DOCUMENT RESUME

ED 259 498 _ . . - EC 180 234
AUTHOR Agosta, J. M., Ed.; Bradley, V. J., Ed.
- TITLE Family Care for Persons with Developmental
- Disabilitiesr A Growing Commitment.

INSTITUTION Human Services Research Inst., Boston, MA.; National
SO Association of State Mental Retardation Program
Directors, Alexandria, VA.
'SPONS AGENCY Administration on Developmental Disabilities (DHHS),
: Wash1ngton, D.C.; Office of the Assistant Secretary
for Planning and Evaluation (DHHS), Washington,

- D.C.
PUB DATE 20 May 85
GRANT DHHS-90DD0049-01; DHHS- 123A-A3
NOTE : 306p.
AVAILABLE FROM Human Services Research Institute, 120 Milk St., 8th
\ Floor, Boston, MA 02109 ($19.00). -
PUB TYPE . Reports - Evaluative/Feasibility (142).
EDRS PRICE MF01/PCl3 Plus Postage.
DESCRIPTORS Delivery Systems; *Developmental Disabilities;

Elementery Secondary Education; *Family Programs;
. Family Role; *Financial Support; National Surveys;
L | *Public Policy

ABSTRACT

The report presents findings from a study of
family-based care for persons with developmental disabilities. The
first of four parts introdu~es the problems of £em11y-based care and
presents perspectives of parents and of persons with developmental
disabilities. Part 2, on respondlng to the needs of families,

- includes a review of historical and contemporary responses to
disability, a discussion of the development of £am11y support
programs, and a summary of a national survey of existing family
support programs (with information on the role of the family, means .
of service administration, ?erm1sslb1e serv1ces, and the potential
for consolidating resources Part 3 presents six sections on the
following contemporary service directions: pol1cy opt1ons for family
support services, families and future financial planning, tax pol1cy
to support families, private sector resources to support families,
evaluation of family support programs, and family support options.
The final part presents 13 recommendations for change in family based
care and social policy. Five persons contributed concept papers to
this report: Paul Castellani, "Policy Options for Family Support
Services"; Addie Comegys, "A Parent's Perspective"; Susan Lamb, "The
Perspective of a Person with Disabilities"; Robert Perlman, "Famxly
Support Options: A Policy Perspective"; and Colleen Wieck, "The
Development of Family Support Programs."” (CL) A

RRARRRRR - ARRKXRRERRRASIRARRRRRRRRRARRRARRARRRARRRRARRARRRRARNRRRARNRARARRRARRRRRRSR

* Reproductions supplied by EDRS are the best that can be made *

* from the original document. *
***********************************************************************




ED259498

U.S, DEPARTMENT OF EDUCATION
NATIONAL INSTITUTE OF EDUCATION
FOUCATIONAL RESOURCES INFORMATION
CENTER (FRIC)
ufﬁls document has been raproducerf as
recetved from the pwison o orgazation

onginating it
Minor changes have bean made o mpiove
reproduc tion quahly

® Points of view ar opmions statad in thes dacu
ment o not nacessanly roprasent othcial NIE
pasitian ar palicy.

FAMILY CARE FOR FERSONS WITH
DEVELOPMENTAL DISABILITIES:
A GROWING COMMITMENT

May 20, 1985

"PERMISSION 10 REPRODUCE
THIS
MATERIAL HAS BEEN GRANTED B;

2 A )

!
e L odav (2

!

TO THE EDUCATIONAL RESOU 5
SOURCES
INFORMATION. CENTER (ERIC)."




This project was supported by the U.S. Department of Health and
Human Services primarily through the Office of the Assistant
Secretary for Planning and Evaluation (Grant Number: 123a-a3).
In addition, because the goals of this project were
complemented by those pursued as part of another project, it
should be noted that the Administration on Developmental
Disabilities also helped to support portions of this effort
(ADD Grant Number: 90DD0049/01). - : ‘ <

4 !

The views expressed herein are sbley those of the authors and
should not be construed as representing the opinions or policy
of any agency of the United States Government..

Project Officer:

Jerry Silverman
ASPE/DHHS

Hubert H. Humphrey Building (room 447F)
200 Independence Avenue, SW
Washington, DC 20201

|



DISABILITIKS: A GROWING COMMITMENT

PROJECT STAFF
HUMAN SERVICES RESEARCH INSTITUTE  NATIONAL ASSOCIATION OF STATE MENTAL

RETARDATION PROGRAM DIRECTORS
phone: 617-542‘-_1812

phone: 703-683-4202

VALERIE BRADLEY (pROJBcr DIRECTOR) ROBERT GETTINGS
- JORN AGOSTA | BERYL, FEINBERG
o . S DEBBIE JENNINGS

‘ RUTH KATZ

PROJECT STAFF ASSISTANTS

SAM AUSTIN

KAREN HARTFIELD

PAUL NURCZYNSKI
ANNE RUGG

CONCEPT PAPER AUTHORS

PAUL CASTELIANI POLICY OPTIONS FOR FAMILY SUPPORT SERVICES

ADDIE COMBGYS . . . . A PARENT'S PERSPECTIVE .
SUSAN IAMB . . . . . THE PERSPECTIVE OF A PERSON WITH DISABILITIES
ROBERT PERLMAN. . . . FAMILY SUPPORT OPTIONS: A POLICY PERSPECTIVE
QOLLEEN WIECK . . . . THE DEVELOPMENT OF FAMILY SUPPORT PROGRAMS

THE RECOMMENDED CITATION FOR THIS ENTIRE PUBLICATION IS AS FOLLOWS:

Agosta, J M, & Bradley, V.J. (Eds.)(1985) Family care for persons with

developmental disabilities: A qrowing commitment. Boston, MA: Human
Services Research Institute. '

ADDITIONAL COPIES OF THIS PUBLICATION MAY BE OB’I‘AINED., POSTPAID AT $19 PER
QOPY, CHECK PAYABLE TO HUMAN SERVICES RESEARCH INSTITUTE, FROM

HUMAN SERVICES RESEARCH INSTITUTE
FAMILY CARE REPORT
120 MILK STKEET (8TH FLOOR)
BOSTON, MA 02109

9




ACKNOWLENGEMENTS .

The authors recoghize and appreciate the significant
contributions made by many throughout the course of this

project. Thanks are due those who responded to our requests for
information on family support programs operating around the
country, the conference participants who sharpened and broadened
our understanding of the many issues involved with supporting
families, and members of the National Advisory Committee who

reviewed initial project materials.

Special thanks are extended to Gunnar Dywbad, Ph.D., Dorothy
Lipski, Ph.D., and Kris Slentz, Ph.D., for the guidance they
‘provided regarding various aspects of the final report. 1In -
addition, we would like to thank staff in the office of the
Assistant Secretary for Program Evaluation, and especially Jerry
Silverman, who reviewed drafts of our work and provided us ~
direction. : B

This réport is dedicated to all those families.who provide

or have ever provided home care to persons with developmental
disabilities. : -




TABLE OF CONTENTS

PREFACE & .0uustinneennneennncesasonnnssnssssosonsonnansosos iy
(waumu.”.””.”.”v.”.Q.”u;q.”.””.”.”.n.ud
PART It THE FAMILY.....ootetieieennennnnnnnnisssseeeeensnsssd

THE FAMILY AND ITS NEEDS. «..evvnonneneennsnsonennsnnnnssb

The Family and Family-Based Care...ceeecssssescecessesb
Prevalence of Famlly-Based (01 o - I B |
Coping with Disability in FamilieS...ceceveeusuvoeasall
Families ‘and the Presence of a Member with a '
Developmental DisSability.eeceeeseonseesccenssensal?
Needs of a Person with Developmental
Disabilities. ceeuieesseseooennososossnnseensoeossld
Overall Needs of Famllles.........................15

APARmT's PERSPBCTIVE................‘....................18-

The Advent of a Disabi.ity in a Fam11y..............19

Implications for Families Providing Habilitative
Ca“)...................................,..........22
Services that Families REQUIr@.iseseesercooconesnsel?
Family Well=Being..oeseeeeeeoeooessoceescosscessss28

Recommendations for Improving Support ServiceS......30

THE PERSPECTIVE OF A PERSON WITH DISABILITIES...........34

Self-Awareness, Integrity and. Disability.seeeeseeeeel3b
The Ultimate Objective: IndependencCe....ceeeeeeses.39
Some Crucial CONCEeIrNS:csstssosssssssscsssssosscsenseedb
Conclu51on.......................................;..54

PART II: RESPONDING TO THE NEEDS OF FAMILIES. ...cc0cteeese.55
HISTORICAL AND CONTEMPOARY RESPONSES TO DISABILITY......56

Conflict in ROleS OVEr TiME.seeseeoocsseeoosocnnsessd?
Present Barriers 'to Increased Support for
Famllles..........................................59
Factors Spurring Increased Demand for. Family
. SUPPOLE s vttt eressvsnsnssssstoseonssocnorssesscsss obb
The Current Challenge. scusseeeeroosssesesssssoocsssssb8

THE DEVELOPMENT OF FAMILY SUPPORT PROGRAMS. . ¢.vvvvrnsns.70

Defining Human Problems in Terms of Professional
SOLULIONS. coeenneessesessovocoosocsesessssccensesasll
Difficulty of Obtaining Assistance in the Home......74
Relative Ease of Obtaining Care with an
Out-of-Home Placement.ceeee.oeereeescoscosscecssesl?

o R



Equity and Effectiveness of Family Support
PrOgramS.csseesesesescoscsoscsssssssosscssscsesssccel9
Advantages of Family Care€..c-es coeccsscocccsccosseeBl
Economic Inefficiency of Out-of-Home Placement......82
Evaluation of Family Subsidy ProgramS.:...c¢sceseeses 84
"The Trend Toward ProfessionaliSmMeccccecssscesceeassssB9
Improving Family Support ProgramsS...ccseccesescscsse89

STATEWIDE FAMILY SUPPORT PROGRAMS : NATIONAL
SURVBY REmLTS........................,.‘..............‘..9.4

MEthOd,: e ceeeecececsoscocsosccsscaansescesoassssssasccssedd
ReSUIES.eeeseeeescceccccssscscesoscssosscscscccnscscessedb
Dlscu991on.........................................106
-The Role Of Family..eeesecoeosscccccoocscscosessesll?
Program Eligibility.ceeeeeoecescocsenseessceesaeell8
Means of Service Administration.cceee.cecccececessl08
Permissible Services. ceeeeeeecccccesssscscsccosooelll
Consolidating RESOUrCeS.scesssceoscvsvorsvovascaneselll "

PART III: CONTEMPOARY SERVICE DIRECTIONS: :cceecveesaseasoalll

POLICY OPTIONS FOR FAMILY SUPPORT SERVICES.............114

What Are Family Support ServicesS?.c.cesessesecesesslls
POliCY ISSUECS. ceessesssossssscscsossossscsssosseconselld
Current State Family Support ServiceS..ceseeseesellb
Policy Options and ImplicationS..eeceecescecescesell8

Who Should Receive Family Support Services?........121
POliCY ISSUES:teeseeeccesosscosossesosssasosscsassseelll
Eligibility Criteria in Current State Programs...l126
‘Policiy Options for Eligibility Criteria.........126

How Should We: Deliver Family Support Services?.....128

v - Policy Issues and Current OptiONS..cceececseseessl28
SUMMALY ¢ eeesesososocssscoscsssccossscssossssossssssssssl3b

Funding Family Support ServiceS..ceseeceeccesessesslld?
POliCY ISSUES.ceteososocoosscacsosossocossocsssssesslld?
Current SOUKrCeS, ceeesssssosssssvssososcssasassessesllB
Sources for.Additional FundS....cecececeessccscssl39
SUMMALY s coooosocoscsoscssocsscasososcssssossosssensocesldd

CONClUSiON ceeeessssossssesosssssossossosssssesssessncenseld?

- FAMILIES AND FUTURE FINANCIAL PLANNING. .cccosesscceesssl4d9

MethOd......"........'...................-..........,.152
RESULL S stsessscesssoccccsscosescrsecscososscsssocosscseld3
DiSCUSS10N.ieeseecesscsessososoosoooossosscsceasossssssesl5B
What's the Best Way to Establish a Financial
Planning Program?..csiceccecscsossssossssosssacesld8
What Role Should Government Play in Assuring
Quality?.......................................160
what Place Does Financial Planning Kave in the
Service CONtiNUUM?.ceeeeesooscscoscosscesosassesoslb2




- iii -

USING TAX POLICY IN SUPPORT OF FAMILIES WHO HAVE A
MEMBER WITH DEVELOPMENTAL DISABILITIES. .csvvvveeeeesl5

Potential Tax POLiCY OptiONS....eseeeesseecsseoceesslb5
Present Federal Level Tax POliCY..eeeseseseesseeeeolb?
State Level Tax POliCY.teeerveoroesoocoenooesnosnnsallb
Relevant_Issues.......,...............a............179

USING PRIVATE SECTOR RESOURCES TO SUPPORT FAMILIES WHO
HAVE A MEMBER WITH DEVELOPMENTAL DIABILITIES.........184

Family Care and the For-Profit SeCtOr..ve.eveeesos.184

Employer Centered Independent Initiatives,..ee.s...196
Relevant Issues Regarding Private Sector...........197

BVALMTIM PMILY meRT mmms.....................201
Types of Evauation Needed..........................201
Difficulities in Conducting Program Evaluations....205
ReVIBW Of the State"’Of the-Art.....................210
Concluslon................Q........................218

FAMILY SUPPORT OFTIONS: A POLICY PERSPECTIVE..........220
Factors for Against Family-Based Car€....eeeeeeess 222
Gaps in Current Knowledge..........................227
1270 Families Engaged in Family Based Car@.........228
Possible Directions for Family Based Care Policy...236
Concluslon..................................0000000247

PART Iv: RmmmmATIoNs...................................251

FAMILY BASED CARE AND SOCIAL POLICY: RECOHHENDATIONS.
mR Camm..ﬁ..’...........;..........................252‘

COHPOSITE BIBLImR”HY..........................Q...).......264
APPENDIX A: LIST OF CONFERENCE PARTICIPANTS:. ¢t c0veoveveeeee288
APPENDIX B: DIRECTORY OF 22 FAMILY SUPPORT PROGRAMS.......289

APPENDIX C: DIRECTORY OF 11 FINANCIAL PLANNING AGENCIES. . .292



PREFACE

In the past two decades, we have watched as an increasing
number of disavantaged and disenfranchised groups moved to the
forefront to assert their rights to participate as full members
of the society. The move was begun by black civil rights groups .
but later grew to encompass women, and more recently, persons
with disabilities. The common aspiration of all of these
movements is a desire to control one's own destiny and to gain
the power to affect one's immediate circumstances. This spirit
is also present today in attempts to move the control of human
services programs closer to local communities and in the
explosion of self-help and self-advocacy groups around the
country. It is within this context that the following report on
the enhancement of the capacity of families to care for :
developmentally disabled family members should be viewed.

Historically, the families of persons with developmental
disabilities have been viewed as more of an impediment to the
habilititation of their family member than as a potential
care~-giving resource. The author of a relatively recent article
in a reputable academic journal epitomized the condescending
attitude that some professionals have traditionally reserved for
parents: "We cannot assume that families have the intelligence,
values, education, motivation or interest to enable them as a
unit to proceed as a cooperative member in decision-making."
Instead of assisting families to understand the nature of their
child's needs and the steps they might take to help them, many
professionals counselled out-of-home placement and forgetting.

Today, the families of persons with developmental
disabilities are asking that their role as caretaker be
acknowledged and are requesting the information and support
necessary to provide such assistance. At the same time, more
and more families are coping with increasingly disabled infants
- whose survival is made possible by advances in neonatal care.
These families are faced with enormous responsibilities and
family stresses. The material in the ensuing report is meant to
assist in the "empowerment" of families and to suggest concrete
ways in which both the public and private sectors can facilitate
the maintenance of the family unit while improving of the life
chances of the family member with developmental disabilities.

The preparation of the following report was a joint
venture between the Human Services Research Institute and the
National Association of State Mental Retardation Programs
(NASMRPD). The support of the staff of NASMRPD =-- Robert
Gettings, Deborah Jennings, Beryl Feinberg, and Ruth Katz --
throughout the project was deeply appreciated.

Valerie J. Bradley

President

Human Services Research
Institute




OVERVIEW

¢ Parents of sons or daughters with developmental disabilities
face a variety of .dilemmas and choices regarding the long term needs
of their of fspring. Traditionally, such families have been accorded

' few supports and rave often been encouraged to seek residential
placement for their child with disabilities away from the family
home. Policy initiatives, however, have focused increasingly on -

® :  establishing statewide programs of systematic support to care-giving

families.

Pursuant to a grant from the Department of Health and Human
Sefvices, 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 families in

caring for their relatives with developmental disabilities
and to determine the barriers to growth and acceptance of
® these new approaches;

e To identify new apprbaches for encouraging families to plan
financially for the future of their relatives with
developmental disabilities; and

¢ ' @ To examine the fiscal incentives and disincentives that
: influence parental choices regarding the placement of family
members with developmental disabilities and to identify
innovative ways of countering incentives that favor
out-of -home placement.
¢ ~ These objectives were achieved through a variety of activities,
including:
® Solicitation of information from knowledgeable officials in

50 states. This survey provided information on the status
° and character of family support programs around the country.

. 10




e Preparation of a literature review that reflects the
state-of-the-art in family support theory and practice.
Information was collected through a search of library
materials and by soliciting information in the publicatiops
of 20 relevant organizations.

e Development of five concept papers related to family-based
care. The first paper presents an overview of the goals and
purposes of family 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
discusses current options for family support policy. The
final paper examines future policy directions.

e Conduct of a working conference on family-based care. This
conference was attended by approximately 40 persons
representing a wide range of interests, perspectives, and .
knowledge. ‘ : '

The repor£ that follows addresses several significaqt issues
related to the provision of family-based care to persons'with
developmentdl disabilities. 1In addition to this report, there is
also an executive summary that highlights many of. the project'é key'
findings, and an edited compilation of the proceedings of HSRI's
working conference on family support.

In addition, the appendices to this report provide much useful
information. Appendix A, pfesents a list of pefsons pa;ticipating in
the HSRI family support conference. Appendix B provides a directory
of 22 statewide family support initiatives. Finally, a directory of
11 organizations'that offer parents financial planning services to
help assure the future well being of their sons and daughters with

" disabilities is provided in Appendix C.I

The activities of this project have been directed at learning
more about the needs of families who provide care to persons with
developmental disabilities and at exploring what can be done to
enhance their efforts. Our findings suggest that recent calls to

"support not supplant" family efforts have not gone unheeded in light
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of the number of states that have initiated extensive family support
¢ programs. However, there is still more to be done and we hope that
this report will spur the further development. of programs for
persons with developmental disabilities and their families.
® This report's major chapters are as follows:
PART I: THE FAMILY
I. THE- FAMILY AND ITS NEEDS:
'. : This chapter presents key definitions of terms along with
information on tiie prevalence of family-based care, the
problems families have with coping with the advent of

disability, and their overall service needs.

II.-. A PARENT'S PERSPECTIVE:

This portion of the report is written by a parent of a
daughter with developmental disabilities and 1nc1udes
thoughtful 1n51ghts regardlng family needs.

III. THE PERSPECTIVE OF A PERSON WITH DEVELOPMENTAL DISABILITIES
This section is written by a person with disabilities and
provides information regarding the needs of the family member

- with a disability.

PART II: RESPONDING TO THE NEEDS OF FAMILIES

I. HISTORICAL AND CONTEMPORARY RESPONSES TC DISABILITY:

This chapter describes the tension between society's
responsibi ity to care for persons with disabilities on the
one hand, and the family's responsibility on the other. It

® also includes a discussion of present barriers to increased
public support for families, factors spurring increased
demand for family support, and the challenges to
professionals in developing such services.

II. THE DEVELOPMENT OF FAMILY SUPPORT PROGRAMS:

. .
This portion of the report, written by the director of a
state developmental disabilities council, offers information
regarding what can be done on a policy level to support
families.

® ITI. STATEWIDE FAMILY SUPPORT PROGRAMS: NATIONAL SURVEY RESULTS:

In this chapter results of a national survey of existing
family support programs are presented.

ERIC 12




PART III: CONTEMPORARY SERVICE DIRECTIONS
I. POLICY OPTIONS FOR FAMILY SUPPORT SERVICES: ‘ . 0

This chapter, ﬁritten by a state level program planner,
reviews the numerous factors that program planners must
consider when designing state-wide programs of family

support.

'y : ) i
- ' II. FAMILIES AND FUTURE FINANCIAL PLANNING: NATIONAL SURVEY B ®
' RESULTS ' , .

This section includes the resul:s of a natlonai survey of
‘programs that offer future financial planning services to
families.

III. USING TAX POLICY TO SUPPORT FAMILIES:

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

IV. USING PRIVATE SECTOR RESOURCES TO SUPPORT FAMILIES: ®

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

v. EVALUATING FAMILY SUPPORT PROGRAMS'

This chapter discusses the importance of evaluating family
support initiatives, and presents information regarding the
difficulities with such evaluation and the results of a
sample of completed evaluations.

VI. FAMILY SUPPORT OPTIONS: A POLICY PERSPECTIVE: @

This chapter, written by a family policy analyst, places the
concept of family support in the context of policy
development over time and suggests what must be done to
encourage family-based care in the long term.

PART IV: RECOMMENDATIONS

Based on project findings, numerous recommundations are
offered to modify existing social policy, and to improve
family support efforts through the conduct of evaluations.
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®
‘ ‘PART I: THE FAMILY
® . " Chapter 1: The Family and Its Y‘Needs'
‘Chapter 2: A Parent's Perspective
. Chapter 3: The Perspective of a Person with
) Developmental Disabilities
é
@
®
o
@
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THE FAMILY AND ITS NEEDS

During the past twenty years, the norms and mores affecting
Americanlfamily'life have ﬁndefgone rapid changes. Parents of
children with developmentai disabilities have also endured these
changes and additionally ha&e experienced significant shifts in the
' way society responds to persons with developmental disabilities.
Until recently'parénts pf such éhildren were afforded only two
residential service options: pﬁrents could forego traditional
parental.functions by placing their child in an institution or they
could provide care at home with 1itt1evor no external support. A |
third option, however, is slowly evolving. This option is symbolized
by the rapid grpﬁth of community-based services that increasingly
serve as an altérnatiye to ‘nstitutionalization. Among these
services are those thatAprovide.assistance-to'families who choose to
maintain persons with develoémentgl disabilities ﬁithin the family.
Prior'to designing or implementing family assistance programs,-

however, the needs of families must be clearly understood.

The Family and Family-Based Care
Any discussion of care provided by }amilies to members with
developmental disabilities must”beéin with definitions of three
fundamental terms: family, devélopﬁental disability, and
family-based care.
e Family. 1In the simplest sense, "family" can be defined in
terms of its composition. As such, the notion of "family" is viewed

traditionally as a group of two or more persons who live together and

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




(Part II, Chapter 2),'however,AColieen Wieck reminds us that today's
patterns of social bonding :equire a much broader conception and that
the term "family" must encompass a wider variety of potential.
groups. Reflecting this trend, the U.S. éensus Bureau has adopted
the term "household" as a means of trqcki'g theAcomposition and
characteristics of persons living,togethdz and functioning as a
family unit. |
Though understanding the rgngegof possible family.éroupsAis”
useful for developing family support policy, families should a;go'be
understood in terms of the role each member plays aﬁd‘the inte;action
| betﬁeen.members._ To help achievé this end, Turnbull, Brotherson &
Summers (1985’ developed "The Fﬁmily System Model." .Figure 1
displays the primary gomponénts of thgirAmodel and suggests thqt the
family may be thought of in terms of four specific subsystems and
three types'of family characteristic#. The four.family subsyStems
éfe: 1) spousal interactions, 2)‘parent-childAintergctions, 3)
sibling-sibling interactions, and 4) family interactiohs with
exténded family ﬁembefs and community or professional Support
‘networks. The exact composition and ﬁunctioniné of each.subsystem
varies by family. For inst#nce, some families have a single parené,
while in others the child with diqabilitiéé has -no siblings.
The three types of family characteristics that affect family
interactions are displayed in greater detail in Figure 2. The first

pertains to fami.y structure. Family structure can vary in several *

ways including: 1) size, composition, and the roles each family
member play in the family, 2) cultural style (i.e., ethnic
background, race, religious Affiliation), 3) ideological style ]

Q . lb’ o _ .
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(i.e., the family's beliefs about what is important or not important

in familial and community life), and 4) interpersonal dynamics that

dictate authority and communication patterns.

The second general category pertains to family functions. This

refers to crucial areas of family life where families have mutually
beneficial responsibilities. For example, each family member has a
need for affection and can expect other family members to'nelp
satisfy this need. 1In turn, the individual.family member must show
'affection for other family members. |

The third'category,is family life cycle and is divided into two

areas: developmental stages and . stage transitions. These concepts
‘reflect the process of evolution and. change that families experience
~ as they proceed through various life stages. A'developmental stage -
is a specific milestone in the life span of a family (e.é., marriage,
.'.birth of children,'retirement). A stage transition is what happens
immediately before and after each development stage (i.e., feecling -
‘stress, and-coping with the effects of change).

A complete presentation and anaiysis of this model ‘of family
dynamics 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 family will in great part depend on the
rature of various interactions among family members and on a variety
of other factors that influence family behavior. Consequently,
researchers are challenged to determine how these factors act alone
and together to affect a family's caregiving capacity. Moreover,
policymakers are-challenged to make use of this knowledge to improve-
family support practices.

o Developmental Disability. For our purposes, the definition of

18
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developmental disability is taken from the Comprehensive Services and
Developmental Disabilities Amendments of 1978 (P.L. 95-602) and is as
follows: "the term developmental disability' means a severe chronic
disability of a person which

a) Is attributable to a mental or physical impairment or
combination of mental and physical impairments;

b) Is manifested_before the perSon(s) attains age 22;
c) Is likely to continue indefinitely; |

d) Results in substantial functional limitations in three or
more of the following areas of life activity;

1. Self Care _
. Receptive-expressive language

. Learning: .

. Mobility

. Self-direction

. Capacity for independent living; and

. . Economic self-sufficiency and

Nt e W

e) Reflects the person's need for a combination and sequence of
special, interdisciplinary, or generic care, treatment, or
other services which are individually planned and
coordinated " ISec. 102(7)]

) Family-Based Care. Family-based care is provided when a

person with developmental disabilities lives with his/ber natural
family (i.e., parents, siblincs, other relatives) Expanding this .
basic definition, Horejsi (1979) notes two types of family-based
care: habilitative and ordinary. Habilitative famlly care occurs
primarily in.the family‘home and is carried out by family members who
assume major responsibility for ordinary parenting duties and some
responsibility for providing more therapeutic or habilitative care.
This type of care is planned systematically and is augmented by
family assistance services to strengthen the family and integrate the
person with developmental disabilities into the family unit (Bryce,
1979; Horejsi, 1979). 1In contrast, ordinary family-based care refers

to situation~ where persons with developmental disabilities remain at
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home, receive food, shelter and the concern of family members, but do
not receive structured habilitative care and services (Horesjsi,

1979).

Prevalence of Family-Based Care

Bruininks (1979) observes that nearly everyone in society belongs
to'a.family unit and that most persons live within sﬁch_units,
especially from birth to early adulthood. Present evidence suggests
ﬂthét thesé same observgtions,hold.true for'persoqs with developmental
disabilities. |

Most estimates of the number of non-institutionalized persons

with developmental disabilities, range from just 2.5 million (Boggs
| And Henney, 1981) to 3;2 million_(Bruininks, i983). Further} Hauﬁer,'
.Bruininks,fﬁill,»xakin and,ﬁhite (1982)r show that only 243,669
persons with_develophental éisabilities'live in out-of-~-home setfings
(i.e., institutions, psychiétric hospitals,'ﬁursing'homes, fostéf
homes, and community-baséd faciliﬁies).

Based on these cgnsidegatiqns;"it.séems safe to assume that
relatively few persons-with developmen?al disabilities live away from
their natural family during the developmental stageé of their lives.
Rather, the great majority stay at home because their famiiies choose
to provide family-based care (Perlman, 1983; Maroﬁey, 1981;
B.uininks, 1979). |

Coping with Disability in Families

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

comprehenéive national data base regarding the number and demographic

20




characteristics of caregiving families remains a concern of policy
planners, much has been learned about the effects of disability on a
family and the needs of persons with disabilities. Such information
‘can be used to gain an understanding of what support families require
to provide effective family-based care. |

Families and the Presence of a Member
with a Developmental Disability

. The presence of a person with developmental disabilities in the
home can present the family with a variety of extraordinary
challenges. There are, however, incbnsistent and contradictory
findingsiregarding the nature and severity of such challenges. 1In
general, available research suggests that any problems individual
fanilies experience are related to multiple factors including the
seriousness of the family member's disability, the presence of
maladaptive behavior, family characteristics, the family's emotionalJ
status, specific parenting patterns} the family's capacity for coping
with adversity, and the availability of community support services
(Crnic, Friedrich & Greenberg, 1983; Nihira, Mink & Meyers, 1980;
Mink, Meyers & Nihira, l984)i As a result, Moroney (1983) notes that
though not all families experience extraordinary problems, all are
"at risk" because they are more likely to have difficulties than
families without members 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 problems families can experience
include: |

e Adverse reactions to the discovery that a family member has a
developmental disability including a sense of shock or
numbness, denial, grief, shame, gquilt and depression (Fortier
& Wanlass, 1984; English & Olson, 1978);
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@ Chronic stress (Wikler, 1983; Kazak & Marvin, 1984;
Beckman-Bell, 1981),

e Social isolatlon resulting from perceived negative attitudes
‘and/or rejection by kin or neighbors (Gottlieb, 1975 Engllsh
& Olson, 1978); .

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

o/ Extraordinary time demands involved in providing personal care
‘to the family member with disabilities (e.g., feeding,
washing, dressing) (Bayley, 1973; Dybwad, 1966; Apolloni &

- Triest, 1983); . _

o Difficulty.witﬁ physical management (e.g;, ambulaéion,
lifting, carrying) and in handling socially disruptive or
maladaptive behavior (Justice et al., 1971; Bayley, 1973;
Tausig, 1985; McAndrew, 1976), .

o. Difficulty in undertaling normal family routines such as

shopping and house cleaning or in finding ample opportunity
for recreation (Bayley, 1973; Lonsdale, 1978; McAndrew, 1976);

and |

e Lack of the skills needed to cope with the potential medical
emergencies. _and/or to teach necessary adaptxve skllls (see
English, 1984). | .

Another problem that families may face is marital disco:d.A a
prevailing notion in the field is that the ongoipg burden of -
long~-term care places gréat strain on marriages and results in
divorce more frequently’than is apparént'in the general population.
Review of the literature;_however, does not readily support this |
claim (Perlman & Gielé, 1983; Longo & Bond, 1984). The‘cohfusion in
research findings suggesté that.marital satisfaction may be dependént
on numerous other factérs besides the presence of akson or daughter
with’disabilitiés. Though it seems likely that the demands of
long-term care could afféct some marriages, additional research is
needed to probe more deeply into the effect that the presence of a

- son or daughter with disabilities has on the relationship between

husband and wife.
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Needs of Persons with Developmental Disabilities

As defined in greater detail earlier, persons with developmental
disabilities require special care due to physical and/or mental
impairments that occur before age 22, and that result in severe
functional limitations in a variety of life skills. This defin.tion
is stated in such broad terms that it encompasses a variety of
handicapping conditions including, but not limited to, mental
retardation, cerebral palsy, epilepsy, and autism. The advantage of
using a definition based on functioning level is that it groups

together a variety of petsons”requiring comparable long-term care and
~ results in fewer persons "falling through the cracks" of rigid
service eligibility criteria. The primary disadvantage is that it is
difficult to compile precise demographic information'on_the entire
population with developmental disabilities.

| Review ofvavailable information, however, suggests that:

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

e Persons with developmental disabilities have severe functional
limitations due to inadequate skills, maladaptive behavior, or
extraordinary medical needs; and

® Persons with developmental diéabilities often possess multiple
handicaps (Moroney, 1983; Lubin et al., 1982; Lea, Reed &
Hansen, 1978).

Given these considerations, persons with developmental

disabilities can have extraordinary'needs pertaining to:

® Health status: Several types of disabling éonditions require
frequent monitoring of biological functions. Moreover, they

require that caretakers be knowledgeable about the means for
coping with medical emergencies.

e Health maintenance: Many health professionals are not trained
to cope with extraordinary health needs of persons with
developmental disabilities. Consequently, many routine health
maintenance tasks are greatly complicated. A child with a
severe reverse tongue thrust and little voluntary muscle
control may need to see a special dentist. Likewise, a person

<3
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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 learning. Additionally, persons with
developmental disabilities and normal intelligence may acquire
skills at a reduced rate because of their physical condition.
Regardless of the the nature of the problem, persons with
developmental 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 developmental
disabilities, the inability to learn and grasp concepts :

quickly, diminished ability to communicate or the frustrations
of being disabled can result in maladaptive behavior.
Eliminating such behavior can require extraordinary effort
from parents and may necessitate consultation with a
behavioral specialist. 1In addition, even if such needs do not
evolve, persons with disabilities may require counseling to’
promote development of a healthy self concept. :

e Specialized needs: Many persons with developmental
~disabilities may require specialized treatment such as speech
or physical therapy. 1In 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 must be considered. First{ the needs of persons with
developmental disabilities will change err time as the individual
progresses from one developmental plateau to the'next (Konanc &
Warren, 1984; SuelzleA& Kennan, 1981). Second, as parents grow older
‘their capacity to provide ca:e changes. Moreover, in addition to
meeting daily life requirements, parents must eventually give thought
to how the needs of their family member with disabilities can be
appropriately met after they can no longer provide direct care. |

Overall Needs of Families

The above review suggests that in addition to the direct care

services required by the family member with disabilities the family

also needs support services to enhance its caregiving capacity.

)
N
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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 family
situations are unique, services must be flexible enough to
accommodate each family's individual needs. Existing family
support services, however, are often designed with an
insufficient capacity for such flexibility, resulting in an
unsatisfactory match between services and family needs;

Insufficient control over services received. When available

' support services do not match family service needs, families
-often have little leverage to modify the services they are

offered;

Fi
Inadéquate information regarding the present and future needs
of the family member with disabilities as well as the
implications these needs have for family care providers. Such
information also includes systematic instruction for family
members regarding contemporary habilitative practices. The
need for such information begins at the time of birth of the
person with disabilities and continues throughout his/her
life; ' .

Shortage of time to tare for the person with disabilities,
perform normal houseéhold routines, undertake productive

activities such as attending school or working, and cope with

other aspects of one's personal and familial life;

Insufficient number 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 living
arrangements, a variety of age-appropriate social and
recreational activities, and suitable transportation services
to enhance the accessibility of various community 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 family caretakers;

Inadequate specialized health care to meet extraordinary needs
regarding medical and/or dental care;

Needs for a support network for and run by parents to provide
informal support, share information, and overcome the social
isolation many families experience; and

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

25
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These problem areas are not and cannot be ranked in importance.
Each family has a unique cluster of needs and would critique the
availability and quality of services'differently depending on their
éircumstances. .In fact, mahy families may have problems thét do not
appesar on the above list.

This list, however, suggests that though families are wiiling'tp
provide long-term'care to their members with disabilities, they need
additional supports that are tailored to their unique circums;ances.
The challenge before us, then, is to translate this nced into an
effective system of supports that irecognizes the therhpeptic as well -
as human needs of families.and'of persons with developmental

" disabilities.




A PARENT'S PERSPECTIVE

By
Addie Comegys

With both support from her husband and.interruptions f:-om Krte!

Every family is different from the next, whether it includes a .

person with-handicap; or not. But families with a member having'a

- developmental disability share a number of goals and concerns.

We all have problems of one kind or another. That is life, a

challenge to be sure. But, persons with developmental disabilities,
~in addition,'eventu&lly have to prove that they can contrtbpte to

society in both competitive productivity and in winning ways. To

achieve this they need the supportive consistency and sustenénce'of_'

their own flesh and blpod from birth‘th:ough death. Society must,.
and‘dan, increase its desire and capacity for assimilating this

- population, But.it'must move more quickly and supportively in the
immediate future thgn it has in the past. ‘

| I would like to see-the end of placements in nursing homes or
institutions for developmentally disabled individuals needing loﬁg

~ term total care. Instead, I 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 family members.

Those of us who participated in the HSRI conference can provide
some creative and corrective momentum by addressing accurately the
genuine needs of all types of households, presentvénd future, that
are actively caring for, or considering éaring'for)wdévelopmentally

disabled members.
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We know that there are many types,of families with varying
levels of income trying ﬁo provide that quality care at home. Mqﬁher
and father. Single parent. Working parent(s). Foster and -adoptive
parents. Siblings. Family friends._ Extended families.
Additionally, we know that the range of disabilities involved
requires caré that stretches from little to total c#re. ‘And that
range of invol#ement 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. Moreover, based on such diécussion, recommendations are
offered with regard to how family support serviées’cduld be improved.

The Advent of Disability in a Family

We have friends who‘adopted a 'hormal” baby only_to learn
later th&t the baby had seQere total care disabilities. That child,
ﬁow twelve, has been cénteréd an 1 anchored in his family. But his
working mother qould not have done it without help from her mother
who periodically comes from abroad. Inéidentally, our ffiends have
had two children naturally since. they adopted. |

Censider another friend whose Siamese twins were separated
soon after birth, leaving one very_physically_dependent. She was
given a death sentence oflfour-years. Now she is fourteen and is
commdnicating with an Apple Computer at school. Communication
training bec..: vith the loan of a Zygo machine from her school
system. Now her parents are faced with the expense of a home
computef and a van for her special chair.

Different kinds of help are needed tcday. When you learn that

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

28
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'directing your (natural) anger towards the doctors who (usually)
informed you. Family members often progress through émotiopal stages
similar to those experi. .ced in response‘ﬁo a death in the family.

Let me tell you about our own experiences with our second
dqughter,.xate. It was only thirteen years ago in a hospital office
in our nation's capital,'that my hdsband and I were advised'by
medical personnel to institutionalize our daughter who was
approximately eighteen months old;, Kate, we were told, was multiply
handicapped. She had cerebral palsy. She was very retarded, and so;‘
the doctbr went on to say, we would be wasting our love’on her. "Why
not adopt another child in Katie's place," she suégested. One'who |
could return our love. |

I hugged my child all the way home. I worried that she had
"sensed" the abrasive consultation. I worried about my husband's
reactions and those of our older daughter.. I could feel a ghastly
hollow detachment and isolation envelope me from head to toe and side
co side, but not before we stubbornly and from £he 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. I think
that family caregivers do what comes instinctively in that
situation. But the added knowledge of various therapies and
techniques are crucial because it Ean possibly save a marrigge from
divorce or desertion or noninteraction. Or it\can give parents
courage to hang on, not to institutionalize, and something
constructive to do-with their hands and minds.

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

isolated with his or her own strange emotions. I remember asking my
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- mother which I should tell people that Kate had; cerebral palsy or

mental retardation I knew absolutely nothing about e :her. If we
had had a local organization and a national organization like The

Association for Persons with Severe Handicaps (TASH),* at that time,

our family life and Kate's education would have been much more
directed during those crucial first leaining years.

Parents, today, still must deﬁl'with inedical staff and other
providers. who are clearly uncomfortable with their roles. ThiS'is
due in large partlto the scarcity_of_enlightened educatibnal programs
in me@ical‘schools and universities.

4I ha#g spoken to htudénts.in a public hea1th course who

primarily were'concerhed with how much parents should be told.

'"Everything;" I replied. I must emphasize that by everything I mean

that new paients QhouLd be given information on all medical 6ptibns,‘
all educational options, all appropriate methods and therapies}‘all |
developmental stages, and ghe'potential impact on siblings -- all
right in that birthing room. . ,

I like to tell the true story of a magnificent friend of mine
who is 2 highly qualified professor of special education of the
severely handicapped.L She flew_tb-Florida recently whenlshe,learned
of the birth of a babylwith severe multiple handicaps to her
friends. She lent immediate support, facts and hopes_to those new
parents before they wént home with their baby. They knew what to
expect and when, who could be coming into their home to wdrk 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 my pregnancy that
caused our much wanted child to be born with handicaps. No doctor

has an answer. (As the March of Dimes TV ad says: Parents of

 handicapped children aren't evil nor do they deliberately have babies

with handicaps.) When we learned in August 1983, (Kate was 11) tHat

'~ she had also been deaf since birth, all my old fears and questions

resurfaced. Did I do something wrong Maybe my ancestors are to

blame. Maybe my 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 family together in

~ horrendously stressful times, not to mention Faith and Hope.

. Implications for Families Providing,Habilitative'Caré

Today when a family is presented with the knowledge of any
disability, all sorts of supporting arms should be available to swoop
around the family, arms from physicians, social service agencies,
religious institutions and the local communities alike. ' These
attitudes should promote oonfidence, hope and a "we'll learn to live

constructively together" attitude. This must happen in those firsth

- hours, days, months and years. Service providers (e.g., case

managers, parent trainers) must be trained to provide,expert
consultation and quality care for that child and its family, which

will be in a state of shock and then confusion, perhaps for several

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

communications (She does not need assistance to either give or
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receive'love!). This takes careful planning on the part of her
caregivers. It requires physical stamina, knowledge, creativity,
dedicatjon, determinatipn} and the ability to drum up a positive
outlook each and every day. It requires, for me, one actiVity each
day which I can‘anticipdte. This will focus my mind on getting
.through the reéetitivé drudgery of many everyday tasks. Every family
with a member with A handicap has extraordinary daily tasks to
perform,

Medical and Special Equipment needs are repetitive and usually

lifelong. Appointments. Records. ;Madical insurance. . Forms.
'Trabel. ‘Reports.  Parentq are asked time and time agéin to provide
the same repetitive 1hformat1§n. 'This is time_conéuming and can be a
cause for stress. Medical coﬁts are unbelievable. A scoliosis brace -
is $900.00. An auditory trainer is $700.00. A heaiipg aid is .
$400.00. Onlf iecently did we learn about P.I.C;}(Prolonged'lllness
'~ Coverage) under Blue Cross and 3lué Shield. But one doctor said he
would not reqomménd a larger brace because of the cost and the short
| period of:tiﬁe it ﬁould_be needed. .Buﬁ he did admit that Kate had
almost outgrown the brace! Most health policies do not include
dentistry, which is vitally important to a person experiencing
handicaps. 1In Massachusetts, one can receive dental.services'at

state institutions for free. But our children can and should go to a

dentist in théir community, like their siblings aqd parents! Ramps
at home are expensivé to build but are so necessary. Vans with
lifts. Special chairs. Fancy catalogues with fancy prices that
institutions éan_afford but which families cannot.

The same problem occurs_with sitters. It is vital that .

caregivers have time for themselves. Go out in the evening. Go on
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vacation with and without family. The problem is fitting in to the
~mold of a sitter -- her hours, her constraints, her transportation.
Sometimes I feel as though I am being freed to leave the home only on

the sitter's'ﬁermsz ‘her free,time and her rate.

Respite Care is a term i dislike. 1In many states it is hard
to get. It is.bureahcratic.‘ It‘is unreliable. If is insufficient.
it is not immediate. When I feel exhaustéd, I must know that I can
anticipate relief tomorrow ;t 10 A.M. That very kndwledge is, in
iteelf, one of the controls I'ha§e learned to use constructively. 1
do not plan my'franﬁic moments. Currently, in my state, the
Department of Social Services may authorize ten days of Respite for .
each six honth period.  Parents may choose to use half_days (five
hpurs orfless) or a compination of full and half days, A "full" day
is ten hours only. At my house;_a full day is 24‘hour§!7.‘

Our primary preference is to find someone, -living in our |
community, who‘could'simply,beCOme a welcomed member of our family
when here. If I can find a §erson who has been exposed in a personal
way to handicaps so much the better._ I prefer A person who will
continue my routine. I do not require fancy traiaing. I think I-can
provide thatvﬁyself. Fancy training can create preconceived
misconceptions about a child's abilities and how s/he should be
treated. Often those preconceived notions do not_fig} but. are
difficult to correct. | | |

I do require an individual, male of female, who will talk with
Kate, as a sibling miéht, constantly commenting on the happenings of
the moment. This, I have discovered, is hard for some 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
another way: if Kate can push the grocery cart and can behave
appropriately in ﬁhe grocery store, then grocery shopping is on her
1ist of "let's do." . That list might contain ‘trips to the library,
'ﬁhe zoo, the mall, the post office,.the movies, the playground, and
so forth. All one needs for these activities is common sense..
Through prior experience, the knowledge of Kate's capabilities and'.
preferences ané the:knowlédge of one's self supports confidence and
love of one's felloQ man. Period..

t If Kate's brace needs changing, I'd”p:efer to teach that. I'd
prefer to teach my sitter the techniques wé are using to encourage |
.self-feeding; I have a faith that families can giée a sitter that
‘certain kind_of positive atfitude*whiéh is the motivational
springboard for our children. I havelléArned'about braces and
féedihg‘fro@ professionals, and now I can share it with other
community members . |

Parents are always being challenged to make Home Adaptations..

‘When Kate was using a fourwheeled walker,'we,paid a cafpenter to
install shihgle élats on either side of all thresholds to enable its
wheels to cross over, thus promoting independence. I fashioned a
guardrail across tte tdp of the stairs. |

Our yard helper, a loc&l college student, made some wooden
book rests, a swing fr#me, and a prone board and balance board to the
Physical Therapist's specifications.

A carpenter installed parallel bars and a cheap mirror under a

window so that Kate could perform her physical therapy exercises of

sit-to-kneel and pull-to-stand where she was most motivated -at a

window. The carpenter made an angled footrest to the kitchen chair




for better positioning and adjustments.

Our bathroom has grab bar's installed around the tub. I found
them in a catalog which now will not accept individual orders -only
instituticnal ones. |

We have made numerous adaptations to severalibicycles aiong
the way(-training,wheels, weldedshandlebars, banana. seats, nelcroed
foot straps. | |

| When we buy a new car, the. seat's accessibility is a/major
factor. Those needing vans andilifts endure tremendous expense. And

 what about resaleability.

I am not‘knowledgeable about Medications because‘Kate doessnot.

need them. I wonder how families who do purchase many medicines pay
‘ 'forrthem. I do know they are increasingly expensive.
My husband has put together, with the_guidance of a’

professional, several electronic Leisure and Education&l Activities

for Kate. For instance, consider a Kodak Ectagraphic,SIide 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 psnel. The slides are
pictures we have taken of family_occasions and pages of favorite
books. Our 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 also organized a tape recorder with a timer and a color
organ (Radio shack) so that when Kate presses the on/off switch a

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

instance, 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 competitive marketplace in Kate's home
town!

We got our "Handicappéd Person" license plates mainly to
enable us to park near the medical facilities we frequent. .Thig is a
great.help.physically for everyone, especially_after~a~long drive #nd
- before beginning the return trip. I hasﬁen to add that on pleasure
jaunts we pafk iﬁ regular slots. Walking is part of Kate's physical

therapy.

I am sure that a majority_qf parents'are not knowledgeable

about how to activate a good Financial Plan and Will for their
"children's futures. It is hard~énough to think about your own will.
Trying to anticipate what the situation will be when you die so that
plans function smoothly for your child is an extremely stressful
worry to most of us. The terminology, laws and concepts are
difficult for us. We postpone. Theie are workshops; some literature
is available, So are hefty lawyers' fees. Each state in the country
'is different. We worry! | |

Large families tend to depend on one member to be thg primary‘
caregiver of the fuﬁure. This is often hot an appropriate
responsibility. It must be voluntary. But the issues must be
addressed by all involved. | |

Sdme parents want to know if Medicaid éan be utilized for
Respite Care. One 17 year old boy who is hea;ing impaired, nonverbal
and aggressive needs a male helper with him at home. Local agencies
will no longer provide the service. His parents are being urged té
institutionalize him, Any human with a hearing impairment is uhder

great stress constantly. We need to find support and comfort for
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this youth and his frantic parents in his own home environment. How

can we help?

In many states, like Massachusetts, Home and Health Services.

are being utilized more and more 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 hot all families need the
medical'input. |

| When my widowed mothér became ill, sold her house and was
hospitalized, I would have liked very'much.to have her'stay with us
,during her recuperation and subsequent' housing decision. Hér
interactions with Kate and us would have been very valued. Butfmy
prior experience locating sitters for Kate scared me. And I was
uncertain abbut the :close quarters, nurses aides she would require,
and my questionable ability to calmly juggle husband and child,
mother and constant outsiders in our house. 1I should have taken the
 chance. But I did not know of a definite safety valve I could turn
for me. I would like to see changes in the current 'support system
which wouldihelp others instinctively struggling to hold families
together. |

Family Welli Being

Some families disintegrate but many solidify when{they learn
they have a disabled member amongst thém. Much depends on
communication, that old buggaboo‘and haegup. Egos have become
damaged. Guilt and anger and confusion are pervasive. Parents must
communicate with themselves and other siblings. If that is

difficult, the strongest must reach out to a trusted friend,
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counseler or anoth?r parent or a religious leader. Sometimes another
family member can be helpful. By talking, the stress and
uncertainty, which, if left unchecked, could lead to.an out-of-home
placement, are brought nnder control, and recovery to some degree of
'normglacy.can begin. | | ” | | ‘
Most people in society's mainstréam have yet to uhderstand the
joys and potential fhat handicapped'individuals can bring to a family
dniﬁ; To uneartpAthese hidden benefits is very rewa;ding. ‘They
occur usually when you least expect th;m, so a day-by-day philosophy

is natural.

Marital relations reflect the stresses and'joys of the family

sitﬁation. If one has come to the_marriage ill-equipped to handle
any majof adversity, life will be stormy. If both partners can hang
in there long enough to recognize what can be changed, then the '
relationship becomes one of construcﬁive advocacy. |

It is safe to comment that more couples today are discussing
the "what ifs" of pgoducing a;child with handicaps, before marriage.
Modern medicine is more knowledgeable. |

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

Researchers are just beginning to delve into the world of

siblings and their role. There will be resentments and hardships.

Sharing the load in a positive fashion is constructive and one of the

elements of family life. The potential for sibling growth through
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sharing is there. I like to envision each sibling leaving the nest
as an ambassador 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 ambassador but a great
support to Katie, ﬁho blossoms when she éomes home, and to my husband
and me. |

Siblings may benefit £rom,gepetic counseling. Siblings need
time of their own. They need to be recognized for their own
achievements. There is a trend to feature "Sibling Panels" at
conferences today. We have much to learn about their joys, féarsland
frustrations. - Siblings may often be found ik professions related to

the special needs field.

The extended family should also be considered. Aunts and

uncles, grandparents, in-laws, a particular neighbor, a peer buddy
from the community, a peer tutor are all the kinds of arrangements
- which are homespun and community-based. TV ;ds proclaim
Adopt-a-Grandparent, and Big Brother/Big Sister prograﬁs. A good
example is a television show hosted by Jacklwilliams-on Bostoa's TV
Channel 4. This progrdm,-called "Wednesday's Child," promotes the
adoption of children with a wide range of handicaps in Massachusetts
| who need a family to live with. He received a Media Award from
T.A.S.H. at its ilth Annual Conference in Cp&éggo, November, 1984.

.1/“.
-
Recommendations for Improving Support,sérvices

The support services available in many states are a great help
to families. They can, however, be improved. Please consider the

following recommendations:
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Information and Training

l.

Medical and educational personnel and citizens of the community
could benefit from increasecd Training and Exposure to Persons
with Disabilities with an emphasis on understanding families
and thelr needs. This includes doctors, nurses, case managers,
parent trainers, and to a greater involvement community
citizens. :

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

Adapting the Environment and Special Equipment

3.

Adapt tive Equipment Exchange and_ Rental Groups are a vital
service expansion. Some are scattered across the country. One
is barely operating in my area but not for renting equipment,
only for borrowing. I suggest that sensitive items, such as
auditory trainers, computers, Braille typewriters should be
included. Because they will need special servicing and
maintenance, they could be donated to and rented from a' larger
pool. Presently, one borrows a limited supply from one's -
school system,; but there are no backup machines available and
valuable time is lost to that student. The public is totally
unaware of the problem. . :

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

. the manufacturer for servicing. Kate's "Phonic Ear" package

was lost in the mail for a month, and there is no substitute
equipment! Her summer educational program, so long fought
for through the appeal system, auffered.

In this connection, the Media should be utilized (electronic
and print)to bring the equipment 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 handicaps.

Housing Adaptations should receive greater attention. After
all, the entlre family functions in an environment called
'home " Home should be a place that is structured to foster
independence in the disabled child and to ease physical demands
placed on caretakers. Ramps, grab bars, and other adaptations
should be made available to families.

Direct Services

6. Skills Instructors are needed who come into your home on a
regular basis to work on skills important to the child in that
environment (eating skills, and other daily living skills). School
personnel must coordinate their activities with any such instruction
that occurs in the home to promote skill generalization.
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7. High School Peer Tutors are noted by name in town newspaper
columns. Perhaps, more of them could be enlisted to act as
° skill instructors, care attendants or jus* plain friends

8. Responsive and sufficient Respite Care is virtually
nonexistent. I am aware of two current projects to document
the situstion. Standards vary greatly. Rates are

N subminimal. The need is acute. Parent cooperative
° ‘ arrangements are one answer. . .

9. Families need Pinancial Reimbursement for educational
litigation. Poor and minority families are unable to upgrade
an educational placement. Advocates are scarce. Lawyers are

expensive. Parents are not reimbursed for their efforts,
school systems’arm.

10. Early Intervention must be maintained and creatively expanded.v

1l1. Integrated Recreational Proarams that are run by local
- townships are needed by persons with severa handicaps.

@ N 12. Expanded involvement of Churches and Community Organizations
in the lives of persons with disabllities would be welcomed.
13. There is a need for development of Acccedited Summer Camps

appropriate for all handicaps. Camperships. Both are in
minimal supply. Both are so important in social development.

Support Networks

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

15. Pareut Advisory Committees (PAC) in schccl systems are
- - mandated but not enforced. These committees should Le
strengthened to reduce the costs of appeals and out-of~scbool -

placements prompted by inadequate local services.

® 1n conclusion, profeééionals, bureaucrats and others committed
to helping families should be reminded that parents really do want to
treat their child with disabiliting like their other children. That

e is, they sees to be primarily in cha: 32 of shaping the course of
their children's early life; thet is their parengal responsibility.
Moreover, those wishing to support family efforts inust realize that
no two families are alike. Each responds to the advent of disability

differently, and requires different types and amounts of services.
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Given these considerations, services should be designed around
two fundamental principles. First, a comprehensive and flexible
service menu nust be'available.so that service plans can be
individualized. Second, families must be empowered and encouraged to
embrace a orimary planning rol:2 so that they:can d;:ect the course of
seerbeé and escape cbntinued dependence on bureaucrat;c systems. In
essence, family support systems must be maximally responsive to the

needs of families; they must be fahily driven.
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THE PERSPECTIVE OF A PERSON WITH DISABILITIES

by .

Ssusan F. Lamb

Call me Susan. Call me Matthew, Cal; me your daughter or
son. Call me pupil or client, Call me cripple or dummy. Call
me developmen;ally disabled, wﬁatever your label, I am, I
live. And your attitudes about my limitations and future
determine the fullness or paucity of this life I have been
given. 1 was not born with an awareness'of the meaning of
“severely disabled.”. I didn't understand why the dreams my
parents had for me had bzen shattered. i had not been excluded
yet from schodls, libraries, museums, parks or a:place:iq
society. When I was small, nestled in the soft padding of my
special stroller and a child shrilled as he passed:. "Why is_she
bent that way?," "look shé's got no legs;" or "Mommy I don't like
ugly people like her." I couldn't understand»whyjihe
“Sh-h-h-1" of the child's mother sounded so angry at me. I had
been iﬁtroduced into the harsh‘reality'of attitudinal and
architectural barriers, For‘a person who is moderately or
severely disabled, these barriers create the loneliness and
isolation that is ever‘pfesent in our lives,

Whatever the disability, race, sex, religion, nationality or
income group attitudinal and architectural barriers frustrate the
life of the individual and his/her family. Consequently, the
purpose of this paper is ta'personalize the consequences of these
barriers on the life of ;hg individual with the disabling

condition and his/her family., It is divided into three parts:
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1) Self awareness, integrity and disability; 2) The ultimate
object ive: Independence; and 5) Some crucial concerns.

-Self-Awareness, Integrity and Disability

Like all chiidren. I remember scrutinizing my body with the:
sharp eyes of childhood. Because the other children would tease

me, I 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 family 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."
People stare at you if you'wre different. They can make
you feel like a Mar:i:an. I have never wanted to go out
because I was eo 8elf conscious. My family would say
"You have to go out, we'll take you to the beach.” I
wouldn't. So my father would get off work at night and
we'd go to the movies. The only show I'd go to was the
‘late show. . . My father would wheel me out as goon ae
the lighte came up. -- Temry, post polio ,
The.prevailing thought in the rehabilitation and medical
community seems to associate disability with disease. ARE YOU
SICK? Parents attack your'body,.ﬁWisting iﬁ, bending it.
Doctors stick it, poke it, cut it. The goa}: GET WELL. Make

the most of what is there. Try harder. QQQer give up. One more

surgery, a different dodtor, a change in diét, perhaps that will

help, By the timg 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
disabled child's life, he or she is discouraged fraom asking about
the nature of the disability or what the future might mean. What

is of ten overlooked by parents and medical personnel is
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commuhicating with the child., what IS happening or what MIGHT

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 .

loss. I think it all started when I went to the hospital
and wae separated from my family. There wae almost no

communication. - I think I have been alone for eo long and
for ao many years that I hate the idea. -- Lois, deafness

-Many disabled persons believe that only their families care

enough to help them or are interested in them. Inactivity'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

deeds to underst&nd and be encouraged to assert him/her-self, to

ask questions or to seek help from those outside the family.
Because, for~so'many professionals you are ju;t 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?"

We had monthly vieits by an orthopedist, who would come
like a ocireuit judge to the aschool. . .I would have to
get out there in my underwear in front of the doetor, the
phyeical therapist, a couple of teachers, maybe the
principal, other kide and parents. I'd be paraded around
and had to lieteén to my case being discuseed. -- Vickie,
cerebral paley ' '

Disabled'persons must'also cope with stress stemming from a
recognition of the}inordinaté demands made upon parents and
siblings for their time, their patience and their physical
endurance., If left unchecked,.this condition can frustrate a
disabled child and pramote guilt, Likewise, the family may '
resent the extraordinary caretaking responsibilities. It‘takes

time to realize that alternate care arrangements can help.

SN
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Unpaid assistants (famiiy members) provide care for dis;bled
persons out of love and a sense of résponsibility; .That is wﬁat. | ®
is. expected from family members and it works just fine until one
person does all the receiving. - Without recognition of the needs
6f the person doing the g.iviﬁg, burn out occurs on both sides. A : P
general erosion of the spirit occurs. For those;of us receiving
the care, we often feel guiity wﬁen we sense our parents have
Sacrificedvthemsélves~ﬁ§r us and are quick to point out that
faét._ Martyred parehts are seldom appreciated; Burn out in most
cases is ﬁha‘major.cause of deterioration yithin the family.

Brothers and'sisters.*qut‘like.parents should not be
expected.tb devote their lives io the heroic cause. Siblings
adopt the attitudes of their parents. Responsibilities ‘are so
enomous when caring for a severely disabled child, brothers and .
sisters oftennbeéome'suprogate parenﬁs, Brothers and sisters are -
expected and needed ﬁo help, to give'up play.tﬁne, to take their
disabled sibling with them when they go out, to baby sit., to
feed, to bathe, to iift things; It is natﬁral for them to have
feélings of both love and jealousy. - It is most difficult to
answer questions fram playmates such as: How does your'sister go
to the bathroom? Wheré does she sleep at night?, Why does your
brother's face look squished. |

Believe me, it'is not any easier beinj the disabled child.
When you»feel clumsy, wortﬁless, unattractive and are subject tb
constant supervision by your family, it is very hard to not
become sullen, demanding, jealous and manipulaiive -- in short, a

tyranto
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WHY DON'T FAMILIES RECEIVE. SOME HELP FROM THEIR COMMUNITY OR
THEIR GOVERNMENT? Why isn't there a.uniformity in the scope of
community based services programs from.state to state? Why does
a family often have to reach poverty level hefore they can
qualify for medical care or other services like homemaker
‘aSSistance, respite care, personal care, medical equigment,
physical or occupational therapy or adult day}cere? It ﬁas been
shown time after time‘that when home health aides and eervices_
are available to families cafingifor_a disabled member,}the
savings”to'theftaxpeyetsiand‘to the fiber of the;family;is T
staggering. ~Families need these support services in order to
maintain their self sufficiency -- both econanically’aod
emotionally. | |

Having a disability is only a part of a‘disabled person's
life.‘ To the individual-and‘those who care and ler for him/her
there are other sides to that person, - It's che’life of'the;‘
disabled person that matters. How to preserve, respect end
enhance that life is the ultimate goal of both the parents and
that individual with the less than perfect body or mind.
Nondisabled and disabled familyimembers’need to interact with
their environment. They lnust be able to explore, manipulate and
enjoy their world together. ’Architectural and ettitudinal
barriers must be eliminated within communities. Within our
‘1ation's special-needs families, the ihtegrity of these families

and the self respect of EACH member of the family‘depend upon the

elimination of those barriers.
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The Ultimate Objective: Independence

Besides being Mom and Daq, parents are our physiéai, speech
and occupational therapists. Each improvement in our bodies is
heralded as "progress." With each success (head being'held up;
feeding yourself) we a;e'bginguencouraged to belieye we can do

more.

The other day I wae on the bus with a cerebral palsy ginrl
who usually left her mouth slightly open. Was I ever
glad that my mother said "F-f-f-f-t-t-t" (ehort fonr
flytrap) to me whenever she saw my mouth open. . . She
could have yelled "Shut your mouth" whiech I would have
regented. -- person with disabilities

It is very difficult for us to face such fateful questions as:

who will feed me? 'Dress me? Talk to mqé What will happén.to me
Qhen Mom and Dad are g9ne? The rite of passage for most severelY'
disabled adolescents is the ferrorizing-awareness that'if.you'

should prove incapable of leading an,independént life (and you

~are told this'by society in so many ways), your future might be

institutionalization. Having the self-confidence to.acknowledge
thefe might come a day without your parents to érotect and care
for you cames only with achisition of daily living skills.

The struggle to défine independencevis entwined with.the
attitudes you have about yourself and those attidudes others have
about you. Far too many disabled young adults learh to
subordinate their own interésts and dislikes., For a disabled
person, maturity often means learning to accept the rqles and
expectations that have been prescribed for your particular
disability group.

The s8ight of someone who ie physically twiseted, in a

wheelchair or who has the gait of a drunk exhibiting
contortions and poor balance might elieit in you fears,
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feelinges of inadequaoy. It might bring out younr
protective father or mother instinet. It ie esometimese
hard to conceive that someone who isa really screwed up
phyesically with the speech.of a drunk omr no speech at all
has the same needs as you and perhape in gome cases a
higher intelligence than yourself. --- Elismabeth,
cérabral palay -

I can assure you that peop}e.are‘;ooking at Elizabeth wondering
what will become of her or rejoicing_éhat GodAdidn't zap them,
She is wondering: Am I somebody? Do I look that grotesque? |
Will anyone marry me? Will I ever work? These are all questions
asked by anyone wbo searches for meaning to their life. |
- ‘Where do you build the self-confidencé to know what you are
capable of doing? within the home is where it begins,
Because of my physisal econdition, I was given limits by
people. They assumed that they knew all about me because -
they mead about cerebral palsy in their college textbook. .
-- Laurgn, cerebral palsy .

Family schédules are:hectic. A disabled young person wants
to dd his of her part to help_out, However,‘everyoné. including
parents, is preoccupied with how long it takes to accomplish a
task or the awkwardness demonstrated to éarry»out the task.
_Attempts to assert oursel?es are too often dismissed with "You'll
tire yourself, let me do it." This is a mistake, The emphasis
should be on self sufficiency whether the child ié disabled or
nondisabled, The more dependent‘you are on yoﬁr parents ---when
you believe you can do something for yourself -- the more surly
you become. Your family pecome servants,

A recent example of fhis concerned .a young man I 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

bottle. Finally he told his mom. She substituted a plastic
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bottle and this young man took charge of.his personal hygiene. A
false dependenqy is most damaging to your self-identity and
.relationships with others. Parents should encourage atéempts 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
water. However, if persons with special requirements believe
they can make their bed or dress themselves or get their éwn
drink of water, it becomes demoralizing-to have their competenée E
challenged. Even if only a part of a daily liviﬁg skill, such as
cooking, dressing, bathing. cleaning, managing ;nd budgeting .
money or locatihg canmun ity resources is feasible, that skill
should be used. This knowledge ultimately.will better prepafe
them to live a life outside their family.

As important as it is to know how to cérry out a task, it is-
equally important to understand how to direct someone on the best
way to assist you. Thoughtful management of those eitensions to
our bodies require that the person being assisted be taught how
to give directions, interact with another pérsoqfand exercise
patience. Preparing the disabled person for a life without
his/her parents or accustomed caretaker means the disabled person
must learh to exercise responsibility in order to build |
independence. Independence ;s an attitude. It is not
necessarily doing for yourself, but understanding how to choose
and control the options at hand. Working, despite leg braces, b
fused limbs, spasms or restricted hearing, creates an

assertiveness which reflects a positive affirmation of one's best
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interest.
o This assertiveness is revealed by statements such as:
"Thank you, I can tie my shoes." "I can push my chair." "I can'

pick up the book." *"Thank you, I can make my own decisions."”

® | One of the earliest ways a young diSabied person leairns.'how
to be assertive and to practice cooperation is in school. About
ten years ago, handicépped children were routinely excluded from

school or placed ‘in inappropriate classes. With the enactment in

1975 and enforcement of the Education for All Handicapped '

Children Act (P.L. 94-142), handicapped children now have access

to a vast array of educational services, With P.L. 94-142 each

child has his her individual needs met in the least restrictive
‘environment. Issues relevant to placing moderately or'seVerely
handicappéd children in special 6r mainstreamed classes are

vigorously debated by educators and parents, Whether the child

is in a segragated classroam or taking his or her chances with
nondisabled children in integrated settiﬁgs,'the school ~

experience is deeply felt,.

' When people ask me if I'm in epecial ed, I get
embarrassed. I'm afraid tiey're going to make fun of me
or laugh. Sometimes I just say "Yeah." They ask why and

® I say because I'm slow. I used to get laughed at. -- :
Cheri, learning disabled

I don't like it in thie echool. I would prefer to be

with deaf people. I don't tmy out fonm sporte and I would
in a deaf school. -= Becky, deaf

o I remember interacting in school with other kids who were
dieabled kide. . . We were aqll the butt of everyone's
ridicule and exclucion. There was a camaraderie among us
because we were mutuully hurt... That's had an influence
on my life. == Ann, blind :

o

Our little girl is 3/ yeare old. Thanks to infant
etimulation, she i8 going far beyond the doctonr'e

g |
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expectationa. We believe infant atimulation and early
intervention are the key to helping developmentally

dieabled people to a more productive life. We believe @
every parent and ohild should be. gzven thie opportunity

however it i@ NO LONGER AVAILABLE in our area. -- Letter

from a parent

The problem with education does not lie in a lack of fundipg
for programs but in the attitudes of program officials. Many of
theée people view education, especially higher education, as an
énrichment experience not job preparedness. Such an enrichment:
ekperienée_wiil enable the child/adult to pursue intellectual
activities during the anticipated prolonged periods of
isolation. jIn othgr words, nobody expééts you to work., to feed
yourself, clothe yourself or support yourself. It is very hard
to developlméture and rqsponsible habits when nothing is expected
fro@ you. Everything you do is ”wonderful...considéring."
Educators must stop promoting restrictive curricula for disabled
students. This is particularly evidentlin the math and.science
areas..

Another practice that discriminates against our attempts tn @
educate 6urselves involves use of various competency exams. Many |
of ;hese exams test for middle-class children'g everyday
knowledge. When I was in the eighth grade, I took the o
achievement test given to all the ?tudents; I scoréd high in
verbal and math ability. However, I was at the level of a three
year old for spatial relations. In other words, I couldn'£ put N )
the square in the circle. Small wonder, when I had minimal use
of my hands and nb use of my legs. "Before adminiscering these
exams, educators should probe the student's problem solving @

abilities and street wisdom. Ask 'any parent, they will tell you
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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.: Occésiqnally, these children are served in
canmun ity preschool prégrans sponsored by associations for
‘retarded citizens or Head Start. They are, almost always, placed
inappropriately. They never receive the year round services they
need. Twenty-four hour, year long educatibnal and treatment
programs are'scarce. Those progréhs that do exist are expensive
And most families'lack the resources. The bottom line is that it
is the rare autistic child who receiveé appropriate services.
Consequently, a great many adults with autism become |
institutionalized for life. Why can't these chiidren receive
what they neéd to stay with their families?

Section 504 of the Rehabilitation Act of 1973 (PL 93-112) is
considered by many of us, who ﬁave struggled all our fives to be
first class citizens, to be our éivil rights act, The‘basic
goals of this legislation and 'other recent legislative
initiatives [e.g.} 1978 Amendments to the Rehabilitation Act of
1973 (PL 95-602); Developmentally Disabléd Asgistance and Bill of
Rights Act (PL 94-103); Developmental Digabilities Amendments (PL
98-527)] grows out of such principles such as self'help, self
direction, deinstitutionalization and a rejection of the medical
environment. Self help groups and federally funded Protection

and Advocacy projects have become the catalyst for these goals,




All th3 time I wae growing up and afterward there vere a
lot of buildinge I could not get into or had to have
people with me carry me into them. I really feel,
partiaularly in public buildinge, that we have the right
to go into any room we want. When I know I can't go to
the. bathmoom, I get -pretty mervous. -- Terry, post polio
With the passage of these laws for the first time people‘with
disabilities can assert. themselves as first class citizens. You
have righ;s to educatioﬁ. to go 'into polling places, to control
the treatment of your body, to work Eor a living -- YOU CAN HAVE
A FUTURE is the message to those with disabilities.
Dieabled children have to believe as much as any children
in the world that they ecan continue to live and be happy
and functional...that there i8 a future for them. --
Linda, poet polio
The independent living movement serves as an important model
of self help and outre&ch embodied in the disability rights
legislatioﬁ.‘ Three basic principlés govern the independent
living movement: 1) Disabled persons design and run their own
programs; 2) they are cammunity 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 depéndence of
centers on such funding is beginning to cause serious concerns

for the future. Competition is keen, and existing centers are

pitted agalnst newly created centers. Independent living centers

. are too valuable a communlty 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

indispensable source for ensuring that the family and the
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Gevelopmentally disabled person creceive all the rights and
services to which they are entitled. Protection and Advocacy
proyrams, as established in PL 95-602., are required in all
states. P and A's can provide supportive, investigative and
legal assistance to enhance che welfare of developmentally

disabled child:eh and adults,

When she movad intc 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 money and
eépend and drink it up in liquor and beer... They are the
ones trying to mease up her life by trying to put her in a
home that ehe really doesn't need to be in. All ghe
wante 18 to have a free lLife... She knowe how to dress
. herself, and eook, and wash but when it comes to bucinees
things she comes to me for help -- a neighbonr.
This is part of a letter received by the Alabama Developmental
Disabilities Advocacy Program. Hundreds of similar letters are
received each year.

Helping developmentally disabled people to accomplish their
"ultimate objective, independence, requires effort on the part of
the disabled individual, their parents and the community. The
individual mus* put effort into becoming self-motivated. The
parents must teach their disabled .child daily living skills to
foster the self-confidence needed for independence. And the
cuammunity must support these efforts through integration of the
disabled into the community.

Some Crucial Concecrns

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

each service, rather, 1 want to highlight five service needs of
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extraordinary concern: home safety and housing adaptations, day
care, transportation and architectural barriers, body image and
sexuality, and the future away from onec's parents.

Home Safety and Housing Adaptations

In my fdmily and most families 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 fémily members, havingAevery family member pledge
never to leave 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 help. Why? Two reasons. First,

- though police, fire stations and nospitals, to name a few. are
supposed to have camnmun ication dgvices that accommodate those of
us with severe physical or speech or speech and hearing
limitations (in accordance with Section 504 Rehabilitation Aét of
1973) few have such devices. Cost is not the reason why few
communication devices are found within the cammunity service
departments since they are relatively inexpensive. Current
policies are based on inaccurate assumptions aboxt the lifestlyle
of a person with a severe physical limitations. Such assumptions
include: 1) I will always have someone with me if an emergency
should arise; 2) I will never have an emergency; or 3) I will
never need to seek aid for another person in crisis, Another
reason help is difficult for us to summon, is the lack of

familiarity among most emergency personnel (i.e., operators,




ambulance attendants, police, etc), with disabled people and
o | their needs. People who have responsibility for assisting others

need to know about different disabilities.

Day Care
PY . Day care and home safety go hand in hand. 1In many states

school services are designed to serve disabled children younger
than five. 1In addition, Head Start serves some children in some
@ , areas. But from state to stace the quglity of existing services
varies and they are not uniformly available. Severely retarded
childrén/adults may be forced to wait three to four years for

limited space in adult activity programs. Summer programs for

* severely disabled children are virtually ndn-existent except _at
parental expense. If the majority of households with children

) are headed by woﬁen, and society says it'slbetter to work than be

. on "AFDC," and a good percentage of those women headed households |
that have one of those 2,000,000 chronic physically or mentally  °
disabled children, where is that mother supposed to put her child

when she goes to work?

Sue, my daughter, age 6, goes to East Elementary Sechool
Special Education Class. Before she was 8ix, she went to
"the Cerebral Palsy School here all year long. I checked
® about her going there when aschool is out for the summer
and the CP school eatid if they didn't get funded fonr
extra children they would not be able to take her. Sue
needs to continue her speech and physical therapy all the
time, three monthe 18 too long to be without help. Day
care does not take handicapped kids, eo if I can't put
® her in the CP center this summer, I really don't know
‘what I can do. I work and I need to have her taken care
of Just for the summenr.

Transportation and Architectural Barriers

Py If you use a wheelchair, crutches or have sensory

limitations, transportation and architectural barriers are giant
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problems to overcome. From middle childhood on, especially
during adolescence, friendships and activities are noqrished
after school. Mobility'is paramount to recreation and
socializing. You can't go anywhe;e, do anything,.meet a friend
unless your parénts take you. The hurt feelings and rejection
that ccmé fram being dependent on only your family to take you
places boils down to: "You do not have a private life." The
more severe your'iimitations and the older, consequently heavier .
and larger you are, the physically more difficult it becomes to
take you places. Every outing has to be carefully evaluated and
planned. Spontaneity is replaced wiﬁh aésessment of the, effort
involved. The harsh fact is that the solution to this'broblem.is
costly. 1In some communities, services such as Dial-A-Ride, exist
and, in rare cases, some accessible public transit is

available. Howevef, in most cities the programs are grossly
inadequate to meeﬁ the demand for services by disabled éhildren
and adults. Transportation may be costly but the cost must be
balanced against the isolation and despair for countless disabled
persons.

Body Image and Sexuality

Why should spasms, wheelchairs, mental acuity or sensory
awareness change a pefson's right to express sexuality or}
experience intimacy? Intimacy is not excldéively the special
closeness defined by physical proximity or agility. Rather, for
most people it is the sense of camfort, acceptance and trust
shared with another human beiné. Yet, many people would be

surprised and slightly uncomfortable with Sara's desire for and
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expectation of fulfillment. Many people, parents, teachers,
counselors and medical personnel included, ignore the sexuality
of the disabled adolescent and adult. We are assumed to be
either asexual or impotent. This denial of sexuality is the
cruelest attitudinal barrier f{aced by sémeone with severe
| disabilities,
I was born without legs dnd with a right afm that ends
where moat people have an elbow. It'as an unusual body
but it ie a body. It houses a living person and lets me
do many of the things I want to do to Fultlfill my life.
-- Sara, amputee ' .

What you see in your mirror affects the detisions you‘make,
regarding: - How to take care of yourself; what you thinkiyou can
dc: can't do, won't do, want to dog and“what kinds of
relétionships you choose to have. The'reflection you see tells
.you how to look to those who love you, the way you need to iook,
the way you look to strangers. -The scﬁrs, the curvatures, the
spasms, the slowness makes you appear physically different from
those imagés on TV or people around you. From these sources it
appeérs ﬁhat loving depends on body fitness. The implicit B
message is that it is unnatural or pathetically unrealistic. to
expect to experience various relationships with other disabled
persons, or even more malad justed, a nondisabled individual. It
is hammered into your head by parents, rehabilitation and medical
personnel, as well as architectural and attitudinal barriers
foundéin canmun ites, that you are incapable of having a déép

relationship with anyone other than your parents., After all, who

else but your parehts might love someone so different and

dependent.
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Tragically far too many young disabled people conclude they
will never have a chance for a nommal relationship. The comfort,
acceptance and tenderness found in a relationship is assumed to

be forever denied them. Why? Because of mental retardation,

epilepsy or autism, No! The reason is those who see our unusual

bodies assume the basic human needs and desires to love and be
loved havé been subjugated to the physical, emotional or mental
difficulties that must be overcome. They are mistaken.

But how does a:parent and/or those who care encourage a 1%
year old, who uses a wheelchair and whose body is verv malformed,

to smile at the image in the mifror? They might: 1) acknowledge

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

.piétures of the persons with the disability-around the house:; 5)

teach as much self care as possible; and'G) discuss financial and
physical arrangements which must be made if.tﬁo severely disabled
and unemployed persons should desire to marry. The point to
remember is that the disabled person's body contains the gift of

sexuality just as the nondisabled person's body does. wWhether

that gift is rejected or accepted is determined 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 onl' co "special" parents who have the ability to
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adjust. However, there is one inevitable situation few parents

~actually plan for: What will happen if I can no longer take care
of Mary, Jimmy, Sally? Or worse;'when\l die, where will they
go? How will they manage?

_Coping with aging can precipitate changes and stress within
the family of a developmentally disabled person, Growing'older
. is difficult for all of us. We are reminded with the weakening
of our body and senses that in American society the aging process
represents a change in status from being a responéible'adult to
becoming a dependent adult,

For the parent who has the responsibility of caring for a
developmentally disabled adult, aging has frightening
impliéations for their lives. Having 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

question., It is terrifying for most aged parenté when it is
suggested aftér 50 or 60 years of providing food, clothes,
grooming, protection, and so forth that other arrangements need
to be made to insure the well being of thei? loved one, Many
aged parents are painfully aware that the ﬁajority of moderately
or severely handigapped children and aged adults are |
inappropriately placed in institutions when they can't care for
them, Opportunities for the severely phy. ically disabled to 1live
ndependently in group homes are virtually nonexistent. Also,
Medicaid, the primary source of payment for disabled individuals

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

wp)
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in a nursing home unless tiere 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 sevérely disabled people available,
the last years for many will be spent in an institution.
However, for families with large émountS'of money and property
held ‘in trust,'alternataves'afe available.

The need for financial and estate plénning 5y these parents,
'i8 crucial in providing long térm.guaranteed care.ﬁor their
disabled dependentf foo often, this essential planning never
takes place due to the Eremendous societal barriers which must be
overcame., Seeing the need to plan is the first hurdle,
Decisiohs on living arrangements, medical care, determination of
canpetency, whether gu&rdianship is needed, the fom of that
guardianship if it is needed (over the person,'the estate or both
the person and thé 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 example,
in a guardianship relationship the dependeﬁt can lose the .
independent'right to marry, to have and raise chidren, to spend
earned incame, to vote, to decide medical treatment, to choose
living arrangements. Parents and disabled persons must
understand the legal implications and.consequences of all legal
and financial planning. It is essentiai that the plan provides
security for the person and that eligibility for government |

benefits 18 not inadvertently jeoparidized. Careful assessment,




- 54 -

therefore, must be made of wills, trust instruments,
guardianships, receipts of insurance proceeds and their impact on
the maximization 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

well being toward their future, My legacy for any severely
disabled adult is that parentskbeiieve in their child's
capabilities; respect his/her dignity and have confidence that
he/she is capable of some measure of self-direction,

Conclusion

Throughout this paper I have attempted to highlight major
points during a lifetime of living with disabilities. With that
focus I chose the personal'approach, "the huran toudh,” to draw
attention to the people whose abilities are inhibited by some
arbitrary malfunction. Within that different body, the essence
of 1life within demands the right to live that life to thé fullest.

Disability is an irrational, irreconcilable fluke that
occurs., But it happens evé;yday to many people. There is no
natural or human law that decrees ﬁhat any of us must or should
live disabled, immobile, or misshapened. To ourselves we aren't
demographic statistics, We éren't an unfortunate set of
lamentable cause and effects from which to draw rational and.
objective conclusions, We are not separate and apar£ fram 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 learn., Cerebral palsy. Autism. Mental or
Sensory Disability. whatever the disabling condition, the

persepective is the same: Here is LIFE. Now, what can be done
with it!
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. PART II: RESPONDING TO THE NEEDS OF FAMILIES

Chapter 1l: Historical and Contémporary Responses
to Disability

Chapter 2: The Development of Family Support Programs

Chapter 3: Statewide Family Support Programs:
: National Survey Results
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HISTORICAL AND CONTEMPORARY
RESPONSES TO DISABILITY

°
The occurrence of disability in society challehges both families
and the greater community to provide adequate care for persons with
o disabilities, The efficiency and effectiveness of such care would be "
~enhanced if there were a clear ¢i§ision of  labor between families and
. publinly supported gfforts (Caro, 1980). However, notions about the
@ relative roles of society and families in providing care to persons
with disabilities_have flhctuated over the past several years. |
>
o | | Conflict in Roles Over Time
Demos “(1983) notes that in any historic;l period the caregiving
roles playéd by the greater society and by individual families are
‘ - related to the .interacti.on of five factors:

® The cultural context defines what segments of the population
will be considered vulnerable or disadvantaged. For instance,
Demos (1983) speculates that in earlier times the societal
position held by elderly persons and persons with mild
® retardation was more favorable than today; life was less -
complex and more managable, and marginal employment was more
easily obtained. As a result, these persons were, on the

average, less vulnerable than persons today with similar
disabilities. ' : '

® e Demographic and biomedical considerations influence the
numbers of persons wi Sp- *1al needs present in any .
population. Given recent technological advances, we are
growing older than ever and many children, who were at risk of
dying just a few years ago, are surviving their early life
crises. Moreover, just as the proportion of persons with
disabilities is expanding within the population, the potential

e pool of family-based caretakers is shrinking due, in part, to
increased numbers 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
' disability reflects the role a society decides to play in
the provision of care. Contemporary responses to disability
suggest that government has taken a greater role than ever

and has orchestrated development of a large human services
industry.

° The family's composition, structure, strength and resources
will, to some degree, influence the role it is willing to
and capable of playing in caring for a person with
disabilities,

Together, these factors dictate the division of labor between
.society and family concerning the provision of care to persons with
disabilities‘at any point in time. Demos (1983) presents an
historical profile of this tension in the United States and suggests

that it encompasses three stages.

The Pre-modern Stage

This stage begins with the early settlements in America in the
17th century and extends into the early 19th century. During this
stage emphesis was placed on the significant and dominant role of the
Afamily in shaping larger units of social organization and in
providing care for all its members, including those'with‘
disabilities. .Such care often involved the entite extended family
for the lifetime of the person in need. The societal role was to
oversee the general welfare of families. 1In extreme cases, civil
authorities intervened to modify family behavior, punisn individuals
for failing to fulfill family obligations, or remove a person with

disabilities from the family unit in favor of placement with another

family. Clearly, this stage is dominated by an orientation to the
acceptance of the role of the family 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 mid

part of the 20th century. It is characterized by enormous growth in
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the number of institutional settings for persons with developmental
disabilities and other-vulner;ble persons. The advent of such
settings reflects a dramatic shift in the'locus of responsibility for
the care of persons with disabilities. Families were no “longer
automatically viewed as the caregiver of choice. Instead, despite
the good intentions of many proponents of publicly supported
-services, these services often involved isolation of ﬁhe person with
disabilities from the family and the prevéntion of the "injudicious
interference" of family members. Additionally, early in this period
many believed that persons wifh disabilities should be (segregated
from the mainstreém of society to protect these persons from the
hardships of everyday life and to provide them with needed
supervision and care. Later in the period, however, placing persons _
with disabilities into isolated settings was also premised on the
belief that these persons were a menace to society (WOIfensberger,
1975),

To be sure, during this stage the great majority of persons with
disabilities remained at home in the care of family members. 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 fequire specialized
residential services just because s/he has a developmental disability
(Skarnulis, 1976). These changes in the balance of interests
surrounding persons with disabilities resulted in an inconsistent and
often conflicting division of’laSér between families and publicly
sponsored service efforts. Whereas in the pre-modern stage families
were viewed as competent and preferred caregivers, during this stage

the capacity of families to provide suitable care was questioned and
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public services often were viewed as an adequate and preferred
substitute to the family.

The Contemporary Stage

This stage begins in the mid-20th century and brings us to the
present. It is cha:acterized'by a growing regard for the capacitf of
families to care for persons with disabilities, disillusionment wifh
public institutional services, a more measured view of the role of
professionals, and the advent of publicly financed services within
the community. These occurrences reflect yet another shift.in the
locus of responsibility for care of persons with disabilities.

During this stage, families are not exbected to carry thé full burden
of care, nor are puplic.serviées touted as an ample and preferred
substitute to the family. 1Instead, families are inrreasingly viewed
as capable caregivers whose efforts can‘be’enhancéd 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 contemporary:policy encourages increased
emphasis on maintaining peréons with developmental disabilities
Qithin community-based alternatives and/or the natural family, these
trends mask several counter-forces that.could significantly undermine
and inhibit the present initiative.

Present Barriers to Increased Support for Families

The numerops barriers confronting those committed to increasing
the level of sﬁéport accorded families who care for their members
with disabilities can be sorted into four categories: attitudinal
biases, demographic trends, uneven distribution of financial

resources, and family-centered fiscal disincentives.
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Attitudinal Biases

Three types of attitudinal bar:.ers persist. First,
professionals in the developmental disabilities field are far from
réaching consensus over the role of the family in the provision of
care. Some professionals discount thé family's capacity for making
sdund decisions about the welfare of their child or adult with -
disabilities. The legitimacy of this claim is underscored by
individual cases where parents decideragainst life saving or
enhancing 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
complex conéepts pertaining to the rights of per$ons with
disabilities, the bounds of parental autonomy, and the role of
government in family affairs are discussed vigorously to no clear and
final end (Skgrnulis, 1974; Annas, 1979; Herr, 1984). Likewise, even
where the medical status of the person with disabilities is not at
stake, there is intermittent disagreement between professionals and
parents concerning the most appropriate approach to habilitation,
Some professionals go so far as to view the family as part of the
problem, due to purported tendencies for overprotection and inherent
attitudes that deter skill development (Crnic, Friedrich & Greenberg,
1983; Tapper, 1979). Given these congiderations, professionals

sometimes presume family incompetence and pursue out-of--home

placement as a mattér of course.

iud Second, society has not reached consensus over the public's role

in private family affairs. This dilemma is ooth moral and
political. Some believe, for instance, that parents themselves are

responsible for any problems tﬁey encounter in bearing children and
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that the public should play a limited role in family affairs. This
position suggests that public sector dollars should not be used to
pay for Eare provided by families to their family member with
disabilities. 1In contrast, others believe that the presence of a
_person with a disability in a family should result in increased
public involvement because of the special needs of family caregivers
and persons with disabiliﬁies. Such involvement inélﬁdes pfovision
of support services to help the family live a life that is as close
to normal as possible.

The political reality is that far more persons with disabilities
live ;t home with their families than in alternative residential
arrangements Sut that the great majority of service dollars are-spent
cn out-of-home options. Consequently, providing families with
comprehensive support services woﬁld require either additional
resources and/or re-allocation of existing funds. Given a scarcity
of fiscal resources and significant pressure to maintain current
allocation patierns, many are reluctant to support further
development of family support programs. In fact, some claim that it
makes little sense to allocate additional resources for a service
(i.g,, family care) that is already being provided at no public
cost? On the other hand, proponents of family care argue that all
parties would benefit if the family were provided with needed
services and point out that even a small decrease in family efforts
would confront. legislators and taxpayers with enormous financial
burdens. From this perspective, it makes programmat:ic and fiscal
sense to promote rather than ignor family efforts.

Third, many families are themselves caught in a crossfire of

conflicting interests and social role expectations (Farber, 1983).
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On one hand, current lifestyles emphasize independence,
self-actualization, and employment outside the home for women.,
Running counter to these values is a renewed interest in family-based
care and a need to cope with the extraordinary demands such care
entails. Consideration of these contradictory perpectives can cre#te

for many families an unsettling sense of ambivalence regarding their
future and the future of their child.

Demographic Trends

In the future, persons with developmental disabilities may be .
increasingly vulnerable to out-of-home placement due to at least
three population trends. First, in comparison to past census
information, families, in general, are getting smaller; there are

greater numbers of single parent families, and couples are having

fewer children. This suggests that the family's capacity for

providing long-~term care may diminish because there will be fewer
family members on which to rely. Supporting this speculation, Giele
(1981) found that disproportionate numbers of elderly persons in
institutions who need personal care are there only because they have
no family with whom to live.

Second, the number of women entering the labor force is
increasing (Keniston, 1977). This trend adversely affects the
caregiving capacity of families because, in the United States, it is
primarily women who have responsibility for providing such care.
With this pool of caretakers shrinking, increasing numbers of persons
with disabilities may be faced with out-of--home placement.

Finally, more and more persons are living in urban settings. 1In
some ways this trend appears advantageous because, when compared to

more rural settings, urban settings have more sarvices and they are
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more accessible. For reasons that presently remain obscure, however,
Perlman & Giele (1983) note that this trend can also result in
decreasing occurrences of family-baéed care. For instarce, Mahoney
(1977) found that elderly persons were more likely to be assisted by
relatives if they lived in rural or suburban se;tings than if they -
lived in urban settings.

Uneven Distribution of Financial Res~urces

Estimates suggest that the cost to taxpayers qf the care of
persons with developmental approaches three billion dollars annually
(Braddoéi, Howes & Hemp, 1984). Sources of these d»llars include
federal programs such as Titles XIX and XX and Supplemental Security
‘Income, as well as dollars raised through state and local taxes. The
patterns of these expepditures, however, pre.rnt a major obstacle to
the promotion of family-based care (Tapper, 1979; Morell, 1983).‘
This observation can be documented iﬁ two ways: 'l)_compariéon of
dollar amounts spent on institutional settings and community-based
alternatives, and 2) analysis of the community services to which
funds are allocated.

| Several authors (e.g., Lakin et al., 1982; Copeland & Iverson,
1981; Braddock, et al., 19%4) show through comparisons of the dollar
amounts spent on residential care provided in institutional and
community settings that significantly greater amounts aire spent in
institutional settings. These results are magnified further when it
is considered that the majority of persons with developmental
disabilities live in the community with their families or in
supervised living arrangements (Moroney, 198l1). Reasons for
disproportionate expenditure patterns in~<lude: 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
disabilities of persons in iﬁx{itutions co&pared to those living in
the community (Bruinihks, Hauber & Kudla, 1979), and 3) the pressure
brought.to bear on policy makers by special interest groupé intent on
maintaining institutional services (Blatt, 1981),.

Recent information indicates' that skewed funding patterns are
beipg slowly corrected. Braddock et al. (1984) show that the ratio
of gollﬁrs spent_iﬂ_institutional settings versus community.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 availayle funds remains a formidable impediment to an
expanded and improved communiiy-based service system.

Even the expenditure patterns within the community system are
skewed. Examination of current spending regeals that a majority of
community dollars are allocated to the development and méintenance of
vocational training sites (e.g., sheltered workshops and activity
centers), supervised living arrangemehts (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
undersubsidize family care of the handicapped person, while at the
same time lavishly support care outside the family setting" (p. 80).

Review of present policy suggests that community services are
primarily designed to deliver habilitative services to individuals in
‘settings external‘to the family rather than within the family unit
(Morell, 1983). Though some persons with disabilities are helped by

these policies, they do little to encourage or enhance family care.
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Fiscal Disincentives

At least two fiscal disincentives to family-based care can be
described. The most dramatic is the built-in institutional bias in ®
Supplemental Secufity.lncome (sSI) and Medicaid policies. Under
present deeming rules, the income and resources of parents is treated
as though it were available to the SSI or Medicaid applicant or . ' o
recipient as long as s/he is living with the family (and is unde: age

18). If the level of parent income and resouces‘surpasses the.means
iucume eligibility criteria, .the person with disabilities does not e
qualify for SSI or Medicaid. 1In contrast, the parents' income and
resources is not deemed to be available to the person with

" disabilities while s/he is residing in an out-of-home facility. - ®
Given 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.family. This hypothetical
analysis is bolstered by the_highly publicized example of the Beckett
family whose daughter with severe physical disabilities was placed in.
a hospital because funds for her care at home Qere not available.

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

A similar consideration involves caretaking trends that show

increased numbers of mothers entering the job market (Keniston,

Qo ) 7‘1
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1977). Mothers of children with disabilities may be inhibited from

seeking employment due to the demands of providing care (Turnbull,

Brotherson & Summer, 1985). As a result, these mothers may grow to

resent their caretaking role and their families are denied access to
a second income.

The opportunity costs associated with home-based care can lead
many parents to concldde.that the interests of the entire family can
be best served through out-of-home placement. Consequently, a strong |
need exists to examine the effects of opportunity costs on the
provision of family-based care and to develop policies that counter

such disincentives.

Factors Spurring Increased Demand for Family Support

The impetus for family-based care stems from two major
ideological tides. The first is "normalization.® This notion began
in Scandanavia (Nirje, 1969) and was later expanded upon in North
Amgrica. The philosophy of normalization presumes that persons with
devélopmental disabilities should be served within prbgrams and
fesidences that are as normal as possible and that they bg taught
skills necessary for life in the community (Wolfensberger, 1972).

The second major movement, which is also premised on the
integration of persons with cdisabilities into community life, is
"mainstreaming." Supporters of this concept advocate that children
with disabilities be educated in public schoo;'classrooms, and placed
in non-segregated or "mainstream" 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 Handicapped Children Act in 1975 (PL
94-142).
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The emergence of these moral imperatives coincided with a variety
of other events that both helped to clarify these ideas and shape
their implementation. Several of these events are listed below:

o. Avgrowing body of literatufe that shows that persons with

developmental discbilities have the ability to grow and to
learn -- this reasearch was translated into the "developmental

model"; Py
® Mounting research on the debilitating effects of

institutionalization and on the positive effects of home and

community-based care (e.g., Close, 1977; Nihira, Meyers &

Mink, 1983; Sokol-Kessler, Conroy, Feinstein, Lemanowicz &

McGurrin, 1983; Schroeder & Henes, 1978; Conroy & Bradley,’ ®

-1985); .

@ The ongoing improvement in instructional methodologies for
persons with developmental disabilities of all ages to promote
the acquisition, maintenance and generalization of skills
(e.g., Engelmann and Carnine, 1982; Close, Irvin, Taylor and '
Agosta, 198l1) and to remediate behavioral difficulties (e.gq., e
Evans & Meyer, 1984; Hall & Hall, 1980);

®  Increased evidence to show that parents can be taught
: specialized skills to meet. the extraordinary needs of their

developmentally children (e.g., Snell & Beckman-Brindley, ' o
1984); ' ‘

® The use of broad scale litigation -- especially in the federal
courts. -- to bring about improvements in institutional care
and ultimately to secure services in the community in the
"least restrictive setting" (Bradley & Clarke, 1976; Bradley,
1978; Conroy & Bradley, 1985); @

¢ The momentum of the civil rights movement which highlighted
the plight of blacks in the country and which also illuminated
the discrimination inherent in the treatment of other
minorities including developmentally disabled citizens
(Browning, Rhoades & Crosson, 1980); o

® The growing consumer movement resulting in the creation of
politically active parent groups (e.g., the Association for
Retarded Citizens) and self-advncacy organizations (Browning,
Thorin & Rhoades, 1984).

: . @

® Increasing evidence that home and community-based care is more '
cost effective than institutional care (Ashbaugh and Allard,
All of these factors gave momentum to the principles of
[] [] [ .
normalization and mainstreaming. Consequently, the emphasis on
7y ¢
O
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providing necessary services in the community 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 movement on state-wide éervice systems are
well aocumented. Recent information indicates~that the total
population of state iﬁstitutions for mentally retarded persons
declined from about 195,000 in 1967 to just over 125,000 in 1981 and
the number of persons receiving coﬁmunity residential services
increased from 26,000 in 1967 to an estimated 90,000be 1982 (Lakin;
et gl., 1982). Likewise, comparison of Children's Bureéu Survey
results of 1961 and 1977 reveals that the absolute number of children
with handicaps (emotional disturbance, mental retardation and
physical handicaps) receiving public school services has more than
doubled (MacEachrcn and Krauss, 1983). Finally, many states now
offer parents of persons with a developmental disability a variety of
supportive services including case management, parent education,
financial assistance, respite care and faﬁily therapy .

Present services, however, are not yet adequate. Many persons
with.developmental'disabilities remain within setﬁings that are too
restrictive. ‘Moreover, much still can be done to provide families

with suitable types and amounts of specialized assistance.

The Current Challenge’

Developing suitable policies to respond to the occurrence of
disability is a complex undertaking burdened by historical,
philosophical, methodological, and political considerations. To be
sure, the increasing recognition of the crucial caretaking role

families can and should play is encouraging. Proponents of
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family-based care, however, must counter the argument that care for
an offspring is part of the moral responsibiltiy of the family and
should therefore not be subsidized at all. The response is

two-fold: 1) supports are neéeésary in order to make it possible for
families to take advantage of the new (and mény times expensive)
technology that exists to assist persons with disabilities, and 2)
supports are necessary because of the diminishing cépacity of many
families to provide care’(e.g., beéause of the increasing number of
single parent families, a réductiop in the extended family, smaller
number of children in the family who could contribute to care, etc.)-

Based on a sound understanding of family needs, advocates of all

kinds must convince policy makers that all concerned parties stand to
benefit from the systematic application of family support services.

] The family benefits because of an enhanced capacity to
provide care and an improved quality of life. Moreover, for
some parents, receiving support services obviates any need
for seeking alternative placement for their child or makes

it possible for them to bring their child home from such
placements;

° The person with developmental disabilities benefits because
he or she is able to stay in a supportive home with more
capable caregivers; and

] The state benefits because it has strengthened the family
structure and may realize some cost savings due to a
diminished need to fund expensive alternative residential
options.

Moreover, arguments for family-based care should be translated into
effective public policy that reflects a fundamental respect for the
potential caregiving capacity of the family and that provides

sufficient funding to guarantee an adequate array of services.

7




THE DEVELOPMENT OF FAMILY
SUPPORT PROGRAMS

by
Colleen Wieck, Ph.D.

Murphy's Lawl‘is as familiar to all of us as the Law of
Gravity. Although human services are not governed by the same
types of laws, rules, or principles as physical sciences, there
are some common themes that do allow us to humorously reflect on
current professional ‘practice., 1In this paper, four major laws
and seven coroilaries patterned after,Murphf's Law have been
postulated to provide a framework for discussion of family
support brograms.

Lav # 1: Human problems tend to be defined in temms that require
professional eolutions thus rendering them ineoluble.

This paper will provide definitive answers to the question,
“what are family support sefvices?" Definitions of "soc.al |
support," "services,”‘and "family" continue to be difficult for
researchers, parents, and providers. The debate over programs
and policies affecting families including family support
programs, has been complicated by a lack of consensus regarding
these definitions. The cammon stereotypic definition of family
is "mother, father, and two children." The Bureau of Labor
Statistics (1979) has published a cost of living index for census
regions based on a hypothetical urban family of four consisting

of “employed husband, age 38; a wife not empl oyed outside the

1 "Anything that can go wrong, will,.."
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home; an eight year-old girl; and a 13-year-old boy" (p. 21). 1In
contrast, the Census Bureau has abandoned the term family and

adopted the term household to denote the range of living

arrangements that currently exists,

Cobb (1976) defined social support as information exchanged

at the interpersonal level which provides emotional support (care
and love), esteem support (value as a person) and network support
(mutual obligation and understanding). Support can occur in
neighborhoods, in the family, and through self-help groups.
Neighbors tend to provide short-term assistance. Families.
4provide longer term support such as information, feedback,
guidance, help, rest, identity, and an emotional base, Self-help
groups form because of a mutual prdblem or situation,

Various taxonomies of family services have been offered.

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

following:
(] Subsidized adoption;
® Direct subsidies to families;
° Respite care;
° Training; and
o Technical assistance.

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

representation of tamily services. (Figure 1),
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®
Figure l: Model Array of Family Resource Systems and
o Support Services for Children with Disabilities
and their Families*
* Source: Loop and Hitzing, 1980
® s . . .
All families are currently feeling the impact of a
combination of cultural, technological, psycholoygical and .,
demographic changes which have altered both the structure of the '
®

family and the roles filled by individual family members.
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Structurally, the number and size of families have
changed. The number of non-traditional households consisting of

one person, more than one person not conventionally related, or

single parents with children, especially female-headed

households, has greatly increased. Smaller households have
resulted fram delays in marriage, high divorce rates, lower birth
rates.Aand decreasés in the number ofﬂmulti-generational or -
"extended fahily” households, (Beck & Bradshaw, 1976; Bradbury,
Bishop, Garfinkei. Middleton & Skidmore. 1977). |
| Family roles ha&é changed with some family functions

including care of oldér‘and Qounger famiiy members, shifting -
outside the family or household unit., Women are continuing to
participate in the work force in greater proportions, which
affects the fecundity rate ard increases demand for child care
(McDonald & Nye, 1979).

The fundamental issue underlying family §upport programs is
"who shall care for the‘ﬁembers of the family, particularly thqse
individuals with handicapping conditions?" 1In this context, it
becomes especially important to examine the fgnctions a family
performs for its members, and to raisé'questions such as these:

® What are the conditions that allow one family to care for
its handicapped member and force another to place the
handicapped person out of the home?

° Why do family support services exist for mentally
retarded persons but not for the families of persons with
Alzheimer 's disease, head trauma, or hundreds of other
conditions that place chronic stress on families?

° Why do family support proérans tend to focus on children

and not younyg adults with disabilities who might be
living in a household unit?
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LAV # 2: If your handicapped child only needs 10 minutes of
assistance, you can only reseive 24 hourse of care, usually out of
the home.

Reviews (McCubbin & Figley, 1983) of the traditional
research in tlie area of family stress reveal emphasis on gypical
toyics such as:

Marriage, sexuality, parenthood;

Divorce, step-relations;

Careers, econamic .stress, retirement;
Illness, death; and
Natural disasters, war.

Usually, the topic of handicapped children is combined with
illness, ) )
A simple way of understanding family stress Qas first
advanced by Hill (1949) and has been modified since:
A,B,C, =-X.
A = the event and related hardship interacting with

B = the family's resources for heeting crisis interacting
with

C = the definition the family makes of the event produces
X = the crisis,

The Philip Pecker case provides an excellent example of the
flexibility of this formula. This case ended up in the courts
because the natural and adoptive families of a child with Down's
Syndrome reached different decisions about whether the child
should have heart surgery. 1In this case, the natural and
adcptive families faced the same event (A) but had different
resources (B) and definitions (C) of the crisis (Xx).

Another approach to assessing family crises comes from a set

of eight questions developed by Lipman-Bluman (1975) who asked

whether the crisigs is:




l. Internal vs. external?

2. Pervasive vs, bounded?

3. Precipitous vs., gradual onset?

4. Intense vs, mild? '

5. Transitory vs. chronic?

6. Randam vs, expectable?

7. Natural vs, artificial generation?

8. Perceived insolvability vs. solvability?

There have been several studies on the effect of handicapped
children on families, particularly on structure (Fotheringham &
Creal, 1974; Beckman~-Bell, 1981; Paul & Porter, 198l1; Willer &
Intagliata, 1984; McCubbin, Joy, Cauble, Comeau, Patterson, &
Needle, 1980; Turnbull, Summers, & Brotherson, 1985), stress’
(Wikler, 1981; shapiro, 1983), and coping (Wright7 1970;
McDaniel, 1969; Neff & Weiss, 1965).

According to several investigators (Grupp~, 1978; Minde,
Hackett, Killon, & Sliver, 1972; Heisler, 1972), famil.es of
handicapped children prdgress through stages similar to reaction
to death: (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 ongo.ng support (Jefferson & Baxer,

4

1964; Kendall & Calmann 1964; Younghusband, Birchall, Ddvie, &
Kellmar, 1970). 1In a study published by McAndrew (1976), 116
mothers of handicapped childr2n in Australia were interviewed.
The strain on the Australian families for physical care of the
children was considerable:

The main brunt of the care was carried by the mc :her and

probably accounts for the considerably bigger proportion

of mothers campared with fathers who were ia poor

physical health (McAndrew, 1976, p. 244; Freedman, Fox-
Kolenda, & Brown 1977).
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The single largest expenss was travel custs, Only a
minority of the 116 families was experiencing financial
problems. The Australian study noted that in addition to prompt

ariurate information familieg 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 aple to mak2 use of public transportation.,

A subsidy or tax deduntion for travelling expenses would
be a help to these pairents., Financial assistance for
home conversions was needed by a small number. A
govermment subsidy would also assist these families,
(Senate Standing Committee of Health and Welfare, 1971).

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

Gaiter (1984) summarized views of several adult siblings,

As one sibling recounted:

raring the pain, the anguish, the shame and the guilt of
having a handicapped persc is a family affair; it is not

jJust a parents' affair (p. 18)
Of particular concern to siblings is the lifelong care and
responsibilities for the handicapped person. Several siblings

interviewed by Gaiter offered their own personal accounts about

responsikt: .ities:

i may have passed up marriage a couple of times because
of my sister (Rita Haahn, 52-year-old sister of Grace wh~
is 48 and mentally retarded).

I feel guilty for saying .hat I really didn't want the
responsibility., Although I have an older brother, it is
implied that I will inherit the care of our sister (a 58-
year-old woman whose 53-ynar-old sister is mentally
retarded. Their mother is 85 years old).
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Although programs are accessible "'to mentally retarded,
few are accessible to autistic individuals. I feel very
trapped because I know about all of these services and
they're not interested in people like my brother (Daphne
Greenbery, 21, whose brother is 23 years old).

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

As Farber (1979) observed, "Despite the vast increases in-
services to developmentally diéabled people over ;he past 30
years, the major family problems remain the same." Loop and
Hitzing (1980) admonish readers that "services focusing on
supporti;g the family and the disabled child in the natural home
have ffnishedmlasﬁ when compared to other thrusts of deinstitu-"

tionalization." N

\
Corollary 3.1: All p&rcnta ‘should give up their own handicapped
ehildren, Decome 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
children. \

Disabilities create financial hardships for families because
of costs incurred for adaptiye equipment, medication, therapies,
and lost incamne due to caregiving responsibilities. Family
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 available
once the handicapped child leaves home" (Horejsi, 1979). Moroney
(1979) also obsurved that traditionallv L. state provides
substitute care and not supplemental care,

Intertwined with the issue of family resources and capacity

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




study of admission, Saenger (1960) identified two factors leading
to out-of-home placement: (1) level of mental retardation and
(2) behavior problems combined with families' capdcity to cope,
According to Lakin, Hill, Hauber, Bruininks, and Heal (1983),
11.9 percent admissions and 30.0 percent readmissions are related
to family capabilities,

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

. «.Agencies tend to focus exclusively on the needs of the
developmentally disabled individual rather than looking
at the entire family system . . . The first response of
an agency must be, "How can we keep your family intact?
(p. 19) .

Paul and Porter (198l) argued for an even broader
understanding of the family:

An isolated view of persons with handicapping 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 enviromment. (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);
eliminated problem behaviors of children at home (O'Leary 1967;

Allin and Allin, undated); and increased levels of confidence in

handlingy children (Heifetz, 1977).
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LAV # 3: Service systems will occasionally stumble over tha
truth, but most of -the time, the system will move on quickly.

What are the goals of family support programs? The goals
differ according to perspective. The government's perspective is
to care for the child in the most cost-effective manner. The
tamily's perspective is to.receive necessary assistance to
prevent out-of-home placement. For the person with a disability,

the goal of family support must include the concept of maximizing

potential.

Brown, Johnson, and Vernier (1983) ave defined objectives
for income support'programs, some of v ich are also appropriate
for family support:

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

2. Horizontal Equity: Those families in similar
circumstances 3hould be treated similarly.

3. Vertical Equity: Families 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
assisted.

5. Family Stability: Policies and benefits should encourage
families to remain intact and avoid incentives toward
family breakup.

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

VERTICAL EQUITY: Those in gréater need should benefit
more than those in lesser need.

Point: why is family subsidy provided to
"rich" families when "poor" families

£§




are on a waiting list? Why isn't this
program based on income?

Counterpoint: A "rich" family can place their
.handicapped child out of the home as
easily as a "poor" family. The
purpose is to prevent out-of-home
‘p-acements regardless of income.

HORIZO*'TAL EQUITY: Those with -equivalent needs should
receive equal benefits,

Existing Problems: Some groups of needy families are
. ' excluded, particularly if the subsidy
is designated for children with the
most severe handicaps.

Some groups receive favorable treat-
ment. over others (parents of mentally
retarded children campared 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 family support. -1In

addition, states vary in how programs

are operated, the level of benefits,

and the standards of eligibility for
. benefits, .

There are several questions that remain unanswered regarding
the effectiveness of family support progrgms in meeting service
goals and objectives. These areas include:

Is there any evidence to suggest that family support

programs negatively affect the family structure and
function?

Should family support help those families already
receiving income support, or should family support
include middle class families?

Should family support'be an entitlement program assuring
benefits to all who meet the established criteria?

Should family suppor!. be a needs-based, limited service
with benefits ratiored to those among the eligible who
are deemed most in jeed according to some defined
criteria?




Corollary 3.1: BEven after refined diagnoeais, there i8 no change

in treatment.

Turnbull, Summers, and Brotherson (in press) suggest the
family has several functions: economic, physical caregiving,
rest and recuperation, socialization, self-definition, affection,
guidance, education, and vncational,

The range, utility, and benefits of family care can be
expressed very simély:

Development at home is better (Poznanksi, 1973);

A family provides social development and emotional
secur ity (Schiel, 1976);

Disabled children have a right to be a member of a family
(Vitello, 1976); and

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

In addition, a child with a disability may be in a family
home because it is the least restrictive envirommenc¢. As Trace
and Davis (undated) have operationalized the term least
restrictive enviromment:

Wwhen 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 family care is restrictive, both liberty and
developmental potential must be examined, The Trace and Davis
approach assesses whether the person with a disability is
canpetent and is prevented from performing the activity in the
setting. There are three basic reasons for overrestrictive-
ness. First, a caregiver performs the activity for the

individual. Second, a caregiver prevents the individual from

doing the activity. And third, the caregiver may require

Ju
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additional training that is unnecessary for the consumer.

Corollary 3.2: In order to havé a family seupport program, you
must firat spend billions of dollars on bricke and mortar in
remoteé rural areas 8o 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 ccmmﬁnity/
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 conﬁinued 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|(w1eck, 1980);. In 1970, Baumeister said
‘that "more money‘is spent on the five percent [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 1970s, the per diem rate
increased over 450 percent.

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

reimbursement, Of “hat amount, 82 percent was spent on state

J1
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institutions and 18 percent on community facilities., According
to very‘rough calculations based on the summary of family support
programs provided in a subseqﬁent section (Par;JII; Chapter 3),
about $50 million was spent in 1983-1984 on gaﬁily support
programs in those 22 states with the most gxtensive programs
(though several other states have family sgpport initiatives in
place, those other programs are relatively.modest and would not
add mucp to this dollar esthnate). Compared to the billions
spent on out-of-home placements, less that one percent of funding
is designated for family 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 réhuction is attributed to aging,
reduced admissions, and transfers. Moreover, the recent
inception of several family support programs may have had some
effect,

In camparing th.e average daily cogts of various options 4in

1982, there is a wide range of cost:




Type of Placement - Cost
Family support $8.33 (est.)
Board and room $15.97
Fos ter care $16.15
Personal care o $17.05
Semi-independent living ' $27.50
Group home (1 tc 15) | $38.31
Group home (16 or more) $45.15
Nursing home : ' $49.81
Public groub 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, Wwhile sbme argyue that by focusing on cost,
attention is shifted from civil rights and humanitarian concerns,

"economics cannot be dismissed.

Covrollary 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 family
support programs. -Since 1976, Minnesota has had a family subsidy
program for children who are Mi:. 2sota 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 an home,

Priority is given to families of severely and multiply
handicapped children who are experiencing a high degree: of family

stress and show the greatest potential for benefiting from the




program.,

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

-In 1983, the Minnesota Developmental Disabilities Council
sponsored an evaluation of the family subsidy program. A sample
of 70 families was selected, and 38 families participated in the
evaluation. The families' overall responses were very positive,
with thirty-seven families (97%) reporting that the program is of
"great or very great help" to them, and only one family (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:

« « o purchasing special items needed by the child (n=36,
95 percent); attending to the needs of the
developmentally 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
movies or taking walks (n=23, 61 percent); doing things
with other children in the family and their spouse (n=22,
58 percent); and attending to the needs of other family
members (n=21, 55 percent). (p. 6)

Comparison of respondents' perceptions of their situation
hefore and after progyram participation revealed a marked

improvement in their abilities to purchase special items and

services for the disabled child and to attend to the needs of the
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disabled child and other family members.

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

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

by the program.

Respondents of fered several suggestions to improve the
application process, increase the program's publicity, and
improve the benefits provided. The suggestions included:.

® Yearly applications rather than every six months;

® Optional phone renewal of the applications;

® Education of loczl social and health services staffs
about the program; '

° Use parents to publicize the program;

° Increase benefits for families with greater needs; and

[ Increase allowed benefits to include long distance
medical calls and emergency respite care. (Minnesota

Developmental Disabilities Program, 1983a).

Florida has conducted two evaluations of their family

Support program. Initial problems were noted with staffing and
reimburseme nt ;Ehedule. In the second evaluation, the payment
method remained é problem to families (Bates, 1983).

In an attempt to define a national policy on families that

could alleviate such problems as juvenile crime, teenage

K
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pregnancy, suicide among youth, child abuse, and domestic

¢

violence, President Carter initiated a series of state and
. national White House Conferences on the éémily (Dworkin, 1978).

The;e are, however, a, number of problems in framing a national .
policy on the family. - According to McDonald and Nye (1979),
these problems include (1) definitions, (2) unexpected '
consequences of government actions, and (3) tax laws. There is
also growing interest in defining the domain of rights separate
from government interventions. The rights of famiiies were
described in a special issue of the "Harvard Law Review" (1980):

® Form a family and marry;

> Make childbearing decisions;

® Maintain custody of children; and

o Brirg up children while recognlzlng child's
constxtutlonal rights.

Currently, there are two basic schools of thought regarding
the balance between family autonomy and dependence on
govermmental assistance. One group of policy analysts maintain
that a family is the resbonsibility of its members, not
govermment (Berger & Neuhaus, 1977). They argue for less
government intervention and increased reliance on families,
neighborhoods, churches, and‘voluntary associations to addre;s
family issues. To this group the specter of socialism rises when
any large outlay of funds to serve more families is discussed.

According to this point of view, family support programs can be

perceived as running counter to a basic tenet of capitalism --
that those who do not participate in economic development should LA

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

Q ' 98 “ o




- 88 =-

arcne that serving more families would be an uneconomical use of
resour ces 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 helping-
families éreserves human dignity and that there shéuld be more -
govermment assistance in‘;he area of income and jobs |
,(Featherstone).197?).

The controversy over govermment assistanée to families
e#tends beyond questions of whether and ho; much government
should assist families to questions about limited resources and
complicated moral dilemmas. | | .
| As ﬁo:oney~(1979, 1981) hag described in several
publicatibné; there is competition among several groups.(elderly,
mentally ill, mentally refgrded, chemically debendent, ciildren
and others) for scarce resou:ceé. |

The Baby Doe cases have raised several questions about 5

society that wanté children's lives saved but may .not be will;ng

to support the child after discharge from the hospital. A New

York Times editorial (1984) pursued the questions of support:

A society that understandably wants doubtful cases resolved
on the side of life also has an obligation to those for whom
such a life may be extremely painful: the infants and their
immediate families. Pending 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 poliny biases that remain against family
csupport, one of the 1arge$t concerns is that state legislators’
are torn between the desire of providing for needy peréons and

the fear of creating uncontrolled programs. With family support
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programs, legislators are faced with several gquestions:
® Who should receive benefits? | |
e Should benefits be related to characteristics of the
family or level of functioning of the child with'a
. disability? - Co L

@ Can benefits be coordinated with tax treatment or tax
policy? - '

e Can family support benefits be coordinated with other
income maintenance programs? . s S

v ¢ 4 rumiiy nupport'progralq that require no prqfcoaionai-

- training today will soon require cevtification, accreditation,
annual national surveys, federal grunts, public announcements,
and a history by Richard Scheerenberger.

' Thefe'is'a,predictable and unfortunate course that most
human service programs such as state institutions, community
residential facilities, dayiprograme and waivered services ténd
to follow. The tendency is to: 1) professionalize a program; 2)

‘.ﬁorm a national organization that can splinter' the Association3
for.Retarded”Citizen8~(ARC) even further; and,3) require national
surveys so that counts can be tabulated and progress can be

proclaimed. The ultimate criterion is, of course, an historical

account by Richard Scheerenberger pﬁblished by the American

Association on Mental Deficiency (AAMD). Federal involvement
~omes in the form of demonstration grants which usually results ®
in dissemination of voluminous reports and ﬁaped‘public service
announcements applicablé 6n1y to the demonstration project. Can

we prevent famiiy support programs from becoming | o

professionalized?

L

Corollary 4.1: We can predict the number of family support
programe. In even-numbered years, there will be an even numbar @

of states with programs. Given the ocurrent rate of de’slopmant,
by the year 3004, all states will have family support programs.




Based on the careful work 'of Bates (1983) at the Wisconsin

Developmental Disabilities Council, we have an annual status
report on the number and type‘of :amily support programs. Some

simple estimates suggest that while family support programs are

expanding, the rate of increase does not match the need of

families. It seems absolutely essential to.mcve away fran the

experimental or demonstration approach to a larger-based adoption

.. of programs. The Medicaid cammun ity service_s waiver may be one

alternative to the limited state-supported family support
program. Further analyses will be needed to determine the extent
of family support in the state because of the waiver.

Several authors,have described the empowe ment of‘families'ﬂ

because of legislation and litigation. 1Institutions and.

segregated placements are no longer accepted remedies given

changes in philosophy. P.L. 94-142, and judicial principles such

as least restrictive environments (Paul & Porter, 198l1; Beckman-

,Bell, 1981; Turnbull, 1981; Turnbull & Strickland, 1981).

The Minneésota Developmental Disabilities Council published
two policy briefing documents in 1983 -and 1984. 1In 1983, two

paradigms were described: the consume r-powe red 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 systqn. The result is inappropriate
placements,

In a consumer-powered systam, the client's needs are

assessed, and case'managers function as brokers, advocates, and
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creators'of.services to meet individual aeeds, Evaluation is

systematic and based on outcomes.

The resource-powered system is common in a state where

individual needs must contend with perverse tiscal incentives

.that favor placement in the most restrictive and most expensive -

settings. In Minnesota, Intermediate Care Facilities for

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

option., While $200 million is spent on ICF=-MR facilities, less
than $1 million is"earmerked for family support.

In 1984, the Minnesota Developmental Disabilities Council

- pursued a policy agenda includipg Several‘geals in the area of

supportlng fam111es-
Increa51ngly, public policy supports the idea that the place
for people with disabilities to build their futures 1s in the
community. (p. 7)

A vision of the future must invelve,supporting canmunities
to act responsibly; to be competent, and to recognize and support
the citizenship of people Qtth disabilities. This.vision of a
responsive commUnity includes: |

A cammunity where children can grow up as members of
families; .

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

A cammunity where all children can learn toygether and
from each other' and

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

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

institutions to less restrictive settings. The approximate cost
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of out-of-hone placement can be 8 to.16 times greéter than family
support programs. While some children may'be in appropriate
 placements, others should be transferred without dumping and

without hardship to families,

- The federal govermment could also,cohsider heiping chj.ldren
thrqugh an allowance program regardless of parental status or
'fanlly iqcane. At.this .time__, 69 nations (28 European, 24
Afnican.‘z Asian, 3 Middle East, 10 South_American, Australia,
and New Zealand) have family allowance'prggrams. In Boiivia,
‘there is a housing allowanpg, birth grant,_nursing al1owance,
burial allowance, and monthly cash ﬁayments. The positive
- outcome of a children's allowance.program'is eliminafion'of

current incame maintenance programs that regulate and coerce

\

parents. If all children receive an allowance, there is no
stigma because of handicapping condition. Some analysts oppose

children's allowances for several reasons:

- First, children's allowances, like any govermmental
intervention in economic activities, would impede free
campetition 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, nut according to their needs
but according to their contribution to the general economy .
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 econamic progress, and consequently, could
adversely affect standards of living. Fifth, for advance in
econamy, human beings shold not have excessive security but a
balance between reasonable security and resonable exposure to
the risks in life. (0Ozawa, 1982, p. 206) ‘

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

allowances are an:




. . ultimate right of every child irrespective of
background, place of livinj, income of parents, and so on, to
be welcomed, to have an economically and socially secure
childhood and adolescence, with equal opportunities for a
good start in life and equal access to educational.
opportunities in order to develop his/her full
Ipotentia*1t1es. (p. 14) :

Finally, initiatives that states should consxder include:

¢ A checkotf on tax returns to "Save the thldren”.51m11at
to checkoffs for.political parties; :

® Adoption of a version of S. 20531 (The "Community and -
Family Living Amendments of 1983") at a state level to
place enphasis on smaller living arrangements and
alternatives to institutions; arnd

e Fund Ind1v1dual Serv1ce Plans rather than bulldlngs and
programs. : : .

S. 2053 proposed to shift the share of Federal Medicaid funds
fran long-termm institutional arrangements to cammunity-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).




SYATEWIDE FAMILY SUPPORT PROGRAMS:
" NATIONAL SURVEY RESULTS

by

John Agosta, Ph.D., Debbie Jennings and Valerie~Bradley

' ?amilies‘of persons with developmental disabilities face a.

variety of dilemmas and choices regarding the provision of long term

care. Tradtionally, such families are accorded few, lf any, serVices

to support their efforts and often ara encouraged to seek residential.

' placement for their child w1th disabilities away from the" family home‘

{

‘(Perlman, 1983- Skarnulis, 1976 Bruininks & Krantz, 1979). Recent

policy initiatives,-however,.have focused increasingly on
establishing statewide proorams to provide systematic support to
families with developmentally disabled members (Bates, 1984°rBird
l984- Michigan Association of Community Mental Health Boards, 1983;
Nebraska Legislative and Advocacy Committes, 1980).

The fundamental goals of these programs are to strengthen the

family ] capactiy to provide care, prevent undue out-of- -home

- placement, and promote development of a family 1ife that is as close

as‘possible to that experienced by families without members with
disabilities. To-acquire an improved understanding of this movement,
the Human Services Research Institute and the National Association of
State Mental Retardation Program Directors undertook a national
survey of existing'statewide family support programs. The pnrpose of
this paper is to report the results of that survey. | !

Method

Approach Taken | o
Information was solicited from officials in the 50 states during

a survey period beginning in November, 1983 and continning through
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.Névembe;,.1984; A family support.program was defined as a statewide
initiative, funded and monitored through the administrative auspices
of the state, to provide éystematic support to families with members
with developmént&l disabilities. |

The survey proééss included three steps. . First, "survey contact
forms" were sent to state directors of services for persons with
developmental disabilities to determine thp presence or absence of
variou§ family support services and to qbéain the namés 6f other
knowledgeable persons}in the state. Second, to gather information in
., greater detail, 57 "interview guides" were distributed to persons

/ .
‘identified through the initial contact forms. These guides solicited

specific information regarding program charaqteris;ics, funding -
levelé, program effects, and factors influencing program growth,
" Finally, follow-up telephone inquiries to persous in several states

were undertaken to help clarify informatioq'collected previdusly.

Response Rate and Limitations

Information was colleéted from all 50‘states. Survcy results,
however, must be considefed in light of.three limitations‘that became
‘apparent during the course of the survey. The first is related to
t@é absence of a well articulated and widely accepted definition of
"%amily support." Paul Castellani (See Part III; Chapter 1) notes
‘that the few availabie studies that deal with definitional issues
focus mostly on taxonomies of provided services fe.g.,.respite care,
home barrier removal) and that these taxonomies are 1ot always
compatible. Such aefinitional ambiguity cqmplicates the mav.er of
surveying "family support programs" since survey respondents do not

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




under a "family support" rubric in one¢ state may not be listed as

such in other states.

Second,,diecussions with numerous state cfficials revealed that.
several states operate a'variety of family support services but that
various services may be administerd by different state level

divisions. Thus, dlrectors of developmental disabilities programs

may have neglected to mention relevant services administered by other o

state level agencies, . : ‘\

Third, the comprehensiveness of:the'respvﬁ§eg/;ecured varied -
considerably. Some state officials cooperated filly and forwarded
much useful information. 1In contrasf, others provided .ittle
information. As a result, survey results may underestimate the
family support efforts inssome states, |

| Results

Service Tipes'by State

All states but Oklahoma indicated the presence of some type of
family support program. These programsrwere sorted into three

administrative categories. First, Cash Assistance Programs provide

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

costs of care incurred. Second, Supportive Programs provide families

free inkind habilitative raterlals or services. 1In these programs

states fund various agendies whlch in turn provide specified

services. Finally, Comblnation.Programs offer families both cash

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

family support program according to the administrative category that

;.
[

10
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Table 1: States Offering Family Support Services
by Primary Administrative Category

Cash Assistance Programs

1. Connecticut 6. Minnesota
‘2. Idaho o ' ) 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** 21. North Carolina = 32. West Virginia
ll. Kansas 22. Ohio 33. Wyoming

Combination Pfograms

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 .exemplifies each state's support system. Review of this table
shows that nine states operate cash programs primarily, 33 provide
in-kind supportive services, and seven operate combination programs.

These f.ndings, however, must be considered in light of two
factors, First, though nearly all states report the presence of a
family support program, fewer than 25 have developed "extensive"
initiatives that are well coordinated and available statewide. Many
other states recognize the importance of supporting family efforts-
but orfer few services to few families or administer programs in
restricted areas.

Second, statewide initiatives often are complemented by services
made available through scurces other than the state mental
retardation or developmental disabilities service system. Examples
include programs sponsored by: R
Y the public schools. Due in great part to the Education for

all Handicapped Children Act (Public Law 94-142), public

schools in all 50 states offer special education to children

and young adults with developmental disabilities. Though the
age range served varies somewhat by state, about four million
persons with disabilities received special education services

during the 1982~-83 school year (Division of Education ,

Services, 1984). 1In addition, some school districts offer

outreach services to the families of these persons (e.g.,

parent education). The positive impacts of these services on

persons with disabilities and on the family's capacity to
provide care cannot be overlooked; :

e advocacy organizations. Numerous natioral and locally based
advocacy organizations sponsor a variety of services to family
members (e.g, information and referral, parent education,
mutual support groups) and to persons with disabilities (e.gq.,
recreational activities). Some of these organizations serve
persons with a specific type of disability (e.g., downs
syndrome, autism, prader-willi syndrome), while others are not
8O specialized (e.g., American Coalition of Citizens with
Disabilities) (See Office of ‘Information and Resources for
the Handicapped, 1982);

e

e specialized family service agencies. These organizations
offer one or more useful services to family members or persons
with disabilities and often charge a fee. For instance, these
agencies may provide parents assistance with financial
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planning (see Part III; Chapter 2), instruction on how to be
an effective participant .in the servéce planning process, or
access to special toy libraries or "lekoteks" (ALMA Matters,
1985) and may offer persons with disabilities specialized

services as8 well (e.g., structured vacations away from home);

® university programs. These programs offer a range of services
for persons with disabilities and their fanilies. Often, they -
operate as a federally financed demonstration project and/or
through a University Affiliated Facility (UAF) or Project
(UAP); and . .

@ private sector intiatives. These programs are prcvided by °
" employers fcr their workers or private businesses not

tynically structured to provide human services (See Part III;
Chapter 4). '

Thus, when considering the potential utility of any state's family
support system, the presence of these-other services should not be
‘discounted.

Analysis of Programs in 22 States

Though numerous states report the existance of a family support
program, data presented in this section are confined to-a sample of
22 states with the most "extensive" systems. Tables é,_3 and 4
display information on these 22 states along six dimensions with each
table displaying states in the same primary Qdministrative category.
When viewed simultaneously, these tables reveal considerable variance

in the foliowing areas:

Date Initiated. Pennnsylvania was the first state to initiate a
family support program of any kind (1972) and South Carolina was the
first to initiate a cash assistance program (1974). Most programs
(66%), however, were begun since 1980. |

Eligiblity Criteria. All states impose eligibility criteria of

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

characteristics. 1In all states a family must be providing care to a

person with a developmental disability but states further restrict
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/ Table 2: Eight Cash Assistance Programs by
- Six Areas of Information
STATE DATE | "PETQF CllENHfllllU | fWHlEl oF APPROPRIATIONS ELIGIBILITY  CRITERIA
INITIATED PROGRAN !XP(NSE}L[HHS CLIENTS SERVED]  (FY 1983-1984) - Client Faaily Placeaent
Connecticut 1981 Cash $2,000 per year 15 $23,106 devoloplintll sliding scale hased on at risk of ovt-of-
Progras : ' disabilities incose and fanily hose placesent or
’ _slre; no other public returning froa
- assistance received . such placesent
r ------------------------------------- 'eccsscsscess fessscsccsscscallinssenrncccnan - - odr cossssssssessesscassnasnae 4
Tdaho " 1981 Cash $250.00 per sonth 138 $47,000 developaental priority to those at risk
Progras {43,000 per year) disabilities: out-of-hose placesent
_ under age 21 or returning froa
such placesent
-eeemsnennnns . PR AR PR —e—- - S —
Indiana 1982 Cash Determined by casesanger, 191 $185,000 developaental priority to those
' Progras | saxisus of $500 per sonth {FY 1985) disabilitses . at risk of out-of-
for respite hose placesent
Lt bl A Ll s EL L L L L L2 1 ------T ------------------------ ee .-'1 - -e
touisiana 1983 Cash $375.00 per sonth 2 $112,500 - sntal
Progras (44,500 per year) ' retardation
Ninnesota 1975 Cash $250.00 per sonth 190 $525,000 prisary diagnosis of priority to
Progras (3,000 per year) sental retardatjon; greatest resource
under age 18; priority needs
to severest disability -
} cacecccnccccefecccs cncafenncnccaana enea - comsccccsssccs) cscccunccccccncmanc]icccccccnnncaccccccccaa - e tecccnssnasanes ann] |-~essrvscancsacrecnacacacs
Hevada 198] Cash $205.00 per sonth 67 $110,000 profound sental insufficient incose to
Progria {33,432 per yaar) retardation cover costs of care;
: sliding scale based on
L fanily incose & size
North Dakota| 1951 Cash $1° ‘'week for basic care; 200 $200,000 developaental
Progras $35/ueek for services/ (3 vear pilot) disabilities;
treataent ($2,600 per year) under age 2}
South 1M tash 150.00 per sonth 15 , $23,000 sental insufficient incose to
Carolina Progras (31,800 per year) retardation cover costs of care
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Table 3: Seven Support Services Programs
by Six Areas of Information

STATE "DAIE- A TYPE OF CI.IENI/FhiIII.Y NUMBER OF APPROPRIATIONS ELIGIBILITY CRITERIA
INITTATED PROGRANM EXPENSE LINITS CLIENTS SERVED] (FY 1983-1984) Client Fanily Placesent
R ——— ‘
California 1982 Support varies by individual 35,000 45,100,000 developaental
Services ~ but no set linit (all ages) | (for persons under disabilities
' 18 years)
New Jersey 1980 Support - No linit on 850 $967,187 aental ‘aeans’incose
g Services intervention ser- retardation “eligibility standard
vices but only 30 R
days respite/year
Ohio 1983, Suppor t $2,500 per year Progras $700,000 developaental
Services  initiated disabilities
‘ ' 4-1-34
Oregon 1983 Support No set linit about 1,000 $3,100,000 developaental -
' Services disabilities;
. under age 6
Pennsylvania | 1972 Suppbrt No set liait 11,548 $3,487,278 | sental
" Services | retardation
--------------- b cccvvannncadinccccnnnnacafocnnnancccncannnencananalceann - EEEIT DL LI LLLLI LY et e L L e L L L LR e S L e LY CREL LD LS D L L L s
Versont 1973 | ‘Support $90.00 per year 260 "$381,279 aental
Services retardation
| Washington 1977 Support $750.00 per year 800 - 42,154,000 developaental
Services disabilities-

-'toT -
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Table 4: Seven Combination Programs by
' Six Areas of Information -
STAfE DATE TYPE OF CLIENT/FAMILY NUMBER OF APPROPRIATIONS ELIGIBILITY CRITERIA
INTTIATED PRUGRAM - EXPENSE LINITS CLIENTS SERVED]  (FY 1983-1984) Client ' Fanily placeaent
Florida 1978 Coabination ~ Based on need; 8,229 i21.000.000 developaental at risk df out-of-
' Prograa . no aaxiaua (210 in Cash (1,200,000 for disabilities home placeaent if
‘ Progras) Cash Prograa) services not received
Haryland 1984 Coabination No set limit: 103 $197,000 developaental at risk of in
Progras “based on need _ disabilities. out-of-hose placeaent
~ Within reason under age 22 : ’
1984 Cash $225.00 per aonth Estinated at $5,700,000 severe sental or fanily taxable incoae
: Prograa {42,700 per year) 2,000 {est. FY 1985) aultiple impairaent, for year preceding 4
A : autise; under age 18 application cannot :
exceed $60,000 o
Michigan  p-~-------fem-ceccnn SOl RXEET e RaalLEl (ELE T : BBN ARRREOLEELIett Fioecreenccanmcnnanad fovomenrecneecaceccceans
1983 Support No set liait; 358 $495,000 developaental
~ Services linited by ‘ disabilities
budget
Hontana 1975 Coabination $1,335 per year 600 $1,125,000 No set priority but
Prograa : preference to young
and severe disabilities
Nebraska 1982 Coabination $300.00 per aonth 115 $200,000 developaental insufficient income to |
Progras: averaged over _disabilities cover costs of care
one year ‘ J
R bttt GECETTETEY SPEPRIERTIRI RS RS STPIMSNEMRNUNN IS —— ) IR 1 emneae S — ) S, semeeeeme
Rhode Island | 1981 Goabination | $60/week for basic 55 $256.000 . aental retardation; resident of state
: Prograa care. $15/ueek - aental illness; residential facility
_ for training chronic ispairaents for 90 davs to receive
{$3,900/year) ' a cash subsidy
.................................................................................................................................................... R L LT Y TR Py
Nisconsin 19%¢4  [coabination but $3,000 per year 197 $125,000 severe disabilities; no access to at risk of an out-of-

varies across
the state

children

sufficient funds to °
cover costs of care

hoae placeaent or
returning hose froa
such placesent
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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 family resources. In seven states, ~

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

The third'information category involves consideration of the

"Qlacement statusiof'the parson 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
placement. Rhode Island stipulates that to receive a cash subsidy,
‘the'family member with disabilities must have bean a resident of.a
state residential_facility-for 90_days. f |

Client/Family Expense Limits. Most’ states '16) set some . specific

limit on the amount of money that ca \n. be expended annually on
1nd1vidual families. Though six statee indicate that no such limits
exist, officials in‘these states readily admit that the total program
budget»naturally restricts the amount that can be spent and'that

'costs must be held "within reason."

Numbers of Clients/Families Served. For the most part, states

with the greatest population densities tend to serve more families
than states of lesser population density. California serves the most
families by far (35, 000) while- Pennsylvania administers the second
largest program (l3,000), Connecticut and South Carloina operate the
smallest programs (lS_families), The total number of persons served
by the programs profiled is 61,963 (this total excludes those served
in Ohio because such figures were unavailable at the time of the

survey).
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This figure is considered by many to be unsatisfactorily low when

it is considered that: 1) the overwhelming majority of persons'with

developmental disabilities live at.home with their natural families

.(Perlman, 1983; Maroney, 1981; Bruininks, 1979), and 2) 243,669

persons with developmental disabilities are‘served in out-of ~home
residential alternatives, including institutions and community-based

arrangements (Hauber, Bruininks, Hill, Lakin & White, 1982).

Appropriation Levels._ As expected, the amount of funds
appropriated varies w1th the number of clients/families served.

Appropriation levels ranged from $21,000,000 for a combination

'program in Florida serving 8,229 families to $23,000 for cash
assistance programs,serving 15 families in both Connecticut and South
vCarolina.. Moreover, survey findings show that cash _programs are

'generally funded at lower levels than either support or combination

programs with combination programs generally receiVing the most

fiscal support.

Table 5 lists all 22 states -and 1llustrates what services are

‘permissible besides case management. In addition to these serVices,

at least 11 states have provisions for families to acquire services

that are not regularly permitted. For example, families in

Pennsylvania can present -extaordinary service needs to local review

boards. ‘Though state'guidelines influence decisions, these boards
are at some liberty to ratify the provision'ofiunique services.
Likewise, Michigan will allow any service the family views as
contributing to its capacity to provide care.

Review of Table 5, however, suggests significant variance among
states regarding the range of services offered. The services noted

most frequently are temporary relief or respite care (21 states) and
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STATES

suxez.ﬁo:.td 3x0ddng A1tuwreJd
ZZ UT S3OTAIIS IBTQTSsSTWIA]

SERVICES CA[ cI] PL] ID] INJ LAf WO] AT FN T AT W WK1 6T JronaL
“Adaptive wlniu 1| 1) ] 1] 8] 2] 13 lﬁ 1] 1 1 1112
Educational or Therapeutic 1} 1| 1| 1 IR IR 1 1 1
Services for disabled person " ’
(exaeples include physical,
speech or ‘vocational therapy,
behavior sanageseat)

L Transportation | I IEIEIE THRIEIEIE 1 1|1 li
Nedical or Deatal Services l NIEIEIEIEINIEIE ) 1 1 1 U
Housing Modifications 1 1| 1 1RIEIE 1 1 i
Snda'l Clothing | 1] tf 1] 1 1] 1 1 ' 1 10
Met-or Mutrition Services 1| 1 1] 1] 1] 1 1 1 {10 ﬂ

P ...............
diagnosis and Assessoent 1 1| 1 s} 2| 1 1 1 R

1 nedications 1| 1 NEIEIE 1 '
Nose Health Care 1 | of of 1 ) ]
Personal or Atteadant Care 1 ] 1117 1 L
Recreational Services 1] 1 1 1 ]
Inforeation and Referral 1 2
Tesporary Respite or Relief IR I I I I I 1 v ja

Tl’nlly Training or Counseling | 1 | i o1 1] 1} 1] 1} 1 1 |1
Hasenaker 1 | 1| [ 1 7
Chore Services 1 1 1 3
Nousekeeping 1 1 1 3
Rooa/8oard for Faeily 1 1 2

(for traveling related to :
provision of care)
TOTAL:JUS | o) 13|42 ] 410 |ta 020121 71 M 12 4] 10

“Provisions for pereitting Aol o o] 1l 1|1 1 1 |
“unique services not o ' '

millable elsenhere

<G 9Tqel
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adaptive equipment (20 states). The least noted services are //J
information and referral and room and4board for family memberé (two -
states); Maryl#nd and Nebraska offer the most comprehensive array of
sérvices (14 services), while Indiana offers the fewest (three

services).

Discussion

It is encouraging that nearly all states have initiated family .
support programs of some kind. Though concluéive evidence is not
presently available, the worth of these programs is not easily denied

in terms of their benefits to. the child with developmental

disabilities and his/her family. Moreover, many states argue that.

family-support programs can result in-significaht 1ong-tgrm.éost
savings'to taxpayers (e.g., Florida and Michigan). But much more
still needs to be achieved. Recall that the majority of states.lack
extensive family support services, Additiondily, survey results
sﬁggest.that even where.extensive sef&ice=systems exis;} surprisingly
few families are serQed. |
Establishing an effective state-wide family support program,'
however, is a complicated taSk'requiring consideration.of several
philésophicalland programmatic'céncerns. The substantial variance
among existing programs demonstrated by this'survey'suégests that
little consensus has emergedlregarding the most.efficient and
effective means of adminiséering suchlprograms. Among the several
issues that must be resolved are: The role of the family, progr&m

eligibility, means of service administration, permissible services,

and the potential for consolidating resources across various

disability groupings.
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The Role of the Family

Though the great majorxty of persons thh developmental
disabilities have always remaxned at. home, recent policy. in the human
- services field often discounted the family's role in providing care
(Skarnulxs, 1976; Demos, 1983). Family iucompetence in providing’
care was frequently ptesumed while professionally supervxsed
residential arrangements were funded instead.

Survey results suggest that.recent calls to "support not
supplant"lthe family have not gone unheeded as numerous states have
initiated'comp:ehensive family support programs. Growing numbers of .
family suppprt advocates,lhoweve:,lhave articulated a need for
programs where the locus of control over brograus reste less with the
:atate and more With tue family. “Inlother Qords, services should be
"family driven." |

Such programs would empouer families on-multiple'levels bf
eneouuaging their active participation in planning the service system
and according:them some coqtrol'over selecting the services they.
reéeive.(Griss, 1984; CSR 1983). The degree of control held by
'families in existing programs is not clear. One can speculate,

however, that cash asaistance.programs (as opposed to the provision

of services) have a greater potential for empowering families because
they provide them with increased purchasing power by placing dollars
directly into their hands. As a result, ;nstead of being accountable
primarily to st.te funding agencies, service providers are held
accountable by indiuidual families. The small number of cash
programe suggests that state officials are unwiliing to turn over
this much power -to families and prefer that the locus of control

remain with government. 115
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Program Eligibility

States cannot afford to provide comprehensive services to all
-families who have members with developmental disabilities.
Consequently, se;vice planners must devise equitable criteria for
restricting the number aﬁd/or type of péfsods served. 1In structuring
'such criteria, éeveral hard choices must be 'made. For instanqe, all
states require that a family'membér have A_"developmental :
disability;” However, should the functional definition of
developmental disabilities‘in_the-federal law be applied or should
eligibility be reétrictéd to cohditions‘such as mental retérdation,_
~autism, orAmuZtiple;impairmenfs? Many states have chosen to restrict
the definition,‘while others have adopted more lenient c;iteria.
Certainly this aspect of eligibility raises the spectre of
competition among various disability groups.(See Part III; Chapter
1). Likewise, states must decide whether families confronting
'similar problems should be treated similarly or whether familie;
should 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 among state
eligibility ériteria reflects each state's own solution to the.
problem. Such variance, hgaever,'has resulted in an inequitable
national response to providing family support since families are

treated differently from state to state.

Means of Service Administration

Survey results suggest that services can be made available to

families through at least .three administrative formats: cash
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assistance, supportive services or some combination. Each of these
formats, however, have certain strengths and weaknesses. : [ ]

Cash assistance programs. As noted earlier, this approach is

favored'by many because it shifts the locus of control away from the

state and toward parents. With time, the aggregate purchasing o ..

.preferences of families dictate the types of services that are

-should parentS'be provided cash prior to purchasing needed services

‘income? 1If viewed'ag income, the state could be placed in the

_assistance benefits. Ln,contrnst;_if_cash_assistance_is_viewed“as_a___w__;__;

they do, they will spend their cash efficiently. But some parents

available and service providers -are held accountable directly to .

parents. ' ; ' @

But this apP§OACh.also'raises severeiMIsehes‘of”note,: First,

S

or should thé\y be reimbursed after they have already mcurred certain~ "'
service relaté@ expenses? It would seem that receiving cash prior to
purchasing serv%ces would relieve the strain on family resources. Inl
cor;trast, the st\zrte might prefer a reimbursement strategy because it. PY
would be'eaeier td(direct ahd{track what is purchased; |

Second,'should\gash received by parents be considered taxable
\

undesirable position of subgidizing federal tax revenues. Further,

such income could jeopardize a family's eligibility for other public

"benefit," the cash received by parents would not be taxable and '

would not affect eligibility for public assistance.
,Einaliyv—cash—assistence programs presume thatmparents have

sufficient knowledge regarding the needs of their‘child or‘adult with

disabilities and the quality of available services. To the extent

may be unprepared to choose and purchase'services wisely. Thus, many

believe that cash assistance programs must be complemented with case
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consultant services and parent education to provide parents with the

® knowledge they need to choose appropriate services.

Supportive services programs. Most states with family support
'programs 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 develop throughout the state that can be
® directed and monitored centrally.
Ironically, this asset is considered by some analysts to be a

liability. Though families help decide which services they receive

® in this scheme, the types of services and the service providers are

pre-determined by the state.*,Conséquently,'families take a secondary
role in deciding which services agé needed and which services should
® be funded. Additionally, because the state contracts with service

\ providers, providers are accountable primarily to the state and

- secondarily to parents.

Combination programs. These programs'offer an opportunity to

° develop a system that maximizes the relative strengths of cash
assistance and supportive administrat#ve styles, while minimizing

® ,___,_t_h%,i,,r;"W,ea,knss_%eg__-____}ihg!9_,éyg_-a‘tj_l,eas.‘t,_t_ng__qni_que advantages to this
approach. The first pertains to funding. Review of existing cash
assistance programs shows that the funding source is often state

| _revenue. By adopting a combination approach, however, available

' resources can be expanded by acquiring federal Title XIX dollars
(through the Community-based Waiver Program) to fund certain
supportive services like parent education or respite services. Rhode

. Island is one state that has pursued this course,

Secund, if the primary service goal is to promote family
“ o

Egig‘ : 1231




independence from the state, combinatinn programs can be very
effective. Initially, families may primarily nec¢d supportive
services (e.g., parent'trainihg to learn spécialized skills).- Later,
after their skillé and confidence groﬁ, families can take ipcreasing'
responsibility for directing their owh services by giving up inkind
supportive services-in favor of cash Assistance..

" Permissible Services

Survey results show that the type of services available vary by
state. Some states offer few éervices while others provide an

extensive array. Additionally, state agencies tend to fund service

categories (e.g., respite, transportation, parent education).  No two
families, however, have identical needs. Moreover, existinéaneeds ,

are not static but evolve with time.i-A preferable program design

would include multiple'service options that could be tailored to
individual families. In this way, instead of being réstricted_to
ceftain sefvices, families could chqpse from a'menh of permissible |
services., While some families could benefit from professional advice
before choosing'services, thevprimary intent_of this type program is

to develop services that revolve around and exist for families.

The Potentigl_for»Consolidating}Resourcés'

Families who have members with developmental disabilities are ﬁot
the only famiiies_in need of support sgfvices. Other families that
could benefit from such services are those with members who are
‘elderly (Callahan, Diémond[ Giele, & Morris, 1980;<American Health
Planning Association, 1984), adolescent mothers (Klerman, 1983), and’
chronically mentally disturbed (Hart; 1983; boll, 1976; Goldman,
1982). Given current: economic realities, considerable interest is

evolving for consolidating existing human service resources so that
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programs "crosscut" disability categories. Exemplifying this point,
Abels (1984) describes a Wisconsin based family support program that
provides a variety of services including case management, consumer
-traihing, and.cash subsidies to families with members of four
disabilty categories (elderly, developmental disabiiities, physical
disabilities, and mental illness). |

Many believe that this type approach is superior to those that
result ih separate'systems'for each disability ﬁype because it is |
cost efficient and encourages coalition building among various |
disability interests. Designing these programs; however, will not be
an easy task. :Difficulties can be expected with regard £o‘
establishing ecuitable eligibility ciiteria between groupings and
gaining consensus over the type and level of resources that should be
eipended for each-participatin§ group.. In addition, even if these
problems were overeome,'program.administratOrs ﬁould be faced with
ongoing difficulties related to writing and implementing program

standards that cut across disability categories.



PART III: CONTEMPORARY SERVICE DIRECTIONS

Chapter 1: Policy Opcions for Family Support Services
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- POLICY OPTIONSlFOR FAMILY SUPPORT SBRVICES*
. oy '
Pagl J. Castellani, Ph.D.

Family support services have became the fgcus of a great
deal of atﬁention in the field of serviceslto people with mental
retardation and developmental disabilities. A number of bew
programs in this area are being deveidpéd in several states.
Other'states are reconfiguring service options to more‘expiici;ly
identify and manage the family’suppdrt'serQices they have
provided., Overall, ﬁhere'is a wide variety and divgrsigy of
approaches. in £hgse programs across the states. Aﬁ‘statég séék_
. to broaden existing bfograns, deveiop new ones, or to ldok for
indicators of national érends and federgl'policy affecting family
support services, the divefsi;y provides'ah,intriguing'arraylof
éxperiments‘whiéh may suggest,policyfchoiceﬁ;. Additionally,
there have been siseral legislative and regulatbry initiativeé at .
- the federal level which may affect the availability bf family
support sources. ' | |

The purposes of this paper are to examine the majo;
dimensipnstof Qxisting.family support se:ﬁ ce programs and to
review the several policy options that arQ'ééntral to the
development of such programs, uSpecificallyf“discﬁsSion will
focus on four emerging issues pertaining to the underlying goals

and administration of'family”support programs including: 1) what

* 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 family sﬁpport programs? 2)'Who should these ﬁrograms serve? .
3) How should thgse sqrvices be delivered? and 4) How should
.these services be fhnded? ﬁhen éxamining each of these
questions, information will be provided_reg#rding policy issues,
current responses, and potential polidy optiéns. In all casesﬁ‘
such discussion will explore the political feasibility and |

desirability of some of the major family shpport directions,

what Are Family Support Services? :

~Policy Issues \

fhe definition'and‘identiﬁicatién offfamily Sgpport sérvices
involves several important pbl#cy prdblemé.” Evgnmawﬁfiéfm;;;lgﬁmwm"m“
of the literature in this area and the.eXperience of the several
states that haQe explicitly identified :amil§ suppoft service
pfograns indicates the éxtrgmely wide boundaries of this area.
Moréover,,the'recent histbry of suppoft services and their
emergent and embryonic 'charggter further clanp.licate the problem |
of definition. | o | - L

Generally, family support sérvices can be defined as those
services, in addition to,cdre_résidential services, that
develogmentdlly disabled people require for no;mai community
life; There is, however, virthally no attention in'the_
literature to the definition of the specific services encompassed
under the rubric of family suppbrt services., Moreover, an
examination of the availability and accessibility_of family
support services in New York State showed that they wére often
subsumed in other services and were only identified and defined

as family support services because of arbiirary analytic
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frameworks (OMRDD,A1983)- |

The'history of the development of‘family‘support services
' explains some of the definitional ambiguity. The need for
| support services first becane. apparent when they became linked to
deinstitutionalization and success - in community living (Gollay,
‘et al., 1978, Intagliata, et al,, 1980; Braddock, 1981; Bachrach,
1981). Persons leaving institutions have been the primary focus
'for the development of these services, although the overwhelming -
majority of people with developmental disabilities live at home
A,,KkﬁhWEQQiF“familie§mgnd_Often need,the ‘same type of services.' To
a larde degree, support. serviceslto this latter group have been.
developed subsequent. to and with less resources than those for
the former'oroup._ Thus, the services that have become widely
known as "family" support services were initially and largely
developed as “placement" support,services. Anyunderstanding of
the evolution of such services, therefore, is important in order'A
to clarify who the intended recipients of family support services.

should be, and how the ob;ectives for such services sh~uld be

characterized.

Current State Family Support Services

| The conceptual and historical ambiguities are also
compounded when we examine the experience of states with family
support service programs. Figure 1 shows the array of family
- 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

Bird, W. A.
State OMRDOm 1984)
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Dévelopmental'Disabilities (Bird, 1984).*v There have been other
® ' recént reviews of'st;",ate family support services (e.g., .NASMRP.D‘;.
1979;w85tes,_1983 a%d the survef resulfs.presented in é&rﬁ‘II,
‘Chapter 3). ‘—W"B“éwf'gi:"e"i"é&nu\ent'ifg on Figure 1 it is important to
o : noté two things abo'T"xt the_‘ge surveys. " First, whi_le every effo_rt_
is made to ensure thevaccuracy-of the informa;ion, many states
6perate more than 6'e“£amily supqut service prodram ana/or
... | : _subsﬁme them under Fther, p_roé,rans. Thergfore,'th_ére ére |
occasional discréparcies between surveys. Second, :amily support
servic?s are devélﬁping and changing so rapid}y ﬁhat survéyé of  ~
@  this sort tend to hecome out-dated rather quickly. Nonéthelass,
these recent sur?eﬁs do provide an impOrtantlinsight_into Qhag-
various states hav%_defined as-family‘Support services. . As shown
® ' in E‘igu:g 1, virtu#ll_y the _ériti_re range.of therapeutic ‘'services.

are being offeredi#s famiiy support services,

Policy Options andglmplications.
P , The historica# and conceptual. ambiguity surrounding the
development of family support services is reflected in the'

considerable variagion in what states see as family support

i

'sef#ices; Thus, tpé-question_of what options should be pursued
- is ultimateiy depe¢&ent on what is politically and fiscally
prudent within a particular state context. N

* 1In this paper Dr. Castellani uses information gathered from 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 surveys differ somewhat.




The widespread attention given to family 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 family
support services programs suggests that an 1nclusive definition
is preferable. This may be very . attractive in the short-term.

In the long run, this approach risks_the dissipation of political

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 uponm

to‘ fund these programs.

The most prudent long-range approach to ensure and enhance
the availability of family 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 family support services. As pointed out earlier,

many states developed family support services by expanding
services that had been made available to individuals placed in

the community to peopleiliving at home withitheir'families,

Thus, the family Lecame the ultimate commun i ty-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 families is
increasingly part of the rhetoric in the field, the reality of

service delivery falls short of the ideal. A review of the goals

13y
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of family support services may be helpful in closing the gap.

The major goals are: 1) to strengthen . the family structure

in order to enhance the qualitydofucare;ﬁamilies provide to a

developmental ly disabled member, and 2) to.prevent undue out-of-

home placement? To what extent do family support services

‘strengthen family structure, and secondarily, prevent

'placement. Addressing the question in this way should help to

determine what services should be encompassed in family support
serv1ce 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 family support services narrows. Many of tne
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 family structure. 1Indeed, a'careful review of the services

" in Figure 1 from the perspective of strengthening the family

structure, or enhancing the family's capacity to provide care,‘

would result in a narrowinglof the range of family support.

services,

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

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

respite : ~ . special diet and clothing

counseling ' : home barrier remova
hamemaker o ' diagnosis and assessment
recreation A information and referral
" transportation ' :

Indeed, the last three, home barrier removal, diganosis and
| |
assessment, and information and referral, are typically one;time

services. Thus, the list of family|support services that might
- be provxded on an on-going or occasional basis narrows fuqther..
| In summary, the answer to the question "What are famAly

i

"“support services?* {8 ¢omplex and prOblematic- “However, |-

’ /

enhancing the availability and stability of these services
requires an approach that narrows the range of family. stport
serv1ces 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 Family Support Services?

.. Poligy Issues
. The question of who the recipients of family support

services should be is a central issue in this area, and, like the

. others, it is camplicated. It includes both-a strategic guestion

of the approrpriate overall focus o£ family support services as
well as the more practical, but nettlesome issues,lof how are
SPQCIflc eligibility- determinations to be made,

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

and to prevent institutionalization. A close examination of

13




these goals with respect to eligibility for family supportv
services reveals a major problem; That is, iflwe choose to
strengthen. families. this would seem to argue for a very broad
definition of who should be the service recipients. Indeed,
Moroney (1981) proposes the universal provision of support
services to families caring for a developmentally disabled family
member at home. The most obvious problem with this approach is

/

the political infeasibility of an entitlanent strategy at a time

when existing social- welfare entitlements are being reconsxdered

Another problem with a universal approach towards

ellglblllty is the lack of certainty regarding the magnitude of
need.among certain segements of the developmental ly disabled
population. Estimates for autism, neurological impairment,.and
learning disability for instance, are. problematic. Advocates for-x
these groups of disabled people have often argued‘that their o
numbers are substantially larger than estimates used by
government agencies., Moreover, they have been especially
vociferous in demanding services for unserved and underserved

persons who typically live at home_or.in other independent

canmunity settings, This is especially nnportant since advocates
for these disability groups view family support services as a
vehicle for access into the developmental services system and a
mechanism 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 family support services is highly dependent on enrollment in
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regular and routine day ﬁrograms, and these are mofe typically
used by éeople with mental retardation (OMRDD, 1983). ‘Publicly,
advocates and.providers of services for mentally retarded §ersons
havﬁe been supportive.of family support services for a range of
disability groups. Informally, however, they have been more
- cautious since they are aware that, in an era of continuing
resource . scarcity, 2dditional services that encompass other
disability groups may result in less for those currently being
served, Thus, a general entitlement approach may create
"Tssﬁéssitisﬁhbstween éhésswsﬂsfshtlyfsnrolled in programs (apd
thereby receiving family support services as well) and those
other groups of developmentally disabled persons who have been
outside the service system and who desire new ssrvices (such as
- family SUpport'sérQices).

Another.p:obleﬁ Qith a universal approach to eligibility'
concerns the potential shifting of clients from generic to
specialized services. 'Many people with developmental

disabilities, particularly those with autism, learning

disabilities, cerebral palsy and other neurological impairments

are currently receiving services from social serVice, health,
mental health, and rehabilitation service providers. The
expansion of family support services to those living at home,

particularly those people with low incidence disorders, creates

the possibility that clients and families currently served by
other 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

s
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resources available for the unserved and underserved.-
Clearly, providing Q modicum of services to all families to

etrengthen their capecitylto care for a developmentaliyidisabled

member can be very costly. At the core is the question of

whether: 1) few services are to be provided to v1rtually all

.families, 2) whether more services are to be provided to ali

families, or 3) whether more services are to be provided to thoee|
most in need. The probléns inherent in the more universal
i-pproach have been described. The alternatire, focusing on these
in need, also ineolvee probiems. ) -

The first question concerns what constitutes’needi The
second goal of family support services, preventing unnecessary
out-of -home placements, represents:one way of determining-need.
However, that criterion obviously does not represent either the
most extreme or exc1u51ve measures of need for family support
services, The overwhelming majority of families caring for a
disabled member at homenare not likely to request an ont-of-home'

placement, but many may need family-support services, However,

 when we consider needs in a more 1ndiv1dually oriented context, a

_Avariety of problems arise.

The criteria for services have, to this point, been almost
exclusively based on the disabled person's needs. A wide variety
of assessment tools is available to escertain a person's
functional and service rednirements; To determine‘the level of\
need of a family is more camplicated. Designing services that

enhance a family's capacity to provide care at home and/or that

prevent out-of-home placemont requires a khowledge of specific
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o familial and situational characteristics that may bear on these

‘outcome s,

Several of'these‘characteristics are suggested in-the‘
growing body of literature‘in this area (Tausig, 1984; 1985). 1In
addition to the level of disability experienced by the disabled
person, these characteristics fall into three main categorLeS°

age, family structure, and limitations on access to services.,

Age encompasses a variety of situations. It is becoming apparent

that families experience crises that affect their ability to cope

witn a developmentally disabled member at several life stages.’
These include: the period around the birth'of a developmentally
disabled child, when the family is‘confronted with the“problems
of identifying needs and getting early intervention services; the
point at whicn a disabled”child enters school; the emergence of
the child into adolescence; and when a child "ages out" of school
programs; and-when'the age of the parent(s) of a developmentally.
disabled.person brings diminished physical cr economic capacity
to care for that 1ndividual at home,

Family structure issues include problems faced by single
parent families, excessiye stress caused by the presence of a
disabled member, and the number and characteristics of other
siblings or family members either requiring care or able to
provide care. Access issues af fect persons not currently
enrolled in MRDD programs, and ethnic, racial, and language
minorities who tend‘to be unserved and underserved by current
programrs, This also includes persons with low incidence

developmental disabilities who are similarly unserved and
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underserved, and families with low incomes orlwho are
geographically and socially'isolated from MRDD services.

Although these family and situational characteristics have
been'suggested as factors that affect a family's ability to.care
for a developmentally disabled member at home,'it is.extremely
difficult to measure their impact and use them to establish
service priorities, | | .

1

Eiigibility Criteria in Current State Programs

Figure 2 shows the eligibility criteria currently empl oyed
in state family supp§:t services programs; It is apparent that
many of the factors that have been suggested as important in
crea;ing needs or, convetsely, sﬁrengthening families and
preventing out-of-home placements, have not. been éxplicitly
included. Eight of the lf'states surveyed require that risk of-
out-home-placement be establishea, which can of course encampass
, {other.factors. ‘Income level, used by nine of the 17 states as a
criterion, can . also be a surrogate measure of some of the other
f#ctors indicated in the literature, The othér.two eligibility
criteria, age and level of disability, are obviously speéific to
the individual with the developmental disability. Theﬁ? seems to
be no direct inclusion of criteria that are linked to'guch
specific needs of other family meubews such as number of
siblings, others in the family in neau for care, capacities of
. parents or other family members to give care, or housing

. s

conf iguratio..

Policy Options for Eligibligx Criteria

{
It is clear that as states develop and expand family support

services, they must deal more explicitly with the strategic and
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‘Figure. 2: Program Eligibility-Criteria_in
17 Family Support Programs

AT-RISK OF . A
INSTITUTIONAL | - , :
RSIAUES AGE | PUACEPRNT | LEVEL OF DISABILITY IHCOME L™VEL,
(A | | $S1 eligible
middle fncome familfies ineligible
1 CT under 21 - required for nublfc assistance
L required
”! under 21 AgprldrltyA
sliding scale based on.gross
--|| roquired income and family size
1IN over 65 réqulred . $SI eligible
: severely or families inelfgible for SSI or
under 18 required multinly disabled __public assistance due to income
severely or ' ' -
under 21 mltiply disabled
severely disabled
scverely or family income insufficient
mitiply disabled for cost of care
rofound gross income, family size,
mental- retardation cost of care
' families inelfqible for other
under 21 . nrograms
substantially sliding scale based on taxable
disabled income
family resources fnadequate
required to cover special needs
required

(Albany,

09

Source: Bird, W. A, A Survey of Family Support Programs in Seventeen States
NY, New York State UhRUD. 1984)
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practical issues involved in the central problem of who is to |

" receive family support services. Continuing experience with

these programs should provide an enhanced capacity to measure
needs more #ccﬁrately and link appﬁopfiate services to those:
needs. Tha£ will dépend, in part, on undertaking'well-designed
evaluations of those efforts. Nonetheless, practiéal prdbleﬁs‘as
well as the strategic issues (e.g., who is to he served by family
support services) are likely to be resolved politically rather
than through some process of rational planning and evéluation;
There éimply are no objective measures of need on which to base
service determinations for individuals or groups when the |
standard'is to enhance a family's capacity to ﬁroyide quality

care. Capacity is both relative to others' situations and to f

'.SOCiety'é'changing_expectations of what constitutes an acceptab@é

or desirable standard of living. Given the political character'
of such determinations, it seems unlikely in light of fundamental
reconsiderations of entitlement programs at federal and state
levels, trat a broad and inclusive approach to eligibility will
bé a policy option that will emerge, |

How _Should We Deliver Family Support Services?

Policy Issues and Currentggptions

The question of how family support services are to be
delivered raises several important policy issues. These include:

® the level of govermment best suited to manage these
services; : :

® the extent to which family support services confomm to or
compensate for community conditions;

° the relationship of public and private sectors (voluntary
and proprietary) in delivering family support services;

13y




® the degree to which these services are to be provided by .
generic or spec.ialized agencies; ~ o 9

o the degree to which families are empowered to exercise
choice in the type, amount, sources, and use of family
support services.

The issue of which level of government is best su‘i.t_ed to | .
manage family services throws'into relief the question of whetheyr .
a large bureaucratically oriented system can oversee a:more
. personalized and individual program of family support services. | | .-‘
In some ways, even cammunity residences and intemediate cara |
facilities for mentally retarded persons are imposed on
canpunities, and federal and stat.e regulatory structures tend to P
ensure uniformity in those'service models. Family support
services, however, are more intimately linked to the cdmmunities”
in vhich they operate than other residential and day programs'. .. .
The diversity of ccmmunities suggests that management structure
must be ‘flexible. The relatively uniform management models that
were designed to operate shnilar institutions across a state
cannot be expected to function.well in various community
settings. As illustrated in Figure 2, slightly more than one-
half of the programs examined_in a recent survey are administered
at the local level. However, the question of the level of
government best suited to manage family support services must be
considered with regard to several other factors that will be
.discussed below.
The extent to which family 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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area. At stake here is a basic question of equity within and
among locales. In the first instance, much more needs to be
known about tﬁe environment in which we. expect family support -
services programs :to ope:ate._]We.are'aware’that family support
services are'relaied to such community reéources as the. |
availability gnd accessibiliFy of public transportation,
‘recreationa% facilities, medical,.dental. and other professional .
services, It is also apparent that these services"$ndm:géources;~,1
véry widely by loc&le., In one'nespect,.local management of | |
family support services can bgpt take into accoﬁht'local needs

and resources. On the otherAhand,.tpe intimate link between
family support services and often widely varying community
resource§ raises the question.of'whether fgmily support Serviées '
should equalize the diffgrencqs in availability and Accessibility
that are likely to result. Cleariy; institutional models, |
especialiy'those supported in part through‘Medidaid fundiﬁg, are
operated on the principles of "statewideness" and equal access.
'?lacament‘support services, as poinﬁed out earlief, were in many
instances initially bqilt around éommunity residehces for" |
deinstitutionalized pegsons and served as models for fami;y
support services for individuals who had never resided in an
institution. This creates a strong prgcedent for equalizing the
availability and accessibility of family support services across
local govermments to campensate for canparati,ve deficits in
resources and services.

{ .
The relaticnship between the public and private sectors, .

of

includT

ng voluntary and proprietary, is another concern that must
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be addressed in the deiivery of family support services. Many
states have a variety of state governnént, locai goverment, and
private agencies involved in the managemént and delivery of
' canmunityjbased services., The p;e-eminence of one or another
sector in variqus locales is'affunctiOn of historical, pnlitical,
economic and otHer factors.that may confgund_rational program
design, but are nonethelesslpowerfui in shaping future
programs. !ﬁn\?e‘!‘“t;?n@ delivery of family support services may
result in differential outcomes denending upon the'auspices'of
provider. | o o -

Private p;oprietary management (and ownership) of acute and
long-term care health fncilities has provided examples of
econamies of scale and models of efficiency'tnat may_mgrit\
consideration for the management of ét least some family support
,'services fof devélopmentally disnbled people (Zuckemman, 1983).
An obvious concern, however, is accessibility to serviqesvby
clients and families who may present c‘ahplex, unusual,
troublesome, and other'broblems\that nake them commercialiy
undttractivé. A lack of willingness to serve these clients may}
also be expected on. the part of private”061untary agencies.
Moreover, many private vpluntary agencies have.traditional
disability orientations, religious, ‘ethnic, racial and geognabhic
identifications or affiliations that serve to limit accessibility
tolmany f&milies in need of Support services. |

State govermment has been the_p;ovider of last resort and
might be expected to be the focus of a management structure |

ensuring the greatest degree of availability and accessibility
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i
(OMRDD, 1983)., . ﬁowever. state government-operated services tend
to be the most expensive and may be limited by an institutional

bias and historiqal perspective that may inhibit delivery of

family support services to unserved and underserved populations

 (Commission on Quality of Care, l984). In addition, difficulties

with maintaining,an acceptable level of operating flexibility in

a large bureaucratic structure must also be considered The'use

of publlC non-pnofit.agencies established for the purpose of

managing the delivery of family 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 governmental

‘agencies in coordinating and gaining access to services for its

clientele. f

No onegmodel 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
collaboratively.. It is intended to.indicate that family support
services represent a substantially distinct type of service, and
we should not assume that management models derived from
institutional perspectives or even cammunity residential and day
program services are appropriately or easily adapted for family
support services, |

| Another major issue of serviée delivery and management is
the extent to which we create specialized family support services
or integrate these services into social welfare, education,
health,'mental health, and other service domains. We are all

familiar with the problems associated with gaining access to
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generic or fsemi-generic”_(ﬂoggs, 1981) services. However, the

limitation on resources available for the development of family

support servicés raises the question of whether we can'prudentlwar- C

advoc&te for a separate and parallel system of services, or more
imporfantly, whethef'legislato;s and other policymakers willlbe
responsive télsuch an argument. As indicated earlier, many of
those who would be eligible for family support services are
already being served by other service systems. Moreover, some of
" the specific fgmily“support'services such as transportation and
homemaker services are not specific to developmental |
disabilities. - Invany case, the management of family support

i se:viées progrﬁms requires a gre&ter degree of coofdinatioh émong
providers and_éonsumers than other community-based‘services;' The
‘broad élientele in widely disperséd.settings as wéll as the

' intermittent'nature_of delivery requires'that_systematic
coordination be built into ‘the managemént of services. CQse
management is frequéntly prorosed as a mechanism to golve the
problems of .services coordination (Intagiiata, 1982; Schwartz,

" Goldman and Chrugin,.1982; Boggs, 198l1). However, the cos£ and
effectiveness of case management have alsovbéen questioned (LCER,
1983; Beatrice, 1980) and we should be sensitive to the trade-
offs between actual services gelivéred and coordination.

The degree to which fgmilies are empowered to exercise
choice in the amount, type amount, source and use of ‘family
support service is another important policy issue affecting the

delivery of family support services., 1Indeed it appears to be

emerging as one of the most-central and politically sensitive



3

issues in this area. While there are many aspects of this issue,

® the basic question concerns the structure Qf services and the

—— . . mechanisms families can- use-...t.o.,ga.i.n.f..acce.,sh.w-,t.hos,.'se,v.ice.s,,..._.,,,-.A... R

As was pointed out earlier, many states began support
services programs when it became apparent that people who had
been placed out of 1nstitutions were returning or having problems'

| because the so-called generic services that were- expected to be
available were not.” It has of ten been only secondarily that
states provided support services to families as spin-offs of
placement support services or in belated recognition of the needs
of families caring for a developmentally disabled member at
home. Thus, the progression has been to first ensure that those
services. that had been available in 1nstitutions were provided to
individuals placed in the canmunity and then attempt to make
those services available to people living at home with their
families. 1In many instances, these family support services are
prov1ded as direct service adJuncts to core residential and day
programs (OMRDD, 1983).

. The increasing demand for and use.of famnily support services
has raised several problems and concerns .with the direct |
provision of services model. -As experience grows, it is becaming
increasingly apparent that families are radically different than
institutions, even those that are cammunity-based. The structure
of service delivery is primarily institutional, and the problems
and opportunities families present seem to confound or be
confounded by that structure.

The family is often the setting where'family,support

tor

Joeuh
S
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services are provided. In many instances, the family is the
provider of services. The family is also the consumer of
_services, and these roles often occur at the same time.
Government'regulaﬁions, policies, guidelines, and funding
. formulas do not typically or easily deal with the somewhat
simultaneous overlap of roles that occﬁr in providing family
support services. |
One response to'these problems has been to increase theA

numbér of servibe options in family support programs. There is a
véry wide array available in mAny ;tateé (see Figu;q,ij, and éhe
téndency.has been to iﬁéréase the numbe: of services ofﬁered;
However, this Qtill results in a prbduct-driven system. ‘That is,
families' choicer are limited'to'the.services}made available by .
the state or agenciés contracted to provide family support
services. | -

| Another response to these concerns is manifésted inlthe
increasing number of family support programs that employ cash
subsidies and/o; vouchers. Figure 3 shows that 14 of the 17
states included in a survey of family support programs use a
subsidy'and/or voucher mechanism, although they tend to be
- relatively limited in scope. Cash subsidies and vouchers
5lthough limited in amount and occasionally to specific types of
services, represent a substantial alternative to direct provision
of services. This results inlincreasing the discretion of the
family. Further, the simplicity of cash subsidy approaches may
be more attractive to goverments in light of the complexity of

dealing with the family as provider and consum=2r.
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Summar
[ . The answer to the question of how we 'shquld deliver family
| — - - - -SUpport services--is obyiously complex,~athhe~discussionwof~thewwwn—w; —
several issues encompassed in that question. suggests. . These |
.., - issues, perhaps more than any of the othe.ré\rnvolved in the
enti;e aréa of f&mily supporﬁ services, are highly conditioﬁed by
each.sfate's experience in delivering services to people with
o developmental di_sabilities and the political-econamic enviromnment
in each §tate. New York State, for example, has a large state-
- operated sY§taﬁ”bf;éérViCéS“caﬁpiemented"by'Séfvices provided by
® | large vol&ntary agencies, Local governments play a ver"y l'_imited
role in the direct'provision of developmental services, and there
has been virtually no experience with vouchers or éash subsidies
® '_ and little apparent movement _Iin_that direction. Pennsylvania has
had a veryvlarge'family sqpport services programs for a number of
years which operates largely through provision of servides
e through county government. Other states are likewise conditioned |
by their history in this area. | ’
NeQertheless, there are fﬁctors that seem eithe; inherent in
° the nature of family Support services or at‘wqu in the
political-economic enviromment that'will shape the direction of | o
delivery of these services. Family support services aré Closely

o ‘
linked to the cammunities in which the needs arise, and it would

® | |
appear that local governments will have to play an important role
in managing and/or delivering family support services. The \.
continuing pressure to contain government spending bn social

. .

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 family gupport_seryices. Those cost pressures as well as

'encourage greater integration of servige delivery and less

separate and parallel éervices specific to people'with '
HeveIOpmental disabilities. The generally:increasing role of

1copriety providers in virtually all areas of human service

delivery will undoubtedly be seen in £amily'support sérvices as

well. These entrepreneurial oppurtunities are certain to
increase to the dééfeé'that*baéhrsﬁbéidiés“iﬁd consumer control
increase. As $suggested earlief} the demand for cash subsidies,

vouchers and other mechanisms that tend.to empower families seems

to be eme.,ging as a companion to the demand for these services in'_

general. None of these observations should be esbecially

i surprising. However, taken togethér, they indicate that family

support services represent an increasingly significant departure

- in the way in which serviceé ére provided to people with

. developmental disabilities and their families, and they may

ultimately havé_a‘reciptocatihg effect on the entire system of

services for disabled people,

Funding Family 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 Family Living Amendments of 1985 (S. 873)
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-=- the so0 called Chaffe Bill. An appreciation of these issues
will be enhanced by examining them from the following basic
perspectives" |

© What are the current sources of funding for family
support services in the future?.

® What will be the sources of funding. for additional family

'support services?
t

Much of the discussion about family support services
concerns strategies for increasing funding. To some extent it L/,
ignores the current bases of - funding that are usually the best
predictors of the future (Wildavsky, 1964). Moreover, this
discussion also ignores some prcblems.which threaten_the“current
bases of funding femily suppdrt services.

The answer to the firstaquestion about funding sources is
that state tax level dollars constitute the largest squrce of
funding for famiiy 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 teke into account
t he fiscel canmi 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. Another important aspect of
the issue that was pointed out by a study of family 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, family suppbrt services were provided as adjuncts to

routine day and residential programs, - It should be pointed out

that many ICF/MRs, community residences and-day -treatment. = - .- - --

prdgranq, are supported in part with federal funds. Thus, at
least some federal funds are'uéed”indirectly in family support

services. Nonetheless, As rate setting methodologies established

‘tighter controls-on-the-use-of funds-or as funding -was — -

constrained, family support services which lacked an explicit
fiscal rationale became increasingly vulnerable to'cut-backs

(Castellani and Puccio;“1984).m'1t"1s"Veny11kely_dhat the large

number of states without explicit family support services

programs may indeed fund the services in similar waysiand they

may be similarly vulnerable. Overall, the information that we do

have on the-fundind of family support services indicates that
sﬁates 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 explicitiy identified in ™

funding bases,

Sources for Additional Funds

As 'suyggested above there has bgeﬁ an extrqofdinary améunt of
discussion and debate'about.proposals‘that affect the sources of
funding for additiopal’fanily support services. Federal funds
are seen by many as‘a~primary source of potential support for
these services., Since the mid 1960's when the federal govermment
expended almost.no funds on state developmental services, the
fiscal participation of the federal government in this area has

increased enormously (Gettings, 1980). Moreover, an overwhelming
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Figure 3: Program Characteristics of 17
' Family Support Progzrams
REPORTED . MXIMM METHOD LOCUS OF
NUIBER BUDGET L OF MNNGEMENT/ PROGRAM
I STATES SERVED COST/CLIENT | . DELIVERY CONTROL SCOPE
~ Individual ‘
| (A 102,400 208,639,000 $2,900* nroviders ~ County Statewide
' S Cash '
€L 10+ 20,000 2,000 subs idy State Pilot
FL 216 500,000 2,300* Re{mbursement Region Statewide
: - Cash
1D 130 45,000 3,000 subs idy Region Statewide
- Cash .
IL n/a n/a 4,200 subsidy - State Pilot
' : Cash oo
1] 60 120,000 2,000 subsidy State Pilot
' Cash
M 2,140 5,700,000 2,600 subsidy County Statewide '
, Cash ru
14 187 525,000 2,800 subsidy . State Statewide i
A : Services & ' |
Hr 600 1,125,000 1,880* subsidy Region Statevide
: : Cash Pronased
13 90 500,000 3,600 subs{dy State pilot
Cash .
IV L 110,000 3,400 subsidy State Statewide
\ Cash ' ,
i 124 200,000 2,600 subs {dy State Statewide
) ~ Services &
Ol n/a 2,000,000 2,500 reimbursement County Statewide
Direct
PA._ 15,630 4,887,000 2,000* services  |County/Region | Statewide
' Cash .
RI 66 256,000 ]2,600 - 3,900 subs i dy State Statewide
SC 16 22,063 1,800 Reimbursement State Statewide
Direct '
A 1,900 1,052,000 554 services Region Statewide

*average cost/client

Source: Bird, H, A. A Sur ey of Family Support Progqrams in Seventeen States
o (Albany. NY, New York State OMRDD, ¥§§Ij
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proportion of federal funds is devoted to intermediate care
facilities for the mentally retarded (ICF/MRs) and the méjori;y
of ﬁhose funds to larger facilities of over 15 beds (Braddock,
1984).. Clearly, the enormous role of federal funds in this area
has also focused attentibn.on sources of additional funds for
family support services. Two proposals have_béen at the center
of éhé'discussion. Specjfically, the Home and Community Care
‘Waiver and the Community And Fﬁmily Living Ameﬁdments of 1983,

- The Home and Community Care Waiver woﬁld allow a state to
finance a cammunity-based system of care by eliminating ICF/MR
beds and reinvesting those funds in home and community-based |
services, 'Thé waiver has obviously been suggested as a vehicle
to increase the availability of family support services.
However, it is wiéely recognized that the waiver is intended to
be a mechanism for cost containmént.(Fernald, 1984). The waiver
fomula requires that the number of Medicaid beneficiaries after
the waiver be less than or eéual 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 families caring for
a disabled member at home and currently not,receiving any |
services. Despite some initial enthusiasm about the'prOSQects
for expanding family support services through the Home and
Community Care Waiver mechanism, this does not seem to be a
currently attractive possibility.

The Community and Family Living Amencdments of 1985 (Senate

873), introduced by Senator Chafee, are intended to bring about a
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radical change in the states’ fiscal incentives to use Medicaid

funds for canmunity vis~a-vis institutional services. 1In

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

dver 15 persons., Since the initial introduction of the

. legislation there have been a variety of modifications and

‘ .
counter proposals that would generally soften the immediate

impact on states with substantial institutional populations.

Nonetheless, the intent of the proposal remains substantially the

same, Supporters of the proposal argue that the impact of the

passage of this legislation would be to force the phase-out of
large institutions and convérsely provide a iarge financial
incentive for states to\éqxelopgcanmunity and family support
services programs, Opponenéa\gf)the proposal have argued that
size alone is not an adequate measuré of quality of care and that
the provisions for implementation create a differential and
inegquitable ihpact on states. Mqét ;pponents of the specific
proposal, S. 873, do tehg-to.acknowledge the desirability of a
cammun ity-based r&ther than institutional system of care.

Major public policy changes such as those involved in the

'Community and Family Living Amendments typically take place over

a period of time; often several years. Nonetheless, there seems
to be considerable energy within the developmental disabilities
field for changes in the general direction of the Chafeé Bill,
Moreover, there is substantial pressure being exerted by the

t.deral government to contain Medicaid costs, and proposals such
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as S, 873 could complement those efforts in some impo;tant
respects. Community and family 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‘ulthmately be
enacted, resulging in an increase of.federally-funded communi ty-
based[and fémiiy support services,

States, as pointed out earlier, are currently the primary

. source of funding for family support services (Braddock, 1984).

Thus, it would also seem likely that they be a major source of a

additional funds. 'Indéed, the expansiqn of state~funded family
‘support sefvicesiprograms indicates that these programs are,éne
importaht area o% new program develoément in the states..'The
relatively small amounts of fﬁnds available in these explicit
programs (Figure 3) are somewhat misleading since many programs
are very new, and, as noted above, it is likely that many étates
fund family support'services without an e#plicit fiscal ‘ _
identification of those services (OMRDD, 1983). The attention
devotgd to family support services suggests that programs in this
area are likely to increase in numbef and size. An additional
factor that may affect the states' ability to fund programs in
this area is the budget surplus recently accumulated in several
‘states as a ;esult of-federal tax changes and an expanding”
economy. The extent to which these new funds provide a target
for advocates for these family 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 govermment in this area is uncertain. On
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the one hand, it is generally assumed that governments at this

' level which depend in large measure on property and sales taxes

for revenues have neither the capacity or willingness to

‘themselves fund family support services programs. However, some

core family supportase:vices such as transportation and
recréation are typicélly services pxovided'by Loéal
govérnments; Voluntatry agencies which provide substantial
amounts of these services such as respite, counseling, and
information and réferral also rely in part'on funding from local

govermment sources. Moreover, school districts either as

!

\

) independent local entitie§ or as components of municipal

Q

"govefnnents are being preqsed to provide'mbre family support

serviges as adjuncts to special education services mandated by PL
94-142. Thus, the role of local goverment in funding fa:ﬁily
support services haé‘not been particularly prominen; in
discussion on this topic, but it seems that closer attention must
be paid to the problems and opportunities of financing at this
level of government.’ = |
Somé attention has been paid to private sources of'funding
for f&mily support services (See Part III; Chapter 4 on'&se of
private sector resourceé). Most of that effo;t has focused on
the possibilitigs for inclusion of family support services in
either privately burchased or eﬁployer provided health insurance

programs. The potentially large and usually long-temm costs

associated with services (including family support sq%vices) for

persons with developméntal disabilities tend to.either céhfound

basic insurance principles or prove to be prohibitively expensive
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(Kane and Kane, 1978). Proposals for publicly financed national
childhood disability insurance (Giiedman and Roth, 1980) have not
yenerated as much interesﬁ as direct government provided or
funded Eerviceq‘programs. Generally, the focus of attention fér
funding family support'éervices has been on public rather than.
private sources, h

Summar | | ,

Discussions concerning the éunding of services are typically
complex. AThe specific issues and various mechanisms are indeed
very often diffic@lt for lay pgqple andlprofessiohals'to
understand; These discussions-do, however, often obscure the
fundame ntal qndArelatively straightforw;rd issues at stake --
whether to fund an expansi&n for family'support services and who
~will pay for thése'services,' | |

Clearly,-familiés caring for a developmentally disabled
member at home have borné virtually the entire burden of cost as
‘well as care; The advocacy for increased public, as well as
pr;vate insurance fundinglfor these services is a political"
dﬂnaﬂd forAsocialization/of the costs and risks (Lowi, 1979).

The first priority in this.process is typically to Qeneratg the
political energy necess&:y tolplace the issue on the policy
égendar This seems to have been.achieved to a considerablé
degree\at the federal and state level, Next stéps include the
identification of funding opportunities. State funds themselves
have beeﬁ an initial;and major source of funds for the
developmekf of €amily support services programs, and the energy

and diverskif 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 Médicaid funds for cammunity
and family support services has become an overriding issue in the
developmental disabilities figld. While advocacy for overall
expansion of these programs continue;, it seems that the majo;’
political energy is devoted to efforts to reallocate the
‘institutional and community services shares of.tbe Medicaid
"pie.f In light of the possibility_that Medicaid funding will
contract, thelenergy devoted to reallocating what is n§w
available for developmental_services may dissipate the political
momentum needed to increase'funds évailable for all services,

- including family support seryices.

One final overarching concern in the area of fUnding family
support services is the extent to which these services are items
on the agenda for long term care reform. Gettings (1980) and
others.havefpointed to the need to broaden the base of funding
services (including family supports) beyond a health baée.' Boggs
(1981) points towards that direction in observing:
| ...a'newly emerging éonstituéncy for long-term care, as

earlier defined, appears to be making headway toward
legislative reform, what is sought is an alternative
@ - funding stream for non-institutional support services in
which it will not be necessary to differentiate between
hamnemakers or personal care givers by whether they earn

health dollars or social service dollars. (p. 76)

It is apparent that most of the core family support services

identified earlier, such as transportation, recreation,

counseling, homemaker services and infomation and referral are

not especially disability-specific. It is likely, therefore,
. i

that funding for family support services may indeed be an
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important part of reform of long-term care.

Conclusion

Occasionally there seems to be a tendency in a field
dominated by clinical practice';o assume that policy choiées are
similarly subject to somewhat objective professional standards.
Indeed, many 6f.the issues éiscussed in this paper are complex
and difficult in their definitioﬁ and implementation and do
require expert attention. However, the identification and
discussion of these issues should be attentive to the fact that
their resolution is the outcome of a political proceés. The

approach used in this paper was not intended to mirror that in

Laswell's seminal work, Politics, Who Gets What, When, How
(1?36). Nonetheiess, the answers to the qdestions: ‘What are
family support services? Wwho will receive them? How will they
be delivered? and how will they be funded?, are fundamentally
political, | :

In many respects, the most crucial stage in the policy
process has been 5uccessfully negotiated by advocates for
increased availability énd accessibility of family support
services. That is, family support services have been clearly
placed on the policy agenda. Moreover, advocates have succeedéd
in defining their demands in terms of the archetypal good, the
family.

The degree to which broad or narrow ranges of family support
servicey are identified willvdepend largely on the tactical
opportunities available to advocates. The determination of who

will be served is potentially one of the most divisive within the
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" developmental disabilitieé éommunity as cleavages surface and
became resolved among advocates for previously and never
institutionalizéd persons, individuals with various developmental
diéabilities, and Qroups that have been traditionally unserved
and underserved by formal developmental services. The issue of
how family support services are to be delivered may result in
basic restructuring of the provision and use of social services
and relationships betweén governmeﬁt apd its clientele as
families seek greater empowerment., Finally, the question of how
family support services are to bé~funded will likely be part of a
major reform of federal, state,'and local fiscal reSponsibiiitieé
for long term care, |

The discussiohs surrounding the Home. and Comenity Care
Waiver aﬁd the Community and Family Living Amendments have pushed
some of these concerns to the forefront.v_However, very few of
the issues discussed in this paper have been e#plicitly dealt
witﬁ in the federal, state, and local policy process. We can be
sure that the political energy that put family support services
on these various policy agendas is sufficient to ensure that

these policy choices wili be made in the relatively near future,




FAMILIES AND FUTURE FINANCIAL PLANNING:
NATIONAL SURVEY RESULTS

by
John Agosta, Ph.D., Beryl Feinberg and Valerie Bradley

Every parent wonders, at sdme-point in his child's life, "What
° will happen to my child if I die or am permanently incapacitat;ed?",
in most instances the response depends on the child's age and family
" situation. Parents normally expect that as a child approaches
° | adult;hood, s/he will be comp-etent to manage his/her personal and
financial affairs. For parents that have sons or daughters with
~ developmental disabilities, however), responsibilities doinot
necessarily diminish with the passage of time. Unique issues mus£ be
facedito protect and maintain the health, welfare and financial
well-being of persons with developmental disabiliﬁies for the

duration of. their lives.'

Several traditional means exist for coping with this problem.

Families can:

® Create and contribute to savings accounts and investments in

o the name of their son or daughter with disabilities under
the Model Uniform Gift to Minors Act;

@ List their child with disabilities as a primary or
contingent beneficiary under a life insurance or pension

plan;
. e Establish an Individual Retirement Account (IRA) account in
the name of the person with disabilities; or
e 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 least three reasons.
° :

| Fi;st, 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
guarantee, however, that the person who provides assistance, however ®
well intentioned, will be willing to or capable of assuming such
responsibilities for the long term. Second, the person with
digabilities could be disqualified from Supplemental Security Income P
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
disabilities 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 organizations for whom the trust was created (the beneficiary)"
(p.61). At present, such arrangements represent the most efféctive
means of financial planning and, if properly worded, can achieve a
varxety of goals, such as:

@ Protecting the financial eligibility of the perscn with
disabilities for government benefits (e.g., Supplemental o
Security Income, Medicai..);

e 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
disabilities; and

e Reducing taxes during the parents' lifetime(s) by shifting
assets that produce income from the parents, who are likely

in a higher income bracket, to the person with disabilities,
who is likely in a lower tax bracket.




o i , - 151 -

Numercus 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

' usts :
Py tr 3 are

® Testamentary trusts are established by the terms of the
creator's will and go into effect at his or her Aeath.
Russel (1983) notes that these trusts are less common today
than in the past but can be appropriate in some cases. They
are most useful 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 bulk 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 cculd
otherwise be tied up in the trust. :

- Stuemke (1984) argues that this type trust offers at least
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 protate.
Second, inter-vivos trusts assure some level of privacy, in
contrast to probate records. Third, it accords parents
valuable 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 o. serious illress or
diminished 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 thelr 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 middle income cannot easily arrange an
appropriate trust. Thus, master trusts serve a useful
purpose by allowing parents of varying incomes to benefit
from a trust arrangement. These trusts, however, represent
a cooperative agreement and cannot be easily customized to
accommodate the needs of individual families. As a result,
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parents are advised to examine the terms of the availabie
trust to determine if its provisions are appropriate for
their needs. :
L Given the number of available ;pproachesAto establishing a
e trust, Apolloni (1984) argues that many families require professional |
guidance. 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
havé'egerged around the country to offer proféssioaal guidance to
parenté with sons or'daughters with disabilities. Moreover, some_oé
these organizations have initiatedvmaster trusts, Qill act as
trustee, or will also provide gu;rdiénship or advocacy services.

To obtain an improved understanding of this movemént, the Human
Services Research Institute and the National Association of State
Mental Retardation Program Directors undertook a national survey of
existing estate planning organizations that cater to»parénts who have’
sons and daughters with a developmental disability. The purpose of
this chapter is fo report the findings of this survey.1

| Method . |

Inf;rmation was solicited from 50 states during a survey period
begihning in Novgmber, 1983 and continuing through March, 1984. All
programs profiled as a result of the survey were actively involved
with_administering future financial planning or trust arrangements on
behalf of persons with developmental disabilities.

Programs were identified based on information coilectéd by' _.

state directors of mental retardation across the country and other

knowledgeable persons in the field. These persons were surveyed by

mail for names of persons or organizations involved with estate o
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planning or establishing trust arrangements for persons with
‘ diabilities, | | | w
- Subsequently, interview guides were forwarded to any identified
persons or organizations. These guides sought information in a
" variety .of areas including: ‘year of program in,itiat_ion,-.co'rporate
status, affiliate organization, number of clients served, eligibility
criteria, sources of income, and services provided. 1In some cases,
® telephope inquiries‘ were used to contact persons who failed to |
respond to the mailed surbey or to clarify information received.
| : Results
Information was gathgred from persons around the country
describing numerous worthwhile efforts. 1In many cases, however, the
organization described provided advocacy or guardianship se:vices.but
not finanéial planning. These programs were not reviewed. Likewise,
materials were received frgm'other groups that offered some financial N
| guidance but primarily provided advocacy services. It was decided to
review a limited number of'these,advocacy-oriented programs fo
purposes of compariscn wifh those primarily directed at financial
planning. Thus, the full range of these programs was not profiled.
Based on thesefdecisions, 19 programs were identified that
pro&ide systematic estate planning and/or trust arrangements on
behalf of persons with disabilities. Detailed descriptive
‘information, however, could be acquired on just 11 of these
" programs. Table lfaisplaysnthese 11 programs according to seven

primary information areas and reveals several findings of note:

Date initiated. The oldest program profiled was begun in 1963

(Foundation for the Handicapped). Most programs, however, were

initiated in the late 1970's or early 1980's.
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Corporate status. Only Star Systems Consultation and Training

Services operates as a "for profit" organization. All other

organizations 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

local ‘Associations for Retarded Citizens, two with government

- offices, and two with a provider agency.

Service area. Only the National Continuity Foundation is

avaxlable across the country. Of the remaining ten programs, one is

- available in multiple states, Lwo are available statewide, . 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 Handiéépped serves

.the largest number of clients (n=500), while the Virginia Beach

Community Trust serves the fewest (n=25). (The National Continuity
Foundation was jﬁét,begun and presently hasund clients.) These
figures, however, can be misleading because the programs profiled
offer services that are not necessarily comparable.

Eligibility criteria. All programs except the National

Continuity Foundation have residency requirements related to the

program's service area. Regarding the disabiiity categories of

.clients served, all but one program specifies developmental

disability as a satisfactory precondition. The exception, Sentry
Fund, confines its service.to persons with mental retardation. 1In
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

disabilities,.
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Sources of income. As expected, all programg depend on the

collection of fees or donations from parents as a primary source of

1ncomé. In certain cases, the fees charged or the conditions set by
the program place it out of the reach of many parents., For ins;ance,
the Bridge Foundation is funded througp tax-deductible contributions

from parents equal to the amount it costs to purchase a $250,000 life

insurance policy. Monthly payments on this policy range from $235 at

age 30 to $835 at age 55.\-M0re6ver, if the person with disabilities
dies before the parents or the parents discontinue payment, the
Foundation's obligation terminates and the accrued cash reserves

remain the properﬁy of the foundation.' Given these specifications,

it is unlikely that many middle or low income families would have the

1

‘Other income sources were reported by nine programs including
gifts or bequests, g;ants, donations from private citizens or
foundations,'real estate appreciation, and government support. One
éromising.approach; developed by the National Continuity Foundation
utilizes the proceeds of a specially designed $50,000 life insurance
policy to fund lifetime adv%cacy for persons ﬁith d;sabilitieg.

This foundation has established aAMaster Trust to which
participating parents sign a simple joinder agreement. The $50,000
policy is issued on the life of the parent with'the foundation as
beneficiary. Aftar the death of the insured parent, the foundation
distributes income to qualified service providers operating in the
hometown of the person with disabilities to provide him or her with

protection and advocacy services. The services provided are

monitored by the foundation.

Table 2 displays the primary and auxilliary services offered'by
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Table 2: Services Offered in 11 Financial fl
: Planning Programs "
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each program. Regarding primafy services, five will assume
guardianship, four provide advocacy, six offer financial planning,
one will establish trusts, and seven offer master trust

arrangements. Eight programs reported a primary emphasis in multiple
service'areas. ‘Though the Nat16p31 Continuity Foundation offers no |

direct services; it arranges for services to be provided by

~ contracting with existing service providers as needed.

In additgdn t§ primary services, survey resulfs show that most
programs offer a range of other services. Case management is the
most commonly offered auxilliary service (four prog:aﬁs). Examples
of other services noted include specialiied services (for fee),
technical assistance or information, legal advice, and financial
management . |

Discussion

The emergence of specialiied organizations for helping parents
to establish trusts in behalf of their sons :¢nd daughters with
developmental disabilities is a welcome addition to the growing array
of family support services. Clearly, they can hélp reduce the
anxiety many families experience with regard to the future financial
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 effigacy. In this regard,
three key issues warrant attention. | |

what Is the Best Way to Establish a Financial Planning Program?

Ordinarily, determining the best means of establishing a
program can be distilled from review of past successful efforts. But
because most existihg programs in this area have only been initiated

recently, few have demonstrated enduring success. Thus, existing
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programs offer little time-tested guidance.

[ As a result, those concerned with establishing financial
planning or trust programs must depend on a review of relevant
literature, the present experience of others, and careful

e consideration of numerous issues. Apolloni (1984) and the
Association of Retar&ed-Citizens of Colorado (1983; note several
issués that must be examined:

'. @ Corporate Status. What should be the organization's
' - corporate stutus: profit or nonprofit?

° Cofporate Affiliation. Should the,organization act as a
separate, free-standfng corporation, or should it function
. as a subsidiary of some other established corporation?

® Board Membership. Who should serve on the board? . What
: expertise should be represented? Should the board include. -
persons with developmental disabilities, members of
subscribing families, service providers, lawyers, trust
- management and investment experts? Should there be a
¢ membership 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 Selection. How should board members be selected
® (membership vote; board member vote; appointment by outside
- bodies such as advocacy organizations, elected officials,
judges, etc.)? ' :

e Board Responsibility and Powers. In what capacity should
the board function? should it be appointed as a guardian of
Py its clients with disabilities or simply facilitate
guardianship arrangements with volunteers as needed? What
decisions must the board make and which could be delegated
to staff? Should committaes be established to carry out or
oversee activities such as long ra77e planning or trust

investment?

@ e Funding. How much funding is needed to assure program
stability and how will it be obtained? wWhat sources of
funds should be pursued in the iong term and how should
resources be allocated to secur= such funds? How should the
organization's services be marketed?

[ ® Services Provided. what services should the organization
provide? Should 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 &

° Develgpment Timeline. What is a realistic process and
timeline for instituting the corporation's program
throughout its proposed geographic region? What observable
milestones will be apparent to confirm that deveopmental

. progress is occuring in an orderly manner?

What Role 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 nust 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.
raise 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
time. \ |

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

determines what is in the client's "best interest?" 1In contracting

with a given program, parents presume tnat the staff will combine.

contemporary habilitative knowledge 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

standardized quality assurance mechanism will be neccesary.
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Similarly, when establishing trust arrangements, parents

presume that their assets are safe from unforseen loss. This may be
true in nearly all cases but the possibility exists that the terms of
a- trust or the organization administering a trust could fail. This
could occur if a trust is not properly prepared or through'
organizational mismanagement. Ordinarily, the enduring success of a
program could be taken as proof of its potential for long term
stability and~effectiyeness. The newness of so many financial
planning and trust programs; aowever, does not allow parents to judge
programs based on their past performance and leaves them vulnerable,
Thus, there may also be a need to safeguard parental assets against
loss due to mismanagement or fraud and/or to develop standards for
establishing sound and effective trusts. | |

The role government should play} if any, in addressing these
and similar issues is open to discussion. Some argue that because
the state has a long term interest in the well- -being of its c1t1zens
with disabilities, it should establlsh standards or regulations to
govern financial planning and trust 1nitiatives. Others argue that
government should steer clear of these programs because pub11c money .
is not often involved, government has a conflict of interest due to
its role as service provider and funder, and involvement might result
in states being held liable for any financial losses incurred by
parents,

Adminstrators of financial planning and trust programs may do
well to establish their own commonly accepted quality assurance
formats. othsr organizations facing similar issues have shown that
such systems can be developed and have some effect on programs (Human

Services Research Insitute, 1984). Examples include the Commissicn
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on Accreditation of Rehabilitation Facilities (CARF) and the
Accreditation Council for Services for Mentally Retarded and Other
Developme:itally Disabled Persons (AC-MR/DD). To the extent that such
forums can be established, the need for government regulation in this
eﬁerginq industry can be avoided and the interests of parents and
their sons and daughters with disabilities will be better sérved in
the long term,

What Place Does Financial Planniqg Have in the Service Continuum?

There is a growing interest among states for improving the
quality and range of serQices available to families who have members
with a developmental disabi}ity (See Part II; Chapter 3). None of
these .family support services,ﬂhowever, offer comprehensive financial
planning guidance or trust arrangements. Thus, the emergence of
progréms desiéned 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, some
consideration must be given to effect thét these gservices may have on
tﬁe human services field. On the client level they can ha&e a
positive effect bécause they can act as a powerful advocate on behalf
of individual clients. This is especially true of programs that J
render formal guardianship and advocacy services. Because such
programs administer multiple cases, they will be positioned to press
for more equitable distributions of services amang clients. For
instance, given two clients with similar disabilities and functioning
levels, a corporate guardianship and trust organization could
vigorously object if one were placed in an institution and the other

in a community group home.
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Similarly,don a systéms ievel, a financial planning and trust
program could have a significant impact on the substance and course
of services in an area. This could occur if the program assumed
guardianship respohsibilites for numerous clients and/or held
significant amounts of assets in their behalfs. Given these
conditions, programs could broker with the state and provider
agenéies 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-influenqe,could be.

Additionally, it must be understood that these programs pfesume
that parents have resources available to invest in the'future
well-being of their son or daughter‘with a disability.,.For numerous
families of middle or low income, how;ver, thié will not be the
case. Moreover, families of any income who are faced with
extraordinary costs related to providing care may be incapable of
investing in finanéialAplanning programs. Thus, while these prosrams
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 mechanisms,
the future viability of such programs will be determined by how
effective they are in the long term. Due to the recent inception of
most specialized financial planning programs, however, no
longitudinal perspective is available. Consequently, assessing the
efficacy of various means for capitalizing assets to provide future
benefits for program enroliees 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 similar
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. |

Compounding matgers are the multible models that currently
exist gp provide fin&ncial planning services. ‘Such flexibility
allows pfograms to be organized in ways that are thought to be most
efficient and responsive to parental concerns. Significant-variance
in program'design, however, ﬁakes comparison between prograﬁs more
difficult and hinders the emergence of any consensus among
professionals regarding thé most effective approaches. “

These condit{ons suggest that efforts to initiate and provide
financial planning. services must be complemented with systematic
‘evaluation of their short and long term effects. With such
information, programladministrators can begin integrating the most
effective practices into their programs. Moreover,'standards for '
assuring the quality of estate planning services will be more easily
determined and applied. To the e}tent these aims are accomplshied,
parental concerns over the future well being of their son or daughter

with disabilities will be further alleviated.




USING TAX POLIC; IN SUPPORT OF FAMILIES WHO HAVE
A MEMBER WITH DEYLOPMBNTAL DISABILITIES

Current f;nancial supports for hany families who have members
with developmental disabilities are insufficient. 1Ih response,
several policy options have been suggested for complementing existing
family support_ptograﬁs, inclﬁ@ing 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

-offspring with developmental disabilities at home. The purpose of

this chapter is to: 1) examine the various modifications of tax

 policy thﬁt could be made; 2) review what tax incentives présently

exist on the federal and state levels;'agd 3) offer discussion

pertaining to the use of tax policy for supporting families.

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 he standardizec or can.
fluctuate up to some maximum limit depending on the tuxpayer's costs
providing care to a dependent with disabilities. In addition, to
offset 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

remaining at home to provide care. If used in tandem with post hoc
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exemptions rélqted to the real costs of care, this of ﬁype exemption
can act as an affirmative means of encouraging family-based care.
Though for many families thia approach will have little effect
QQcausé’bpth parents desire to pursue careers, for others such an
é;émption may make it possible -- and"preferablg -- for oné parent to
fo;ego employment in fanr of providing family-based care.

| éecond, Piccione (1982a) suggests that volunteers could be
provided with tax exemptiqgs based on the amount of time spent in
. assisting families with disabled relatives. When combined with
existing respite c#re programs, this type of incentive to
volunteerism couid further ease the burdens,df family-based care.

Tax Credits’

Tax credits refer to reductions in fheutaxpayer's calculated 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 eitherrrefundable or
non-refundable. - 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 hop allow the taxpayer to
recoup the excess, and therefore fail to aCcommodate low-incéme
taxpayers who have no taxAliability but might otherwise be eligible
(GAO, 1982). _ |

It should be noted that both of the 'suggestions éffered by
Piccione (1965;) 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 family-based care could be offered

tax credits as partial compensation for their efforts.




Specialized Tax Relief

_This"catego;y refers to tax relief optionsfnot 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

discussed below, special Individual Retirement Accbunts (IRA)
established for the benefit of a family member with disabilities
would also fall <into this category.

Present Federal Level Tax Policy

At present, the federal‘gévernment offers several mechanisms for
caregiving families 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.

Standard Deductions

When computing one's income the Internal Revenue Service allows
several expenses to he é#empted from the incomé of persons with
disabilities or their parents. .These deductions, however, are not
glways available to all persons with disabilities; several are
féstricted to specific disability categories (e.g., blind, deaf,
physical disabilities). The Office of Information and Resources for
the Handiéhpped (1983) notes the following allowable deductions:

e Special equipment such as motorized wheelchair, special
equipped automobile, and special telephone for deaf persons;

¢ o Special items, iacluding artificial teeth, artificial limbs,
ayeqlasses, hearing aids and their component parts, crutches,
and dogs for blind or deaf persc.s;

e The cost and repair of special telephone equipment that

enables a deaf person to communicate effectively over a
regular telephone by means of converted teletype signals;
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® Payments for the installation of speciai equipment in the

‘ home or for simiiar improvements made for medical purposes,
such as ramps or elevators for heart patients. (If these
improvements increase the value of the property, expenses

‘incurred will only be deducted to the extent that they exceed
the increase in property value.);

® Payments to a special school for'persons with mental or
physical handicaps, if the principal reason for attendance is
the institution's resources for alleviating the handicap; and

@ An additional personal exembtion over and above the one
claimed by everyone may be taken by blind persons.

Credit for Child and Dependent Care Expenses

_ The General'Accounting Office (GAO)(1982) reports that the most
usetui federal-fax program for assisting caregiving families is the
"child and dependent care tax credit," initiated in 1954. 1Its
original purpose was not to ease the burden of providing family-based
care, but to enable family members to gain employment. Since taien,
Perlman (1983) notes that several other reasons for the program have
emerged, incldding: promoting the hiring of domestic workers, |
encouraging family-based care, providing relief to middle and low
income groups, and prbviding relief for neede’ dependent cecre
services.

'As shown in Figure 1, a non fefundable tax credit fnc child and
dependent care expenses can be claimed for up to $2,400 for each of .
two'qua;ifying dependents. However, when the amount claimed is
considered in relation to parental income the allowed credit is
adjusted according to a percentage formula. The most that can be
taken in credit is $720 per qualiffing person. Those expenses that
may be claimed include household services (e.g., services of a cook,
maid, babysitter, clegning person) if the servica was bartly 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 family

home (e.g., day care center), and certain medical expeases. : ':

A qualifying child or dependent is any one of the following:

e 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 claim the 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;

e Paid over half the cost of keeping up his or her home.
 This cost includes: rent, utilities, mortgage interest, | ®
property taxes,' uome 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
provided 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 J

services rendered by a dependent or spouse of the taxpayer. Moreover,
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. 8

Thus, the cost of care provided by non-dependent relatives of the

taxpayer (egs., grandparents, aunts, uncles) can be claimed.
It is difficult to estimate the number of families caring for @

persons with developmental disabilities who have claimed this credit.
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The primary reason is that taxpayers providing care to dependent
o persons without disabilities are also eligible for the credit and
their numbers are no£ distinguished from those providing care to
persons with disabilities. Perlman (1983) writes that he pursued
9 thgs 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 thatA“lO% of the expenses claimed and
P 10% of the tax credit b_e attributed to home care and 90% to child
| care" (p. 281). ‘
Based on this advice, Perlman (1983) estimates that: 1) the
'. number of families whp have m_embers 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

million in 1973 to $263 million in 1977; 3) the average amount

’ claimed per family 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 million in 1978.

. These figures, however, must be interpreted with caution because
they are based on rough percent estimates of -families providing care-

. t> members with disabilities. 1If taken on face value, however, at

least three observations can be made:

e Comparing the number of families claiming the tax credit

(around 300,000 in 1978) with estimates of the prevalence of
family-based care, it can be concluded that relatively few

Py families take advantage of this tax credit option. Perlman
(1983) estimates that under 10% of those eligible claim the
credit. Reasons for this surprisingly low estimate are
unknown. It can be speculated, however, that: 1) requiring
taxpayers 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 families for care averages
between $700 to $1400. 1If this range is an accurate
representation of expenses claimed by_families who have
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children with developmental disabilities, then it is
surprisingly low. In part, this may be because of the
restrictive criter.a for claiming the tax credit. Much of the
care provided withia the home may be provided by other live-in
family dependents (2.g.. siblings) and cannot be claimed. If
this type of unpaid -~ yet often extraordinary -- care were
allowable, the dollar amounts claimed likely would increase
dra. stically.

® 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
employment. Those who are retired, unemployed or ignorant of
the program do not benefit.

Flexible 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

o

workers choices among cash or fringe benefits that are excludable
from gross income. Money placed in this £ype of an acoount by an
employee is not subje. . to federal, state or social security (FICA)
tax. .Thus, employees are provided with a means of reducing their taxi'
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:

o Benefit bank accounts where the employee generally allocates a
gpecified portion of his or her monthly salary to a
reimbursement account for certain benéfits such as medical,
legal or dependent care expenses at the beginning of the plan
year. The money set aside is subsequently used to reimburse
the employee 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, returneda to the employee
as taxable income, or forfeited and used by the employer to
administer the program; and

e Zero balance reimbursement accounts or "ZEBRA" arrangement
where employee income generally is not specifically allocated
to an account at the onset ¢f a plan year but rather is
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® allocated only after a covered expense is incurred. Usvally,
. 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 arrangemengs vary by worksize. In general,
however, the following condifions apply: h

® @ Any employee eligible for benefits qualifies to arrange a

flexible spending account. There are, however, restrictjions
placed on "highly compensated employees" 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 ernployees owning
the largest interest in the agency, own five percent of the

e 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 legal expenses, medical/Jdental
expenses (e.g., vitamins, drugs, visits to medical doctors,

¢ ’ dentists, physical therapists, psychiatrists), rehabilitative
aids (e.g., eyeglasses, contact lenses, crutches, false teeth,
braces, hearing aids), transportation services asscciated 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 limit for expenses incurred, though
individual employers may set limits. '

® Reimbursed expenses cannot be claimed elsewhere by the
employee with the intention of further reducing his or her tax
liability. For instance, the taxpayer cannot be reimbursed
o 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 employer 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 employees into a bank account that earns
interest for the employer, and 2) the amount of social
security tax (FICA) paid by the employer for workers
participating in the program is reduced. fThis occurs because
the each worker's gross taxable income is reduced vommensurate
with the amount he or she allocates to the program;

® Employers 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




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 regulations
governing how and when this return should be filed.

Flexible spending accounts appéar.to be a ﬁseﬁul way for workers
to stretch.the purchasing power of their earnings. The utility of
this type nrogram for workgrs.who have family members with |
disabilities is obvious. However, little is known presently about
the number or nature of fléxible spending accounts in operation or of
" their effects on families, businesses and éovernment revenue, The
Tgx Reform Act of 1984, however, specifies that the Secr~tary 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 £o determine what
modifications 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,Afor those in the 505 bracket, any reduction
in taxable income results in a 50% reduction in tax liability and
means tnat the U.S. Treasury is a major source of subsidy for covered
expenses. In contrast, for those in the Zq; bracket, the benefits of

~such a plan and the burden on the treasury are significantly lower.

Individual Retirement Accounts

Recent liberalization of regulations governing IRAs is intended
to encourage wage earners to set money asid. for the future benefit

of themselves and a - 1-working spouse. At present, there are no

provisions for using 1RAs to benefit any other non-workinyg dependent,
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such as a family member with disabilities. (In 1981 the National
o Association ‘for Retarded Citizens proposedlto Congress that a

provision be adopted to permit parents to establish an additional

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
P to benefit their offspfing with disabilities. First, if a parent
already 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 tp the accodnf., and name 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. |
fhough reasonable, using IRAs can be problematic for at least

three reasons, First, by establishing arrangements whereby the

person with disabilities is granted a sum of money later in life,
s/he inadvertently may forfeit eligibility to federal entitlement
programs such as Supplemental Security Income (SSI) and Medicaid or
may be held liable for the costs of care provided by the state
(Davié, 1983; Russel, 1983). As a result, long-term costs of care
may soon deplete whatever savings were set aside. To avoid this
undesireable consequence, Boggs (1984) suggests that parents make
arrangements to have assets‘maintained in the IRA transferred into a
trust account at the death of the IRA contributor. A carefully
worded 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 III; Chapter 2)
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Second, numerous parents will be unable to establish IRA accounts
of any kind to benefit their offspring with disabilities simply
because they do not have enough money to set aside. This is
éspecially true of low and middle class families living in areas
where few free family support services are available and/or when the -
finarcial costs incurred by parents while providing care are
extraofdinarily high. Thus, the utility of any type of IRA provision
will be confined to the wealthier segments of the population and/o;
to parents with children that Go not require expensive specialized
care. Thus, a preferable strategy for parents with limited funds
involves the puchase of a life insurance policy that requires modes;
periodic contributions. When activated, resul;ing.assets can be
transferred into a trust account in the name of the person with
disabilities. One agency that sponsors this type of program is the
National Continuity Foundation (See Pért III; Chapter 2).

Finally, it must be understood that IRAs do little to ameliorate
existing problems but are meant to help assure the future well being
of persons with disabilities. But numerous families are not as
concerned with the distant futuré as they are with the present. Such
families 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 likely
compromise the utility of IRAs for supporting family efforts.

State Level Tax Policy

There has been little examination of the role of state level tax
policy in encouraging family-based care for persons with
disabilities. The most complete analysis available is a 50-state

survey sponsored by the North Carolina Council on Developmental
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Disabilities (Edwards & Mandeville, 1982). 1In this study, directors
of state councils on developmental disabilitjes, protection and
advocacy ggencies and departments of revenue were queried to
determine: 1) which states providéd an exemption on state incomé tax
for a disabled persbn, 2) whether a given exemption is based on the
severity of the disabiiity or on a specific disability category, and
3) the amount of a given exemption. Survey results are not fully
'applicable to families who have members}with developmental
tdisabilities because the information obtained does not distinguish
clearly between exemptions that can be claimed by disabled taxpayers,
taxpayers with disabled dependents, or both. Moreover, no clear
distinction is made between tax exemptions claimed on the basis of
developmental disabilities and those stemming from other disabling
conditions. 1In addition, the author§ n:te that caution is warranted
in interpreting survey findings because the inform&tion may be dated
and/or not fully reliable. Though these limitations are worth
noting, the survey resulted in several instructive findings:

® Seven states do not have a personal income tax. These states

include:
Alaska Texas
Nevada Washington
South Dakota Wyoming
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 listed below:

- Connecticut: provides limited exemption by category of tax
(e.g., telephone).

- Florida: provides exemptions on property tax.
- New Hampshire: taxes real estate and income earned through

interest and investment dividends. Some persons with
disabilities receive exemptions on these taxes.
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i
® Fourteen states have a personal income tax, but do not allow
exemptions for persons with disabilities. These states are:

Alabama ' Minnesota Pennsylvania
California Nebraska Virginia

Iowa Ohio West Virginia
Kentucky Oklahoma Wisconsin

Louisiana Rhode Island

® Seven states conform to the federal income tax code with
regard to personal exemptions. ' These states are:

Idaho Missouri [with slight modifications])
Illionis - New York

Kansas Vermont

Maine

® Nineteen states allow for some type of tax provision for
persons with disabilities. These state. are:

Arizona Hawaii - " Mississippi
“Arkansas Indiana Montana

Oregon Colcrado Maryland

New Jersey South Carolina Delaware
Massachusetts ~ New Mexico Utah

Georgia Michigan North Carolina

e Among 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 exemption.

- The disability category that qualifies most frequently for

an exemption is blindness (15 states). The next most
f:equent category is mental retardation (4 states).

- The type of tax provision offered by states varies.
Examples include tax credits, home exemptions, and rebates
on property tax.
The results presented above indicate that several states
recognize that tax poliéy can be used to e&se extraordinary financial
difficulties due the provision of family based care. Further, the

variance 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 utility of various state tax policies. What is

needed is'additional information that: 1) seéaratés taxpayers with
disabled dependents from taxpaVers with diéabilities, 2)
distinguishes between disabling conditions (e.g+, developmental
disabilities, physical handicaps), 3) shows how often available tax
options are used, 4) specifies the dcllar 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 various
tax policy options. Moreover, the role of state tax policy in the

greater scheme of publicly sponsored family support can be more

easily determined.

Relevant Issues

Review of current federal and state tax‘pélicy reveals that
several options exist for families who have members with disabilities
to reduce their tax liability. Moreover, it is clear that existing

tax codes could be further modified to ecourage familiy based care.

Examples include: b

® Extending the double exemption pertaining to the cdlculation
of federal tax liability to disabilities other than blindness
and to taxpayers who claim a dependent with disahilities;

e Modify present rules governing use of the deperdent care tax
credit by increasing the amount of the credit, allowing 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 families;

e Expand specialized tax relief programs (a2gs., reduce or °
eliminate sales taxes on care related purchases made by

qualifying parents, reduce or eliminate 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

o' Provide a tax credit to persons who assist caregiving families
by providing periodic care to the family member with
 disabilities. e : .

The primary issue underlying these alﬁernatiyes, howe?er, is not if
incentives_fo; family based care can be provided through the tax
structure, but whether;such incentives Sre efficient, effective, and
equitable (Roberts, 1983). - |

- At first glance, utilizing tax policy to encourage family.based
care seems an attractive strate§Y. Providing mech;nisms'for'pafents'
to reduce their tax liability by investing in long term family care
for their offséring would likely énéourage such care. - Moreover, use
of the tax systeﬁ to support familieé give'morg freedom of choice to
individual families and reduces the need for a more bureaucratic.
response., 1In essence, tax structures that permi£ parents to‘pay less
~in ta#eslgmoqnts to a publicly financed cash gssistance program for -

Lot

caregiving.families. |
0 Uéén closer inspection, however, using tax policy in support of
families may not offer the most desirable means for encouragiqg
family care, given'the-folloﬁing pdtehtial complications:

e Coordination between Federal, State and Municipal Level Tax
Systems. Governments at various levels can initiate tax
pollicy.

Care must be taken to assure that tax structures do
not conflict, but work together to maximize positive effects
on the provision of family-based carej

¢ Enforcement of Regulations. 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
families, the severity of disability of the dependent family
member, and the level of family income. In addition, effort
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must be made to monitor the use of existing programs, uncover

- abuses, and cecommend improvements in the program;-

"Cost. The GAO (1982) notes several.difficuities with

estimating the costs (i.e., administrative costs and lost
revenue) of tax relief programs. These difficilties include
uncertainties regarding: 1) the number of taxpayers who will
use the programs, 2) the prevailing eligibility c-iteria, 3)
the mechanisms put in place to reduce misuses of the programs, ..
and 4) the provisions that place limits 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 family-based care may be more cost .
efficient and effective, such as providing families direct
cash assistance or access to a comprehensive array of free

supportive services (Michigan Hcuse Legislative Analysis
Section, 1983); ' o T

' Evaluation of the Effects of Tax Relief'Proqgmsq The ongoing

evaluation of the effects of tax relicf programs on the
capacity of families to provide care is crucial for _
determining the efficacy of such programs. This suggests that.
governmental tax analysts should coordinate with those
providing other types of family support to collect information
that will be of use to all concerned parties. In this way,
systematic and longitudinal evaluation of all family support
efforts can be pursued with the intent of enhancing the entire .
family support system. -

Equity. When tax policy is proposed as a means of supporting
families, its utility for benefiting all types of families
must be considered. A policy that benefits only certain types
of parents (e.g., upper income, employed), does little to
contribute to an effective national strategy for encouraging
family-based care. This point grows especially salient in
view of evidence showing that a significant number of families
who have a member with developmental disabilities have lower

ircomgs than the general population. In fact, Robert Perlman
tSee Pert ‘III; Chapter 6) shows through analysis of '
information collected during the 1976 Survey of Income and

Education that 45% of those families providing care to pe:soné
with developmental disabilities had incomes below $10,000 ‘in
1976, compared with 33% of all United States families; and

Ease of Use for Families. Parents providing care to persons

with disabilities cannot and should not be expected to keep
abreast of the array of tax saving strategies available at
various levels of government. Recall that providing care to
persons with developmental disabilities is not an altogether
easy task, given the potential effects of such care on the
family, the ongoing needs of the person with disabilities, and
the effort that must be . exerted to obtain and/or participate
in available services. Government officials concerned with
promoting family care should be commited to simplifying the
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activities families must undertake to receive needed ®
- assistance. Certainly, tax policy can act as an incentive to
family care. The presence of numerous mechanisms for reducing
. tax liability, however, does not guarantee that they will be
utilized, especially if-the strategies emerging from such: -
policy needlessly complicates the matter of acquiring needed
services. A . , . .

"A fundamental objective of family care policy should be to

identify efficient, effective, and equitable strategies for equippin
families to obtain or provide ‘appropriate care. It should be : ' o
understood from the onset ' that reducing parental tax liability'is
'akin to providing parents with publiclv'financed cash assistance.

This being the case, government officials must decide if.the most
desirable means for providing-such assistance is through tax'policv}ig
:Review_of existing andipotential taxkincentives suggests that tax
policy could be used to encourage familiy'hased care, It is equally
clear, however, that the concept has several crucial shortcomings

that severely compromise its overall utility.

Moreover, the growing commitment of states to establish family
support systems further complicates matters. In.effect,_if
government were to pursue both tax policy and statewide service
‘systems in .support of families, it would be. faced with three'
unenviable tasks:

® Resolve issues pertaining to establishing fair and effective
tax structures that coordinate the policies of multiple levels

of government;

° .Resolve issues pertaining to establishing a fair and effective
system of family support services; and

e . Determine how the resulting "two track" system for
accommodating family needs could be effectively coordinated,
impler2nted, and evaluated. ®

A
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-These codéideratiéhs Suggeét“that though using the tax system to
support fahilies may benefit Some fgmiiles, it [will not be sufficieng'
ﬁo; may it be necessarily or desirable. Proér m plgnners may well
prefer to encourage and support familiy'éffor;s~£hrough more explicit
approaches ﬁhat delineate the';olefof governmgnt more cleairly, treat
families more eqditab;y, and provide support in a more systematic

fashion.




USING PRIVATE SECTOR FESOURCES TO SUPPORT FAMILIES
WHO HAVE A MEMBER WITH DEVELOPMENTAL DISAKEILITIES

"Mucn recent. discussion regarding.funding for human services has

focused on utilizing private sector resources (Meyers, 1982).

" Business end industry can get involved in the initiation of programs

to support families in a variety ways. For instance, businesses can

make financ1a1 contrlbutions dlrectly to existing service providers.

Citibank/CitiCorp has pursned this'course by granting $50,000 to the

| Metropolitan Child and Family Support Program (MQFSP) in Qaltimore,

Maryland (NASMRPD, 1984). With these funds, MCFSP,provides servicesA

to families'with children with disabilities from birth through seven

years that accoﬁmodate;socio-emotional,‘parent training, medical, and

specialized programming needs.
The private sector can also initiate family support programs that

are independent of existing public sector services. This can. be

achieved by: 1) involving segments of the for-profit service industry

with family support efforts, and 2) prompting individual employers --

or orgenized labor unions -- to initiate services that benefit their

eworkers who provide care to family members with developmental

disabilities. The purpose of this chapter is to examine the utility
of these two alternatives and to discuss relevant issues pertaining
to private sector invoclvement in family support.

Family Care and the For-Profit Sector

Numerous for-profit businesses are in a pbsition.to support
families who have relatives with disabilities. For example,. banks

can initiate special low-interest loans to qualifying families for
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special habilitative equipment or housing adaptations. Likewise:;day
care centers can offer‘specialized care for persoﬁs with N
disabilities. The_induspry ﬁhat'coqld have the greatest positive
impact on families,-howevér, is the health insurance industry.
Health insurance coverage for the long-term health care expenses
incurred by many'families providing care to relatives with | |
disabilities is inadeduaté'(Gliedman & 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 Secufity Disability Benefits (SSDI)

Thié_federally,sponsored insurance program is not based on a '
determinatidn of family need. Instead, under this program "the child
of a worker entitled to retirément, disability,. or survivor's ,

benefits can collect benefits based on the parent's'ea;ning record

. provided that the child‘S‘disability began before the age of 22, the

chiid,fs unmarried, and the child is dependent updh'the worker for

support"” (Davis, 1983, p. 499). Recipients of benefits are in turn

~eligible for Medicare. Thﬁs,’the individual with a developmental .

disébility need not have_wofked and earned Social Security to become

. eligible for benefits.

The Medicare program has two parts:

e Part A: Hospital Insurance. This program pays for care while
the participant is in a hospital or skilled nursing facility,
or is receiving medically necessary home health care (e.g.,
visiting nurse, physical or speech therapy). There are limits
on the amount Medicare will pay and the program requires that
participants pay a deductable or co-pay for certain expenses.
Thus, many Medicare participants elect to supplement Part A
with private health insurance or the Part B Medicare program;
and
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e Part B: Medical Insurance. Thiz program helps pay for
"doctor's bills and other health services not covered or
covered only in part under the terms of Part A (e.g., home
health visits, physical therapy, speech pathology, outpatient
hospital services, X rays, laboratory tests, certain ambulance
- services, purchase or rental of medical equipment). If a
. Dperson is enrolled in the Part A program, she or he
automatically is enrolled in Part B -- but participants can
elect to0 terminate their enrollment in Part B. In 1984
. participants in the Part B medical insurance program were
required to pay a basic premium of $14.70 a month.

Though the Medicare program offers numerous useful services, its

utility for families who have members with develébmental disabilities

is severely limited. -To‘quaiify parents must themselves‘be erigible
for retiremen;,'disabiLity;or,suryivor's benefits under the Social
Security aAct.: Relatively few parents, however, satisfy this

\

eligibility standard, requiring that other means for o?taining health

Medicaid Benefits

states but Arizona that brovides physical and related heal

‘Medicaid is a joint federal and state program available in all

care
services. Persons eligiblé for Medicaid are classified into three.'

groups:

® Categorically needy: These person3 receive or are eligible to
receive Aid to Families with Dependent Children (AFDC). \In
addition, recipients of Social Security Income (SSI) genexally
are eligible. (Those who reside in Guam, Puerto Rico, or ‘
» Virgin Islands can qualify for Medicaid if they receive Ol
Age Assistance, Aid to the Blind, Aid to the Permanently an
Totally Disabled, or Aid to the Aged, Blind, and Disabled.);

e Medically needy families: 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
medical bills. These persons can become eligible for Medicaid
if they pay a premium (usually a nominal 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
qualify on the basis of financial eligibility but do not
qualify as a dependent under the state's AFDC plan,
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Services provided under the Medicaid program,could,ihclude:

-inpatient hospital services -outpatient hospital services
-laboratory services -diagnosis and screening
-skilled nursing facility services -physician's services
-voluntary {amily planning ~home health services
-private duty nurses , ‘ -clinic services

-dental services’ . . =physical therapy

--gspeech therapy " ..~ =occupational therapy

. =-prescribed drugs , - -prosthetic devices
-rehabilitative services : .

Specific eligibility requirehents and types of se:vices offered are
determined by state ﬁrograms of.public assistance on the basis of

' broad federal quidelines, result}ng in geographic differences in

- eligibility standards and available services,

'Because this federally sponsored insurance program is means
tested, it has, for fears, acted as an incentive for middle'incdme'
families to plave their members with'disabilities_out of the home in
order to Jualify them for benefits (See Part I; Chapter 1). Under
ptesent deeming_rulés, the income of parents is treated as though it
were 5vai1able to the Medicaid appliéant as 1ong as s/he is living |
with the family.(and until s/he reaches 1§ yeafs of age). If the
“level of pafental income and resources surpasses the means test for
eligibility, the person with disabilities does not qualify for
Medicaid. 1In contrast, if this same person with disabilities lives
away from the family (eg., in an institution or community home), the
parents' income and resources are no longer considered at his or her
disposal. Outsidé of oqt-of-home placement, the oniy other options
available to middle income‘famiiies is to pauperize themselves to
become Medicaid eligible, or to forégo needed medical coverage
altogether. | - | |

As noted, this problem primarily affects middle income families.

Many low income families can qualify for SSI or Medicaid under

M
.




present deening requirements. Likewise, high income families may be
able to absorb additional medical_costs without assistance from
public programs. Middle income families, however, are caught in the
unenviable position of ha&ing tco few resources to cover medical
costs without-hardship but too many resources to qualify for
government benefits. | | |

ATo help ameliorate this crucial disincentive to familynbased
care, the federal government initiated a temporary review board in
1981 to consider specific ‘cases. This board was. established after
President Reagan granted a special waiver of federal Supplemental
Security Income (SSI) regulatlons in the case of a three year old
. child with severe dlsabxlltles named Katie Beckett. Followxng thls
special waiver, the Secretary of the US Department of Health and
Human Services estabixshed a review board to consider applications
from state Medicaid égencies on behalf_of persons who could be served
appropriately in the home, but due to'existing eliginjlity'criteria
~were found ineligrble for Medicaid services. This board operated
until December 31, 1984; During its tenure, 200 cases were submitted
for consideration with about 150 cases apprnved (estimates provided
the National Assoéiat}on of State Mental Retardation Program -
Directors by a membef of the review board). In‘addition, the board's
authority was extended to-allow itﬁto decide on 40 remaining
applications. Of those cases submitted, most were initiated by the
same six states, with about 25 states making use of the board
altogether. | |

At present, individual states may pursue any of three options for

negating disincentives to family-based care growing out of Medicaid

policy. These option are: the community-based waiver program, the
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model waiver program, and the tax equity and fiscal responsibility

- act.,

e The Community-Based Waiver Program (Public Law 97-35; Section
- 2176). This program was approved by Congress in 1981 and
initiated through the Health Care Finance Administration
(HCFA) to promote 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 te the community. Though terms vary by state, the
waiver program permits the provision of services that
encourage family care. Examples include: case management,
parent training, early intervention, respite care, personal A
care, homemakers, and adult day habilitation. At present, 27 @
states have been granted waivers and 21% of these states have
stiupulated plans for using waiver dollars to fund family -
support services (Gardner, 1984),.

Moreover, as part of their Medicaid wWaiver application, states

can propose to apply deeming rules applicable to persons. ' ®
living in institutions to potential recipients of

Medicaid-financed waiver services who are living with a

legally responsible relative. To date, 20 states have elected

to apply institutional deeming criteria on behalf of persons

. living at home with relatives. .

® The Model Waiver Program. States may also 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
assistance while living at home. This program is limited to A
50 or fewer recipienta per state. At present, nine states o
operate model. waiver programs. ,

e The Tax Equity and Fiscal gAgonsibiligx Act (TEFRA) (Section
134). Beginning 1n October 1982 states could apply to provide

SSI and Medicaid coverage to persons under 18 years old who
‘would be eligible for such services, if they were living ima "¢
‘medical institution. At present, eight states and one US
. territory offer such coverage. .
Figure 1 displajs the uses of the options among the 50 states.
As shown, 33 states make use of at least 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

20p




Figure 1

Three Options for Couhtering Medicaid

Income Eligibility Criteria and -

Utilization Pattern by State

COMMUNITY JASED WALVER | TAX EQUITY AN FISCAL | mODEL wAIVER COMMUNITY DASED BATVER | TAX EQUITY AND FISCAL NODEL HA[YE?
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famllles, extended the range of ava*lable services families could be
offered, and contributed to the grollng resolve to ﬂ&omote national
pollcy that favors family care. W

A review of’Figure 1, however, ﬂuggests that the use of these
means for wal.vvmg eligibility crlteria for deserving families has °
been'uneven.//As a result, many families_are left without a |
satiefactory strategy for coping with extraordinary medical costs
because'oﬁgéeographiu‘inequities.‘

'At‘gresent, there is no consensus regarding the best means for-
resolving the ;nstitutional'bi;s in Medicaid policy. Some argue that
greaterAuse sheuld be made of existiqg mechanisms, especially the
community-based waiver program. Several analysfs, however, warn that
available mechanisms are cumbersome and difficult to put into
practice. For‘instance; Gardner (1984) reports that some states have

. encountered. difficulties in applying eommunity-basedﬁyedicaid;waivér
regulations, accounting for costs, reaching interagehcy agreements,
designing acceptable computerized infermation systeqs, reporting
.expenses, and Qetting reimbursed. Moreover, others have observed
that, perhaps in reaction to growing fears that the waiver program
will ‘actually increase edbfegate cosferof community services, the

_ Health Care Finance Administration (HCFA) is making it increasingly
difficult to initiate or expand waiver proérams to cover
non-institutionalized "at risk" populations. |

In contrast, others argue that a total reconceptualization of | ®
Medicaid policy is required. The Community and Family Living Act
Amendments of 1985 (Senate Bill 873) has been advanced to bring

about reform. These amendments would gradually shift the federal ®

share of Medicaid fuunds from institutional to community settings.
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While the bill would not necessarily close all institutions, ﬁ% would“
° encourage states to emphasize community living by making'av#ilé%le a
variety of services such as habilitative programs, personal aiaes or
attendants, médical care and family’gupport services. Thouéh
}. - COngreés has not as yet passed S. 873;~i£s proponents continue to
press for its adoption in some form.

Private Insurance Plans

Q

Many be}ieve that comprehensive private insurance pl&ns for
families who have members with disabilities.could obviate the
necessity of puﬁlic funding. At present, however,'ﬁhis approach is
considered unrealistic by some analysts since many persons Qith
disabilities do not qualify for private or group medical plans
(deis, 1983). Meiners (1982) notes that private coverage often is
'undvailable for a variety of reasons including: 1) insufficient

family income for covering the costs of premiums, 2) the ongoing

availability of public long-term residéntial-options that diminish
the pressure for.establishing private insurance, and 3) a variety of
. t

traditional insurance concerns such as administrative diseconomies,

premium pricing difficulties, and fear of incurring an open-ended

liability. | |
A There-is,-however,za growing recognition among private insurers
that the cost of home health care is far cheaper than the cost of
hospital care. Figure ? shows the estimated savings from health care
provided in the hom?'in felatibn to four disability categorigs.' Due
in great part to findings such as these, many private insurers and
hospitals have made home health care a crucial element of their cost

containment strategies. Moreover, at least 17 stotes have mandated

the‘inclusion of home care in private health insurance programs.
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. -} .
Such care can inglude case management, physical or speech therapy,

nutrition counseling, medical equipment, home barrier removal, and

A

visiting nurses.

Figure 2: The Savings from Health Care at Home

Acute Care Cost Alternate Care Savings

o ‘"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 . e

Spinal Cord Injury with $23,862 $13,931 $9,931
quadraplegia , .

Neurological ‘disorder with| $17,783 $196* $17,587 -
respiratory problems . o

Severe cerebral palsy with $8,425 . $4,867** $3,558
uncontrolled seizuresl

* After initial costs of equipmeht
‘** In extended care unit of hospital

Source Aetna Life and Casualty Company; In Business Week, 1984

At pregént, tﬁis movement has focuﬁed on persons suffering
catastrophic illnesses or injury and others with chronic health
needs. Numerous initiatives, hovever, are testing the feasibility of i
Vprovidinghhome health care in a variety of other_éitunﬁions.' For
instance, Prudéntial Insurance is examining the éffects'of an early
maternity dischafge program where low-risk mothers return home within

12-24 hours of childbirth and receive postnatal care in familiar

surroundings (Business Week, Mhy 28, 1984)."
Certainly, this concept should be consideved in relation to
accommodating the health needs of persons with developmental

disabilities. Because home health care is far cheaper than hospital

" 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 adjustmepts were made to the ekisting‘

- private insurance system, the feasibility of having private insurers

underwrite home health care for persons with.disﬁbilitiés would be |
enhanced. €Examples of some of the changes that could be maae
include: 1) offering families who have members.with disabilities an
opportunity to share the cost of ihsgrance,with other familiés in -
similar éircumst#nces (i.e., a group'plan‘for'the-person with
disabilitieg), ;) using the tax system to érovidé caregiving families
with refgndable tax credits with which they can purchase avail&ble
insurance, and 3).using the tax'system to"provide employers wiéh'tax

subsidies to defray any additional cost.s associated with including

family members with developmeata  disabilities on exisﬁing group °

" plans.

Coordinating Public and Private Sector Efforts’

The present health care system does not actively encourage

family-based care. Given extraordinary medical costs, families who

cannot obtain coverage through a private insurance company
realistically are presented with five options:

e Families can acquire needed funds by borrowing money or

selling off assets. These approaches further reduce the
family's finangial resources.

e Families can expend available resources-untii they meet the
income eligibility requirements of Medicaid and become
eligible for Medicaid benefits.

© Families can acquire financial or direct medical assistance
from a variety of charitable foundations such as the March of
Dimes, Easter Seals and the Shriners. Unfortunately, this
option does not reach all of those in need.

e - Families can elect not to pay for incurred expenses. Indeed,
this option is often used by families who then run the risk of
being sued. It has been suggested that many hospitals no
longer seriously expect some families to pay. In effect,
hospitals pass on these costs to other clients who can pay for
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setvices.‘ Thus, to sone extent an informal insurance scheme
for persons with disabilities and their families may be
emerging. .

e Families can seek an out—of-home plaCement for its member with
disabilities. In this way, families can avoid incurring
- significant medical expenses while also assuring that their
:membet with disabilities teceives needed care through
Med caid Lo

\

Setting aside the potential fo: using chatitable foundations,

none of the temaining four options offer families an acceptable and

§ predictable means of.maintaining the family unit and paying for

\

medical exoenses.' In essence, the ourtent system encourages families
to deplete their resources, be less than honest, or give up their |
relative with. disabilities. Clearly\ when considering family support

strategies, attention must be paid to the creation. of health care

altetnatives that favor the‘ptomJtioq of the family as a care giving
unit’over those that; in effect, Renakize'familiesvfo; providing such
care. ] | ; f\A R

Review of relevant literature teveals several'possible policy

) options including utilization of'e*isting mechanisms'for waiving
Medicaid income eligibility standards, modifioation or
reoonceptualization of\Medicaid policy, initiation'of a publicly
financed National Childhood Disability Program (Gliedman & Roth,
1980), and'encoutaging'increased ptivate sector involvement in the

provision of adequate health insurance for oersons with disabilities.

An appropriate so“ution to this problem may involve a coordinated

system of health benefits that weaves:together some =~ if not all -~
of these altetnatives. For'instancey.ptivately sponsoted“insurance

options could be made more accessible to families with sufficient

income to pay insuranee premiums. Of course, this tact would require




serious discussion among all concerned parties to set eligibility
standards and to coordinate the efforts of government and private .
insurers., Likewise, public ‘policy makers committed to encouraging
family care ‘must. make publicly financed medical assistance plans,
such as Medicaid, available to all families with insufficient

resources to pay for private insurance.

p oyer Centered Independent ﬁnitiatives.

Current federal fiscal policy is designed| to encourage businesses
and industry to make capital investments that |will spur increased
employment and production. Some speculate that such conditions will'
prompt the_private sector to allocate additional resources for the
benefit of workers (e.g., initiating day care Wrograms:for working

\

Review of the.evolying relationship betwe :n employers'and.workers

mothers).

lends some'credence to this view. Akabas and-Krauskopf'(lSBQ) note
that employers can no longer count on a continuing supply of devoted
workers’and therefore must endeavor to make employment‘attractive.
Most often, these considerations prompt initiation of benefits that
 reinforce the relationship between employment and the well-being .of
.the worker and his or her family.

Several analysts have documented.the growing . number of
family-oriented benefits initiated over the years including fiscal
benefits such as financing health care, flexi:ble spending accounts, .
pensxon programs and disability retirement programs, and service
oenefits such as child care and counseling (McKinnon, Samors &
Sullivan, 1982; Weiner, 1972; Akabas and Kurzman, 1982). These
findings show that "a significant occupational social welfare system

(has] developed within the worksite, with families as well as
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employees, themselves, gaining coverage" (Akabas &‘Krauskopf, 1984;
p. .7). Moreovei, they fuel interest in finding additional means for | e
-encouraging further private sector investment in its workers, | _
especially for those with children with disabilities (aAkabas, 1984).
Private business can play an expanded role in supporting families 3
by enhancing the employment opportunities afforded parents with
children with disabilities. Of course, this can only be aciiieved
. through the cooperation of all concerned parites..(i.e., goVernment,-' | : .
business, and'families). With.ample cooperation several useful |
aCtivities'can be pursued. Piccione (1982b) suggests that businesses
could be granted some 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 schedules. | |
Similarly, analysts show that employers and trade unions can work
together to offer a variety of needed services such as case |
.management, informatigh and referral, early intervention services or
‘ day care, and making greater use of" existing benefits (Balzano & |
Benk, 1982 Akabas & Krauskopf, 1984). In essence, ‘Akabas & Kraukopf
(1984) view employers and workers as sharing a number of reciprocal
_interests." Thus, to the'extentmthat—the worksite can incorporate
practices that are flexible and reinforce the relationship between
work and family,}both workers and employers will profit.

Relevant Issues Regarding Private Sector Involvement

The emerging interest in utilizing private sector resources to
support families will lihely be translated into programs of great
benefit to several families. ’Any serious discussion of the matter,
however, must be tempered by several considerations: realistic
estimates of private sector involvement, coordinating public and
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private sector resources, equity, long term program stability, and

quality assurance.“

Realistic Estimates of Private Sector Involvement

Underlying any argument for increased private‘sector involvement

in family services is the belief that businesses are capable and

wxlling to ma}e such investments. To a great extent, the capability

related to the performance of the national economy; if the economy
begins to fail, or if the present federal deficit is not reduceo,
businesses’ will be less apt- to allocate additional resources for
human servxces (Penner, 1982).

‘But even if the. economy were to perform well Boggs (1984) warns
that surveys of private businesses do not reveal substantial plans
for contributing to-human servxces initiatives.- Further, proponents
of family services must consider that they will be competing for
private sector resources with numerous other deserving groups.y Thus,
though-businesses represent a viable source of'additional support,

employer sponsored programs are not a panacea for solving chronic

'funding shortages.

Coordinating Private and Public Sector Resources

Systematic evaluation may disclose that certain types of services
are most effective when financed through the public sector. ’
Likewise, other service types may be especially suited to the private
sector. éonsequently, the goal of family service proponents should
be to weave both public and private sector resources into the most
comprehensive and effective service network possible. Thus, business
and industry could best accommodate the needs of families by finding

ways to complement -- not compete with -- already existing ramily

of businesses to make substantial contributions to human servxces is
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support services,
Equity
Significant variance exists regarding the benefits individual

businesses provide to workers. s a result, it can be anticipated
- that any .increases in private sector involvement with family services
will also vary byuemployer;d'Such flexibility is desirable due to the“
.potential for promoting programs that are.responsive to the needs of'
individual workers.' But it also promotes inequities in the . 2
distribution of services. Families with similar needs, but different | ®
employers, may receive far different amounts and types of support.
1Thus,'specia1 attention must be paid to finding means for eliminating'
such inequities. Perhap businesses can pool -their resources to
‘serve greater numbers oquamilies. Likewise, government might track
a;;'the services familiesEreceive,to assure that public resourceseare .

channeled to families with the greatest servicedneeds.'

Long-term Stability

How stable are services funded through the private sector?

Conceivably, public sector services are designed around some

consensus concerning their value to society. Once initiated,-the

.public has some say, through elected’ officials, or. referendum, over. .
whether.such services should ‘be discontinued, maintained, or o ,, .
expanded. 1In contrast, services initiated through the private sector .

- are not as responsible to public opinion. Foria'variety of reasons,
businesses can elect to dis-continue services they initiate or curtail e
contributions made for service provision without consultation with

.emploYees. | . |

Quality Assurance : - {

One of the greatest concerns in the human services field is the
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assurance of quality servicea (HSRI, 1984). Assuring quality in the
pnblic sector is already a difficult process that would likely grow
more complicated by'the addition of services funded through the

\ private eector. Given a'oesire_to assure quality across all
services, formats that are'eqnally applicable to public ae well as
private services should be developed. Of course, tne source of
authority for planning and implementing such procedures, and
enforcing any resulting recommendations for programvimprovement

remains'open to discussion.

Though the above iesues are significant, they should not be used
to diecount_thevpotential ntiiity_of private seotor'resources for |
supporting family efforts. Insufficient attention has teen paid'to
the potential benefits and mechanics of encouraging local buSinesseS'
to help support caregiving families. By becoming ‘involved, business
can help integrate_willing caregivers into tne labor force and
further enhance their capacity to proVide care. Such partioipation

: also could help integrate business into the.mainstreamnof community
life (Piccione, 1982b). ’Moreover, many argue that encouraging
‘p.ivate sector 1nZolvement with service delivery may well result in a
greater variety of services for families to choose from and in
services that are more responsive to individual family needs. Thus,

program planners are challenged to investigate this option and

develop means for integrating business into systematic family support

systems.




EVALUATING FAMILY SUPPORT PROGRAMS

Family support programs present unique challenges to
professionals'regarding'the development of evaluation mechanisms to
monrtor actrvities, measure program outcomes, and provide dxrectlon
for service xmprovement Ultrmately, such knowledge is necessary to

Justrfy future levels of investment in family support programs.

: However, to date, little effort has been made to examine '

administrative processes and program outcomes associated with |
exrstrng family support programs. The purpose of ‘this chapter is to
examime what types of evaluation are needed, to review the
difficulties involved in conducting.such evaluations,:and to present
some of the»findings from the few eveluations that have been

undertaken.

Types of Evaluation Needed

Though nearly 25 states operate what may be termed "extensive"
family suppor;»programs, surprisingly few of these programs have been

evaluated. At least two types of evaluation are possible: process

and outcome. Process»eyeiuetion is generally used to improve the
efficiency, responsiveness or relevamcy of an exisrimg program,
especially during its early stages of development. In contrast,
outcome evaluation is designed tovpresent conclusions regaroing the
overall effects or worth of.e program, and often includes |
recommendations about<whether:it should be retained, modified, or
eliminated._ | | |

Figure 1 shows these two types of'evaluation, process and

outcome, in relation to the social service system and individual-

<

families. As shown, evaluation that»focuses”onrrhe process of
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delivering services is useful on a systems level beceuse resulting
irformation can help make administrative practices more efficient.and
reiponsive to family needs.- Examples of the types ef studies that
could be'undertaken include examining the time and cost involved in
processing applications for service, the match between services and -
family needs, and the distribution of resources among 1nd1v1dual
families. Likewise, on the family level process evaluation can be
used to improve/the design 6f‘£amily support services. For. instance,
such evaluation might invoive'mpnitoring'the family environment,
chenges in the'number of positive family interacﬁions, gains made by
parents regarding'the developpent ef.specialized caregiving skills;
changes in overall stress levels, or changes in the level of
*adaptive skills'éieplayed by the person with a disability. This type |
of evaluation would docyment whether the family's capacity to_providev

care is enhanced.

Figure 1l: Two Types of Evaluation in Relation to
~ the Social Serv1ce System and Families

Evaluation of the - Evaluation of

Service Process Service Outcomes
Service System Svstem 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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Evaluation that focuses on the outcome of services is also
useful. Such evaluation can be used to determine if various system
.level prograh.objectives have been met. One example‘of'such an
objective includes féalizing~cost savings to the staté due to
diminished demand for residential services. On the family level, one
telling outcome pertains to the effect of services on family
placement decisions. Other outcomes of interest include aggregated
tabulations of skill gains made by parents and per;ons with
disabilities, or the family's satisfaétion with services.

The evaluatién of family support services can take numerous
directions'giQen the complex interactions among family service needs,
the resources available to program planners, the service process, and
' service outcomes. Figure 2 displays the multiple factors associated
with each of these evaluation targets. This outlin2 sﬁggests some‘of

the many areas of inquiry that evaluation of family support service

might take.

L

e What is the relationship between the needs of families and
persons with disabilities? What client needs (e.g., daily
~insulin injections, special.diets, reducing maladaptive
~behavior) can be best accommodated by meeting certain family
needs (e.g., specialized information and education)? what client
needs are best met by professionals outside the family home and
.which are best met by family members? :

e How are client and family needs related to the service delivery
process? ' Are certain administrative practices (eg., cash
subsidies) more responsive to some service needs than others?

. What role should the private sector play in service delivery?

e What administrative practices are most time or cost efficient? -
Should cash subsidies utilize sliding fee schedules? How should

services provided by multiple providers be monitored and
coordinated? '

e What types and levels of service should be made available? How
. can specific family needs be identified? How can the type and
level of services provided to families be determined?




Figure 2: Potential Areas of Inquiry in the

Evaluation of Family Support Programs
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® How do services affect a family's capacity to provide care?
How are interactions between family members altered? How do
‘services affect the family structure, its functions, and its
lifecycles? 1Is the caregiving capacity of a family really
enhanced? : o g " .

@ What are the outcomes of service delivery? Are cost savings
realized by the state? Are parental placement decisions
altered? 1Is the quality of life of individual families ‘
" improved? Are families satisfied with fervices provided?

To what extent do services satisfy the needs of families?

e ¥hat is the relationship between specific service deliver
processes and groaram outcomes? Do certain administrative
practices make a erence? Do certain services have a ~

» greater impact than others? i ‘ -

Of course, it will take several years to collect sufficient
information to.answer‘these and other relevaant questions. However,
evaluation is an ~volutionary process that builds on assessment
| efforté over time. The intention 1; to develop a’growing
understanding of ﬁow to maximize the positive effects of family
éupport programs, |

Difficulties in Conducting Program Evaluations

- Current efforts to evélugté the gfficacy ot family'support
services are plagued by two problems: 1) variation in program
objectives, and 2) methodslogical problems.

Variation in Program Objectives

There is little disagreement that the two goals of family
support services are to enhance the family's caregiving capacity and
td prevent unnecessary out-of-home placement. Most would also agree
that ‘achieving these goals is in the interests of persons with
developmental disabilities, their families and gociety.
Operationalizing these goals in terms of specific program objectives,

however, is another matter. There is a striking lack of consensus

219
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regarding what these programs should accomplish specifically and ggg'
program objectives should be realized. .The resulting variation in
programvobjectives and administrative practices impedes efforts to
evaluate existing programs because the use offstandardized outcome
measures is inhibited gnd progréms cannot be eaqily'compared.Q This
problem is apparent on both the system and individual family level;

On a system level, program objectives related.to family support

'goals vary according'tb the availability of financial resources,
political climate, and service philosophy. FOr instance,.-ORe ... ... .. ...

possible program aspiration is to prevent unnecessary out-of-home

placement. This goal in turn dictates eligibility criteria such as
"at risk of being place out-of-the-home." But how should "risk" be
determined? Some would suggest that to avert placément crises the

notion of "risk" should be interpreted b;oadly and that all families

- with a member with a disabiliﬁy should be considered. Others believe

that, due to restricted resources, service eligibility should be
limited tovfamilies where'the,home.plqcemgnt is clearly
deteriorat.ing. Which'of these eligibility options is most likely to
reduce out-of-hcﬁe placement? At present, there is no easy solution
and this issue remains a point 6f contention amdng families; service
pianneré, and providers.

Likewise, consider the goal of enhancing the family's caregiving
capacity. Operat.onxlizing this goal into specific program
objectives is a complex and often controversial task, and requires
consideratjon of two fundamental questions: 1) how much of the.
caregiving burden can the state reasonably expect families to assume?
and 2) at what point does the state decide that the amount of support

required by a family is unjustifiable (i.e., how much support can a
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family expect)? Not all service Planners agree on the best means for
resolving these guestions., Consequently, there is substantial
variance in the services fam.'ies can receive around the country.

On the family level, specific programlobjectives are'equally
difficult to operationalize.' This is in part due to the growing

recognition that each family is unique and needs varying types and

‘amounts of services. ‘As a result, programs have increasingly moved

’

from a pre-set pattern of giving the same services to everyone, to a
more individualized approach in which,parents have more control over

both the length and extent of their program involvement" (Weiss,

- 1983, p. 10). Illustrating"this point are recent survey findings

regarding the service utilization patterns of 101 families in five
Maryland counties who participated in the first year of the state's
Family Support Services Consortium (Gardner and Markowitz, 1984).

Figure 3 shows tne distribution of the number of families receiving

'various types of services at least once and sugcests that families

make periodic use of a variety of services.

Likewise, the amount of services provided to inoividual‘Maryland
families varies. 'Figure 4 shows the percentage of fanilies
categorized by annualized costs of service in five counties. Though
situational variables (e.g., availability of services, differing
administrative practices) may explain some of the variance, these
findings suggest that some attempt was made to allocate resources

according to varying levels of need.

The current trend to establish programs can accommodate unique

‘family situations is encouraging. The resuylting variance in the

services ramilies receive, however, impedes comparison of program

strategies and effects,
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Figure 3: Distribution of the NunP.r of Maryland Families :
~ Receiving Various Types; of Service at Least Oncex . . ' ".

Type of Sarricas : ' l dumbar of Tamilias Receiving
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%0

" Respite Care ‘ 30

Provision of Adapcive Equipment 15

' ‘Purchase of Medical Supplies ‘ 14

Day Care Sarvices : 13

" Transportacion 1

Recreation : 11

Wursing Catre ) 9

Sehavior Management ‘ | .6

- Family Subsidy S

Parsonal Care S

Mysical Thezapy 4

Yucricion Care 4

Crisis Intervention 3

- Hearing & Spaach’ .3

Oc:upa:!qnnl'Thcrap} 1

Peychiatric THerapy .1

Ocher ' 13.
*Source: Gardner and Markowitz, 1984,

Figure 4: Percentage of Tamilies Categorized by the

Annualized Cost of Service Provision
Expenditures by County Service Sitex

site 3100 $100-9399 | s400-9699 | $700-9999- |91000-91499 [91500-91999 | $2000-92500 |
Calvert Ceunty Qlt; /208 xzi .' | 12 o= - n 3
Castera Shere 13 ‘538 I 192 0t ana oon n
Prederick Couaty 12 so2 308 o — - —
Raltimere City 132 7] 3 o= {xsx N — "
Nontgomeey County | 213 163 2 103 103 9 us

¥ Source:

Gardner and erkﬁwitz, 1984.
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Mgthodological Problams -

.Evaluation of family support programs is also complicated by

'methodological difficulties inbolvéé in the megéurement of program

processes and outcomes. Examples of such problems include:

" means for assessing change over time (Cronbach & Furby, 1970)._ _

The insensitivity of measures to rogram effects: Due to th~
nature of developmental dIsabIlItEes,tlervice 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.

mmediately observable nrogram 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

Samplin related roblems: Haipern (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 adbersely
atfected gy a varlety 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 o
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 quantitative sense. ' '

‘An effective alternative'strategy involves'use of single

subject design methodology to establish cause-effect A
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.

223
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'ggview of the State-of-the-Art
To date, very few evaluations of family support programs have
peen 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

L]

_;Tmprofessionals can.. usemto instruet parents about self advocacy,

teaching, or other relevant topics. Inaddition, the effects of'i'
various éituational_factorsgon the family (e.qg., availability of
services, rural vs. urban life, family characteristics)'are'also
under'study, N | ‘
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 statevide family
support programs. The following eections provide information l
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 improveladministrative 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. Inladditionxathe state decided do away with its system
for measuring of parental income and resources toldetermine the

amount of cash assistance a family could receive (i.e., sliding scale
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‘eligibility). Ekamiqgtiqn of this practice revealed that it cost the'f
state more to collect information and Ailocﬁte'services;according to
a sliding sgale thanlthe state was saving through its use. -
fsimilarly; the Minnesoﬁg De§elopméntél Disabilities Council
.sponsored an 9§alﬁation of the-state'é caéh‘subsidyibrogram.
Thirt}-eight families“participating in the program wefe asked a
series'bf questions régarding how.aéminiqtrative practices could be
‘1mpfoved. ~Réspoﬁdents'suggested that: | |
‘e . the program be expanded to include adults,
® yearly rathér‘than twice a yéar'appllcations be rgqhired,

e local social and health Qérvice.staff be educated about the
program, | - . L

' ® parents be used to publicize the program,

e benefits be increased for families with exiraordinary needs,:
and ' L ' ) ‘

0  benefits'be~increaséd for emergency respite care and long
distance medical phone calls (Minnesota Developmental
Disabilities Program, 1983a). : :

Findings such as those ‘above are useful in m&king,administrative

practices more efficient and services more responsive to families. -
‘ﬁowever, our search of available literature‘yielded.feh eXamples.of
this typélevaluatidn. Consequently,'much more study negdsto,be.donei
" at the system level to imbrove sefv;cés.. |

Family levebffindinggg Present evidence suggests that family .

support services do enhance the family's caregiving”capacity.

Families receiving services report:

® 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);

Lt
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e Improved skills for coping with habilitative needs (Moore et

al., 1982; Minnesota Developmental Disabilities Council,
l983a).

e '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); _

® Parents repeatedly rate respite care as an extremely useful
component of family support systems (e.g., Apolloni & Triest,
1983; Warren & Dickman, 19817 Moore 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,ma causal relationship |
between support setvices and outcomes is difficult to demonstrate -
clearly. Thus, researchers remain challenged to develop and
implementlevaluation models that document vith greater clarity the
effects of family support services on the capacitylof families‘to
provide care. | '

Evaluation of Service QOutcomes

System level findings. There is insufficient information

regarding the effects of family support services on the overall
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system ofﬁservices. iOne popular claim is that fahily support .
services are_cost_effective because they diminish the need for
£unding expensi?e out.~of ~home residential arrangements by making it
.possipleAfor families either to keep their member with a disability
$t homé or have him/her return héme from'an_out-of-home'placement.
Surely, as i;lﬁst;ated by relative éds;s of ¢are in Michigan (Figute
5), family support services cost the state less than alternativé
residential arrangements. Miqhigan officials'estimate that‘by_
serVithone pe:sonwét homé instead of at a sﬁate 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 A $136.90
developmental disabilities : o
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 must be weighed agaiﬁst fwo other findings. First, the
_overwelminé m&jority of families 30 not pl?ce their'sons"dr daughters
with disabilities out of the home. Thﬁs,‘unless'family services are
successfully targeted only to families likely to seek an out-of-home
- placement, the cost savings realized by states would not be
substantial. 1In fact, in the short term atAleast, the costs of

fuhding an extensive family support program may even add to the




aggregate costs of services for persons with developmental -
disebilities. Second, review of existing services reveals that once

a person with disabilities is placed out of the family home, few

families bring the person back home once services become available.
Thus, the cost savings to states in this regard ma also not be

substantial , .

There may, however, be long term cost savings.| Persons with -

disabilities living with families who receive suppor services‘nay in,

the long,term have more adaptive skills than persons whose families

do not receive support services. One could-speculate'that as these
persons grow older and.naturally pert from their fami ies, they will
--'on,the average -- " be less expensive to.serve because they may
require less supervision and fewer,services; |
In sum, the claim that family support services vili'save states

substantial amounts of money'has not yet been documented. For some,

urtil such savings are shown, funding_extensive family ‘support
‘services appears politically unattractive. However, decisions

‘regarding funding for these services should notvbe based,simply on

demonstrations of their cost savings to the state. Numerous other
benefits to such programs have been demonstrated on the famiiy level
and must also be taken into consideration.

Family level findings. Two primary issues concerning the

efficacy of family support programs involve their impact on the
family member with disabilities and family piacement decisions. . B
Present evidence suggests that the family member with a disability
does benefit as'a.function of family support services. For instance,
Zimmerman (1984) reports that the majority of families receiving cash

subsidies think that their child improved sociaily, physically,
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intellectually, and emotionally. Likewise, a comparison between

children with disabilities living with families receiving support

éerVices'qnd children living with non-participating families reveals

that children living with.particip&ting families show significant

increases in adaptive skills and decreases in maladaptive skills,

whereas children living with non-participating families do not

(Rosenau, 1983). The difficulty with this.type evaluation, however,

pertains to the need for time to pass before sizeable effects can be

| expected. . Thus, snapshot studies or longitudinal studies of short

duration are insufficient,

- Regarding family placement decisions, available information

'suggests that among parents who seek out-of-home placements there ig

no one overriding factor that cuts across all families. Rather,
there are numerous factors thap vary‘frbm family to family, and
change as the family member with a disability ages and as the |
family's composition, characteristics, resources, and perception of
the problem are altered (Tausig, 1985).

Sherman and Cocozza (1984) present an extensive review of the

'literature on this-mat;er and show thatlwhen families do decide td

place their son or daughter with disabilities out-of-home, their
decision is related to four factors:

i. Characteristics of the child with disabilities such as level
of disability, IQ, and functioning level (Allen, 1972; o
Downey, 1965; Janicki, 198l; Shellhaas & Nihira, 1969);

2. Characteristics of the family such as family size, age of the
: parents, socioeconomic level, marital and family relations,
and the presence of other family problems (Fotheringham,
Skelton & Hoddinott, 1972; Hobbs, 1974; Culver, 1967;
Shellhaas & Nihira, 1969);

3. Perception of the problem as related to the level of stress
family members experience. Such stress can be chronic and
stem from a variety of sources including financial burdens,
difficulty with phsycial management of the child, lack of

. parenting skills, and strained family relationships (Wikler,
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1983; Dunlap, 1976; Gleidman & Roth, 1980; Tew and Lawrence,
1973; Crnic, Friedrich & Greenberg, 1983); and
‘4. The availability of community services and social supports
- can diminish the severity of the problems experienced by
families who provide long-term care to disabled members :
(Wikler and Hanusa, 1980; Cohen, 1979; McCubbin, Joy, Cauble,

Comeau, Patterson and Needle, 1980; Davidson & Dosser, 1982;
Waisbren, 1980; Wikler, 1981; Crnic et al., 1983).

These.conSideratione suggest that measuring the impact of family

support services ~on placement decisions is complicated by the mmhmw”;.:.

multiple- factors that may influence the decision. Further, the
number of families that are likely to place a-person with.
Conversely, evaiuationnof support program effects on placement must 'r
| be weighed against the recognition that al;.family-based care ends
‘eventually either through'death or assertion of independence by thell
person with'disabilities. 'Thus,_the more'relevant question is

whether the duration of'family care is‘extended to the point where )

o separation from the family is desirable and appropriate.

The newness of most family support programs also makes
evaluation of their long term impact on parental placement decisions
very difficult. The weight of the evidence that does exist, however,
suggests that support services do deter . out-of-home placements in
favor of continued family-based care. Consider the findiLgs of the
following three studies:l |

e Rosenau (1983) describes a pilot family support project in
Michigan that served 13 families for two years. This project
offered families a $480 cash subsidy per month, a home trainer
who entered the home for 20 hours per week to provide parent
training, and case management services. Study results show.
that out-of~-home placements were averted for 10 of the
families and three disabled children were returned :
successfully to their natural families. 1In addition, results
of a follow-up questionnaire indicate that if project services
had not been available, eight families definitely would have
sought an out-of-home placement and two other families
probably would have. .

C::‘ 42Q3O
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® Herman (1983) describes a meta-evaluation of family support
services that served 252 families for two years in three’
counties of Michigan. [Note that the 13 families involved in
the Rosenau (1983) study are included in this evaluation.]
Services varied somewhat by county and four models of family
support emerged from the meta-analysis: intengified services
through case management, intense in-home interpvention with
out-of-home respite, cash subsidy, and case maAnagement with
respite care and cash assistance. Study results indicate.
that, for the most part, families retained their disabled
member at home throughout the course of the projects but that .~
the placement decisjons of these families did not differ
markedly from those of parents not participating in the
projects. Further analysis, however, reveals that .

- significant numbers of participating families would have
sought out-of-home placements if not for the projects'
services, and that families with past histories of repeated
use of out-of-home.options used these options less. Thus,
family support services appear to have had some positive
effect on family placement decisions. ' '

e Zimmerman (1984{ presents findings of a te1ephone survey of a
- . stratified random sample of 38 families receiving financial
subsidies ranging between $76 and $250 per month in
Minnesota. Half the families had received the subsidy for
less than two years with only four families participating in
the subsidy program since its inception (4-6 years). Results
indicate that, in part due to the program, 36 of the families
had no present plan for seeking an out-of-home placenent.
Moreover, the program had helped make it possible for one
family to bring home one of its members with a disqpility.
Findings like those presented above suggest that famiiy support
services,can'forestqll out-of-home placement decisions. It is
equally clear, howe¢er, that thé'gtility.of.support services with
regard to placement declsions has not been definitively
demonstrated. what is needed is additional longitudinal research
that examines gservice effects over longer periods of time. Given
some level of variation regarding the duration of family-based care,

related variables can be identified. wWith such knowledge, efforts

- can be made to modify services so that their positive effects on -~

- placement decisions are mmaximized.

In sum, it is apparent that much of the qualitative evidence

that has been collected documehts the efficacy of family 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; Zimmerman 1984). Further,.
families report that they benefit most when they are provided with'
multiple service options (e.g., respite care, financial assistance

and parent education) and least 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
family support, but that several may be necessary T

The quantitative evidence is less conclusive. Much additional
work must be done to gain a greater consensus regardinq specific

, program objectives and to acquire sufficiently sophisticated. “

evaluative measures and models. Wwith these developments the effects
of support services on the caregiving capacity of fanilies and their
placement decisions can be more definitively determined. Moreover,
existing services can be modified so that they more efrectively match -

the service needs of individual families.

Conclusion

Since l980; several states have initiated support programs for.
families with members'with_developmental disabilities. Though this
trend is encouraging, concerted efforts to evaluate the processes and
outcomes of these programs have lagged behind. Such evaluation is
desirable for two reasons. First,'families who are or soon will be
receiving services stand to benefit. Systematic evaluation of

services could well result in improved administrative practices and
an enhanced understanding of ‘how to increase the caregiving capacity
of individual families. Ultimately, such findings may be translated

into favorable program outcomes.
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Second, evaluation findings could be used to spur increased
9 investment in family support programs. It must be understood that -
| though nearly 25 states have extensive family support programs, the
toral budgets for these programs pale in comparison to what is spyent
" | on out-of-home residentigl 'services. Convincing state legislatures
| anL'other potential funding sources to inVest'in familyhsuppdrt
.g?“”"m“se:vicesrwillqnot«beweaayrm_But—securiﬁg additional funds cﬁn be made
® ~ easier #f feliable informa;ion i§ available to document increasing
‘administrative efficiency and positive program effects,
All in all, however, the b;ggeét problem facing policy makers . and
Py | program evaluators is the iack of claritf'fegarding the goals of -
family support services, Should' services bg'justified solely on;
their ability to save tax dollars for the cost of out-of-home
. .~ placement, or is the goal of improlved quality of life for the family
as a whole and the person with disabilities in particular a -
sufficient public good? The weight of all the discussion that h&s

precedéd this chapter suggests that the enhancement of the quality of

life 6f the family -- though not directly related to cost savings --
does result in substantial beﬁefits to the larger society including

5 increased famrly self reliance, maxmization of family cohesiveness,-'f

¢ and improvements in the productivity of individual family members
.including the person with disabilities. “friwugh these gains are
somewhat more“ineffable} ghey should likewice be part of ;ny

e systematic explo§ation of family sppport services.

®
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FAMILY SUPPORT OPTIONS: A POLICY PERSPECTIVE
by

Robert Perlman, Ph.D.

Policy making requires making a choice of ends and means tor
the future., It rests on values and qoéLs interwoven with ;nalyses of
forces that are shapiag future possibilities and requirements. In
thisipaper we consider Lolicies that seem desirable, likely, and
feasiblq with regard to family care of developmentally disabled
people.* We take as our points of departure a value judgment and a
fact. The fact is that family-based care of developmentally disabled
' people is a much larger part of the care gystem'than,ins;itutional
_and'community'ca:g coﬁbined.' The judgment is that soéial poiicy
ought to support the familieé who provide this care. Our purpose
heqe:fs to examine current trends and developments that bear on this
policy and to suggest a gramework for family support in the next five
or ten years. | o
Given our goal, the challenge is to achieve a reasonable balan.e
among the programs that will: |
l. Strengthen the ability of families of different types and
capacities to care for a developmentally disabled person
at home; . , o
2. Maximize the quality of life for the disabled person;
3. Maximize the quality of life for the family as a whole; 
4. Prevent inappropriaté out-of-home placements; and

.5. Develop a system of supports that is politically and
economically feasible.

These objectives are not presented in any order of importance. 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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Vare, in fact, highly interdependent; each contributes to the
accomplishment of the others.

We must note first that definitive evaluations have not yet
demonstrated ‘to what extent supportive programs do, in fact, |
contribute to the olffectives set'forth above. However, the weight of
available evidence indicates some effectiveness in bolstering family

capacity, improving the status of the developmentally disabled
| person, and reducing institutionalization. Nevertheless, it should
be acknowledged that fsmily-based care is not necessarily the best
course for all families._'Moreover, such care ought to be available
primarily for developmentally disabled children and adolescents .
living at home. Adults should be enabled to live independently of
their families and, for that reason, ene of the components of family
support should be preparation for separatios.‘

As with any effort to project social processes into the future,
this one is bound to deal with great uneertainties and smbiguities,
as illustrated by the very first euestion we;raisez can we
anticipate chinges in the number or the needs of developmentally
disabled children? Advances in medical technology sugeest that more
babies with mental or physical impairpents'will survive. If so, not
only the total number will increase but children who are severely .
disabled 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
decisions 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.,
phenylketonuria) and can reduce the extent of disability and
;dependency.

On balance, the number of children requiring long-term care'nill
"increase slightly in the next 10 years" according to one study
(Callahan, Plough & Wisensale, 1981)4 Moroney (1979) foresees even
more of an increase: 'The prevalence 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 theh
number of children who are disabled.

Factors For and Against Family-Based Care

At present the great majority of families'care for their-
developmentally disabled children at home. 1In projecting what is
‘likely to happen to this large but vulnerable family-care system in

3

the next decade, we begin with those factors that tend to diminish

the size and effectiveness of family based care. We group them under

three categories: demographics, attitudes and ldeological factors,.

and political and economic tendencies.

Demographics

One must always wonder whether today's population trends are

likely to persist or are only temporary. Bearing that caution in

mind, 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, most of whom have traditionally been women (U.S. Bureau
of the Census, 1984).
l. The size of families is decreasing and the number and
proportion of persons not living with uny relatives is

increasing. Non-family households rose from 19 percent of
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all households in 1970 to 27 pergent in 1982, reflecting
both the rising age at first marriages.and the higher
incidence of divorce and separation. These tendencies reduce

the potential availability of siblings and'other relatives

- for a role in family care.

The number of one-parent families is up sharply, thus

idepriving_the remaining parent of the other spouse's daily

articiéation in family care.' Between l9fb and 1982 the
number of two-parent families dropped by four percent and
one-parent families doubled . |
The economic impact of families headed by one parent (90 .
percent of the time it is a woman) is tremendous, further-
weakening the capacity of‘many familiesvmith_a develop-

mehtally disabled member. 1In 1981, for example, the .- median

~ income of all-married.couplee was 325,070,»while for families

maintained'byrwomen it was $10,960, at a time when the =

official poverty threshold was $9,287 for a family of four.

Mbre and more women are entering the labor force. Frem 1970
to 1982 the pr portion'ef women rose from 43 to 53-percent}‘
Whether they | re the mothere of children with developmental

disabilities or are other female relatives, the effect is to -

Fiminish the!care-taking pool even further.

The median aqe of the population is increasing, from 27 9
years in l970 to 30.6 only twelve years later. Potential
care-takers are older and presumably have less physical |

stamina for the demands of caring for a disabled family

member.
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The implications of the movement of people away from
central cities is unclear. The greater accessibility of
services-in urban areas ma be}offset by greeter family and

neighborly.involVement in the caring function in rural and -
suburban areas. - | |

and Ideology

l.

. people that parents should be responsible for the care

| of their children, including those who are disabled.

As life-styles change there eppeers to|.be a greater
interest in self?fnlfillment end-indir dual freedom among
family members. This can militate against taking on the
responsibilities of family based care.

On the other hand, there: is ‘a strong belief among ‘many

Some believe, moreover, that since perents for the most

part are elreedy providing care at home for disebled
children, there is: no need to spend public money, -~
especielly if there is a risk thet public support might
erode psrents' sense of responsibility.

Ther: is another current of belief on the part of some
people that parents of children with developmentel
disebilities are somehow deficient or petholoicel_and,
therefore, not worthy of public;support,

As part of a general disenchentment or rejection of "the
Welfare State" there is ideologicel and political
resistance to the costs of supporting family based care and
to the growth of services and bureaucracy that greater

public support might entail.
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'Political and Economic Factors

1. Public|policy and.financing.may continue for some time
their'dias in favor of institutional care.d There is some
evidence that even in tne 1ight_of the growing system of

. communi%y-based services, there is a tilt away'from helping
.families with home care of children and'towardpout-of-the-‘
home'programs,for adults (Morell, 1983).

2.:Financial-eligibility-requirements for SSI and for Medicaid |
| discourage ‘many families from a sustained commitment to |
providing care. |

3. The state of the economy for the next five to ten years is L
hard for: economists to agree on. Whether Federal and State‘
tax revenues will go up .or down is unclear, as is the ‘_'

'readiness of the voting public to support increased
‘expenditures for programs of social support.; However these
factors playnout}‘it“seems a safe‘bet that competition for
funds in the area of social-programs, such as those
involved in fostering care in the_natural home will be
stiff. | | | ‘ |

1Against this.formidable array of forces working against

support for family based care, what factors appear on the positiye,

side? |

Factors Supporting Family Based Care

1. On a family-by-family basis, care at home is apparently
| less‘costly than either institutional care or care in
Acommunity-based facilities. This‘can be persuasive in the
political arena. However, what is difficult to project is

whether or not the aggregate cost will increase as a result
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- of a "woodwork effect." That is, will so many additional

families "come out of the woodwork" and claim assistance if

it is more. readily available, that the total cost in tax
dollars will be increased? | |

2. Additional-research may help to document the advantages |

| of family care for the disabled person, their families, and
society. For example, studies indicate that parents can be
taught specialized caretaking skills that, otherwise would
be performed by highly paid professionals.

3. The continued growth of community services that serve the

~ aged and other groups can be a'positive development.'

4. A Princeton University study reports that.the states have
"embraced and preserved' most of'the social,programs that
Congress_turned over to them in recent'years. The states
have 'replaced more of the Federal money than had been

" generally expectedf'following_thelcuts made by the Reagan
‘administration (The New York Times, June 1984). Whether

policy-making in this specific area at the state level
will be supportive‘of families remains to be seen.

J5. As a result of legislation, the public schools haye become
a significant resource for family support.

6. The concern ahout the American family_and the view that its
sense of responsibility is being undermined can be made to
work for family support'as a way of saving families'from=
going under. The facts cited ahove that indicate a |
shrinking pool of caretakers can be used to justify
offering compensatory assistance to enableyfamilies to

continue carrying out their caring function.
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Those responsible for developing policy concerning Family
based care will need more than an .awareness of'the factors we have’
been outlining. They will require much more information than is now

available on the ways in which FBC currently functions and about the

.-population involved.

Gaps in Current Knowledge
We take note here of’important‘gaps in our understanding of
where we'are. There does not appear.to'be solid information[on these
- elements: '- |

a..The financial and other costs incurred by families
providing care to a developmentally disabled child over and :
above the: normal costs of rearing a non-disabled child,

b. The services that are-now being supplied, in what
quantities and by whom, to. support families,

c. The preferences of parents as to the type of supports they
want;

d. The expenditures of each level of'government and the
private sector for family support;.

e. The effects of support services on families and disabled
persons; | ,

f. Cutting across all these questions is the a3imple lack of
data on disabled people and_their families. We are not
even sure about the numbers of people involved and, for
purposes of planning, we know too little about the degree
of disability nr dependency of the children or the income,
size, and other characteristics of  their families.

With all these gaps in knowledge, the need is not for sporadic

and disjointed snapshots of one or anothcr element. What is required
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is a set of iongitudinal studies.that track these elements over time
in relation to each other. | , |

With regard to item (f), the characteristics of families: who
are providing care at home, a crude description can be gleaned from
the Survey of Income and Education 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 families.

We have identified 1 270 families in the SIE ‘data who are caring for
a mentally retarded person at home: .

This information is subject to several qualifications. . The
~..respondent was.asked in each family whether there‘was someone living
at home who was mentally retarded. The designation was thus made by
a family member and cou1d well be under-reported, - though it should ‘be
.noted that half the respondents said the condition of retardation was
diagnosed by a professional The survey estimated that there were
866,000 persons categorized as retarded in the United States living
outside of state institutions. This is lower than most other studies
suggest Second, the data refer only to mentally retarded people and
not to the total deuelopmentally disabled population, though the
former‘constitute.a high proportion of the latter. Bearing these
caveats in mind, a national sample of 1270 families with a disabled
member living at home- is still useful in an area where so little is

known._

1270 Families Engaged in Family Care

The Survey of Income and Education (SIE) asked two questions
that permit an estimate of the degree to which mentally retarded
persons living at home depend on others for assistance. The

respondents were asked (1) does this person "need help from others in
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looking after personal needs, such as eating, d;essing,'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 analyzing

these data, our focus was on the degree of dependency not on

disability per se., "For this purpose we grouped the 1270 individuais

i~into three categories, whichlxesulted in the following: '(1) 26

percent were severely dependent because they frequently needed

~ personal care; (2) 18 percent,were moderately dependent because they

freqdently needed help outside the home or they needed either kind of

help oceasioqally or rarely; and (3) the more independent

individuals, who amounted to 56 percent, who were said by their:

" families to require neither kind of help; These data are not too

dissimilarifrom the 1975 determinations under SSI, where 20 percent
were severely retarded; 14 percentlwere moderately retarded; 12
percent werelmildly retarded; and for the remaining 42 percent the

level of retardation was not epecified'since no test results were ‘

“developed (Callahan et al., 1981, p. 12). The SIE information

permite us to compare the families providing home care Qithlthe
general«U.S. population,‘as well as to make comparieons among
care-giving families based on the degree of dependency of their
retarded relative. | | ;

In the development of policy te achieve the.objectives
suggested at the beginning of this paper, the economic situation of
families is a critical factor for several reasons. Many families

must struggle with extraordinary expenses in caring for a disabled
child; obviously this falls most heavily on low-income families.

Second, limited income creates pressures for family members :0 go out

243




- 230 -

go work, thereby reducing the time and energy available for the
caring role. We turn first, therefore, to compare family income for

the United States with the SiE sample, as shown in Table 1.

Table 1l: Income of ‘Families Giv1ng Care and All

- U.S.Families, 1975-1976 (in percent)
. ‘ _u.s. SIE Sample
Income Under $10,000 33.2 - 45,1
$10,000 - 14,999 . 22.8 - 22.4
$15,600 - 24,999 30.4 22,2
"$25,000 or more _14.1 '__lg;g_
| 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 States, 1981, Table 725,
Family Income for 1975.

1
S

It is clear that families caring for a retarded person at home

had, on the whole, lower incomes than the general population. The

data show that 45 percent of the SIE families had incomes under

$10,000 in contrast to 33 percent of all families. Conversely; 45

percent of all families had incomes over $15,000, while only 33

- percent of the SIE families exceeded that income level.

This comparison is even more stark when one consideré that in
1975 only 9.1 percent of all U;S. femilies were living below the
official poverty level, while 17.3 percent of the care-giving
families were poor by this definition.

In 1976 one-fourth (24.2 percent) of all U.S. families were

headed by women. The same proportion (24.2 percent) of the SIE

~sample were female-headed families. As we pointed out earlier, this
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means verv limited income for a substantial number of families with
disabled members and only one parent to assume¢ the day-to-day o
responsibilities. Approximately 12 percent of all families were 15'
minority groups as compared with 16 percent in the'sample.

T —--Balanced-against the lower incomes of care-giving families is . ®
the . finding that they are slightly larger than families in the

general population, presumably giving them a larger reserve of

care-takers on which to draw. | , X ' | | ®
Comparing families within the sample in terms of the three

levels of dependency, there are indications that the Independent

group is somewhat more disadvantaged than the Severely Dependent and P

the Moderately Dependent groups. The differences are not large

except for the fact that almost twice as many families in the

"Independent” group are living in poverty (20. 4 percent) ‘than in the_ : ')

"Severe Retardation“ group (11.5 percent). |

A slightly higher proportion of families with "Independent"

disabled relatives are female-headed and have fewer than four people

@
in the family when compared witn the other two groups. As might be '
expected, more families of Severely Retarded people (32.1 percent)
are receiving SSI than the other two groups (26 - 29 percent). The Py
three groups receive benefits from Aid for Dependent Children (AFDC), 7
Veteran's Administration (VA), and other public sources in
approximately the same proportions. ®

| In short, the care-giving families in the SIE sample are less
well positioned economically than the general population, though they
face greater demands on their financial resources. A higher ®

proportion of these families have only one parent in the home.
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The SIE'data’are'limited in several respects and certainly
there is a need for follow-up studies to determine trends since
1976. But these two findings -- concerninc income and female-headed
households -- strengthen the case that care-giving families face
greater obstacles and burdens in maintaining a mentally retarded
member at home than "the average American family" 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.from the

rest of society seems strong and in keeping with concerns for the

'viability of American families.

- As we look.ahead intotthe near-term future, our projections of
public support for these families need,not be based entirely on
speculation. Using the old saw that the best predictor_of future
behavior is past behavior, we can get sone idea of the directions-
that a(éfzikely and possible by looking at what is now being done at
the state level. | | “

The very fact that at. 1east 22 states have taken some action in
the past decade to develop programs of family support (and several
others are considering new programs) demonstrates the political
feasibility of moving toward the goal enunciated at the outset. The.
information on these programs (See Part II; Chapter 3), provides a
preliminary picture of state activity in this field. These data are
subject to several qualifications. It is not clear howlmuch of what
was reported by respondents was "what is on the books" as distinctl
from what 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 providz cash
subsidies to families (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 spegify no dollar limit but
are restricted by limited program budgets. Of course, one does not
know how many families each state would be able or willing to

subsidize, since the programs are young and only six serve more than

-150 clients.

Cash subsidies clearly give families more control oéer the
kind of assistance they will receive than services in-kind. It is
important, in the light of the principle of empowerment of families,
to note that seven of the 22 states reviewed furnish families only
with services and no cash grants. ‘

. The eligibility criteria imposed in the 22 state programs

describe the target population and, by implication, the objectives of

 each state program. The criteria can be arranged acco;ding to

diagnosis, age, living arrangements and income. The first

obscrvation to be made is that no clear, predominant patterns
emerge. The information below is limited to what appears in Tables
2, 3 and 4 of the national survey results reported earlier (Part II;
Chaﬁter 3).

Diagnosis. The requirement is quite general in most states.
Twelve states refer to developmental.disabilities, seven make
specific reference to mental retardation, three sinply specify
"disability," two specify a variety of disabilities (e.g.,

autism...), and one program refera to children returning from an
irstitution. Four states address their efforts specifically to

severely disabled persons
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Age. Sixteen states set no age requirement. Three refer to
children, two to persons under 18, and three to persons under 22.

Living arrangements: Most states gear thoir programs to

people living with their families. Three states consider eligible
those pfesently living in a state facility but who will return_home.:‘
Six programs give prioriéy to persons "at risk of oﬁt-of-home'
placement ." ' _

Income: Fourteen gtates do not specify income limits; eight

are gedfed to lower-income families or those who cannot bear the

costs of care. . _ ’ _

Overall, disabilities are not tightly defined as a basis fér
being eligible.for these state programs; ohly four of them are
limited to the most severely disabled. Only five of the programs
specifically say that they Are';ddressed tc children (under 18 yéars
of age). Only eight target families with insufficient resources.
Three programs are aimed at disabled people living away from home.

Some notion of the relative emphasis given by the states to
different types of serviées can be obtained from a review of
permissible services. Table 2 displays those services available in
the 22 states.

It should be noted that one important need is not addreséed in
thes>2 state programs and it concerns provisions for care of the
disabled child after the death or incapacity of the parents or other
relatives. This is a major source of concern to parents. 1In an
earlier chapter, data from a national survey are presented that
describe 1! programs that provide future plgnning services (See Part
III; Chapter 2). They are quite new programs and their efficacy is

nct yet clear, but the argqument is made that they should be
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integrated into family suﬁport systems.
The listing of services' in the state programs is not so ®
innocent as it seems, for the way in which services are labeled and
cldssitied 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 important as we turn now to a discussion of
possible directioné for policy to support families..
. '@
" Table 2: Service Type by ‘the Jumber of Statos
Providing Each SQrvice
No. of states ZType of service : :
Equipment/Environment c ‘
20 adaptive equipment
10 clothing
14 : : " home renovation
Y - ~ Health Related -
-
14 modical/dontal
10 diets
7 home hezlth care
17 therapdutic
8 ‘ medications
| Personal Care . . - ®
16 | transportation !
21 respite
S " attendants
2 room and board
[
Counleling ,
15 ' counseling
9 diagnosis/evaluation
2 information/referral
Home Help ' ®
3 chore
7 homemaker/housekeeper
Education
15 ‘ parent education : .u
Recreation
5 racreation
e
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Pogsible Directions for Family Care Policy

The following discussion of future policy is divided into four
parts. First, we return to the.objectives gset at the outset and
raise the thorny question of priorities among them, using models of
family support that emphasize one or another 6bjective. Second, we
take.up somé issues of equity foQCting'sub-populatigns among ‘
families providing care. Third, we look at mechanisms for deliveriﬁg
programs, and, fqﬁfth, we touch on the matter of finances. The,paper“

concludes with.a suggested framework for a future program of family

support.

Using Theoretical/Programmatic Models

At the begiuning of this paper we said that the objectives of
family based care should be: to strenthenithe éapacity of
care-giving families, to maximize the.qua;ity of life for the |
developmentally disabled persdn and/or the familf; and to prevent
inappropriate "out-of-home placements -- ail‘within a system that is
economically and politically feasible.
‘ But whose needs rank first. . .second. . .third? Those of thé.
disabled individual, . .the family. . .society? Should priority be
given to services that parents want most or td those that_appear_to
have the greatest impact on costs to the public? Or should we give
highest 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

these questions can we establish criteria for.determining which
services are crucial and which are peripheral. It may help in this

scarch if we have before us a number of models or points of emphasis,

which we can examine in the light of the demographic and political
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trends noted earlier. We offer these models with the caveat that
they are aover-stated for the purpose of discussion. They are
certainly'not‘mutually exclusive.

The economic model. Sqrvices can be prdvided or paid for so

As to encourage parents to go out tr, work and to increase their -
earnings. This was the motivation behind the~qriginal tax deductions
for home care, as it was for child care (Perlman,_1983); more will be
said later about the use of the tax system for this purpose. This u
approach has much in common .in its aimAwith work traiping fo;'welfare
recipients in fhat both focus on self-support and converting
' tax-consumefs'into tax contributors. |

Given present political trends, one advant&ge of this model is
that it appeals to those'who want to reduce public expenditures and
those who want to re-enforce the resonsihilities of families.
Further, it does assist.those parentﬁ who want to get out and work.
At the same time, it has the potential of creating disadvantages for
parents who prefer to devote their £ime to home-based care.

"~ The Quality of Life Model. . Here the priority is on programs

that will improve the social, psychological, and physical well-being
of the disabled individual and/or the family. This may, on first
glance, appear to run against ghe trend to cut.costs and shrink the
size of service establishments. However, assuming 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
placements. 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 came out near the bottom of the list of services provided
P by the new state programs. Yet, as Gunnar Dybwad persuasively

sfgues, recreationsl services -- especially those involving a

disabled child in physical and, therefore, social contact with other
° children -- contribute not only to quality of llife, but to the

disabled child's development and ultimately to the outcome of family

based care.

PY - The Medical Model. Much criticism has been hurled at those
who view developmental disabilities as diseases to be cured and who
build.service programs on that basis. The critics charge that this

®  perspective is myopic snd self-defeeting.' How_ever, there seems to be
little doubt that medical aid other health-related services are
crucial to families engaged in home -care.. Thcae services become a

terrible drain on finances when families must pay for them

’ out-of-pocket Hence, some provision for health services as one
element in a "floor of support" for care-giving_families must be
made. |

® : .

The "Daily Grind" Model. Much of the literature hammers home
the point that, perhaps even more than financial aid, parents want
help with the practical, daily demands of living when they are |

¢ carrying the responsibilities of home. care, <Assistance with meals,
shopping, bathing, house cleaning, transportation and the like is
critical for many families, especially those whose children are

¢ severely disabled. To what estent this goai'can be met through
community services, such as those addressed prima;ily to the frail
elderly, remains to be seen. The degree to which practical help of

this kind can be obtain . through volunteers, other relatives, or by

exchange with other care-giving families should be tested by agencies
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concerned with family support. Perhaps, using family care models for -
the frail elderly as a model will be useful.

The Self-Help Model vs. The Professional Model. These are

posed as alternative approachés. Proponents of parent empowerment
seek to give major responqibilitY-fdr decisions to parents. Others
insiét on the expertise of professionals in both decision-making and
implementatiqp, on the aSgumption that phfsicians, social workers; :
nurses, and othefs-have the training and experience to assess, plan,
and deliver services with an effectiveness éhat nbn-professionalg
lack. The rationale for the séLf-help emphasis rests in part on
givin§ parents a greater stake in a process‘whidh'they will largely
control aﬁd one which respects their dignity and rights. Tﬁig can be
enhanced through mutual support Qroups that professionals cannot
easiiy tap, and o;her-resotrces, such as churches and ﬁeighborhood.
organizations. |

‘The limits and the failures of professionalism are now more
openly recognized (Morris, 1983). But there are aléo limits to the
emotional and physicﬁl résburces of parents and their expertise. The

center of gravity, as is so often the case, may lie between the two

‘extremes. Neither professionals nor parents éan or should bear the

exclnsive responsibility. An idéal program would treat them as

partners not as a hierarchy.

Home Care vs. Community-Bdsed Service. This has also been

presented as a dichotomy. Morell (1979) argues thgt‘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)
believes that the same program resources are needed to support

families as well as community-based residences. It seems ironic, in
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a country as richly endowed as this, to pit two suéh programs against
each other. 1n relative terms, however, it éan be argued that family
support has been under-funded and will in the future require
considérably more resources than it has hitherto been accorded.

The Service 'Model vs. The Cash Model. Boggs (1979) cautions

against puttingﬂtbo'much emphasis on cashing out benefits "unless
dollars can be,translatéd into something else perceived as.
critical." She cites studies t6 the effect-that the cost of home
carevis,not the main problem’for families; the biggest problem is
"the amount” of care and supervision" they are required to give. Some-'
of their'sepse of strain has»to do with the singlé issue of time,
time to do what is necessary for the.family aéla whole and for the
disabled child. In.paft, 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 some'children.,

To a'considerblé extént cash and services are interchangeable.
in the example menfioned above, a homemaker could be sent in or the
family could use some ofia cash subsidy to hire someone io take part
of the burden. But not all segvices can be;easily purchased and some
would be financially beyond the reach of most families, hence the
preference of many for a mix of services and cash.

Obviously, none of these models is valid as a sole guide for
policy, but each contributes considerations and cautions that must be
taken into account. Disabled individuals, their families, and the
community at large all have legitimate claims on the resources that
must go into supporting families. Policy-makers will have the
difficult job of balancing these claims and making trade-offs that

are both humane and reasonable. For example, 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
welfare of the rest of the family. No answer is possible because the

question.is flawed. Improving the quality of life for the disabled_

‘individual contributes to the quality of life for the family as a

- whole; certainly the reverse is true. No part of this system can be

°

utterly neglected, but neither can it become superordinaté in shaping
pdlicy,gnd programs.,

Issues Regarding Equity

Before attempting to apply these models selectively, we ought
to considgr another set of options that stem from.the‘issue of equity
among potential recipients of supporﬁ.” We refer hére to -
sub-populations of families distingui;hed in terms of (a) income; (b)
the_degree of dependency of the disabled child; and (¢) the type-of
area in which the family lives,

Income., It waslclea:'from Table 1 that we are dealing here
with families who have on the whole lower incomes than the general
population. Some 45 percent.of the families in that sample had
incomes below $10,000 in 1976, compéred with 33 percent pf all U.s.
families, .
| This fact must be bgrne cbnstantly in mind in‘devisinglfamily
support programs for the future. For example, it was stated éarlier.
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
like are developing to deal with this concern. But it is clear that
any such scheme that relies solely on the resources of the families

will be extremely inequitable in the face of the low incomes pf'many
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care-giving families who cannot participate in such financial

planning programs.

Some care-giving families are qualified for assistance under

‘Medicaid and SSI. On the other hand, families slightly above the

income limits set for these programs often are not eligible for

services without paying, thereby creating a serio:s inequity. The

same is'probably_the.case in some of the state programs.
Future.prog;ams should redress this inequity by making some
benefits accessible without.cost to all families involved in family
based care. At the upber end of the income scale, it seems
justifiable to expect more affluent families to bear a large; share
of the cost of public services for family baéed care. In all
instances we would opt for counting cash subsidies and other ;ervices
as benefits and not as taxable income. Above all, the incredible
anomaly in es;ablishing eligibility for pgblic-support, that 15,
counting the income of parents when the child is at home but not when
the child is institufionalized, should be corrected‘since the present

situation creates great inequities.

Extent of Dependency and Disability. What is the proper

allocation of resources among different levels of disability?
Moroney (1979) has pointed to the competition for resources between

the families of severely retarded and moderately retarded children.

Clearly, the former need more assistance and resources than the

latter. But there is a minimum amount of support that should go to
all families not only as a sign of society's recognition of their
situation, but as a preventive measure to minimize strains in even
those families with the least disabled children. Our analysis of the

SIE data suggested that the families of "Independent" persons were,
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in fact, in poorer circumstances than the families of the Severely

Dependent children.

Geographic Areas. The distribution of services between rural,

subu:ban, and urban areas and the implications for family based care
are not well documented or.understood. But certainly there can be no
reasonable equity if some,familieé Are isolated in places where the
lack of services and transportation deprive them of support.

‘Mechanisms for Determining Benefits

‘Cutting Across these issues of pribrity and equity are
p:ogrammaéic questions that muﬁt be confronted in planning for the
future. One of'theAmost~imp6rtant'of these is the question of hdw'-
the package of serviceg and/or cash is to be determined for eaéh,
family. | |

A standard entitlement to a set of benefits for all families
would fail to give adequate recognition to levels of_dcpeﬁdcncy,
income, and other significant differences. But unless there is some
minimum entitlement, many families could be complietely bypassed in a
-gystem coﬁstructed entirely‘on ;he basis of "the extent of'need for
assistance."

Case-by-case determination offers the advantage of tailoring
benefits to differences among fami-ies and differences over time in
the same family, but it harbors serious disadvantages. It can lead
to greater bureaucracy and greater cost. Moreover, as we have
already noted in connection with the "professional model," there have
been widespread criticisms of the ability of professionals to make

and implement decisions of this type, particularly whén the families

affected have little or no voice in the process.

A compromise between these two approaches, which carries some
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of the advantages and disadvantages of each, is the distribution of
diffgrentfal benef.ts according to categories that reflect the degree
of dependency of the disabled person, the family's income, and
perhaps other Criteria...Such a system does recognize differences
among families, but guarantees some assistance to a;l £Amilies
providing care, at the same time that it restrains the size of the
service establishment and presumably-the cost.

Another program device that requires consideration for the
fgture is the mechanism for dividing responsibility between the
family and the community. One arrangement is for the community to
furnish a certain amount of service§ and/or cash to all families,
with the families expected to supply whatever is needed beyond that
-amount. The inequities that would ensue, however, in terms of levels
of need, are too obvious to require comment.

The reverse strategy is also possible. Each family could be
required to provide some basic amount of care, perhaps measured in
time units, with community agencies supplemedting in cash or services
what is needed beyond the faﬁily's input. This device acknowledges
thatAideological position that expects families to shouldér their
responsibilities for their children. 1It could, however, creace a
'éituation in which more affluent families could buy themselves out of
the responsibility by employing outside help, while lower income
families would have to invest their energies and time in direct
care-giving activities. |

Under most arrangements for shafed responsibility, questions of
accountability, control, and decision-making arise. Should a service
plan be negotiated case-by-case, thus setting the framework for

payments or service delivery? Or, within some limits, should the
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family determine its needs, obtain the services it wants, and then be
reimbursed for its expenditures? Either system must be flexible

enough to permit adjustments, eepecially at critical junctures when

- families are over-burdened and most apt to consider out-of~home

placements.

Should we be concerned about run-away costs if families,
either on their own or in concert with professionals, determine
service plans? The question deserves study, but we do have
prellminary evidence from a researcher working in a parallel field,
long-term care of the disabled elde;ly. Sager (1983) found in an
experimental program that "“all three groups =-- pat;ents, families,
and ‘professionals -seem to recommend care in reasonable and equitable °
ways" and he concluded that "fears of uncontrollable spending ensuing
from patient or family influence over care planning £ind no support‘
in the present study."” | |

Where Are the Dollars and How Do You Get =t Them?

As John Noble observed,

"...the single most important threat to the welfare of
mentally  disabled people at this time is how public
financing issues are resolved. We all know that family and
professional judgments as well as political decisions at
every level of government are influenced by considerations
of who must bear the costs of care and treatment for
handicapped persons... People will have their needs defined
in relation to where the dollars lie.” (Noble, 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 families must conform to in order to'obtain
assistance -- all these mechanisms become the forces that drive the
"family-based care system” and these interlocking incentives and

disincentives must be taken into account.
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It is beyond the scope .of this paper to go into these
complexities in any detail, but a few general comments are in order.
The efforts of about 22 states to date to mount extensive programs of
family support are encouraging signs of forward movement. But the
very limited and tentative nature of those programs -- both in terms
of assistance and coverage of families -- argues for an underpinning
of nation-wide financial support from the federal'government.l

As we pointed out earlier, there is a concern about the

"woodwork effect" of broedening programs of family support. But this
calls for a closer look, 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
inappropriate 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 reesonable measures to restrain
improper exploitation of public funds.

However, there is another kind'of "woodwork effect” thag\ougnt
to be welcome, despite the fact that it will increase costs. Many
families now struggle to maintain a developmentally disabled person
at home with little or no outside help. Some are able to sustain
this for longer or shorter periods of time; some understandably
collapse 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 claims on an expanded program of
family support, we must reconize both the legitimacy and the
desirability of expenditures on their behalf. 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 farilies were given more control
over service plans for the long-term care of the disabled elderly.

- Conclusion

-

e

__o--This paper has surveyed demographic and political trends and

| policy issues that ought to be taken into account in planning family

support prorams for the future. Before suggesting the outlines of
such a program, it may be.useful to summarize the trends we have
described and to indicate their ipplicatiops for policy planning, as
shown in Table 3. |

Before projectipg these guidelines intO-: program outline, we
ought to explain‘why'one element is not included, namely, the use of
the tax system to support care-giying families. We believe that a
system of incentives to families to undertake and continue home-based
care is a more promising strategy than one based .sn compulsion or |
negative coﬂsequences.fgr families unable or up-willing to do so. But
we do not look on the tax system as a means of accomplishing this.

The attempt fo,usé tax deducticons and later tax credits to

encourage families to care for a disabled relative has, over 30 years,

. reached only a very small proportion of eligible families (Perlman

1983). Second, the average expenses claimed range from $700 to $1,400
and proktably fall short of the actual expenditures many families
incur. léut most importantly, the tax device favors high incbme
fanilies, since it is closely tied to full-time' employment, and
effectively excludes poor families from igﬁﬂgdv&ﬁiages.

Proceeding, then, with the guideiines set forth in Table 3, the
elements of a comprehensive érog:am to support families caring for a

developmentally disabled child would include these five elements:
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Table 3: Demographic and PolitiéaI.Considerations
and their Political Implications

Low income status of
many families caring
for disabled members

Différences 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 questions 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.

As3urance 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 into family
support programs
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1.,:overage‘o£ medical and hospital expenditures on behalf of
the disabled child for all f&milies, reduced proportionately o
for families above a specified income level.
2. A standard allowance (perhaps $100 per month) for all
families for supports the family de’ems necessary, such as ,.
respite care, homemaker services, and so,forth. This would
-apply regardless of the degree of disability.
3. For persons determined to be substantially or séve_ﬂreiy : : ®
disabled, a supplementary budget (with an upper limit of
about $200 per month), keyed to family income, would be B
available. This would be determined jointly by the ) .
family and A case consultant. Provision would be made for a
one-time, start-up grant,forisuch expenses as home
renévation, special equipment,:-etc. It is estimated that N
approximately one-fourth of the developmgntally disabled
population living at home would receive these henefits.
4. Case consultation and advocacy services to be provided : o
'wi;hout cost to all families, to work out an overall service
plan and to link familiés with self-help groups énd
community resources. | o |
5. A compulsory and contributory social insurance progcam to
which parents would éontribute in accordance with their
income, which would provide funds for o{zt‘:-of-home . ®
placement 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 allowance, and the disabled survivors' insurance
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scheme oe financed by federal funds, but that only the survivor's
insurance be federally administered. The supplementary budget program
and case consultation would be state-financed and the latter |
administered locally. Thus, except for survivors; insurance and case
consultatiua, the program would be state-administered. This propogal
assumes the con:inued phasing out of state .nstitutions and the
shifting of funds to family support and community-based care.

This proposal is advanced here not asva blue-print for a new
program, but as a means of articulating the policy considerations that
have been developed in this paper and, hopefully,las a stimulus to
discussion, diéagreemant, and'Qetter planning to support the families

about whom we are concerned.
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PART 1IV: RECOMMENDATIONS

Chapter 1: Family Baée Care and Social Policy:
Recommendations for Change
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FAMILY BASED CARE AND SOCIAL POLICY:
RECOMMENDATIONS FOR CHANGE
The primary goals of this project were to explore factors that
constrain family involvement in the care‘of a family membef with a

| developmental disability and to”idehtify'new and improved means for

overcoming such barriers. Findings stemming from various project
activities-strongly'suggest that numerous aspects of presént social
policy* must be'altered to encourage family-based care.

In this light, recommendations and proposals emerging from this.
project reflect a variety of ideas and concerns for improving present
policy, examining unresolved conceptual issues, and securing needed
information. The following recommendations are not in any'particular”

order of priority:

1. ramil¥ support programs should be designed to empower
- families and persons with developmental disabil ties.

An underlying theme of family support pertains to the role that

consumers can play in the provision of care. A primary finding of
this project is that family support programs should be designed in |
ways that: . | |

® recognize the family's underlying commitment to care for their
family member with a disability;

e embrace practices that promote, not discouragé, increased
family 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 apropriaticn, 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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e take seriously the view of the family and the person'with

disabilities with regard to how services should be designed
and rendered; and

e treat the person with developmental disabilities not as an
passive recipient of services but as someone wno has
individual rights and who shouyld participate in his or her own

care to the extent feasible in order to develop as an informed
self-advocate.

When these principlesAare used to guide program design, the

familylsupport system, while based on the aggregated need of all

~service consumers, is ultimately accountable to individual

consumers. As such, it empowers families and persons with

disabilities on two leVels:

e  Systems level: Service consumers have significant input into
the substance, administration and planning of services; and

e Family level: Service consumers have some control over the.
services they receive. This suggests that flexible multiple
service options should be available and that families and/or
persons with disabilities be able to select services from a
comprehensive service menu.

Some professionals warn that many family members and persons with
disabilities are incapable of accepting an empowered role or want to
be more dependent on outside direction. However, the absence of
needed skills among some or the reluctance of others does not justify
the substitution of professional judgement in all cases. To do so
fosters dependence on professionals and discounts the potential of
the family and persons with disabilities for making competent service
related decisions.

Instead, service models must be founded on the assémption that
all families and persons with developmental disabilities are

potentially capable and willing to make responsible decisions;

Families want the best for their members with disabilities. .Given
this presumption, the challenge for‘serviee planners is to establish

partnerships among families, persons'with developmental
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disabilities, and professionals that empower gervice consumers to the
maximum feasible extent. |
Of course, there are limits to the emotional, physical and

financial resources of parents and their expertise., When first
confronted with the advent of disability, many family members will |

have little understanding of what overall nee?s they will have.
Moreover, even as time passes, some families will be unable or
unwilling to accept an empowered role. Similarly, many persons with
deveiopmental disabilities will be unable to make responsible
decisions in their own behalf. The eventual goal of the system,
however, must be to equip service consumers, whether they are family
members or persons with dévelopmental disabilities, to provide and/or
obtain competent care, not to ensnare them.in'bureaucratic mazes and

to make them dependent on professional judgements.

2. Pamily support programs should provide families with multiple
gservice options.

No two pérsons with developmental disabilities or two families
are alike. Considerable variation exists reggrding disability types
and sevérity, family characteristics and resources, and family
perceptions of the caregiviﬁg situation. Moreover, these factors are
not static but evolve_over time. These considerations suggest that
responsive family ‘support programs must permit a wide array of |
services and encourage each family to select ‘hose services that are

most appropriate for its needs.

3. Family support programs should make greater use of cash
programs.

Many states presently operate cash programs that provide families

with money to offset the costs of providing care. To some extent,
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the effectiveness of these programs is depandent on the availability

of needed services. Without such services, having money to spend

'will mean little to parents. Given an accessible array of services,

:

however, these programs generally extend greater control to families’
over the services they receive. Even in states where systems of free
in-kind supportive services‘also exist, cash programs allow parents

to complementnwhatevet 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 families.

4. rami;!;lupnort programs should make greater use of options
under the Medicaid program.

At least three options areAavailablé to states to neutralize |
existing Medicaid-based disincentives to family care: the Community

Based Waiver Program, the Model Waiver Program, and Section 134 of

"the Tax Equity and Fiscal Responsibility Act of 1982. 'These

mechanisms allow modifications in deeming family income.on behalf of -
children at risk of institutional placement for purposes of Medicaid
eligibility. Efforts should be made to utilize these options to a
greater extent. They should not, however, be thought of as ultimate
solutions to the problem. Several analysts have arqued that these
:Jlutions Are temporary and that Medicaid pdlicy as a whole must be
reconceptualized. Recent discussion regarding the proposed Community
and Family Living Act Amendments of 1985 (S. 873) serves notice that

this process has already begun.

5. Pamily 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. Businesses have,
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however, shown some interest in allocating resources to complement
services offered through the public sector. This interest could be

. promoted by: 1) estab&ishing‘systematic procedures for businesées to
contribute money to existing~fémily support programs; 2) encouraging
initiation of additional employer gponsoréd cash or fringe benefit
programs for employees who have family members with disabilities; and
3) encouraging businesge8~to offer céfﬁain family support servicés of
their own to complement existing public programs.

This latter suggestion is especially relevant to the health care
industry. Government should act to encourage private health. insurers
to underwrite coverage for home health care. This could involve
‘mandating that such coverage be.made availéBie as part of individual
and/or group risk plans and eétablishing tax policy that provides
incentives to insurers fo; 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 family
.support system. To achieve this end, government and private insurers -

must work together as partners so that needed medical care will be

within reach of all families.

6. Using tax policy to support families should be pursued with
o caution,

Though numerous incentives to encourage family based care could
Le provided through tax policy, these incentives must be viewed in
® light of their efficiency, effectiveness, and fairness. Using tax
credits, tax exemptions or specialized tax relief to support
individual families is questionable due to problems associated with:

) coordinating multiple levels of government, enforcing regulations,

estimating costs in lost government revenue, establishing programs

e L. 270




- 257 -

that are equitable to all income groups, and making programs easily

accessible to families. Moreover, it should be understbod that
reducing'potential‘tax liability is akin to providing parents with

| publicly financed cash assistance through the back door. This being

the'case, policy makers must decide if the most desirable means for

- providing such assistance‘is through tax'policy.

In contrast,“tax policy might be used with great effectiveness to
encourage businesses to invest in family{support services. As noted
in an earlier recoﬁmendation, employers and private businesses --
especially those in the health services field -- might become
actively.involveq with family 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 programs
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 confereﬁce should include attendance by

parents, government officials and private sector representatives.

7. Family support programs should make greater use of evolving
computer technology.

Greater empiasis should be placed on using computer technology to

assist parents. On a local level, computerized information networks
could be established to encourage greater cooperation among families.
For instance, listings of persons that could assist parents could be
maintained 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 may have, and other
professionals whose services families may require. 1In addition, such
networks could be used to manage information on special equipment or
toys parents may wish to share or exch@nge with ore another.

On a state or national level existing information systems, such
as Project SHARE, could be utilized to foster more effective means of
providing families with information pertaining to state-of-the-art-
instructional p;acéices, useful state and federal tax_ielief
programs, and novel private sector initiatives., This type
information would help keep parents aware of what is available on a -
broader systems level as well as promote greater cooperation among
caregiving families around the country.

Likewise, service planners and administrators could make greater
use of computer based information systems. Compufer technology can
be used to guide development of resource allocation plans pertaining
to family support, to track expenditures for such sérvices, and to.

monitor the processes and outcomes of service provision.

8. Development of parent-run mutual help organizations should be
encouraged. ‘ :

Encouraging the development of parent-led mutual help groups will

complement efforts to structure family support programs within a family
empowerment model. Examples of such groups include those offering
ongoing social support and advocacy training, and others involving
joint estate planning. 1In addition, the need for providing support and
information to other members of the immediate (e.g., siblinés) and

extended (e.g., grandparents) family should not be overlooked.
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9. ramil¥ support programs should be designed to make greater
use of existing resources and facilities.

It must be understood that developing family support systems does
not necessarily imply a need for funding aﬁ entirely new and separate
service system. Much can be done to build on existing resources.

For instance, greater use can be made of public schdol facilities,
community college campuses, community centers, church facilities, and
othér'exist;ng sites to serve as day care centers, recreational
'sites, evening respite centers, or_trainin§ sites for persons with
developmental disabilities and their family members.

ﬁ Similarly, initiatives must be undertaken to encourage improved
coordination between existing service pro&iders such as public school
teachers, family support providers, case consultants, medical care
staff, vocational instructors, gnd specialized therapists (e.g.,
speech and physical therapists).. None of these pro?iders should work
in a vacuum since thg family must interact with each. Thus, care
must be taken to coordinate the level,'type, and content of services
to maximize their combined effect. This issue takes on extraordinary
importance during "transition periods" in the lives of the person
with disabilities and his/her family (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 family).

10. Discussion shculd be encouraged between parents and

professionals regarding unresolved conceptual and program
design issues.

Numerous issues pertaining to the overall concept and practice of
family support remain unresolved. A series of structured forums

should be held to examine more closely such issues as the purpose of

_73




" - 260 -
family support programs, eligibility criteria, means of
administration, and sources of funds. One outcome of éuch structured
discussion céuld be the preparation of model legislation that could’

be used by states to guide development or improvement of family

support programs.

11. A national‘study should be undertaken to identify the social
and economic characteristics of families with members with
evelopmenta sabilities and to estimate their numbers.

Such information ﬁbuld benefit service planners by providing an
improved understanding of thezcomposition df caregivinglfamilies dnd
knowledge regarding the overall number'of families that could benefit
from support services. This type of information could be acquired by
surveying a systematic samgle of families with members with
developmental disabilities and could be achieved by adding a series
of relevant questions to already planned federal surveys such as the
Annual Houéing Survey administered by the US Department of Housing
and Urban Development. This type information, however, should not be
collected in a sporadic or disjointed manner. Rather, there is a
need for longitudinal studies that track these types of information

over time and inﬁrelation to one another.

12. A study should be made of sociological and demographic
trends related to the family's caregiving capability.

These trends include the number and type of surviving infants with

disabilities, the size of familiés, and the number of women entering
the work force. These trends should theu be taken into account when

outlining family support poliey.

13. Ongoing evaluations of family support programs should be
made a high priority. §
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U.S. Senator Patrick Moynihan recently noted th.at "social policy
flows from social values, not social sciences." Given a societal

commi tment to support families, the purpose of progréﬁ evaluation

~ should not be to justify ongoing funding for family support but to
‘determine what types of‘programq are most efficient and effective.
Ideally, such research should be tied to specific models of family

interaction. As felationships between family dynamics and the

provision of family based care are understood, systematic programs
could be designed to emhellish family interactions concerning the

fam;ly member with disabilities and improve the overall caregiving

-environment. In designing such programs, however, care should be

taken not to exploit parents by expecting them to cara for their
offspring with disabilities indefinitely. All family caye ends
eventually. Thus, consiﬁE;;EI;;/must be given tovhow this natural
transition can be best.agcommodated.

Moreover, such research can be used to help coordinate multiple
fﬁnding sources or service providers. 1In the future, family support
services will likely make use of multiple funding sources (elg., the
private and public sec:tors) and administrative formats (e.g.,
supportive services and c#sh programs). With experience and
systematic study, the most beneficia.i formats may emerge. For
instance, it may be found‘that certain services are best funded
through the publ;c sector. Likewise, the most beneficial
administrative formats may also vary by service. Some service needs
inight hbest be met through direct cash grants to families. In
contrasti‘other services might best be provided as free supportive
services. In addition, it may be determined that certain system

functions should Le primarily state-directed, including needs
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assessment and evaluation, oversight, resource organization, and fund
raising. 1In essence, research efforts must be directed at
documenting the most efficiert, effective, and equitable means for

delivering family support services.

Conclusion

Findings emerging from this project reflect a growing concern
with discovering ways to assist families who have a member with a
developmental disability. This concern is expressed in efforts to
understand more fully the varying and complex needs of families, and

to implement comprehensive strategies for satisfying such needs. The
N _

g

above recommendations suggest that building an effectiveifamily
support system will require the cooperation of many, including
parents, immediate and extended family members, neighbors, government
officials at all levels, and professionals working both in the public
and private sector.

At the core of any effective family gupport system mustdbe a firm
societal resolve to actively encourage, rather than discourage,
family care. This report. presents evidence that s 'ch a commitment is
emerging and that past biases in social policy and professional
philosophy favoring out-of-home placement are coming ﬁnder increasing
scrutiny. Still ih question are the respect:ve roles families,
persons with disabilities, and qovernment should play in direct.ing
the course of family support services. . History reveals that these
roles seldom remain static but evolve continually with the social
values of the times.

In addition, much must still be done to clarify the objectives of

present family support initiatives, estimate the number of families
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that could be a{fected, resolve issues related to the administration
and evaluation of statewide family support programs, and involve all
aspects of the community -- including the private sector -- in
promoting family care. It is our hope that this report and the above
recommendations will provide needed information and stimulate further
discussion among those concerned with encouraging and enhancing

family care.
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'APPENDIX B: DIRECTORY OF 22 FAMILY SUPPORT PROGRAMS

CALIFORNIA

Pamily Support Services

Department of Developmental Services
1600 Ninth Street .

Sacramento, CA 95814

(916) 445-6888

LOUISIANA

Pamily Subsidy Program

Office of Mental Retardation :
Department of Health and Human Resources
721 Government Street

Baton Rouge, LA 70802

 (504) 342-6077

CONNECTICUT

‘Parent Deinstitutionalization
Subsidy Aid Pilot Program

. Department of Human Resources

110 Bartholomew Avenue

' Harttord, CT 06114.

(203) 488-3673

FLORIDA

Family Placement Program
Department of Health and
Rehabilitation Services
Rehabilitation Services Program
1311 Winewood Boulevard (Bldg. s5)
Tallahassee, FL 32301

(904) 488-4257

IDARO

Developmontal Disabilities In-Home
Financial Assistance Program

Bureau of Developmental Disabilities

"Division of Community Rehabilitation

Department of Health and Welfare

450 West State Street

Boise, ID 83720

(208) 334-4181

INDIANA

Family Subsidy and Respite Program
Department of Mental Health

429 N. Pennsylvania Street’
Indianapolis, IN 46204

(317) 232-7826

.

MARYLAND

Family Support Services Proqram

Mental Reardation and Developmental

Disabilities Administration
Dept of Health and Mental Rotardation
201 West Preston Street
Baltimore, MD 21201

(301) 383-33s5

MICEBIGAN

Family Support/Subsidy Program
Department of Mental Health

" - Lewis Cass Building (Sixth Floor)

Lansing, MI
(S17) 373-2900

MINNESOTA

Mental Retardation Family Subsidy Program
Division of Retardation Services
Department of Public Welfare

"Centennial Office Building (Fifth Floor) -
~ St. Paul, MN 55185

(612) 296-2147

MONTANA

Family Training, Support and
Respite Services Program
Division of Developmental Disabilities

Departmrnt of Social and Rehab. Servicas
PO Box 4210

Helena, 'MT 59604

(406) 443-2995
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NEBRASKA ' - OREGON
Disabled Persons ind Family Mental Retardation and Developmental
"Support Program . Disabilities Program Office
@ . Aged and Disabled Services Unit 2575 Bittern NE '
_ Department of Social Services Salem, OR 97310
PO Box 95026 : _ ‘
Lincoln, NB 68509 o - +(503) 378-2429
(402) 471-3121 - B
' : PENNSYLVANIA
® ' NEVADA Mental Retardation Family Support
' " : Services Program
Family Preservation Program . Div. of Community. Day and Support Programs
. Division of Mental Health and . Office of Mental Retardation ,
Mental Retardation 302 Health and Welfare Building
Fro?tier Plaza (Suite 244) Harrisburg, PA 17120 -
: - - 1937 North Carson Street -
® Carson City, NV 89710 L. (717) 787-5102
(702) 885-5943 | B
: . RHODE ISLAND
NEW JERSEY . - - : Pafcnt Doinstitutibnalization Subsidy
R Aid Program , '
9 . Home Assistance Program Division of Mental health, Retardation and
Division of Mental Retardation Hospitals '
222 South Warreu Street -~ 600 New London Avenue
. Trenton, NJ 0862% ' Cranston, RI 02920
. (609) 984-0152 . T (401) 464-323s
® \ : , . ,
NORTH DAKOTA . _ SOUTH CAROLINA
Family Subsidy Program . Family Care Program
Division of Developmental ' Department of Mental Retardation
. Disabilities PO Box 4706
Department of Human Services Columbia, sc 29240
® . State Capitol ‘ :
Bismark, ND' 58501 : : ~(803) 7%58-3671
(701) 224-3243 o
' VERMONT
OHIO
‘ o Family Support Services Program
.‘ Family Resources Services Program Community Mental Retardation Programs .
Department of Mental Retardation Department of Mental Healt
' and Developmental Disabilitiaes Center Building
30 East Broad Street (Room 1220) - 103 South Main Street
Columbus, OH 4321% ' ' Waterbury, VT 05676 : ‘
(614) 466-6670 (802) 241-2636




‘HASEINGTON

Home Aid Resources Program '
Division of Developmental Disabilities
Department of Social and Health Service
Office Building #2 .
- Mail Stop 42-C

Olympia, WA 98504

(206)’753-4425

WISCONSIN

ramily Support Dcmonstration Projoct for Families
with a Child who is Severely Disabled

Developmental Disabilities Office

- Départment of Health and Social sgrvicos

PO Box 7851

Madison, WI 53707

(608) 266=7707




292 -

APPENDIX C: DIRECTORY OF FINANCIAL PLANNING AGENCIES

BRIDGE FOUNDATION
The Bridge ?oundation
1790 Broadvay .

New Yors, NY 10019

(212) 399-0407

POUNDATION FOR THE HANDICAPPED

Foundation for the Handicapped'
1600 West Amory Way -

Seattle, WA 98119

(206) 283-4520

GUARDIANSHIP, ADVOCACY AND
_ PROTECTIVE SERVICES -(GAPS)

Guardianship,. Advocacy and
Protective Services

Oregon Association £or Retarded
Citizens

1745 State 'Street

" Salem, OR 97301

(503) 581-2726

INLAND COUNTIES MASTER TRUST
Inland Counties Master Trust
PO Box 2664

San Bernadino, CA 92406

(714) 888-6631

NATIONAL CONTINUITY. FOUNDATION

The National Continuity Foundation

co/ Donald Sappern
253 Riverside Avenue
Westport, CT 06880

(203) 226-1288

PACT

Pact
6 North Michigan (Suite 1700)
Chicago, IL 60602

(312) 853-0226

PERMANENT PLANNING

Permanent Planninq
co/ Exceptional Persons
2530 University Avenue
Waterloo, IA 50701

(319) 232-6671

PLANNED LIFETIME ASSISTANCE NETWORK

" Planned Lifetime Adsistance Network
Network (PLAN)

. PO Box 323
Charlottesville, VA 22902

(804) 977-9002

'SENTRY FUND

Sentry Fund
- Kent County Association for
Retarded Citizens
1225-37 Lake Drive, SE
Grand Rapids, MI 49506

(616) 459-3339

STAR SYSTEMS CONSULTATION AND
TRAINING

i Star Systems Consultation and Training
1011  =70th Avenue
Philadelphia, PA 19126

(215) 549-5440

VIRGINIA BEACH COMMUNITY TRUST

Virginia Beach Community Trust
MR/DD Programs

Pembroke Six (Suite 218)
Virginia Beach, vA 23462

(804) 499-7619
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