardation" group (11.5 percent).

A slightly higher proportion of famlies with "IlIndependent"”

di sabl ed relatives are female-headed and have fewer than four people
in the family when conmpared with the other two groups. As m ght be
expected, more famlies of Severely Retarded people (32.1 percent)
are receiving SSI than the other two groups (26 - 29 percent). The
three groups receive benefits from Aid for Dependent Children (AFDC),
Veteran's Administration (VA), and other public sources in
approximately the same proportions.

In short, the care-giving famlies in the SIE sanple are |ess
wel | positioned econom cally than the general population, though they
face greater demands on their financial resources. A hi gher

proportion of these famlies have only one parent in the hone.
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The SIE data are limted in several respects and certainly
there is a need for followup studies to determ ne trends since
1976. But these two findings — concerning inconme and fenmal e-headed
househol ds — strengthen the case that care-giving famlies face
greater obstacles and burdens in maintaining a mentally retarded
member at home than "the average Anmerican famly" would if it were in
the same situation. For the many, many families who want to provide
care, despite their disadvantages, the argument for support fromthe
rest of society seenms strong and in keeping with concerns for the
viability of American famlies.

As we | ook ahead into the near-term future, our projections of
public support for these famlies need not be based entirely on
specul ati on. Using the old saw that the best predictor of future
behavi or is past behavior, we can get sone idea of the directions
that are likely and possible by looking at what is now being done at
the state |evel.

The very fact that at |east 22 states have taken some action in
the past decade to develop programs of famly support (and severa
others are considering new programs) denonstrates the politica
feasibility of moving toward the goal enunciated at the outset. The
i nformati on on these progranms (See Part 11; Chapter 3), provides a
prelimnary picture of state activity in this field. These data are
subject to several qualifications. It is not clear how rmuch of what
was reported by respondents was "what is on the books" as distinct
fromwhat is in operation. Nearly all states in their survey
reported some program in existence, though |less than 25 can be said
to be extensive. In any case, the available information indicates

what the states aspire to achieve.
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Fifteen of the 22 states reviewed in depth provide cash
subsidies to famlies (of these 15, seven also offer inkind support
services). In a majority of the states the subsidies range between
$200 and $300 per month. Three states specify no dollar limt but
are restricted by limted program budgets. Of course, one does not
know how many fam lies each state would be able or willing to
subsi di ze, since the progranms are young and only six serve nore than
150 clients.

Cash subsidies clearly give famlies more control over the
kind of assistance they will receive than services in-kind. It is
i mportant, in the light of the principle of enpowerment of famlies,
to note that seven of the 22 states reviewed furnish famlies only
with services and no cash grants.

The eligibility criteria inposed in the 22 state prograns
descri be the target population and, by implication, the objectives of
each state program The criteria can be arranged according to

di agnosi s, age, living arrangements and incone. The first

observation to be made is that no clear, predom nant patterns
emer ge. The information below is limted to what appears in Tables
2, 3 and 4 of the national survey results reported earlier (Part I1;

Chapter 3).

Di agnosi s. The requirement is quite general in nost states.
Twel ve states refer to devel opnental disabilities, seven make
specific reference to mental retardation, three sinply specify
"disability," two specify a variety of disabilities (e.g.,
autism ..), and one programr refers to children returning from an
institution. Four states address their efforts specifically to

severely disabled persons



- 234 -

Age. Si Xxteen states set no age requirenment. Three refer to
children, two to persons under 18, and three to persons under 22.

Living arrangenents: Most states gear their programs to

people living with their famlies. Three states consider eligible
those presently living in a state facility but who will return home.
Six progranms give priority to persons "at risk of out-of-home

pl acement . "

Income: Fourteen states do not specify income limts; eight
are geared to lower-income families or those who cannot bear the
costs of care.

Overall, disabilities are not tightly defined as a basis for
being eligible for these state programs; only four of them are
limted to the nost severely disabl ed. Only five of the prograns
specifically say that they are addressed to children (under 18 years
of age). Only eight target famlies with insufficient resources.
Three programs are aimed at disabled people living away from hone.

Some notion of the relative enphasis given by the states to
different types of services can be obtained froma review of
perm ssi bl e services. Tabl e 2 displays those services available in
the 22 states.

It should be noted that one inmportant need is not addressed in
these state prograns and it concerns provisions for care of the
di sabled child after the death or incapacity of the parents or other
relatives. This is a major source of concern to parents. In an
earlier chapter, data froma national survey are presented that
describe 11 prograns that provide future planning services (See Part
I11; Chapter 2). They are quite new progranms and their efficacy is

not yet clear, but the argument is made that they should be
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integrated into famly support systens.

The listing of services in the state prograns is not so

i nnocent as it seems, for the way in which services are | abeled and

classified says a good deal about the intent and the content of the

programs (and probably about the goals of the classifier as well).
Clarity on this issue is inmportant as we turn now to a discussion

possible directions for policy to support famlies.

Table 2: Service Type by.the Number of States
Providing Each Service

No. of states Tyoe of service

Equipment/Environment

20 adaptive equipment
10 clothing
14 : home renovation

Health Related

14 medical/dental
10 diets

7 ' home hexlth care
17 therapeutic

8 medications

Personal Care

16 o transportation
21 raspite
5 attendants
2 room and board
Counseling
15 counseling
9 diagnosis/evaluation
2 information/referral
Home Help
3 chore
7 homemaker/housekeeper
Education
15 ' parent education
Recreation’

5 recreation

of



- 236 -

Possi ble Directions for Famly Care Policy

The followi ng discussion of future policy is divided into four
parts. First, we return to the objectives set at the outset and
rai se the thorny question of priorities anmong them wusing nodels of
fam |y support that enphasize one or another objective. Second, we
take up sone issues of equity affecting sub-popul ati ons among
fam lies providing care. Third, we |ook at mechanisnms for delivering
programs, and, fourth, we touch on the matter of finances. The paper
concludes with a suggested framework for a future program of famly

support.

Usi ng Theoretical/Progranmati c Model s

At the beginning of this paper we said that the objectives of
fam |y based care should be: to strenthen the capacity of
care-giving famlies, to maxim ze the quality of life for the
devel opnental |y di sabled person and/or the famly; and to prevent
i nappropriate out-of-honme placenments —all within a system that is
econom cally and politically feasible.

But whose needs rank first. . .second. . .third? Those of the
di sabled individual. . .the famly. . .society? Should priority be
given to services that parents want nmost or to those that appear to
have the greatest inpact on costs to the public? O should we give
hi ghest place to services that make the greatest difference in the

life of the disabled person?

Only by trying (with no guarantee of success) to sort out
t hese questions can we establish criteria for determ ning which
services are crucial and which are peripheral. It may help in this
search if we have before us a nunber of mpdels or points of enphasis,

which we can examine in the light of the demographic and politica
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trends noted earlier. We offer these nmodels with the caveat that
they are over-stated for the purpose of discussion. They are
certainly not mutually exclusive.

The econom c nodel . Services can be provided or paid for so

as to encourage parents to go out to work and to increase their

ear ni ngs. This was the motivation behind the original tax deductions
for home care, as it was for child care (Perlman, 1983); more will be
said |ater about the use of the tax system for this purpose. Thi s

approach has much in conmon in its aimwith work training for welfare
reci pients in that both focus on self-support and converting
tax-consumers into tax contributors.

Gi ven present political trends, one advantage of this model is
that it appeals to those who want to reduce public expenditures and
those who want to re-enforce the resonsibilities of famlies.

Further, it does assist those parents who want to get out and worKk.
At the same time, it has the potential of creating disadvantages for

parents who prefer to devote their time to home-based care.

The Quality of Life Model. Here the priority is on prograns
that will inprove the social, psychological, and physical well-being
of the disabled individual and/or the famly. This may, on first

gl ance, appear to run against the trend to cut costs and shrink the
size of service establishments. However, assumng that it is
carefully evaluated, it may in the long run turn out to be
cost-effective if it helps to prevent or delay out-of-home
pl acements. How these dynamics work is illustrated by recreational
services.

Recreation was cited by service providers as needed but in

short supply (Lakin, et al., 1982). It will be recalled that
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recreation canme out near the bottom of the list of services provided
by the new state programs. Yet, as Gunnar Dybwad persuasively
argues, recreational services — especially those involving a
di sabled child in physical and, therefore, social contact with other
children — contribute not only to quality of life, but to the
di sabled child's devel opnent and ultimately to the outcome of fanmily

based care.

The Medi cal Model . Much criticism has been hurled at those

who view devel opnental disabilities as diseases to be cured and who
build service progranms on that basis. The critics charge that this
perspective is myopic and sel f-defeating. However, there seens to be
little doubt that medical and other health-related services are
crucial to famlies engaged in home care. These services beconme a
terrible drain on finances when famlies nmust pay for them

out - of - pocket. Hence, sone provision for health services as one
element in a "floor of support" for care-giving famlies mnust be

made.

The "Daily Grind" Model. Much of the literature hanmers hone

the point that, perhaps even nore than financial aid, parents want
help with the practical, daily demands of living when they are
carrying the responsibilities of home care. Assi stance with meal s,
shoppi ng, bathing, house cleaning, transportation and the like is
critical for many famlies, especially those whose children are
severely disabl ed. To what extent this goal can be net through
community services, such as those addressed primarily to the frail
elderly, remains to be seen. The degree to which practical help of
this kind can be obtained through volunteers, other relatives, or by

exchange with other care-giving famlies should be tested by agencies
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concerned with famly support. Per haps, wusing famly care nmodels for
the frail elderly as a nmodel will be useful.

The Self-Help Model vs. The Professional Model . These are

posed as alternative approaches. Proponents of parent enpower nment
seek to give major responsibility for decisions to parents. Ot hers
insist on the expertise of professionals in both decision-mking and
i mpl ementation, on the assunption that physicians, social workers,
nurses, and others have the training and experience to assess, plan,

and deliver services with an effectiveness that non-professionals

| ack. The rationale for the self-help enphasis rests in part on
giving parents a greater stake in a process which they will [largely
control and one which respects their dignity and rights. This can be

enhanced through nutual support groups that professionals cannot
easily tap, and other resources, such as churches and nei ghborhood

organi zati ons.

The limts and the failures of professionalismare now nore
openly recogni zed (Morris, 1983). But there are also limts to the
enmoti onal and physical resources of parents and their expertise. The

center of gravity, as is so often the case, may |lie between the two
extremes. Nei t her professionals nor parents can or should bear the
exclusive responsibility. An ideal program would treat them as
partners not as a hierarchy.

Home Care vs. Conmunity-Based Service. This has al so been

presented as a dichotony. Morel Il (1979) argues that funding patterns
favor out-of-the-home programs for retarded adults and short-change
children in their own homes. On the other hand, Lakin (1982)
bel i eves that the same program resources are needed to support

famlies as well as community-based residences. It seenms ironic, in
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a country as richly endowed as this, to pit two such progranms agai nst
each ot her. In relative terms, however, it can be argued that famly
support has been under-funded and will in the future require

consi derably nore resources than it has hitherto been accorded.

The Service Mddel vs. The Cash Model . Boggs (1979) cautions

agai nst putting too much enmphasis on cashing out benefits "unless
doll ars can be translated into something else perceived as

critical." She cites studies to the effect that the cost of home
care is not the main problem for fam lies; the biggest problemis
"the ampunt of care and supervision" they are required to give. Sone
of their sense of strain has to do with the single issue of tine,
time to do what is necessary for the family as a whole and for the

di sabl ed chil d. In part, this can be alleviated by having someone on

hand to share the responsibilities on a daily or weekly basis, as is

true with difficult tasks such as lifting and bathing sonme children

To a considerble extent cash and services are interchangeable.
In the exanple nentioned above, a honemaker could be sent in or the
famly could use some of a cash subsidy to hire soneone to take part
of the burden. But not all services can be easily purchased and some
woul d be financially beyond the reach of nost families, hence the
preference of many for a mx of services and cash.

Obvi ously, none of these nmodels is valid as a sole guide for
policy, but each contributes considerations and cautions that nmust be
taken into account. Di sabl ed individuals, their famlies, and the
community at large all have legitimate clainms on the resources that
must go into supporting famlies. Poli cy-makers will have the
difficult job of balancing these clainms and making trade-offs that

are both humane and reasonabl e. For exanple, there is no answer to
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the question of whose interests should prevail when clear-cut choices

have to be made between the welfare of the disabled child and the

wel fare of the rest of the famly. No answer is possible because the
gquestion is flawed. I mproving the quality of life for the disabled

i ndi vi dual contributes to the quality of life for the famly as a
whol e; certainly the reverse is true. No part of this system can be

utterly neglected, but neither can it becone superordinate in shaping
policy and prograns.

I ssues Regarding Equity

Before attempting to apply these nodels selectively, we ought
to consider another set of options that stem from the issue of equity
anmong potential recipients of support. We refer here to
sub- popul ations of famlies distinguished in terms of (a) income; (b)
the degree of dependency of the disabled child; and (c) the type of

area in which the famly lives.

I ncome. It was clear from Table 1 that we are dealing here
with famlies who have on the whole lower incomes than the genera
popul ati on. Some 45 percent of the famlies in that sanple had
incomes bel ow $10,000 in 1976, conpared with 33 percent of all U. S.
fam lies.

This fact nmust be borne constantly in mnd in devising famly
support programs for the future. For example, it was stated earlier
that planning for the care of a developmentally disabled person after
the death or incapacity of the parents and other relatives is a
serious concern. Various insurance plans, estate planning, and the
li ke are developing to deal with this concern. But it is clear that
any such scheme that relies solely on the resources of the famlies

will be extremely inequitable in the face of the low incomes of many
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care-giving famlies who cannot participate in such financial
pl anni ng prograns.

Sonme care-giving famlies are qualified for assistance under

Medi cai d and SSI. On the other hand, famlies slightly above the
income limts set for these programs often are not eligible for
services without paying, thereby creating a serious inequity. The

same is probably the case in some of the state prograns.

Future programs should redress this inequity by making sone
benefits accessible without cost to all famlies involved in famly
based care. At the upper end of the income scale, it seens
justifiable to expect more affluent famlies to bear a larger share
of the cost of public services for famly based care. In all
i nstances we would opt for counting cash subsidies and other services
as benefits and not as taxable inconme. Above all, the incredible
anomaly in establishing eligibility for public support, that is,
counting the incone of parents when the child is at honme but not when
the child is institutionalized, should be corrected since the present

Situation creates great inequities.

Ext ent of Dependency and Disability. What is the proper

al l ocation of resources anong different levels of disability?

Moroney (1979) has pointed to the conpetition for resources between
the famlies of severely retarded and noderately retarded children.
Clearly, the former need nmore assistance and resources than the

| atter. But there is a mnimm anmunt of support that should go to
all famlies not only as a sign of society's recognition of their
situation, but as a preventive measure to mnim ze strains in even
those famlies with the |east disabled children. Our analysis of the

SIE data suggested that the famlies of "Independent" persons were,
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in fact, in poorer circunmstances than the famlies of the Severely
Dependent chil dren.

Geogr aphi c Areas. The distribution of services between rural,

subur ban, and urban areas and the inplications for famly based care
are not well documented or understood. But certainly there can be no
reasonable equity if some famlies are isolated in places where the

| ack of services and transportation deprive them of support.

Mechani sms for Determ ning Benefits

Cutting across these issues of priority and equity are
programmati ¢ questions that nust be confronted in planning for the
future. One of the nmost inportant of these is the question of how
t he package of services and/or cash is to be determ ned for each
famly.

A standard entitlement to a set of benefits for all famlies
would fail to give adequate recognition to levels of dependency,
income, and other significant differences. But unless there is sone
m nimum entitlement, many famlies could be conpletely bypassed in a
system constructed entirely on the basis of "the extent of need for
assi stance. "

Case-by-case determ nation offers the advantage of tailoring

benefits to differences among famlies and differences over time in

the same famly, but it harbors serious di sadvantages. It can |ead
to greater bureaucracy and greater cost. Mor eover, as we have
already noted in connection with the "professional model," there have

been wi despread criticism of the ability of professionals to make
and inplement decisions of this type, particularly when the famlies
affected have little or no voice in the process.

A conprom se between these two approaches, which carries sonme
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of the advantages and di sadvantages of each, is the distribution of
differential benefits according to categories that reflect the degree
of dependency of the disabled person, the famly's income, and
perhaps other criteria. Such a system does recognize differences
among fam lies, but guarantees some assistance to all famlies
providing care, at the sane tinme that it restrains the size of the
service establishment and presumably the cost.

Anot her program device that requires consideration for the
future is the mechanism for dividing responsibility between the
fam |y and the conmunity. One arrangement is for the community to
furnish a certain anount of services and/or cash to all famlies,
with the famlies expected to supply whatever is needed beyond that
amount . The inequities that would ensue, however, in terns of |evels
of need, are too obvious to require conmment.

The reverse strategy is also possible. Each family could be
required to provide sone basic amount of care, perhaps neasured in
time units, with comunity agencies supplementing in cash or services
what is needed beyond the famly's input. This device acknow edges
that ideological position that expects famlies to shoul der their
responsibilities for their children. It could, however, create a
situation in which nore affluent famlies could buy thenselves out of
the responsibility by enploying outside help, while |ower incone
famlies would have to invest their energies and time in direct
care-giving activities.

Under nost arrangements for shared responsibility, questions of
accountability, control, and decision-making arise. Shoul d a service
pl an be negoti ated case-by-case, thus setting the framework for

payments or service delivery? Or, within some limts, should the
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famly determne its needs, obtain the services it wants, and then be
rei mbursed for its expenditures? Either system nmust be flexible
enough to permt adjustnents, eepecially at critical junctures when
famlies are over-burdened and nost apt to consider out-of-home
pl acements.

Shoul d we be concerned about run-away costs if famlies,
either on their own or in concert with professionals, determ ne
service plans? The question deserves study, but we do have
prelim nary evidence from a researcher working in a parallel field,
long-term care of the disabled elderly. Sager (1983) found in an
experimental program that "all three groups — patients, famlies,
and professionals -seem to recommend care in reasonable and equitable
ways" and he concluded that "fears of uncontrollable spending ensuing
from patient or famly influence over care planning find no support
in the present study."

Where Are the Dollars and How Do You Get at Then?

As John Nobl e observed,
"...the single most inportant threat to the welfare of
mentally disabled people at this time is how public
financing issues are resolved. We all know that famly and
prof essi onal judgnents as well as political decisions at
every level of government are influenced by considerations
of who nust bear the costs of care and treatment for

handi capped persons... People will have their needs defined
in relation to where the dollars lie." (Nobl e, 1981)

The conditions under which Federal funds are made available to
states; state funds to localities; funds from any source to
not-for-profit and proprietary agencies; and ultimately the
requirements that famlies must conformto in order to obtain

assi stance — all these nmechanisms become the forces that drive the
"fam |y-based care system' and these interlocking incentives and

di si ncentives nust be taken into account.



- 246 -

It is beyond the" scope of this paper to go into these
conmplexities in any detail, but a few general conmments are in order

The efforts of about 22 states to date to nmount extensive prograns of

fam |y support are encouraging signs of forward movement. But the
very limted and tentative nature of those programs — both in terns
of assistance and coverage of famlies — argues for an underpinning

of nation-wide financial support from the federal government.

As we pointed out earlier, there isa concern about the
"woodwor k effect" of broadening programs of family support. But this
calls for a closer |ook, since there are two kinds of outcomes under
this rubric. If utilization of services and cash subsidies
skyrocket, thereby vastly increasing public expenditures (wherever
they come from), it may indeed mean that there is some over-use and
i nappropriate use of the program by those people who do not conform
to the eliibility criteria. This is a legitimate concern and one
that will require prudent and reasonable measures to restrain
i nproper exploitation of public funds.

However, there is another kind of "woodwork effect" that ought
to be welcome, despite the fact that it will increase costs. Many
famlies now struggle to maintain a devel opnentally disabled person
at home with little or no outside help. Sonme are able to sustain
this for |onger or shorter periods of time; some understandably
col l apse under the weight and the human consequences for all
concerned are serious and, in financial terms, costly. If families
such as these come forward to make clainms on an expanded program of
fam |y support, we nust reconize both the legitimcy and the
desirability of expenditures on their behal f. In this connection, it

should be recalled that Sager (1983), cited above, found no evidence
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that there would be run-way costs if famlies were given nore control
over service plans for the long-term care of the disabled elderly.
Concl usi on

Thi s paper has surveyed demographic and political trends and
policy issues that ought to be taken into account in planning famly
support prorams for the future. Bef ore suggesting the outlines of
such a program it may be useful to summarize the trends we have
described and to indicate their inplications for policy planning, as
shown in Table 3.

Before projecting these guidelines into a program outline, we
ought to explain why one element is not included, nanmely, the use of
the tax system to support care-giving famlies. We believe that a
system of incentives to famlies to undertake and conti nue hone-based
care is a more promi sing strategy than one based on compul sion or
negati ve consequences for famlies unable or un-willing to do so. But
we do not | ook on the tax system as a means of acconplishing this.

The attenpt to use tax deductions and |later tax credits to
encourage famlies to care for a disabled relative has, over 30 years,
reached only a very small proportion of eligible famlies (Perlman
1983). Second, the average expenses claimed range from $700 to $1, 400
and probably fall short of the actual expenditures many famlies
i ncur. But most importantly, the tax device favors high inconme
famlies, since it is closely tied to full-time enploynment, and
effectively excludes poor famlies from its advantages.

Proceeding, then, with the guidelines set forth in Table 3, the
el ements of a conmprehensive programto support famlies caring for a

devel opnmentally disabled child would include these five elements:
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Table 3: Demographic and Political Considerations
and their Political Implications

9.

Low income status of
many families caring
for disabled members

Differences in degree
of disability

Shrinking pool of care-
givers (more female-~
headed families,etc.)

Disabled children
outliving parents.

Rising costs of medical
and other health
services

Concern that parental
responsibilities not be
eroded.

Growth in state financing
and community-based programs
for the elderly and others.

Increasing gquestions about
the Welfare State.

Resistance to rising costs
of social programs.

Benefits must be accessible to all
income levels and must be seen to
be fair

Programs must provide assistance

in relation to disability but must
also serve the least disabled, and be
flexible as conditions change.
Assistance should be scaled to size
and composition of families

Build in care and security for
disabled children when parents
are unable to provide it.

Assurance that these extraordinary
expenses for care will be covered.

Programs should supplement not
replace family effort, but also
recognize parents' rights in
decision-making.

Tap into these for family support,
and utilize states for administration

Programs should restrain growth
of unnecessary bureaucracy and
balance self-help against over-
professionalism.

Build accountability and
reasonable controls inte family
support programs
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1. Coverage of medical and hospital expenditures on behalf of
the disabled child for all famlies, reduced proportionately
for families above a specified income |evel.

2. A standard all owance (perhaps $100 per month) for all
famlies for supports the famly deens necessary, such as
respite care, honmemaker services, and so forth. This woul d
apply regardless of the degree of disability.

3. For persons determned to be substantially or severely
di sabl ed, a supplenentary budget (with an upper linmt of
about $200 per month), keyed to famly income, would be
avail abl e. This would be determ ned jointly by the
famly and a case consultant. Provi sion would be made for a
one-time, start-up grant for such expenses as hone
renovation, special equipnent, etc. It is estimted that
approxi mately one-fourth of the devel opnentally disabled
popul ation living at home would receive these henefits.

4. Case consultation and advocacy services to be provided
wi t hout cost to all famlies, to work out an overall service
plan and to link famlies with self-help groups and
community resources.

5. A conpul sory and contributory social insurance program to
whi ch parents would contribute in accordance with their
income, which would provide funds for out-of-home
pl acement for young adults and/or for the continution of
services at the level supplied to the disabled person before
the death or incapacity of the legal caretaker

The suggestion is that medical and hospital coverage, the

standard monthly all owance, and the disabled survivors' insurance
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scheme be financed by federal funds, but that only the survivor's
i nsurance be federally adm nistered. The suppl ementary budget program
and case consultation would be state-financed and the latter
adm nistered |ocally. Thus, except for survivors' insurance and case
consul tation, the program would be state-adm nistered. This proposa
assumes the continued phasing out of state institutions and the
shifting of funds to famly support and conmunity-based care.

This proposal is advanced here not as a blue-print for a new
program but as a means of articulating the policy considerations that
have been devel oped in this paper and, hopefully, as a stinmulus to

di scussion, disagreement, and better planning to support the famlies

about whom we are concerned
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PART |V: RECOMMENDATI ONS

Chapter 1. Famly Base Care and Social Policy:
Recomendati ons for Change



FAM LY BASED CARE AND SOCI AL POLI CY:
RECOMVENDATI ONS FOR CHANGE

The primary goals of this project were to explore factors that
constrain famly involvement in the care of a famly menber with a
devel opmental disability and to identify new and inmproved means for
overcom ng such barriers. Fi ndings stemming from various project
activities strongly suggest that nunmerous aspects of present socia
policy* nust be altered to encourage famly-based care.

In this light, recomendations and proposals emerging fromthis
project reflect a variety of ideas and concerns for inproving present
policy, exam ning unresolved conceptual issues, and securing needed
i nformation. The following recomendati ons are not in any particular
order of priority:

1. Famly support prograns should be designed to enpower
famlies and persons with devel opnental disabilities.

An underlying theme of fam |y support pertains to the role that
consunmers can play in the provision of care. A primary finding of

this project is that famly support progranms should be designed in

ways that:

@ recognize the famly's underlying commtnment to care for their
fam |y nmenber with a disability;

@ enmbrace practices that promote, not discourage, increased
fam |y independence from the formal service system

* As used here, a social policy option is defined as:

Something that could be done as a matter of national policy by
way of position statement, set of principles, law, regulations,
pattern of apropriation, or similar action on the part of any
branch of government or a national public or private group so as
to bring about more, more effective, better quality, easier, or
more rewarding (to all parties) life as a family member by
developmentally disabled persons. (Krantz, 1979; p. 104-105).
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® take seriously the view of the famly and the person with
disabilities with regard to how services should be designed
and rendered; and
® treat the person with devel opnental disabilities not as an
passive recipient of services but as someone who has
i ndi vi dual rights and who should participate in his or her own
care to the extent feasible in order to develop as an inforned
sel f-advocate.
When these principles are used to guide program design, the
fam |y support system while based on the aggregated need of all
service consumers, is ultimtely accountable to individual
consumers. As such, it enmpowers famlies and persons with

disabilities on two |evels:

® Systens |evel: Service consunmers have significant input into
the substance, admi nistration and planning of services; and

® Fanily |level: Service consunmers have some control over the
services they receive. This suggests that flexible multiple

service options should be avail able and that famlies and/or
persons with disabilities be able to select services froma
comprehensi ve service menu.

Sonme professionals warn that many famly menmbers and persons with
disabilities are incapable of accepting an empowered role or want to
be nore dependent on outside direction. However, the absence of
needed skills amng sonme or the reluctance of others does not justify
the substitution of professional judgenent in all cases. To do so
fosters dependence on professionals and discounts the potential of
the famly and persons with disabilities for making conmpetent service
rel ated decisions.

I nstead, service nodels nust be founded on the assunmption that
all families and persons with devel opnental disabilities are
potentially capable and willing to make responsi ble decisions;
Fami | i es want the best for their members with disabilities. Gi ven

this presunption, the challenge for service planners is to establish

partnershi ps among fam lies, persons with devel opnmenta
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disabilities, and professionals that enmpower service consunmers to the
maxi mum feasi ble extent.

Of course, there are limts to the emotional, physical and
financial resources of parents and their expertise. When first
confronted with the advent of disability, many famly menbers will
have little understandi ng of what overall needs they will have.

Mor eover, even as tinme passes, sone famlies will be unable or
unwi I ling to accept an enpowered role. Simlarly, many persons with
devel opmental disabilities will be unable to make responsible
decisions in their own behal f. The eventual goal of the system
however, nust be to equip service consunmers, whether they are famly
menbers or persons with devel opmental disabilities, to provide and/or
obtain conmpetent care, not to ensnare them in bureaucratic mazes and
to make them dependent on professional judgenents.

2. Family support programs should provide families with nultiple
service options.

No two persons with devel opnental disabilities or two famlies
are alike. Consi derabl e variation exists regarding disability types
and severity, famly characteristics and resources, and famly
perceptions of the caregiving situation. Mor eover, these factors are
not static but evolve over tine. These consi derati ons suggest that
responsive famly support progranms must permt a wi de array of
services and encourage each famly to select those services that are
nost appropriate for its needs.

3. Famly support programs should make greater use of cash
prograns.

Many states presently operate cash programs that "provide famlies

with money to offset the costs of providing care. To sone extent,
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the effectiveness of these programs is dependent on the availability
of needed services. W t hout such services, having nmoney to spend

will mean little to parents. G ven an accessible array of services,
however, these prograns generally extend greater control to famlies
over the services they receive. Even in states where systens of free
i n-kind supportive services also exist, cash prograns allow parents
to conpl enent whatever services are available with others as needed.
In essence, they represent a cost-effective and flexible means for

states to accommodate the unique needs of individual famlies.

4. Family support programs should make greater use of options
under the Medicaid program

At least three options are available to states to neutralize
exi sting Medicaid-based disincentives to famly care: the Community
Based Waiver Program the Model Wiiver Program and Section 134 of
the Tax Equity and Fiscal Responsibility Act of 1982. These
mechani sms all ow nodifications in deemng famly income on behalf of
children at risk of institutional placement for purposes of Medicaid
eligibility. Ef forts should be made to utilize these options to a
greater extent. They should not, however, be thought of as ultimte
solutions to the problem Several analysts have argued that these
solutions are tenmporary and that Medicaid policy as a whole nust be
reconceptuali zed. Recent discussion regarding the proposed Conmunity
and Family Living Act Amendnents of 1985 (S. 873) serves notice that
this process has already begun.

5. Family support programs should make greater use of private
sector resources.

Certainly, private businesses cannot be expected to carry the

entire burden for family support initiatives. Busi nesses have,
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however, shown some interest in allocating resources to conplenment
services offered through the public sector. This interest could be
promoted by: 1) establishing systematic procedures for businesses to
contribute nmoney to existing famly support programs; 2) encouraging
initiation of additional enployer sponsored cash or fringe benefit
programs for enployees who have famly nmenbers with disabilities; and
3) encouragi ng businesses to offer certain famly support services of
their own to conplenent existing public prograns.

This latter suggestion is especially relevant to the health care
i ndustry. Government should act to encourage private health insurers
to underwrite coverage for home health care. This could involve
mandati ng that such coverage be made avail able as part of individua
and/ or group risk plans and establishing tax policy that provides
incentives to insurers for providing such plans. It must be
understood that the provision of suitable and affordable health care
for persons with disabilities is an essential element of any famly
support system To achieve this end, government and private insurers
must work together as partners so that needed nedical care will be

within reach of all famlies.

6. Using tax policy to support famlies should be pursued with
cauti on.

Though numerous incentives to encourage famly based care could
be provided through tax policy, these incentives nmust be viewed in
light of their efficiency, effectiveness, and fairness. Usi ng tax
credits, tax exenptions or specialized tax relief to support
i ndividual families is questionable due to problens associated with:
coordinating nultiple levels of government, enforcing regul ations,

estimating costs in lost government revenue, establishing prograns
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that are equitable to all income groups, and making prograns easily
accessible to famlies. Mor eover, it should be understood that
reducing potential tax liability is akin to providing parents with
publicly financed cash assistance through the back door. Thi s being

the case, policy makers nust decide if the nost desirable means for
provi ding such assistance is through tax policy.

In contrast, tax policy m ght be used with great effectiveness to
encour age businesses to invest in famly support services. As not ed
in an earlier recommendation, enployers and private businesses —
especially those in the health services field — m ght become
actively involved with famly support services if they were provided
with some form of tax relief. This tactic should be pursued with
care, however, given the need to coordinate private sector prograns
with those of the public sector and to assure the quality of private
sector initiatives in the long term This process could be
facilitated if a working conference were held to delineate the steps
that must be taken to establish effective public-private
partnerships. Such a conference should include attendance by

parents, government officials and private sector representatives.

7. Family support programs should make greater use of evolving
conputer technol ogy.

Greater enphasis should be placed on using conmputer technology to
assi st parents. On a local level, computerized information networks
could be established to encourage greater cooperation anmong famlies.
For instance, listings of persons that could assist parents could be
mai nt ai ned and shared with parents as needed. Such persons could
include qualified respite providers, building contractors experienced

with removing home barriers, dentists or doctors who understand the
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special needs a person with disabilities my have, and other

prof essi onals whose services famlies may require. In addition, such
networks could be used to manage information on special equipnent or
toys parents may wish to share or exchange with one another.

On a state or national level existing information systems, such
as Project SHARE, could be utilized to foster nmore effective neans of
providing famlies with information pertaining to state-of-the-art
instructional practices, useful state and federal tax relief
programs, and novel private sector initiatives. This type
i nformati on would help keep parents aware of what is available on a
broader systenms |level as well as pronote greater cooperation anong
caregiving famlies around the country.

Li kewi se, service planners and admi nistrators could make greater
use of conputer based information systens. Conput er technol ogy can
be used to guide devel opment of resource allocation plans pertaining
to famly support, to track expenditures for such services, and to

nonitor the processes and outcomes of service provision.

8. Devel opnent of parent-run nmutual help organi zati ons should be
encour aged.

Encour agi ng the devel opnent of parent-led nutual help groups will
compl enent efforts to structure fanmly support programs within a fanily
enmpower ment nodel . Exanpl es of such groups include those offering
ongoi ng social support and advocacy training, and others involving
joint estate planning. In addition, the need for providing support and
information to other nenbers of the immediate (e.g., siblings) and

extended (e.g., grandparents) famly should not be overl ooked.
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9. Famly support programs should be designed to nake greater
use of existing resources and facilities.

It nust be understood that developing famly support systens does
not necessarily inmply a need for funding an entirely new and separate
service system Much can be done to build on existing resources.

For instance, greater use can be made of public school facilities,
community coll ege canpuses, community centers, church facilities, and
other existing sites to serve as day care centers, recreationa

sites, evening respite centers, or training sites for persons wth
devel opnental disabilities and their famly menbers.

Simlarly, initiatives nmust be undertaken to encourage inproved
coordi nati on between existing service providers such as public school
teachers, famly support providers, case consultants, medical care
staff, vocational instructors, and specialized therapists (e.g.,
speech and physical therapists). None of these providers should work
in a vacuum since the famly nust interact with each. Thus, care
must be taken to coordinate the level, type, and content of services
to maxi m ze their conmbined effect. This issue takes on extraordinary
i mportance during "transition periods" in the lives of the person
with disabilities and his/her famly (e.g., when the person with
disabilities "ages out" of the public school system when parents
grow too old to provide home care, when the person with disabilities
desires to move away from his/her famly).

10. Discussion should be encouraged between parents and

professionals regarding unresolved conceptual and program
design issues.

Numer ous issues pertaining to the overall concept and practice of
fam |y support remain unresolved. A series of structured forums

should be held to exam ne nore closely such issues as the purpose of
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fam |y support programs, eligibility criteria, means of
adm ni stration, and sources of funds. One outconme of such structured
di scussion could be the preparation of model |egislation that could
be used by states to guide devel opment or inprovenment of famly
support prograns.
11. A national study should be undertaken to identify the social

and econom c characteristics of famlies with menmbers with
devel opnental disabilities and to estimate their numbers.

Such information would benefit service planners by providing an
i nproved understanding of the conposition of caregiving famlies and
knowl edge regarding the overall nunmber of famlies that could benefit
from support services. This type of information could be acquired by
surveying a systematic sanple of famlies with nembers with
devel opmental disabilities and could be achieved by adding a series
of relevant questions to already planned federal surveys such as the
Annual Housing Survey adm nistered by the US Department of Housing
and Urban Devel opnment. This type information, however, should not be
collected in a sporadic or disjointed manner. Rat her, there is a
need for Ilongitudinal studies that track these types of information

over time and in relation to one anot her.

12. A study should be made of sociol ogical and denographic
trends related to the famly's caregiving capability.

These trends include the nunmber and type of surviving infants with
disabilities, the size of famlies, and the nunber of women entering
the work force. These trends should then be taken into account when
outlining famly support policy.

13. Ongoing evaluations of famly support programs should be
made a high priority.
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U.S. Senator Patrick Moyni han recently noted that "social policy
flows from social values, not social sciences."” Given a societa
comm tment to support famlies, the purpose of program eval uation
should not be to justify ongoing funding for famly support but to
determ ne what types of programs are most efficient and effective.
Ideally, such research should be tied to specific models of famly
interaction. As relationships between famly dynam cs and the
provision of famly based care are understood, systematic prograns
could be designed to enbellish family interactions concerning the
famly member with disabilities and inprove the overall caregiving
envi ronment. In designing such programs, however, care should be
taken not to exploit parents by expecting themto care for their
offspring with disabilities indefinitely. All famly care ends
eventually. Thus, consideration nust be given to how this natura
transition can be best accommodat ed.

Mor eover, such research can be used to help coordinate multiple
fundi ng sources or service providers. In the future, famly support
services will Ilikely make use of multiple funding sources (e.g., the

private and public sectors) and adm nistrative formats (e.g.,

supportive services and cash prograns). Wth experience and
systematic study, the mobst beneficial formats nmay emerge. For
instance, it may be found that certain services are best funded

t hrough the public sector. Li kewi se, the nmost beneficial

adm nistrative formats may also vary by service. Some service needs
m ght best be met through direct cash grants to famlies. I n

contrast, other services m ght best be provided as free supportive
services. In addition, it may be determ ned that certain system

functions should be primarily state-directed, including needs
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assessment and eval uation, oversight, resource organization, and fund
raising. In essence, research efforts nmust be directed at
documenting the nmost efficient, effective, and equitable means for

delivering famly support services.

Concl usi on
Fi ndings emerging from this project reflect a growi ng concern
with discovering ways to assist famlies who have a member with a
devel opmental disability. This concern is expressed in efforts to
understand more fully the varying and conplex needs of famlies, and
to inplenment conprehensive strategies for satisfying such needs. The

above recommendati ons suggest that building an effective famly

support systemwi |l require the cooperation of many, including
parents, imrediate and extended fam ly menbers, neighbors, government
officials at all levels, and professionals working both in the public

and private sector.

At the core of any effective famly support system nust be a firm
societal resolve to actively encourage, rather than discourage,
fam |y care. This report presents evidence that such a commtnment is
emerging and that past biases in social policy and professiona
phi |l osophy favoring out-of-home placement are com ng under increasing
scrutiny. Still in question are the respective roles families,
persons with disabilities, and government should play in directing
the course of family support services. Hi story reveals that these
roles seldom remain static but evolve continually with the socia

val ues of the tines.

In addition, much nust still be done to clarify the objectives of

present famly support initiatives, estimate the number of famlies
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that could be affected, resolve issues related to the adm nistration

and evaluation of statewi de fam |y support programs, and involve all

aspects of the comunity — including the private sector — in
promoting famly care. It is our hope that this report and the above
recommendations will provide needed information and stinulate further

di scussi on ampng those concerned with encouraging and enhancing

fam ly care.
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