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) Preface

~ .
During the decade df the,1970's, disabled peopTe orgakized to demand’

their basic and civil rights and assert their interest in human services.

By ndw their efforts have spiraled into a full-fledge social movement - -

’

in this society, whi%h involves the commitment and activism of all handi-

capped.groups;;gd their advocates. The success of this consumer movement
. v

" is evidenced by the major role its participants have taken in sthe shaping

3

and passage of major federal legislation ‘for the handicapped.e ’ .

This manuscript is a comprehensive annotated review of the Titerature

. ‘ ’ ' |
which relates to the advocacy consumer movement’ for disab]ed.peop]e.

Select references addressing the ciVi]/rights and business/marketind

d

‘social movements are included, since both represedt major historical

-

antecedents to the topic focused upon here. .

e

The Rehabilitation Research and Tra1n1ng Center in Mehta1 Retardat1on,

University of Oregon, adopted Consumer1sm/Advocati as one of 1ts major

areas of research, The purpose of this commitment is {o)programmatica1]y )
research the sobject matter, particu1ar]y as it relates to mentaT]y
retarded persons. An- ongoing series of varied research and trainﬁng
| resources re1a\ed to Gonsumer1sm/Advocacy for persons with disab111t1es
is an outgrowth of the work being done i% this area.
In addition to this annot\ted b1bT1ogn%phy, -two products have been’

s

completed as of thws'wr1t1ng:- . v

* Crosson, A., (Ed.), Advocacy and the Developmentally Disabled.

" Eugene, Oregon: University of Oregon, Rehabilitation”Research
and Training Center in Mental Retardation (Advanc1ng‘Your Citi-
zenship Series No. 3), 1977, . . o

* ‘
. -




e . * ' \
., Crgsson, A.; Brown1hg, P., & Krambs?\B. "Advancing Your ' N
i’ © Citizenship: An Adyocacy Manua] for Persons with Disabilities :
. ¢ Eugene, Oregon: Un1vers1ty af Oregon, Rehab111tat1on Research
-and Training Center in Mental Retardation (Advancwng Your .

~ Citizenship_ Ser1es No. 1), 197?

The maJor purpose of the first, monograph i's to pnoVide a framework
- for understanding advocacy as it relates to deve]ophenta]]y'di§abled " -t

,individuals, their parents, professionals, and others interested in
. . . . . L .
~ being adovocates. Specifically the> five monograph chapters’overview
/ ‘ . A b ) D : . w i} . . .
V) " advocacy, discuss federa1'1egi§Tation describe the basic servicegband T

. Support resources needed bx deve]ounenta]]y d1sab]ed persons and out- ' : v

11ne a mode] support and advocacy system for the deve]opmenta]]y dis-

L]
e . . . M [N
. [ ab]Ed - - . ) .

"‘The second'monograph wh1ch is preJénted in quest1on and answer .«

e

format, is intended to assist d1sab]ed persons 1n exerc1s1ng the1r r1ghts

of c1t1zensh1p. The f1(st-sect1on covers maJor.p1eces of federa1~]eg1s1at1on,

i.e.,‘the Education for A1l Handicapped Children Act (Public Lawa927142); -
- the Renabi}déation Act of ]973 (Public Law 93-112, as amended); and 2l . '

E]

,

- the_ Deve1onnenta]1y D1sab?ed Assistance and Bill of R1ghts Act (Public <
'Law 94403," as‘gmended) The second section covers the ma jor types'of//,Azf/

t . ' . :
b con%umer protection required by federa1 legislation, i.e., Inpﬁvidua]ized

" Progyammed Planning, Nondiscrimination, Least Restrictive’ ternative,

and Procedural Safegquards in Education. The last secti

'serfes of cas studies which demonstrate the interpr ation of federal

-+

B +
. . terms of rea1411fe prdb]em situat1bns.

¢
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Literature Index.

) !
. The following Per1od1ca]s, Books and Honographs/Reports/Proceed1ngs are_

the 50urces from wh1éh the annotated references are derived.

-

v ,

Periodicals
Amewican Anna{s bf the Deaf .
American JoLrna] of Orthopsychiatry
American Rehabilitation o
Amicus
Annuals of the Amereéan Academy. of Po]1t1ca1 and Soc1a] Science

Arch1ves of Physical Medicine and Rehab111tat1on

Arise ;  <. .

- . Lo . .
Canada's Mental Health § e . -
Child Welfare | ' .
Chj1dren Today ) '
De%icience Menta]]Menta1 Retardation - .
Developmental Medicine and Ghild NeuroTog} }
Wiceptional Children .
Georgetown Law Journal ’ ‘,l _ ' o
Harvard Educationa] Review. " .\
In@mwr' ) . ,
Jougna] of _the Ame:ican Academy_of Cni]d Psychiatry ;
Journal of American Institute of Planners L -
Journal of App11ed Rehab111tat1on Cou:Ze1ing . ,
Jturnaﬁ of Bus1ness Research -

Journal of C]inica] Child Psycho]ogy T g

——

/)

‘M




- ) ‘." , . R .
. N . .

~ Jourmal of Consumer Affairs . . .

o

* Journal of Marketing LA

\s

s . Journal of Rehabilitation . ‘f T . . 3 ,
Jotrnal of Sc@gg] Psychd]péy .oh 1M ' -~ ‘ ' )
Journal of Sacial Policy =, \
Law and Psythaﬂogy Review . ) '

.

. Mental Hygiene . .
L National Spokesman ' T B S \E)
" Public Mel fare ‘ ' -
Reﬁébi]itation Brief.Bringing Research into Focus - s .
Rehabi1ﬁta;ion Counseling Bulletih.
. ‘ , RehaBi]i;étioh Literature \
- Rehabilitation Record ’
. ~ Rehabilitation World' oL C
, .Science . ) ‘ ‘
- Soéigi C;sewonk .
S9cié1 Problems *
Social and Rehabi]itgtion Record

Social Work : N , _ ) .

LYl

' : Sdcia].Nork Today

Social Science Infdrmation . ‘ N
Y , , . y
The Easter Seal Communicator / : ® :

7 '

' Young Children . | . o
. 9 . . P N ' ":ﬁ‘/
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Books .
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\ - . . ~
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s
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. . . . Al

r
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¢
A Y
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»

‘Grosser, C. F. New directions in community organization: From enabling

to advocacy. New York: Praeger Pub]ishers, 1973. ‘ -
Gwinner; R/ F. et al (Eds.), Market1ng An env:ronmenta1 perspective.
New York; West Pub]1sh1ng Company, 1977. - ¢ ¢:=
e

Joint Commi€sion on_Mental Health of Ch1Ydren, Report of. " Crises in
child mental health: Challenge for the 1970's: New York: Harper -
and Row, Publishers, 1970.

C

[ -
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e

2N

(0




[ 3

Kiﬁd//ed,- M., Cohen, J., Penrod, D., & Shaffer, T. (Eds.). fne
retarded citizens and the law.

i

y mentally
New York: The Free.Prégs, 1976.

Paul, J. L. eufe¥d, G. R., & Pelosi, J. W. (Eds.). Child advocacy
within the system. Syra;use: Syracuse University Press, 1977.,

. Paul, J. F., Stedman, D. J., & Neufeld, G. R. (Eds), 14
N & Program and pc

1 Deinstitutionalization:
Frog ol icy deve]opment. Syracuse: Syracuse University Press,

S
Perske, R.

. ;yew directions! for parents of persons who are retardea:
_ Nashville: Abingdon Press, 1973. ' .
}.

{

Saundérs, B. T. (Ed.), Approaches with Bmotionally disturbed children.
-. Hicksville, New York: Exposition Press, 1974. '

’ Wolfensberger, W.

vy

4

-~
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»

~

®
"
. )
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' AN . ’
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<

’
-
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»
t
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-~ : ’ DR
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ty, Research and Training
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client assistance projects/rehabilitation, 121, 122, 221 ‘
consumer involvement/rehabilitation, 042, 115, 146, 165, 172
consumer perceptions/handicapped, 042, 081, 146, 172, 244
* Individualized Written Rehabilitation Plan, 031, 167, 221
protective services, 240 ) ’
public-welfare, 240 -
.Rehabilitation Research and TraiT;ng Center (see)
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SeIf-Advooacy (see. A\dvocacy, types of)

SeIf-Help Groups/Organlzatlons

General, 222, 237 , /
benefits of, 230 : )
definition of, 018, 119, 126 _«
h1stor1ca]vperspect1ve, 018, 125 - 7
leadership in, 126 S /
role and function of, 125>
role of professional, 119, 126 .
types of, 018 : . r

-Handicapped for, 034, 058, 125, 130, 271 2

; Amierican Coalition for Citizens with Disabilitie’s
' accomptishments of, 009 :
‘ coalition deve]opment 035, 089, 275
history of, 034, 089 N\ '
- purpose of, 009. 034, 089 N .o

Cente%s for Independent L1v1ng : . .
description of, 05&57067 %1, 2n ., .
research, 067 .

[ People First International, 016, 152, 237
P helper, role of, 106, 107, 276 . .o
| origin and deVe1opment of, 107, 2 ’

/ ph110§gp§y of, 106 e
) - purpose @nd goa]s, 065, 217, 276 ' .

SocualServuces {see Pub]ic Welfare and Yocation Rehabilitation)

Social Welfare Advocacy (see Advocacy, types of)

Systems Advocacy (see Advocacy, types of)

Training (see-Education)Training) . ) \
L

i

Vocationkal RehabiIitatioﬁ/Co\nsumerism/Advocacy

. advisory projéct, 071 ‘
Client Assistance Projects {see) - . *
consumer involvement, 096, 136, 165, T71, 223, 224, 245, 272, 275,
" definitions of, 014, 226 276 ’ ' .
examples of, 080 :

i functions of, 261 L iy
regulations in, 115, 266
. . research, 042, 115, 146, 165, 172 .
. role of, 076 24] . R
-state-of-the art, 172, 2 ) *{
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equal .employment, 226 )
guidelines for professionals, 064
international, 005 - ‘
IWRP (see Individual Program Planning)
legislation (see) - .
major trends in, .245 °

. Rehabilitation Research and®raining Centers (see)
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" .001-002

001 Aaker, D..A., & Day, G. S. IAtroduction: A quide to consumerism. In
Consumerism: Search for the consumer interest. New York: The Free
Press, 1971, pp. 1-19. - :

’;D{scusses the scope of consumerism. Authors 3uggest that the term.is
" uniquely aséociated with the decade‘of the €0'S, but note that even’withiﬁ
A'this shgrt Fimg it has not proven to be a static entity: Consumerism‘ggg- )
had a dyflamic past and continues to evolve and change at an increa;ing1y
rapid rate.” Consumerism is understood in r;fefence to the widening range.
of aéﬁivities of‘gévernment} business, and ?ndependent organizations de- -
signed to protect individuals from practices that infringe upoqﬂ}heir righté‘ .
,as,pdn§uﬁérs. ‘Authors distinguish the consumer efforts of the 60's from
earlier consumer periods by the means of transﬁating discontent into
effeétive(pressufé. The’hdn;ymer of the 60's has been more ably repre-
sented by such advocates as Ra]phtNade}, Senator Warren Magnuson, etc.
Organizatidns such as Consumers ﬁ;;on, Consumers Research, Ing., Consumer
Advisory Council, and Office of the Specid] Assiitanf to the P&é%}&ént
for Cénsqme: Affairs have emerged,.expanded, and‘strengthened. fhg legal

and p011t1c31 role has shown more acceptance of gﬁVeEnment involvement, in
i .

issues of consumer protection. . . g

a . -~

002 Abramson, A. S. Consumerism and rehabilitation medicine. . Archives of

Physical Medicine and Rehabilitation, 1973, 54(1), 7-9.

Reprint of the Presidential Address presented at the 34th Annual
'Assembly of: the Americén Academy of Péysica] Medicine and RehabiYithfSn
in 1972. Author emphasizes the importance of and need for pub]ic educa-

Eion regard{ng the inclusion of rehabilitation medicine intp a comprehensiye

ﬁ;—;:F ‘ 1 ’
a care plan. o ’

L]
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003 Abramson, A. S., &Kuytner, B. A bill of rights for the disabled. .
Archives of Physical Medicine and Rehabilitation, 1972, 53(3), 99-100.

Proposes a set of rights for a}l disabled persdbns. The suggested
rights are based on the assumptions that handicapped persons want only the
rights accruing to other citizens that“many barriers limit disabled per-
*sons, that the citizenship of the handicapﬁ;d has not yet been generally
rec0gnized by the pub)ic, and that legal mechanisms have not yet been
established to assdre}the rights 'of the disabled The bidl of'rights in-

cludes the following areas: (l) health serv1ces (2) orthotic, prosthetic,

B

»+ _ and adaptive devices, (3) education; (4) appropriate training for employ-

ment; (5) equal opportunity “for employment; (6) special. employment oppor-

>

tunities; (7) tax-supported shel tered workshops; (8) Special housing; *

1

(9) elimination of architectural barriers; (lO) modification of eyisting
sidewalks buildings, and\structures, (ll) special transportation, (12)? Jin-

come maintanence; (13) protection in institutidnal settings, (14) civil

8
rights (15) training of service delivery personnel, and (16), expansion of

-
]

research demonstration pr0grams.

° )
P o b

004 Adams, A. S. Rehabilitatton consumerism: .Confrontation or communiation |
> and cooperation7 Journal of.Rehabilitation, l976 42, 23- 25 29.

The former Commissioner of Rehabilitation Services Administration

Pplaces high priority on consumerism {"rehabilitation The assumption s’y

made™ that professionals and consumers ware Masically on the. same side.

Consumerism is traced bqt( ta the American Revolution and constitution with

’ the idea _that people want to make their own Choices. The samg Jddea applies
. o 0
to the commercial market place and government services, as _was manifested

in the poverty program s goal of "maximum feasible participation." In

l 34
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'f b regard to rehabilitation services, consumer inyolvemerit is the law. At thef

. individual Tevel, this Ts especia]]y important since ihdividuals rehabili-

tate themselves with the assistance of professfonalst It is further sug- °

gested that consumerism in’rehabi]itation is a movement whose time has come.

Consumerism need not be essentiai]y threatening to professionals; rather,

® . '
a hea]thy tension may result in benefits Consumers generally raise output

iquestions and'add senSe of urgency to fhe serv1ce system. Listed are’ some

- it
© ways'in which consumerism may be expanded and operationa] techniques and
results of consumerism - s T

- . -
4 ° N

SR Q05 sAdams, A.3:S. Disabled should be key shapers of own programs “Rehabili-
tation World, 1976-77, 2(4)
B, DR

- Article based on reff§rks made during a panel discussion at the 13th
, \,”.,
worid Congress of Rehabiiitation International in Te] Aviu Israel in June

1976 Author 1ndicated that, in his view, there is no standard 'absoiute

- Which®dictates the’ oﬁganization of services to the d1sab1ed Each country,,

o~

and to a large degree each region and state, needs to devise a coh?rent

v

system, of se;vuoes which meets the disablé¥ where they are and within the )

>

context of their needs and potentia]" (p. 25) Neverthe]ess he contends

5 R . ° q

. :jf)the ceritral factor which should shape the organization and prov1s1on
0

all. services$ o%fered to the disabled is the consumer. The f0110w1ng

{ . ‘American "Prihcﬁp]es for Rehabiiitation were presented to the inter-
’ ¢ nakional audience: (1) the- disabied must have a uoice in their own destiny,
.(2) optimum rehabiiitation is the goa] for the disabied (3) emp]oyment
opportunities for the disabied‘must be expanded, both in obta1niﬁ§ employ-
ment and in being emp]oyed at the highest levels possib]e, (4) both ‘the

. disabled individual and the environment in which he or she works .and lives

ES -,

b

—_ ° L] ' ’ . " -
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must be rehabilitated together; (5) there’must be a‘un%que and personalized
rehabilitation p]an for each disabled 1ndividua1; and (6) if rehabilitators
are to open the world for d1sab]ed people, they fust spend ]ess time'ta1k-
ing to each other and much more time ta1k1ng to peop]e outside the fie]d

of rehabi]itation, e.qg., government business, egucation, city planning,

. ©- »

housing, architecture, transportation, and other sectors.-

L . !

006 Adams, M. Science, technology, and some dilemmas of advocacy. ‘Science,

¥
= ~——

°

,. Munioate it; a means must be found for the two disciplines to work together

1973, ]80 840-842,

°y

. . T \ ’
. Explores some advocacy issues relating to’medica1_science and the mentally

i
-

disabled which confront socia]ﬂworkers. It is noted. that social workers are
11ke1y to find themse]ves.in conf]ict_yith~scientists‘regarding questions

of immediate relief versus future gains and.inqgvidua1 treatment versus
puh]ic hea]th. In addition,, complex di]emmas arise in consider{ng problems
of comnon good ver'sus persona] we]fare. For instance," ‘hen serv1ng the
retarded, social workers must concern themse]ves with scientists' nedd

for experimentation even when it may cause distress to the ind1v1dua1

or w1s fami]y. Under such circumstances they must be invoived in deciding
whose need takes prioritfin the final determination as well as the requ1re-
ments for informed ‘consent. (Qther d11emmas présented by the F?Zﬁd of:genet1c
counseling and chromosome testing must be faced‘ It 1slsuggested'thatlsome
of these problems can be,substahtia]]y a]leviated if‘the socia] worker .

becomes involyed early in situations of medicaJ:cOncern so that emotional

Yo

factors may be represented and the Qroundwork can be’laid for:xnmse]ing
u “ . N

intervention. Furthermore, it {s noted that,zwhereas research'scdentists

have new knowledge, Ssocial workers have the abi]ity to\interpret and com-

so the needs ‘of all can. be met.

L] T

’
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007 Addison, M. R. Citizen advocacy: Amicus, 1976, 1(4) 9-10.

~
§
/
-
N [
ot
008

007-008 . o
Ve

/

Descr1bes the cigizen advocacy concept which was developed by WO1fens-
berger and first implemented in Lincoln, Nebraska in 1970. Citizen advocacy
is an 1nd1v1duaaized volunteer approach to safeguarding rights and meetﬁng
the needs of the devé]opmenta]]y disabled. That is, it const_;s of a one-
to-one relatidnship between a volunteer advocate an? an 1mpa1red individual
in wh1ch the advocate provides practical ass1stance and/or emot1ona1-;upport
and acts to prevent situations of abuse on'e§p1oitation on behalf of his

protege. (A long-range goal of such relationships is to deVE]op maximum

possible independence and se]f—advdcacy skills in the disabled person.

Néceésary‘to citizen advocacy ﬁrograms is a paid professional staff which

is responsible for recruiting and match1ng advocates and proteges and for
providing ongoing support by means of cr1sﬁs 1ntervent1on 1nformat1on and
referral, and community education. Particularly important to such endea-
vers is that they be independent of the service delivery system. The
Natidna] Association for Betarded Citizens\Sas been an‘active sponsor of

cifizen advocacy nrograms‘which p%esent]y number 130 local projects. It

‘has also produced and disseminated core training materials.

-

Addison, M. R. The theory and app11cat1on of p1t1zen advocacy. In G. T.
Bensberg & C. Rude (Eds.), Advocacy systems “for the developmentally
«+disabled. Lubbock, Texas: ~Texas Tecb¥Un1versity, Research and.Training
Center ¥n Mental Retardat1on 1976, pp., 022~132

4

D1scusses the concept of citizen advocacy wh1ch indicates a one-to-

one re]ationship between a comégient volunteer and a disabled person in which

N
the advocate defends the interests andﬁr1q2tsaof his protege and provides

practical and emotiona) support. .Citizen advocacy prodrams require a pro-

fess¥onal staff which 1;.responsib1e for recruittng and matching advocates

-

.

. 3
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and proteges, training, and offering backup support. A major goal of such

efforts is to build self-advocacy skills 1n the impaired person, and success
~

is dependent upon the_ program s 1ndependence from the serv1ce de]ivery system
The National Associatlon for Retarded C1t1zens received a federa] grant in [ﬁ

1972 to promote citizen advocacy, and it‘deve10ped a packagé of training
. “ -

<

materials in the area. It also implemented a training program and sponsored

‘e

model citizen advocacy programs. These projects have proliferated across °

the country since 1970, and they are\:ha1yzed in ferms of growth/patterns,* -
fundind mechanisms, population of\ereas sexved, advogate characteristics,
protege charqﬁteristigs,ﬁﬁnd types of advocacy activities. Finally, some

Ay
. . T . .
misconceptions regard?ng*c1t1zen advocacy are examined.
oo - . . ‘ ’
1\ [\ .

Advocates~for consumeF%,“‘Exceptiona1 Chi]d?en,,]918,ﬁé§,(]), 6-9

An interview with Dr. Frank Bowe, Director of the American Coalition
of Citizens with Disdbi]ities, Inc. He discusses how ACCD is primarily an
) edvocacy'organization which is consumer'directed. It is an organizationeof
organizdtions comprised of 60 national, state, and local organizations of -
and forcdjsab1ed peEp]e. Alsb affiliated with ACCD are a large number of
pro%essiona] associations wonbing on behalf of/d4sabled people, e.qg.,
Council for Exceptiona] Children, National Rehabilitation Association, the
Council of State Administrators of Vocational Rehabt]itationa~the National
Assogtation for Retarded Citizens, and’ the United Cerebral Palsy=Associa-
tions, Inc. Two major accomplishments of ACCD are: (1) peop]e with d1fferent
kinds of disabi]ities and profess1ona1s are coming together and working .

together; and (2) a forum in which these people can work construct1ve1y

together. This forum 1s one in which "each member organ1zatlon and each

- d
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segment of the population fee1s that it is adequately and fairly ;Epre-
sented; that its voice will be heard and that it will be prowided with' the.
ophortdnity to join in a united action or to remain autonomous and separ-
,2ted from an action with which it does NGt want to be identified." The
primary, concerh of ACCD 1s to address the 1nterre1at1mnsh1ps between the
different human and civil rights affect1ng and affected by laws and regu-
1ations which impinge upon the 1ives of disabled people.

Allan, W. S. Advocacy: A respons1b111ty of the Easter Seal Society. The
. .Easter Seal Communicator, July-August 1973, p. 5.

“ Suggests that advocacy can be mtsintenpreted as being essentially de-
structively radical or passive and that these beliefs can lead to failure td’
achieve .objectives. Advocacy, instead, "involves speaking, writing, acting
on behalf of a cause. It need not involve destrngtiwe means to a worthy
end but neither does dt'contemp1ate deliberate 1:22??on." Given the commits—

< “~ e
ment of the Easter Seal Society to a meaningful communigx 1jfe for all handi-

’ éapped persons, it is recognized that that association must be an advocate to

assure the realization of this goal. Such social action will benefit a11
*ffeeted individuals. In advocating change antagon1sm will 1nevitab1y

result, but advocacy is neverthe1ess ne;essary Easter Seal affj11ates are
urged to commit themselves to this role, and the National Sdciety is eha1[enged
to -provide them neeeSSArn sdpPort. "By so doing, a private voﬁuntary organi-

~ .
zation can demonstrate leadership in developing consumerism and orgdnizing

-~

“the community in achieving desirable ends.
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Andreasen, A. R.. The disadvantaged tonsumer. New York: The. Free
Press, 1975. - '

First cnapter traces the history of the consumerism movement and de-

~

scribes some of the brg%d social factors which support the consumerism- .«
i » [ : . , .

movement'today: satiation of quantity of goods; concern for quality of N
11fef~1ncreasing sense that” consumers canghave.anteffeéz;;n their own 11ves;
and supportive 1ega]rand po]itfca] structures. Identifies unique problems .

of the‘gisadvantaged consumer as reflected in the following topics: (1) the

ﬁ;poor consumer; (2) consumption prob]ems of the poor; i?) the black consumer;

012

to the advocate by hospital employees were varied and that ﬁuch de9e1op—

(4) consumption pnpb1ems"oflb1ac;§; (5) market structure in disaovantaged

areas; (6) operating problems in tne inner city; (7) price discrinination

1n the inner city; (8)‘exp1ontat10n-~trapp1ng the urrevary; (9) bui]ding -
consumer self-reliance; (10) inner city business development; (11) pre-
venting merchant exp]oitation and some ‘contluding. observations The
problems are ctassified as personal character1st1cs, the marketp]ace and

- -

exp]oitative practices, and so1ut10ns are proposed to these three areas.

Andrudhow, B. Citizen advocacy in action, Deficience Meﬁta]e/Menta]
Retardation, 6, 26(2), 16-17. N

2

Presents a case examp]e of citizen advocacy on beha]f of a 47- year-

old qetarded woman. This person had 1ived all. her 11fe with her fami]y

~

and had suffered dehumanizing treatment and flagrant neglect. She was

<

finally hospitalized and matched ;ith a citizen advocate. ‘The rote of

the advocate included-providing affection and ensuring that the protege

.received adequate care ano\treatment. It is pointed out that reactions _ .

4

hentay*prOgress had been made by the retarded woman after her~removal

40
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oo from her family. The advocate also notes progress in her relationship

with her protege ?n that trust was established and affection was demon-

BEE strated. - o S
j . J .
" O13 Arkansas Rehabilitation Research and Training Center. Consumer -
participation. In Critical issues involved in the rehabilita-
tion of the severely handicapped. Fayettev111e Arkarsas: B
‘University of Arkansas, 1974, pp. 114- ]21 > .

- e

Emphasizes the importance of more consumer 1nvo1vement*in‘rehabi]i- .

———

tat1onﬁagenc1es : Stresses that both consumer groups and agenc1es need to
become aware and know]edgeab]e about cbmmun1ty resources and facilitate the
integration of ava1]ab1e resources 1nto a total and mean1ngfu] sérvice ?

pattern. for clients. Ca]1s for a var1ety of community invo]vement from

businesses, 1ndustr1eSo profesS1ona1s in the commun1ty, and labor’ un1ons
5 _ to cooperate in meet1ng the needs of hand1capped people., Rehab111tat1on
_ agencies must be willing to f111 a 1eadersh1p.ro1e in taking 1nnovat1f€

steps to insure more consumer part1c1pat10n"1f the 1973 Rehab111tat1on Actﬁ

. a e .
SN : is to be successfully 1mp]emented ‘ 0T *

2®

D14  Arkansas Réhabilitation Research and Training Center. Consumer .
e involvement: Rehabilitation issues (Institute on RehabiTitation ‘
A Issues). tFayetteville, ArKansas: University of Arkansas June 1975, -
. - . ‘

- It is stressed throughout that rehab111tatioﬁ agenc1es must implement

A , ‘ consumer involvement programs which are def1ned as 1ntent1ona1 and<system-

Y -

0 ;Uﬁc efforts by consumers and pract1twoners to commun1cate and cooperate

- l } > in furtneriné the\rehabi11tat10n effort. A variety of agency,and consumer »
attitudes and practices are reviewed in regard to ways™in which they nay

{ o y AR .
- create consumer— or agency-percewved barriers to.consumer 1nv01vement Someé

« e ~

TN so]utions to these barriers, as wei] as benefits whiéh may accrue,to the

= . ¥ ~ ’
* . o @

e agency from-consumer involvement, are listed. Suggested mechanismégfor '

. 8 .
£, , N ;A R . * L4
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.
b, > 41 l.‘ . ‘
\ ., Yoo 3 ) .
« oo 2




. e

involving consumers as individuals include::

- . ( 015~

(1) orienting the client to

the rehabilitation agenc}'s pdrpose; {2) evaluating clients' satisfaction
~ with their Iths; (3) prqviding<"22t 1inesi'for'purposes of solving probiems
and facilitating communication- (4) émpibying handicapped persons; {(5)
“using consumers to he]p other consumers; and (6) involving consumers in
state agency activities. Suggested ways to involve consumers as groups

inciude? (]) inv01v1ng consumer groups in program-evaluation; (2) using

(3) using consumers in state agency program areas;
-, (4) estabiishing re]ationships with coaiitions of handicapped groups (5)
(6)

(7) providing consumerships

communication mechanisms;

2
assigning a state agency staff person to work with consumer groups;

acting as an advocate for consumer groups;
(8) 1nvo]ving consumers in policy. deve]opment and (9) using consumers 1n

various adVisory roles.

presentedz

importance of trainjng both practitiOners and. consumer is emphasized.
‘%

Two models of consumer advisory committee are 4 .
» N

The ro]e of C]ient Assistance Projects is overv1ewed 4and-the

015 Arnstein, S. R. A ladder, of citizen participation."Journa] of .
. American Institute of PTanners 1969, 25, 216-224,

Dlscusses the theoretical intent and actual practice of citizen ..

A participation'using three federal social programs as examples, i.e., urban & I

reneﬁai, antiapoverty,‘and modei cities. Develops a, typology of citizen

- articipation, i]]ustrating the extént of citizen's power in determining
C Lists the ‘following, eight types of participation (or -

lans and programs.

o

non-participation) of citizens to i]]ustrate the actua] role they‘p]ay in

determining the outcome of programS° manipu]atlon thegapy, 1nform1ng,

‘ consuitation p]acation, partnership, delegated power and citizen control.

whiie citizen contro] de]egated power, and partnership represent degrees

‘ T . .o o . .
- B ' P 4 . . r

S . U 42 . g
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of citizen pawer, placation, gonsu]tétion, hnd informing only represent

degrees of tokenism. . Thérapy and manipql::ion of citizené under the ‘guise

of partiqipation are merely degrees of non participéfion. Articie focuses
on the re]ationéhip between pOWer1es§ groups, i.e., poor whites and minor-
ities, and powerful bureaucrats at fhe local, stafe, and federal level in
déve]oﬁing and imb]ementihg“programs for the—former. Illustrates the
‘oppress1on as well as positive 1nvo]vement of power]ess groups as c1t1zen
part1c1pants througﬂ~actua1 incidents which reflect the above eight types
of citizen participation (non-participation).

Baégett, M., et al. We are People First. Deficience Mentale/Mental
. Retardation, 1978, 29(2), 7-22

<

A description of the.goa1$, objectives, and many of thé‘accomp]ishments
of People First in Edmonton, Alberta. People First is a self-advocacy group -~
for mentally handicapped peop1e. Labe]1ing peop]é and how to stop it is p
defined ;Z-Zhe ma1n prob]em this organ1zat1on is 'addressing. Finding jobs
'for handicapped peop]e and-keep1ng them act1ve are key issues 1dent1f1ed by
the organization wh1ch need to be addressed by hqnd1cappgd pe0p1e. Members

of People First regularly attend.and present at national and provincial

conventions, service clubs, group homes, government hearings, and appear

on television and radio.- Members are attempting to devéTon an- advisory
rélationship with the Alberta Association of Mental Retardation (AAMR)
whereby Péople First can sit on the board and committees of AAMR and have

the opportunity to speak for themselves.
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Of7- Balthazar, E. E. Legal, human, and ecqnomic aspects of deVe]opmenta]
: disabilities. Madison, Wisconsin:\Division of Mental Hygiene,
epartﬁenf of Health and Social Services, Central Wisconsin Co]ony
. . and Training ‘School Research Department 1975.

*\T> Examines various legal, human, and economic aspects of program develop-

ment fon‘disab]ed persons. Preliminary considerations in the establishment
. \ B [
of programs are discussed as are igsues related to legal rights. In this_ .

regard, attention is given to such areas’'as right to treatment, pnotegtidn

L

of the handicapped in the community, the handieapped in court actions, and - o

guardianship mechanisms. A variety of alternatives to traditional forms of

guardianship and protéctive services are explored with enphasiS'upon citizen
advocacy programs. It is suggested that c1tizen .advocacy is c]ose]y related - +
to the norma]ization pr1nc1p1e and that the c1tizen advocate can be a major

expediter’for 1n1t1at1ng legal- protective services in the community, may <

address himseif‘!c both 1nstrumenta] and expre551ve needs and must not
‘represent an agency. Also discussed is the ombudsman as another a]ternative
to traditional protective services. Finally, cost factors of prggrams,

including advocacy programs, for the mentally retarded are reviewed. It is.

~

~ . . S . . i
-concluded that 'new techno]ogy is needed to monitor services on a humanitarian ‘
" basis. - - : "
| o ~ S
. : ) N . '
~ 018 Bender, E. 1. The citizen as emotional activist: An appraisal of
self-help groups in Ni}&h America. Canadas Mental Health, 1971, 2 Y

19(2), 3-7. -

‘St i -

Describes the condition of aTienation in modern society, and suggests '

-

that se]f—he]p groups may faci]étate 1nd1viduai and group se]f-renewa]

;Enes of self-help groups are identified, and some differences between

-3

groups are ch

\.'. . : 4”‘ . N . LY
. . T . , & M ’
\

these and-vo]diZary,,phi]anthropic agencies are discussed. Self-help
a

r'éterized in-these terms: they were initiated by the~




{
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patients themselves or their relatives and professionals; consumers partici-
'y

pate activeiy and have a significant role in'managemént and policy; and, A
they ane action groups. The history of self-help groups is briefly-traced.
(1%

absence of professional leadership; (2) funding gene}aiiy comes from the

Finally, the foiiowing~fea€h?es of.self-help groups are presented:

group itself; (3) services generally are not extended to the general pop-

ulation; (4) the more severe ani deviant the nature of the problem, the
more the symbo] s and structural arrangements take.on a sacred orientation;
(5) inclusive of membership; (6) heterogeneity of.membership; (7) 1ikely to

start at grass;roots level; (8) stabiiity due to decisfon to employ paid

staff; (9) long-rangergoals -are congruent ‘with society s larger goals;

(10) sometimes dynamics of communication become like sensitivity groups

but without prdfessional 1ntervention (1) non- ideological in orientation;

and (12) term "emotional activist” signifies a reversal of the means-ends

relationship of power and politics., Some implications for study dre

. P
suggested. . ’ .o

- v,

019 Bensberg, G. J. Protective services for the deveiopmentaiiy disabied
’ In€. K. Sigeiman (Ed. Y, Protective services and citizep advocacy.
Lubbock, Texas: Texas Tech University, Research and Training Center
in Mental Retardation, 1974, pp. 7-8. :

.«

-

Focudes upop two alternative approaches to protecting the human and
~ . i

civil rights,oﬁ developmentally disabled people. One met'ga is, the esteba

1ishment of a public agency responsible for protective services. Such
operations usually include a number oﬁ??uncticns ih addition to"guardiahship
such as outreach, counseiing, tracking, anc,cooidination of services.~ The
’disadvantage of pubiic agency services is that employees are respon51b1e
to the empioying agency, and 1oya1ty to it may cause its interests to be

/

-
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given priority over those of clients. A different approach is creation .

of a citizen ad/ocacy program. This' strategy utilizes private citizens

who volunteer to help a disabied individual Prob]ems with this type of
prog/am are possibie improper motivation of the advocates and the vo]unteer's
Tack of needed know]edge regarding the system with which he must work The «
whole issue of protective serviges must a1so take into cons1deration questions
relating to the population needing services and the scope &f those services.
‘It is suggested that perhaps the best pian is some combination of‘the public
and voiunteer models.

020 Bensberg, G. J., & Rude C. (€ds.). Advocacy systems for the deveiop-

* mentally disabled. Lubbock, Texas: Texas Tech UnTversity, Research
and .Iraining Center‘in,Mentai Retardation, 1976. *

" Presents a series of papers reiated to the imp]ementation of Section 113
of Public {aw 94 103 which mandates the establishment of an. advocacy system
for thesdeveiopmentaiiy disabled in every state. Chapters included are:

« (1) Advocacy and Protective Services—-where are We Coming Prom?; (2) Over-
vtew: Legislative Activities of the Subcommittee on the Handicapped (3)
" The Evo]utiOn of CongressionaT Intent of the DD Legis]ation (4) The Deve]—
opmentally Disabled Assistance and Bi]] of Rights Act (5) Definitional
—Aspects of Advocacy and Protective Services; (6) A-National System of
Legal Advocacy for Disabled Persons; {7) The Work of the National Center
‘for Law, afd the Handicapped 68) Deve]opmenta] Disability Advocacy Pro-
Jects; (%) Qn Humanistic Techno]ogy,-Deva]ued Peop]e Use]ess 0ccupatigns,.
Advocacy, and the Economics of the Deve]opmenta] Disabi]ities Industry,
B¢ (10) Advocacy: An Examinati&h of jts Interaction with the Human Service

Delivery System (11) A Demonstration of Three Advogacy Models for Peﬁsons

. [ B r

. .
. te
f Lo ; <1,
.o .
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with Developmental Disabilities; (12) The Theory and Application of Citi-

zen Advocacy; (13) Consdmer Perspectives of Advocacy: A Panel Discus-

sion; (13) Human Rights Advocacy Committees and Citizen Advocacy in ?1or-
ida; (15) Ohio's Personal Advocacy System; (16) Ohio Legal Rights Service;

and (17) Goverﬁhent and Advocacy.

021 Bensberg, G. J., & Rude, C. (Eds..). Consumer perspe§tives of

. advocacy: A parel discussion. In Advocacy systems for the
developmentally disabled. Lubbock, Texas: Texas Tech Univer-
sity, Research and Training .Center in Mental Retardation, 1976,
pp. 133-146.

Prdceedings from the National Conference held Apfril 2, 1976 in Dallas,
Texas titled Advocaéy Systems for %Qe Developmentally Disabled. The con-
ference focused on establishing statewide advocacy systems as required by

P the'Deve1opmedta11y Disabled Assistance and Bi][ of Rights Act. Edited
- 4§ranscr1ﬁts from four consumer represgntati&es who spoké for retarded,

autistic chi1dren, epileptic, and cerebral pa]sied.consumers. General

theme of each spokesperson is the demand that consumers are capable of

L4

. advocating for and protecting their OWR\[igb;s and participating‘in the
determination of the type of system that will be developed to protect those
© : .

rights. Stresses the need for professioqa1s in sewice and advocacy sys- i

2 tems to consult the DD people regarding what they see as their immediate
and long-term needs to live within the community as independefgly as pos-

sible. The mother of a retarded son provides an insightful discussidn

about retarded persons' needs for specialized training. Serves as i}

"consciousness-raising" document.
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Berfin, 1. 'N. (Ed.). Advocacy fornchild mentdl health. New York: Brunner/

Maze] Pub]1shers , 1975, R @

This vo]ume, authored by former members of the Joint Commission on

Mental Health of Childrens Rresents in detail the concept of child advocacy -

. . é
_as well as background information.needed in order to operationalize child

" 023

advocacy systems. .Panticu1ar1y stressed are the importance of prevention

and the interre]ationshipe between health, mental health, and- the social-
cultural environment. Speci?ib&]]y, the following topics are discussed:

the rights- essential to a child's well being; causes of developmental dys-
functions; the epidemio1ogy of'1earning disorders;'the philosophy and ob-
jectives of‘adnoéacy; the effects of poverty and racism; legal r%ghts; treat-
ment and prevention of de]inquency; pa;enta] bar%icipaeion in children's @
education; the role of the school in naximizing chi1dren's mental health;

the hospital's responsibility for fhe‘men§a1 ne51th of phys;ca]]y i1l child-
nEn; ithe ri%%ts of the retarqed and their families; -a model of a neiehbnr-

7

hood’operatjona] advocacy program; the components of an ideal child advocacj

'system; and political implications of advocac} for professionals.

( .
Berlin, I. N. Now and the way it should be. In I. N. Berlin (Ed.),
Advocacy for child mental health.. New York: Brunner/Mazel,

Publishers, 1975, pp 296-310.

Presents an extensive case history which 11]ustrates mu]t1p]e and inter-

re]ated prob]ems of a troubled family and its needs for he]p from commun1ty .

hea]th and social aéencies Fo]]owing thts example, the operat1ons of a
neighborhood chi]d advocacy program.are described in terms of ways it cd(_n

be of assistance to such’a ﬂlmi»]'y. For instange, {t.would arrange for

prenata1; na;a];’and postnatal care;éaefial caséwork services; health treat- ,

ment; parent education; preschool experiences for children; and treatment

. : -
L]
L ~ -
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- programs for school-age youngsters. When necéssary, it would also arrange

. ) L T -
“for residential, foster home, or group home care; aid to ado]escents in-
L.,

volved with the Juveni]e court and theie famiiies and- familly counselin
i .
services. A common thread running through the provi51on of all these ser-

J
vices is a concern for on901ng, continuous, and comprehenéive care.. ‘Such

enduring attention is the best way of maximizing the potential for. pre—

vention of problems and for successful intervention when problems do arise.

in relation to these services is the need for active involve-

ment of alNefamily members in their p]anningfand implementation.

.

Berlin, 1. N. One mode] of operational advocacy A .neighborhood program
In I. N. Berlin (Ed.); -Advocacy for child mental health. New York:
Brunner/Mazel, Pub]ishers, 194, pp. 267-295. - 3

¢ . ' -

m,‘v’

Proposes an dperationai advocacy model, the purpose of which is to

devélop a system of providing services that meets the needs of children
A - 7
‘and their parents within a prescribed geographic arga. The focus is upon

neighborhood organizations composed of citizens and profess1ona hose | ‘

B functfon it is to pTan monitor, and assess services and their delivery.

The central issues with which local child adlocacy programs are to be con-
cerned include prevention of orobiems by neans of fami]y'pianning, health
~maintenance adequate housing, emp]oyment and appropriate education edu-
cation‘for living and work combating rac1sm, ear]y.intervention neéds; and
adolescént crises. They must 11kew1se attend’to the availability of treat-
ment Efggrams for both ghi]drensandnfamiiies. The tasks‘oi'the advocacy
organi.zation in this regard are'facifitating interaoencu co]]aboration‘and
that among professionals in various‘disciplines,.monitoring and evaluating

treatment programg, aiding in the development of.health and mental health
facilities, and planning for multiple uses of existing facik#ties. It is_
- 7 . - !

:' ) - ’ 4 9 . . n\g )

L}
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[
further su:ge}}éa that neighborhood operational advocacy programs shoq]d
be primarily federally funded and_supporteﬂ'by federa1 1egi§?atfon: and there

must be considerable ‘citizen involvement in program review.

- .
- & -
¢ H

025 Berlin, ~N~; The,schoo1 mentak health consultant as community child
advoc . >In"I. N. BerTin (Ed.), Advocacy for child mental health.

= New Yd :» Brunner/Mazel, Pub}1shers, 1975, pp. 199‘207 -

-
’,

! Suagests that the mental hea]th consuytant should be an advocate for

. his commun1ty and the ch17dren 1n 1hs school¥. . He can do this by concern1ng
7 i

é
himsed f with community’ needs and pr10n1t1es and” by ]earn1ng to develop .

<l

mean1ngfu1 relationships with communtty res1dents 1nc1ud1ng students A

number of factors serve to discourage the consu]tant from- perform1ng the

advocacy funct1on and must be overcome. Some of these are lack of agency

¢ ’

- o ) and ﬁrofess1ona1 Aupport, inekperience in work1ng with c1t1zens who def1ne
ine 2 ”‘\
. ?{? gbthe1r own - goa]s and pr1or1t1e9; and an Jnab1]1ty to place one's skills at(

.\{

Y
X f§\~ thé’d%%posa1 sof communaty members for
» 7N,

e by them as they: see fit. Over-

\\\\\

& PR y
comianthese deY%caenc1es is pért1cu1ar1

,u" &

nécescary in the face .of the

+ complex prob]ems faqiggggggfessiona]s tqg‘y On1y w%th .assistance and leader-~
ship from the commun1ég;q:aﬁ they°be*solved Therefore the consu]t%2§-

G

advocate must redef1ne his ro]e~eo€as to enab1e him to teach citizens how
to utilize fact f1nd1ng andjdata%ane1};1s to achieve’ commun1ty objectives, o
ant1cipate resrstance ang,miAWe%%% its 1mpact.§ By thus faC111tat1ng )
‘ A citizens" and students’ capacity fo@ predect1ve human Thteractions and for
inf]ueﬁcing.institutions, the men}a]'health consu]tant is not only advocating
. on their behalf eut is a]so@ympreyjng'their meltal health. .

¥

Ry
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Berlin, I. N.N{ Berlin, R.  Parents as the developmental advocates of .
, children, I._N. Berlin (Ed.), Advocacy for child mental health.

New York: Brunner/Maze] Pub]ishers » 1975, pp. 37-45,

Since parents are the only persons wholly accountab1e for their child-

ren, they shou]d therefore be the principle advocates in any endeavor to
solve children's prob]emsk *A developmental approach to prevention.and early
ihtervehtion is the most viable means of a§suring m;;ima1 growth oflchi]d-
ren, and the two'types of services which most signit?cantfy impact uﬁon them
are health eare and education. In regard'to heal th care, it has been dempn-
strated that parental involvement in comprehensice health program$ serves
not only to identify &eve1opmenta1_prob1ems but also to reduce theqﬁ In
terms of education, experiences of Head Start projects and other research

stud1es have ‘l1ed to the conc]us1ons that intervention must beg1n before the

T

child is four years o]d and that parents' participation in an educational
program may be the cr1t1ca] factor in preventing schoo] failure. In addi-

tion, it is stressed that any comprehensive effort to meet the needs of

L -

chi]dren must include the uti]ization of trained nonprofessiona]s, and”

~

incentives which can be used to obtain this nnvo]vement are g9]1neated.
) e

%
In conclus1on, profess1ona1s a]one cannot reach all who need services.

They can, however, maximize their effectiveness by training and.supervising

Y

nonprgfessiona]s in carrying out service functions. The development of com-
.petent, informed, and active perentfadvocates results in benefits to both

barents and children.

%

.

BerNp, R., & Berlin, 1.°N. Barents"advocate role in ediucation as
Tﬁbr&gary prevention. In I. N. Berlin (Ed.), Advocacy for child 4
mental health. New York: Brunner/Mazel,. PubTishers, 1975,
pp. 145-T57. _ J ‘o

"Two education intervention projeets which centered upon parental

involvement are described. One of these is the Early Childhood Education ”

, »
Center in Seattle, Washington, the.endeavors of which, focus upon training

» * 51‘ ..,
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parents how to teach their children to read. A means of accomplishing this
is the use of educational games, and these are describe® in some detail.
The other intervention discussed occurred in San Franciscowhere a group of )

parents organized for the purpose of improving conditions in a ghetto

Y4 .
school. This group systematitally monitored ¢lassroom activities, success-
% ) » - .
fully advocated for changes in the schoo], and became involved in helping

E

<

teachers wyth spec1f1c 1earn1ng tasks.

Results from these two-prOJects

reinforce™the findings of other research studies 1nd1cat1ng that parental{

participation in education programs is significantly rEYated to children's

N

school success. In addition, these experiences were found to produce im-

prerd attitudes of‘parents toward both themselves and their children,

;nd
In cpnc]us1on,

~ v

as a consequence, parents also became active advocates.
1t is stated that 1nformed parent~1nvo1vement as pa(t1c1o\§% advocates
-

‘the mental health of children, parents, and teachers." y

. \)

in the1r child's ]earn1ng can improve the achievements of the child ajf

A

An organ1z1ng manua] for advocatEs and
1974.

Let ‘our childrén go:
Syracuse Human Policy #®ress,

028 Biklenc D. P.

parents.

Outlines procedures by means//; which consumers and their allies can
organize for the purpose of moffitoring and changing the service delivery

| sx&}em as it relates to developmentally disabled people. The proposed

steps! are as §a;;1--k%§w yourself before you organize others

I . . . a
in terms of prejudicial attitudes, values, and use of labels); Step 2--

alliances (including their 1dent1f1cat1on, 1mportance qua11t1es and means
< s i

of developing); Step 3--1dent1fy1ng communi ty needs (by means of 1istening

\

to consumers, perceiving prob]ems as public 1ssues, and specifying so1ut1ons);

Step 4--know those who resist chamge (in regard to the reasons, methods,




\ “ v

t

029 . \

and ways‘of responding to theﬁ); Step 5--learning to use power (involving
manipulation of squort and cooperation as we11.as uee of knowledge); and
§tee 6--action (includes criteria for.choosing ections as well 5} descriptions
of varieus tactics which may be used, e.g., demonstrations, demands, letter
writing, ,public hearings, coehunication, symbolic acts, ﬁegot;ation, communitx
edueation, lobbying, boycotts, model progrhm§, and 1ege1 action). In addi-~

tion, two examplés of other organizing'efforts and an extensive listing of

resource materials are,presented.
B

] . /
Biklen, D. P. Deaf children vs. the Board of Educat1on American Annals
of the Deaf, 1975 120(4), 382-386." .

' Reviews two court cases, Pennsylvania Association for Retarded

* Children v. The CommonWeafih of Pennsylvania and Mills v. Board of

Education, relating_to educationaL‘:ights. These decisions established that

disabled children must be provjded a free public education as close to the

’

mainstream as possible and that they and their parents also heve a number
of procedural rights. Within the framework of wﬁdespread legal advocaty
on behalf of the handicapped, the efforts of a group of parents to obta1n

w9

a local deaf education program are descr1bed Beginning with a concern about

-xthe1r deaf children having to attend a residentiad school some distance

from their homes parents_organized themselves. for action. They proved

. the need for a 1oca1 program and then 1earned about their 1ega1 rights to

-

education. In conjunction with using the news med1a and educating the com-
muni;y,Asome of the parents developed and filed a lawsuit to compelgthe

A N\
school dis rfEt_to.comp]y with the law., Because of the building pressures,

e;27§ehoo1'district agreed to imp]ement'a local program before the case

e té‘tria]. Parents wege furthermore invited to participate in the plan-

-

ning and oper;fiqg of the program. They thus succeeded in aehievihq theif‘

ends. ’ .
' : 93

= V'd »
>




030

. 031

030-031 -

Biklen, D.-P. Advocacy comes of age. Exceptional, Chi]dren, 1976, 42(6)7
308-313. ‘ _—

+ Defines advocacy as "an indeoendent ml}ement of)consumers (e.g.: parents,
people with disabilities, and children) and their allies to monTRor and. change
hunan service agencies."” It differs from .other ways of he]ping peop]e, ‘
such as charity, in that 1t promotes 1ndepe;dence, equality, and rights 1n
regard to *human serv1ces.. Advocacy activities in recent years haye generated
a number of usefud ,techniques which are practical means of obtaining’desired A
obdectives. These methods inc]ude demonstrations,. making demands, letter
writing, fact finding forums, 'using communication media anq symboiic acts,
negotiations, éducationa] endeavors, boycotts, 1obby1ng, creating model
programs,.uti]izing legal mechanisms, and demystifying professfons Ad-
vocacy as working for social change presupposes optimism, and successes
in this undertaking, *such as 1egis]ative and legal changes which allow mqre e
handicapped children an education, comprehensive reports on issues such as "’

~

school exc1u51on and inst1tutiona1 abuses, and new out]ooks on human services, .

're1nforce a pos1t1ve attitude. “Advocacy, then Qhas come of age and will

continue to be a force djrected at’ he]ping disab]ed peop]e

e

~t
Bitter, J,, 8% al. Client satisfattion with the written' rehabi]1-
tation plan” and other agency services. In S. E. Rubin (Ed.), Studies
on the evaluation of state vocational rehabilitation agency programs:
= A>final-report. Fayettevi]ie Arkansas: University of Arkansas, Ark-
. ansas Rehabilitation Research and Training Center, 1975, pp. 308-325.

A pilot study examines whether tncreased tlient participation in IWRP

-

devel opment resu]ts in increased c]ient satisfaction with - the rehab11itation

¢
plan'and whether clients’ differed in satisfaction with other rehab11itation

~services due to their iﬂvoTvement in IWRP development. The methodo]ogy of 19

“the. study is presented in somé'detaii. The fofiowing conc]usions are drawrk

.«
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(1) there were no differences in client sat1sfact1on between the tested pro-

cedures of deve]op1ng the client's rehab1]1tat1on plan; (2) clients ds. a

L]

group are aenerally satisfied with the IwRP; (3) clients are even more sat-
isfied with other aspects of rehabilitation services provided by the state ‘
VR agency; and (4) there are some differences between counse]ors rélative to

client sat1sfact1on w1th some aspects of rehab1]1tat1on service de11very

.

: Recommendat1ons for further research are made. . ‘ .
= \o\ N
032 Boggs, E. M. Advocacy and protective services: Where are we coming from?
In-G, J. Bensberg & C. Rude (Eds.), Advocacy systems for fhe develop-

< mentally disabled. Lubbock, Texas: ~Texas Tech University, Research
) and Training Center .in Mental Retardation, 1976, pp. 3-22.

Presents some cons1derat1ons and background Tnformat1on related to the

. development of Public Law 94-103's requ1rement for systems of protect1on

and advocacy for the developmentally i éd. It is po1nted out that

< g self—advocacy skills of deve]opmenta]]y d1sab1ed persons are 11ke]y to need

» ,;upp]ementat1on because of the. nature of -the 1mpa1rment~and the array of

L]

—~—~ . necessary servicés. Individual and collective advocacy are interactive,

-

and-each can be related to professional, lay, and legal advocacy. Various'

- N A oy . ‘ &

antecedents to the 1975 developmental disabilities act are,discuésed ip-
c1uding protective services tor‘chi1dren and the elderly,-the growth of volun-
‘ -“tary agencies, right.tp eoucation 1egisfation and litigation, ¢itizen ]
advocacy models, affirmative action, recognition of due process riohts;_and
approaches to institutionalization. Theoe factors cu]minated in the prin-
R ‘ c1p1es of vo]untary admiss1on to 1nst1tut10ns and their use as a hab111ta-
tion resource. -Qut_of these or1entatfons was developed a concern for -

aridards-which is ref]ected im the 19\§“Heve]opmenta] dlsabJJ1tJesﬂleg1sn———~u—

- 1ation and which is strongty related to the mandated advocacy systems

. . ;o v
. 4 .
- . . I . ).

.
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033 Bonovitch, R.-C., & Worénoff, N. Advocacy in'Michigan: Making systems

‘the confidentiality of c]ient-re]ated_information; and .advocacy action is

work for peop]e Public Welfare, 1972, 30(2), 37-43.

-As used in the field oftsocia]‘we]fare, advocacy is defined as a.
. )

"recommitment on the.part‘of agencies and workers in the sbcial welfare
1nst1tut1on to the peop]e they serve," and the deve]opment of a plan to
1mp1ement th1s type of‘1nterna1 advoeacy stance by the Michigan Department

.

of Social Services is described. A number of ouestions dealt with by a plap-

ning committee are detailed, and the committee's.recommendations are presented.

.

The final report stresses that social welfare agencies must be responsive
to c]ient needs, accord Justice to those being served, and adhere to social

work ethics. It “then odt]ines procedures for advocacy action by socﬁa]

L]

. services staff, which are intended to alleviate unresponsive, unjust, or um-

~

professional conditions. 1In general, the plan has the following charac-
teristics: the specified methods are time and step specific; it is assumed

that all involved are acting in good faith; provision is made to protect

assumed to be an internal matter which requires minimal outside participation.

Some of the deficiencies of the recommendations are discussed such as lack

of supports for the advocate‘ the confusion revolving around the confiden-

t1a]1ty issue, and inadequate criteria for undertak1ng advocacy action. It
rd .

+

is noted that the recommended program was sub§equent1y 1mp1emented

————

034 Bowe, F. Consumer rights for the disabled. In-R. M. Goldenson (Ed.):

3

Disabjlity and rehabilitation handbook. New York: McGraw-Hill,
Inc., 1978, pp. T136-T140. :,m

Brief account of the h15tor1ca1 deve]opment of the conscidusness )

e .

-

ra151ng novement “and organlzation of disa b]ed,pensonsc, The_year 19744*”ﬂj77744/‘44_

hé’.v

“marked the formation of the American Coa11t1on of C1t1zens with Disabil-

-

¢ &

- ©56 .

-
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i;ies; Inc. (ACCD) which has focuqed.". . . upon securing the implementa-c
tion and enforcement ,of the Rehabi]itation Act and other vital 1egis]ation'

which promises to enhance the human and civil rights of disabled people."

‘With the co]]ective action of blind; deaf, and physically handicapped, ACCD

has successfo]]y opened many doors of discrimination through working within
the Syéten to, affecc social and po]itica] change However when legal
approaches faii mi]itancy measures such as mass demonstratigps, picketing,
and office take-overs are being staged.to secure the rights aquaranteed in
Section 504 of the Rehabilitation Act.
Bowe, F. G., Jacobi, J E., & Wiseman, L. D. Coalition building:

A report on a feaSibiiity study to develop a national model for cross-

disabiTity communication and cooperation. Washif§ton, D.C.: The
American Coalitionm of Citizens with Disabilities, 1978.

Reports op/a federa]]y—funded project deSigned to identify and test

: "
mechanisms for forming linkages among various disability groups. A rationale

o el ens NS NPU 4
for consumer QartiCipation and for cross-disability communication and cooper-

ation is presented, and the methodo]ogy of the research program described

1 L

SEVerai models for organizing disability groups are e;ami/ed, and one featur-

ing "participation by discrete organizations in an on-going open "coalition™

“was selected for field testing. The implementation phase of sthe project

first, required (1) conditions be cultivated under which a coalition could

be initiated; (2) establishhent of an operationa]'framework; and (3) main-

kxenance of the established coalition. This process was carried out within‘

\

the framework of the American Coalition of Citizens with Disabilities organ-

jzation. The field application of the coalition model is described chrono-

:-~logieaiiyf——it—iSAconciuded that this-approach was successful in creating

a force for consumer involvement in rehabilitation programming ‘and Bubiic
/ t |
oy
, _ pA
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'po]1cy mak1ng in that 1t 1ncreased the representat1veness ‘of the coalition

'

;nd 1mproved access to top dec1s1on makers. F1na11y, poss1b1e utilization
. of this model is d1scussed.
o &

036 Bowe, F., & Williams, J. P]anmno effective advocacy programs. Wash- ‘ ,
ington, [¥.C.: -The American Coalition of C1t1zens with D1saﬁ£11t1es, 1978.

A comprehensive handbook for mentally able handicapped consumers on
how to enhance the capabilities of existing consumer organizations an
insure the effectiveness of new ones.- S\resses the power-of "coalition
building’ which 1nvo]ves un1t1ng different groups with common conceyns
and beliefs who are served by the same policy or.program. Support of such
a broad-based gonstituency strengthens cogsumer participation. Authors
contend thaé/%ir advocacy programs to be successfui, self-advocates and
professionals must be well-trained and “informed with unrem1tt1ng diligence.

ST —
Detailed d1scuss1ons-of “how to" deve]op Jleadegship programs, secure finan-
c1a1 support, conduct workshops and meetings, and increase local visibility
. for consume;’ohganizdtions are offered with a chapter devoted to each topic.

037/Brager,]G. A. ‘Advocacy and political behavior. Social Work, 1968, ]_3_(2)~,
5-15.

Asserts that the absence of phofessiona] advocacy is most detrimental
to victims of social p%ob]ems, and ergues that the social worker shod]d
act as an advocate. This requires that he "sees as his primanz/responsfbi]ity
the tough-minded and partisan représentation of their (his clients') in-
terests, and this supersedes his fealty to others." Such a person will be ‘E v
concerned with the redistribution of community power, and a likely: target
for h1s activities is his own agency due to ubiquitousApkofessiona] se]f—
protection mechanisms. 'Some of the methodological implications of the role

v
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of the social worker as advoca;e are discussed based upan the assumpt1on
that advocates must act as po11t1ca1 tact1c1ans. It is pointed out that, .
since political behavior 1nvo1ves the purposeful rearrang1ng of rea11ty to
effect a desired attitudinal or behavioral outcome, manipulation is a neces-
sary tho]. Given this requirement, it is recodnieed that profegsiona1
‘guidelines~ust be ‘established for its practice. Four sueh’;tandards are
suggested related to: (1) who benefits and who }oses (2) the subject of
the political act1v1ty, (3) the pr1nc1p]e involved or the end pursued; and
(4) the nature of the po]it1ca1 act. Risk is acknowledged to be inherent

in this”type‘of advocacy. _ ’ : l B ' 2
Brisbane, S. F. The Board of Directors as part of the 1abor force In

E. Manser (Ed.), Family advocacy: . A manual for action. New York: :
Family Service Assogfétion of America, 1973, pp. 89=04.

. Suggests that family service agency board members should be actively

r

involved in the agency's advocacy program. - For instance, they\geh make a

valuable contributign by enlisting the support and participation of inter-

' ested community residents They canAa1so establ#h and work on citizen- .

board comm1ttees*formed for the ‘purpose of éxploring spec1a11zed problem
areas. The board shou]d organ1ze an advoca§//comm1ttee to adm1n1ster

the cft1zen—boahd activities, ma1nta1n close ties with the agency, and

dseéure the endorsement and understanding of both the total board and the - f
agency staff. In discussing the-agency's advocacy efforts as a whole, it

‘is recommended that these be directed primari]y toward local, county, or state
1ete1 tarjets. Myital statistics" should be gathered regarding communi ty
éonditions, and these can then be used for the purposes of prioriti;tng

advocacy activities and.supporting endeavors to effect change. While

]

o
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'.family service ‘agencies, because of their tax- exempt status, .cannot become

039

040

involved in partisan politics, they can take advocacy action-aimed at assuring

eoual opportunities for‘all'and at remediating social ills. .
a . . \o‘. LN . -«
) ’ / . ] .
Brisbane|, S. F. Calling it advocacy does not make it so. "In E. Manser
(Ed+), Family advocacy: A manual for action. New York: Family
Serv1ce Assoc1at1on of America, 1073 pp. 106-108.

Cautions that the employment by a fam11y service agency of indigenous
citizens for work in outreach offices does not qecessariTy‘make them,advocates,
. N [, ' i

o
and the following,assumptions are questioned: such a nonprofessional has

instant rapport with his ne1ghbors, he can commun1cate we11 with everyone

of his socioeconomic.background, understand 1n depth the problems of poverty,
aand engage in d1alogue with soc1a‘—seyv1ce agency personnel which will lead

to remediat1on of soc1a1 111s he works hard with no sebf1sh motivations;

and a11 residents, of a ghetto are the same. Employing agencies must take

care not to Tock the*indigenous worker 1nto poverty and dependenzy" They

must, rather, make 2 special effort to make jobs mean1ngfu1 in terms of

3

7
: advancement and professional development. Whether an outpost office is

¢ v
staf?ed by nonprofessionals or professrona]s emphas1s must be upon meet1ng

the needs of cliefnts and adapt1ng to the 11fe-sty1es of those being 3erved.
r
Brown, B. M., & Zauha, H. The operation of the Nebraska Youth Advocacy
Program.  In W. WO1fensberger & H. Zauha (Eds.), Citizen advocacy .
and protect1ve services for the impaired and hand1capped Toronto:
National Institute on Mental Retardation, 1973, pp. 113-126.

Discusses- the operation of the 1nst1tut1on-or1ented statewide Nebraska
Youth Advocacy Program. The roles and functions of the state youth.advocacy
coordinator) the local youth advocacy chairpersons,.and the adult youth

advocacy advisors are described with an emphasis upon the importance of

. 60O - - ' /
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‘" coordination by a paid staff.: Program regu1ations swhich were generated
in response "to concerns of partic1pants, are presented and 1nc1ude the
followiAg: (1) a'youth advocate must take part in an orientation training
session and serve a probat1onary period; (2) persons under age sixteen are
encouraged to become involved in a two-to-one, rather than a one-to-one,
relationship; and (3) advocates should be given 1nformation on the1r pfo-

\
teges. Procedures for visiting in the institution are outlined, and it is

% ° —

¢ reported that the project has produced many positive results. Appended

are copies of the program's participation form, certificate of qualifica-
‘ »

. tion, visitation form,'fo]]owaup form, and reimbursement form.
. ., No( SN

041 .Brown, S. W., & Dimsda]e P. B., Jr. Consumer, 1nformation4 Toward an -
" approach for effective knowledge d1ssem1nat1on. The Journal of
Consumer Affairs, 1975, 9(2) e

Asserts that.’consumers are the key to business responsiveness and \

that consumer education is the best means of producing knowledgeable and

3 , , ,
sophisticated consumers. However, consSumer education programs generally

fai]ﬂheeause‘the educators do not understand the behavior.of~consuming
groups. The following reasons are posited for thg failure of efforts to
deal with a partﬂnﬂar consumer's\heeds and proé]ems* (1). the majority of
-consumers are not mot1vated to become generally and adequately informed;
(2) many have no exposure to -formal consumer education; and (3) most
mportantly, consumer education cannot be effective untj{ it is known what
needs to be known and how to communicate it to consumers A strategy is
+ proposed for estab]ishing an effed?ﬁ?@)consumer information program. It is
based upoﬁ researching the individual as he consumes. Such study is intended

to discover the kinds of information used by major population segments and. -
X

»
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their competence to dea] w1th bus1ness-re1ated 1nformat1on %hen study
should be directed toward the nature of ex1st1ng consumer education programs
in re]at1on to the above f1nd1ngs It should then be possible to 1dent1fy
the most appropr1ate commun1cat1ons vehicles and to use appropriate profes--

sionals to deve]dp programs to meet the needs of individual consumers.

-

Fina]]y, feedback dev1ces must be’ estab]1shed and used.” It is conc1uded’

that the coosumer»1s an individual and must be understood as such. Programs

A\

'must be ta11ored acaarding]y ' ’ b

-
-

\

O42_Brown1ng, & Rhoades C (Pr1nc1pa1 Investigators). The mentaHy . ]
' retarded and consumerism within the rehabilitation system: A

L . state-of-the-art study. 1In J. Fenton (Ed.), Research directory of

the Rehabilitation"Research and Traintng. Centers Washington, D.C.:

U.S. Department of Health, Education and MHelfare, National*Institute

of Hand1capped Research ]979 pp. 362~ 363

%

A state-of-the-art study on consumer1sm and the vocational rehabili-
tation process with, primary attention directed toward mentally retarded
,° clients is in progress. The speci%ic objectives of this study are: (])-
f _to4conduct a content analysis tracing the historh@al'deve1opment d% con-
gressionalhrecords and federa] legislation relgzing'to'consumer involve- - -
ment"since,]973, and regulations and guide]ines pertaining to that legis-
lation; .(2) to conduct a combréhensive literature and analysis on handi-
capped consumersism; (3) to conduct a content ana]ys1s on Client Ass\stance

‘?ﬁ Projects (CAPs) “program documents and survey project personnel to asc¥rtain

the experiences and’ perceptiohs in serving mentally retarded clients in
tional rehabi]dtation; (4) to‘conduct a survey of rehabilitation service

W
‘providers to ascertain their experiences and perceét1ons in serving menta]]y/ .

— retarded~c1ients in *vocational rehab1T1tat1oh’ and (5) to conduct a study of 4

-
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mentally retarded clients via in-depth interviews to ascertain their exper-

eiences and perceptions in receiving rehabilitation services. The study, is

- in initjal stagés of investigation and no findings or conclusions can yet -

be drawn. R *

043 Bruck L Disabled consumer bill of r1ghts InR. M. Goldenson (Ed.),
D1sab111ty and rehabilitafion handbook. New York: ' McGraw-Hill,
“ -Inc., 1978, pp. 141-143. .

This brief position paper notes that consumers with disabilities face
an unequal marketplace for second-class citizens. Whether” purchasing ecuip-
ment and services for disabi1ity-re1§ied needs, or goods and services which

everyone consumes, the disabled are frequently deprived of access, informa- '

&

i‘j tion, and communication made available to non-disab]ed consumers. -~ For
ekamp1e 1nf1ated pr1ces for spec1a1 medical devlces _due"to their party

purchasers such as Medicaid and VR, force sé1f-support1ng consumers to pay
twice, i.e., for self and in taxes. With,respect té.services available to
everyone, physically disabled still confrcnt drinking fountains that are non-
.accessib1e Y2g1e hearing-}mpaired are deprived of adversizing and educational

0
messages sent via airways. Timc‘has come for citizens with disabilities to

be recognized as full-fledged consumers.

M 1
ot

044 Burgdorf, M. R. A national system of 1ega1 advocacy for disabled perSons.

. In G. J. Bensberg & C. Rude (Eds.), Advocacy systems for, the develop-
mentally disabled.” Lubbock, Texas‘ Texas Tech: Un1versity, Research
and Training Center in Menta] Rgtardat1on, 1976, pp. 51- ﬁi -

o ' Advocacy is essentia]]y for the purpbse ‘of assuring the legal and human
rights of all deve]opmenta11y disabled persons Within this framework,
* means of .implementing Section 113 of the 1975,deve10pmenta1 diﬁabi]ities

N 3 »

legislation which requires the establishméent of an advccacy systém in every

LAY .

\
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: ‘ ’ - “ .
state aré/discussed.- Specificali;j\the fo]]owing'are suggested.as necessary

¢omponents of an advocacy systeh- (1) it must be statewide; (2) it must be
Q
1ndependent of service providers and their legal representatives /(3) a

variety of advocacy practices should be 1nc]uded (4) there must be a capa-
bility for 11tigation, but it should be dged on]y as a Tﬁ@t resort; (5) it

should cooperate w1th the state deve]opmenta] disabiiities counc11 (6) it
//_-\ .
shou1d offer training on legal and human rights, (7) act1v1t1es should be "

coordinated with other legal resources yithin the state; (8).it should

»

coordinate all eff;zts on behalf of the developmentally disabled; and (9)
sed by a lawyer. * IE addition, before establishing an

it should be super

advocacy system, -states should analyze the status of their laws and avail-

.’ x

able advocacj\resources 'designate a p]annihg agency. which supports the

deve10pmenta]1y disabled, and focus on both 1nst1tutiona1 and community

prob]ems ?

[ S 4 \Q

045 Buskirk, R. H., &Rothe J. T. Consumerism: An interpretation. Journal

"

.
Al

of Marketing, 1970, 34, 61-65. N ' .

. Purpose of article'is to: (1) determine what consumerism is; (2) reveal
*what has caused it; (3) address its 1mp]1cations and potentia] dangers; and

, (4) deve]op gu1de1ines for corporate. poiicy in dealing with consumerism.

Consumerism is defined as "the organized efforts of consumers seeking re-

dress restitution, and remedy for d1ssat1sfaction,they have accumulated in
A . ,

A the vauisition of ‘their-standard of ]iving " In addition to discussing

two theories regardinq the cause of* consumerism the authors 1dentqu the

fo]]owing as severa] catalysts in the consumer movement.: (1) increased

K

leisure time, rising incomes, higher educational levels, and gengral afflu-

3

" ance have tended to magnify and intepsify the forces of consumerism; (2)

’ ~ ¥ 4 .

» -
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in%latioﬁ or rﬁsing,prices‘nave led gnnsumers to increased quality expect-
‘ ations which are not achieved; (3) unemployment has Seen low; (4) demands
f;r produét improvemgnt‘havé led to increased product complexity; and (5),-
the sgccess of consgmer crusaders such as Ralph Nader and'tﬁe political.
supﬁbrt which they have received. In discussing the implications of con-
\sumer{sm,\authors'npte’that the success of the movement will depend
largely on the ggrernmgnt‘slinvo1vement. The re]ative_ro]é the ggvernment
.ni11 pfay and that whiéh 1ndustr§ will play, however, is consiQerEd to be
a critical issue which must be addressed.w With increased governmgnt regu-

-

lations come increased costs, however, is considered to be @ critical issue

which must be addressed. With increased government regulations come in-  o°

\creaseg costs, howevév, without these regu]atiohfz the consumer fs or may
be-neglected: Thus, the question posed regarding the economic wisdom of
:consumerism {s: "Is it socig]]y wiser to accept the nresenf market-
.determined rate of consumer dissatisfactiOn than\to pay the marginaﬂ costs

that will be incurred in reducing consumer d1ssat1sfaction than o pay the

___.,

marginal costs that will be incurred in reduc1ng consumer . dissatisfactiqn .
\By‘government7" , N
-

046 Cagle, R. B. Optimizing delivery of government information to the
consumer advocate: The consumer as decision-maker. Consumer ,
Advocacy, June 1978, (U.S. Department of Health, Education and
WeTfare, Office of Human Development Serv1ces Consumer Advocacy
. Project Washington, D.C. )

D1scusses the importance of utilizing government documents in advocacy\

, work. Exp]ains the necessity for consumers to have access to informat1on

\\'

regarding 1aws,,poligies, practices, proceddkes *if they are to function

effective]y.' Discusses the function and availability of depository librar-

»

ies, where government phb]ications are made' available to residents of

- . . '

L]
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every state, District of .Columbia, Guam, Puerto Rico, and the Virgin

Islands. Loca]'pUb]ie(aod university librarians can assist people in
1ocat1ng the nearest depository ]1brary SU§§e;;;Rconsult1ng 11brar1ans

for group 1nstruct1on in the use of finding needed 1nformat1on. Past

-

advocacy work indicates that obta1n1ng information from pr1mary documents,

in representing the hand1capped tends to yield more pract1ca1 accomp]1sh~1

*

ments in a shorter per1od of t1me. Ca]]s for the deve]opment of informa-
tional retrieval systems by consumer advocacy droups to improve the con-
sumers' abiiity to obtain accurate information quickly to further the

goai-of self-reliance among the DD population. Gives examples of how

consumer-advocates have reTied on documents to suppovt advocacy efforts,

e.g., formulation of Tegislative 5ecommendat1ons, comp11at1on of a health

services system agency plan. o

Carty, L. A. Advocacy. In R. M. Goldenson (Ed.), Dfsabi]ity and .
rehabilitation handbook. New York: NcGraw—H111, Inc., 1978, pp.
144-764, N - )

- v 5 “

Advocacy, which is generally defined as p]eading the cause of another

>

as if it were one's own, .can loosely be grouped as the ‘case! or "c]ass

“type. Case advocacy usually perta1ns to representat1on of one individual

by a;ffhef whereas, class advocacy such as 1obby1ng, public interest 1iti-

gat1on etc., may be performed by individuals or by groups acting on behal f

of const1p?encies withaa similar prob]em. The civil rights movement of the,

1960's w%é'exemp11fied by class advocacy. " Furthermore, the 1970's hg;
\ p . -

eiperiencéd c]as§ advocacy on behalf of the disab]ed which has led to a .

. ! —
new pub]ﬁc awareness of their legal rights and to a background of law on

Ner
which/QASe advocacy may be based. A pioneer in this movement has been. the.

-
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) Mental Hea]th'Law Project, which is a non-profit public interest organiae-

. tion-based in Washington, D.C. The'remainder of the chapter is a compre-
hensive description of the hajer Titigative cases-on behalf of the disabled,
<::T which according to the author reflects the combined qualities of the civil

A -

righgs. and consumer mdvement into a new kind of class advocacy. The cases
d1scussed are grouped under the fo]]ow1ng headings:- (1) r1ght to treatment
(2) right to protect1on from harm; (3) right to refuse treatment ~(a) r1ght

to fair compensation; (5) due-prooess rights of persons facing commitment;

L 4

(6) r1ght to liberty; (7) 1east restrictive alternative; (8) rights of the
d1sab1ed in the community; (9) other rights in the commun1ty--11cens1qg~

. 'and xotihg; (10) housihg--the right to -1ive in the community; and (11)’
right to privacy.

>

048 " Cherington, C. Community 1ife and individual needs. In C. Cherington &
% . . G..Dybwad f(Eds.), New neighbors: The retarded €i$izen in quest of
a_home. washington, D.C.: “President’s Committee on—Mental Retarda-
.-, tion, 1974, pp. 1-17. e :

-

. v € . . .
T Discusses the needs of retarded persons within the context’of normalized

living in communities. A brief historical overview of society's treatment
. of this pdpuletion is presented, and it is noted that the federal government
Jfirst directed serious attention to the needs of the retarded in 1962. Six

~

dimensions of needs are described inciuding those of: (1) universal human \
- ) ’ 4 N

need; (2) age; (3) capability; (4) change; (5) individuality; and (6) choice.
Some of the barriers to providing services according to these dimensions are
examined such as the complexity of organizatiogal and bu}eaacratic life, -

human services'reoiganization, and pressures to economize. It is suggested
-

) cal, bureaucra 1c,'and'economic levels, is needed in order to overcome these

- S _-'-'/s; J\ ~

that systefizﬁjdvocacy, i.e., speakihE on behalf of the individual at politi- ~

4
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problems. Three forms of systemic advocacy are discussed: (1) monitoring
, of the service system by voluntatry agencies; (2) planning and advising by
state deve1opmenta1,disabifities councils; and (3) judicial recourse.
-~ ‘ ‘ ‘

049 Cherington, C., & Dybwad, G. (Eds.). New neighbors: The retarded cibizen
) in quest of a home. Washington,. D.C.: President's Committee on
Mental Retardation, 1 74., ‘ « : .

Exp]ores a number of issues re]ated to retarded persons “in the COm-
mun1ty and pre'sents numerous guidelines by wh1Ch advocates can fac111tate .
community adJustmentS Spec1f1ca11y,~the following chapters are 1nc1uded:-

(1) Community Life'and Individual Needs; (2) Listen! Let Us Speak; (3)

Whom Do We Call Retarded?; (4) The Retarded Citizen and the Law; (5) The
~ - K ‘

"Goal of independence; (6) 5 Parent Speaks; (7) What is a Home?; (8) Lreating
Communi ty Homes' (9) A gystem of{Services, (10) One Service System at Work;
(11) Servife De]ivery 1n Rural Areas,\(]Z) Outreach in Urban Areas (13) New
D1rect1ons for Vo]unteers and (14) The Politics of Commun1ty Action. Throughi
, out it is stressed that'menta11y retarded 1nd1v1dua1s share bas1Ca11y the same
character1stics and needs w1th all other c1t1zens and® service goa]s wh1ch are -
discussed have their foundation 1n these pr1nc1p1es F1na11y, it 1s emphasvzed
that the retarded must be enab]ed to speak for themse]ves and part1c1pdté
[N

fu]]y in community life. . - : , i

~

4 4
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050 The‘child’ AdyocaCy ProJect. Who speaks for ch11dren7 Child ,
: advocacy in Phi%ade]phia A _community development approach
adelpnia: e Ch1ld AdVocaqy’Proaect Ph*Ta-
3e|pﬁ1a Urban LeagUe 1976. y e

Introduces the need for chitd advocacy and ﬁhe Child Advocacy PrOJect

of Philade]phia which focused upon five substant1ve areas: educat1on youth

act1v1t1es‘ hea1th and we]fare ]ega1 r1ghts, and hand1dapped and’ e




-

mentally retafded children. 'This\handbook suggests methods and techniques

. useful in implementing a community deve]opmeht_approach to child advocacy:

Specifically, it describes act?ngjes and outcomes related to organizing

-

: commUnTty°counciI§, training lay advotates, community education, and

- 11a;§on with'other'groups. It furthermore discusses the need for inter-
. . 3

vention on behalf of indiv{duglvcthdren and presents’nine case examples

- i]]ustrating needs, action, and results. ATso 1nc1uded are a number of

=0

<&

+Case studaE"which demonstrate various advocacy 1ssues and coord1nated
. techniques of advocacy. It is concluded that child advocacy\is becoming
‘recognized as a legitimate tool im securing_chibdren:s rights and that it

is needed in order to make society recognize its responsibility to children

) and assure that their needs are met.

&

051 cCloward, R. A., & Elman, R. M. The storefront on Stanton street: .Advocacy
in the ghetto. 1In G, A. Brager & ks P. Purcell (Eds.), Cémmunity
. » action against poverty: Readings ‘from .the mobi]ization experience.
New Haven, Connecticut: CoTlege and University Press, 1967, pp. 253-279.

' Describes some of the cdrcymstances aitending the lives of welfare.

~Fecipients in a slum area of New York City and’a Mobi]iaation for Youth (MFY)E

iadvocacy endeavor aimed at improving the 1iving conditions of these=persons;
The program was symbo]ized by store?ront sérvice centers to which area

AN

-‘hiej)dents were invited co discuss their grievances. Most of the prob]emo
. which surfaced 1nvo1ved the Department of Welfare, and, in order to get d
results, MFY soc1a1 workers were required to actively take the side of
their c]ients ‘and to be advocates. Advocacy thus came to mean 1nterven1ng
' T on behalf of a c]ient w1th a public agency to secure r1ghts As the pro-

gram evolved, a legal advocacy component was addedﬁ\o supplement the‘effort; ,

L]
< . . T v
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‘ of the socia] workers -In addttion the focus of MFY gradua]]y shifted to
1nc]ude c]1ent action on their own behan To facilitate th1s or1entat1on{“lf“
@ commun1ty organizer was hired who worked with client groups and'taoght
them how to advocate for the fulfillment of common needs. It is conciuded
that as long as economic dependency exists, there will be a necess1ty for

advocacy both by social workers and by consumers of we]fare services.

-

- Cobb, HY V. Citizen advocacy and the rights of the hand1capped In

: W. wo1fensberger & H. Zauha (Eds.), Citizen advocacy and protective
services for the impaired and hanchapped Toronto:r National -
Inst1tute on Mental Retardation, 1973 Pp. ]47-]6].

C]ar1f1es the difference between d1sab1]1ty and hand1cap, and points
out that with the recogn1t1on that retarded persons can attain responsible
adu]t Status has also come a recognition of their rights. Three fundamenta] |
principles of- human rights which are applicable to all citi;ens are positive
presumption, due process, and {hstrumenta] protection, and the role of an
advocate as a protector of ]ega] rights is 'examined in relation to these

a

pr1nc1p1es.. Furthermore other more specific, ciwil rights are outl ined

along with their 1mp]1cat1ons for advocacy These are: (1) the right to
‘contract or convey, (2) testamentary capacity, (3) capac1ty to sue and be

sued; (4) marriage and annulment; (5) parenta1 capacity; (6)'testimonia]

Competence and credibility; (7) fair trial; (8) ]icensure; and (9) right

to Vote and hold public office. It is.concluded that, a]though'these rights

’

should not be denied, instrumental 4dvocacy may be needed to assure the1r

-fu]] exercise
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y 053 cCoéhen, D. ‘Remedies for consumer protection: Prevention, restitution,
) - or punishment. Journal of Marketing, 1975, 39, 24-31.

Discusses federal regulatory agency remedies imposed for‘fraudufent and

deceptive business practices. One such type of remed§ is prevention of con-:

’

surfer abuse, and it includes such measures as codes of conduct, procedures
- ' . 7
. - . L . s ! .
for disclosure of information, and requirements for substantiation of claims.

- »
Another remedy.is restitution, which inc]udes‘affirmative disclosure,.cor-
7 '

rective advertising, refunds, ‘and 11mjtations ¢n contracts. Fina11}, the

punishment remedy is examined, which includes fines apé\ingaggeration, loss
& .
of profits, and class action suits. -It is concluded that, although preven-

»
tion is the most desirable public pdlicy, it is, in itself, an insuffiCient
protection. ' Punishment is a remedy which should be used sparingly. It is
. suggested that restitution is the most efficient remedial alternative based

. (. 1 »
upon behavioral insights of the consumer. Arbitration is proposed as a

. type of restitution which should be explored.

¢

054 Cohen, D., & Richards, C. V. Youths as advocates. Children lToday, 1972,
* 1(2), 32-34,

v

1t is asserted that youth advocacy can benefit both young peop]e and
. ' society. That is, being an advocate can help adolescents clarify their
emerging beliefs and values, and advpcacy is a]so"important in assuring
support forn youtp participation in the community. Advocacy is defined
qenera]]y as speaking on behalf of a person or cause; and; an effect1ve
advocate must farm a trusting relationship with those for whom he speaks,
-anw the needs and remedies for them, make appropr1ate use of resources, be
persistent in the face of advers1ty, and be deep]y commftted. Kdvocates

¢ operate 1n areas that are persona]]y meaningful and work to effect change

[N

| .
y L o
| o .

4
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/// in their immediate life situation. Thus, youth advocates are likely to

focus their activities upon the school and other social 1nst1tut1ons of

whi¢h they are a part. In order to develop into mature and eff1c1ent ad-
vocates, young peop]e must both be takén serious}y by adul\ts and institutions'
and be given the opportunity to learn from adults, particularly their parents,

who are effect1veli?advoéat1ng their own causes. Given such a situation,

all part1es involved can benefit.

Al

055 cohen, F. Kdvocacy In M. K1ndred J. Cohen, D. Penrod, & T. Shaffer
: (Eds.), The mentally retarded citizen and the law. New York: The
Free Press, 1976, pp. 592-615.

Suggests that a dependency model, rather than a eék'ness model, should

be used in conceptualizing re]ief and services for menta]]y handieapped T
individuals. W1th1n this framework, it is argued that case advocacy is '
needed for persons facing confinement as well as for those needing communi ty
services such as’ eduoat1on. While law reform advocacy, which focuses upon
establishing 1egal r1ghts fo¥ a class of people through 1itigation and appeal®
processes, has had significant results, coertent partisan representation @
of 1nd1v1dua]s has been found to be severely ]ack1ng 0ne attempt to prOV1de
effective lega] safeguards to. persons before cqmmigment to mental hosp1tals

is described. This organizat1on, the New York Menta] Health Information
Service,‘is leg;s1ative]y mandafed as’pari.ef the j%gfciary. However, its
capacity to proteot the r1ghts of citizens is ]1m1tedl1n that it is des1gned ,"
'to be a neutral agency. - If is suggest&d that the future of fepresentat1on
“for the mentally retarded may be based. in lay advocacy rather than the legal

profession. Various models of this sort snould be tested as-a means of using

untapped citizen ia]ent,and dedication.




.

056-057 " -

056 Cohen, J. Advocacy and the children's crisis: An invited commentary.
American Journal of Orthopsychiatry, 1971, 41(5), 807-808. *

. . \ /
Critiques Knitzer's analysis (see page 50)-of the Joint Commission

on Mental Health of Children's recommendation for a nationwide child advocacy
network Knitzer suggests that the system should prov1de the f1nanc1ng,fbr
_ the advocacy endeavor, thus leaving the advocates free to develop a consumer
and institutional constituency and to work for social change at the local -
1eve1 In response to this proposition, some 1ssues.are ra1sed. It is
pointed out that a situation in which an advocac& operation with policy
funé;ions is supported by the social system that is to be qhe target of.
change constitutes conditions of social policy rather thanyof advocacy. ft
fsgfurthermore suggested thatﬂthe proposed professional-consumer advocacy
coalition is']ike]y to result in emphasis upon changing service providing
‘agencies to the eXC1us1on of advocating for change in nat1ona1 prioritied.
Such a, result would not necessar11y assure more adequate resources to child-

- ren and théir famjhes.a lt is recommended that professiona1s should risk

. themselves in an effort to achieve a desirable national po]icy and not settle
v ;only for the effects of local determination and professional advocacy at that
- : ’ ‘ . ‘ -
‘ { level.
‘ ‘ - . 8 ~ . *

o
057 Cole, L. B. Ombudsman in vocational rehab1htat1on process. American
Rehab11itatfon, 1976, 1(3), 18:20. . .

Client ¢t Assistance Projects (CAPs) were f1rst authorized in the Re-

habilitation Act of 1973 and offictally begun in June of 1974. The pur-
‘pose of CAPs, which are consumer-oriented projects administered by the

-

state vocational- rehabilitation agencies is, "to personally help c]dentsa

L3

N who are hauing difficulties in understanding tHe service system, and

those who are having problems regarding. the services which flow through
. . ) .
3
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the system.” The following are several stipulations nhich were written
into the Act with respect to project organization and operatione (1)
eacg‘projgct must be directty funded and administered by the state voca-
3!gbtio(na] Fehabilitation agency yet no project staff can be employed by or
receiving benefits under that agency; (2) the project staff must be

assured direct communication with top state agency administrators, yet
‘g

they must respect.the client/counselor relationship and resolve bractica]
problems at the local.level; and (3) all c]iénts or client-applicants in -

the project area must have‘free access tb the project for advice and

counsel, yet the project staff must advocate for other services through

,

the existing rehabilitatior® agency personnel. Initially, 11 CAPs were

"

geographica]]y'dist}ibuted around the country. Based upon the first annual

report of these 11 proaects, it was estimated that over 2,000 handicapped
e » .

persons had benef1ted from them in tangible ways. An ana]ys1s of this re-

port high]ights(specific accomp]ishments of these projects, which include:

(1) intake procedures were modified®so that new clients were assured of a

counseling interview on. their f1rst visit rather than simply getting a

c]er1caT processing for medical appo1ntments and later assessment; (2)

-

regular DVR staff have become more thorough in their work becansg thgy

anticipate the inféraction with project staff; (3) clients have been more

partiéipatory and committed to their rehabilitation program when they
understood the system better; (4) professional sensitivitx_to centajn

groups:of hindicapped persons has increased following specific constraints
-
.~ .and resolutions; .(5) time lags have been identified and neW‘soJutions indi-

3.

cated; (6) universities are .using these projects as training sites for
rehabi]itation.counse]ors; (7) new grievances, new techniques for providing
public information, and new staff training methods have been devised; (8)

. P
agency policies have been challenged and changed in areas such as scope

Q

] 7‘, i . * ,a
L 4 [ 4 B .
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‘ %
- and nature of services provided, caseload expectations, personnel qualifi-

cations, and procurement practices; (9) community agencies have improved #

<4

their commdnications with the rehabiiitation agency and extended their.
~ -~ ’ v

efforts on behalf of c]ights during the rehabilitation process; and (10) 1‘
job placement efforts and placement specialists have been increased to be

more responsive to client needs.
' . y

- 088 coletti, E. J.- Meeting human needs thru se]f-he]p American Rehabi- -
) litation, 1977, 2(5), 19-25. . >

" b . >
! A success story of copsumer/counselor, cooperation that eventuated in

the creation of the Community Resources for Independence (CRI) i Sonoma,

:
s

California, a counse]ing and 1nformation center designed to assist 1n 1ocat1ng

various services for physically disabied pe0p1e (most from his case]oad)

N for the purpose of organizing a committee of people with vested 1nterest

-

/ + in attaining independent ]iving arrangements. Efforts were'restricted to

meet the needs of physica]]y disab]ed only, excluding mentally inpaired

peop]e Consu]tation with the Center for Indepéendent Liv1ng (CIL) in -

Berke]ey and a polling of hand1capped students at two co]]eges in northern
Ca]ifornia revea]ed that 1ndependent 1iving arrangements were not the main,
concern of the physica]]y handicapped. Popu]ar needs expressed were for a
/center to assist handicapped peop]e in ]ocaf/ng doctors ‘counselors, f1nan— ‘
cial counseling, and-educational p]anning consultants who are ver§ed in the
unique probiems faced by the physically disabled citizen. CRI waétformed
through vo)inteer efforts to eventually develop into an incorporated organ-

bl

ization supported by a grant from the California Department of Rehabili-

tation. .Today CRI and the Department work as.partners to asoist consumers \

iin their effort to 1ive independently within the community. ,




- 059-060
059 Coultas, M. K.; & Goldstein, S. R. Who speaks for these ones?> Social Wark
. Today, 1972, 3(5), 7-1.

. Discusses the social worker's responsibility to be an advocete for his

g clients. The advocacy ro]e involves both represent1ng the interestsof - ../

1nd1v1dua1s and promot1ng causes for the common good Although the prac-

tice of advocacy by soc1aﬂ workers is not news a number of factors, such'as & ~\\\\

consensus or1entat1on, tack of techn1ca] sk111s and.status as an agency

emp]oyee, mitigate against its w1despread usage A case exampie is presented

- which illustrates means by which a caseworker can influence administrat%ve
po]icy,'and'a seven-stage process of_po]iéy fo}mu]ation is presented for the
purpose‘o$ indicating to advocates specific methods and levels of .inter-
vention. A gh@per of potential conflictual situafions E;etd?;lgsse&, and it
is conc]ugeJ that the advocate must use his best professional judgment in '
resolving these issues. The support of professional associations is necessary
before workers can rea]isfica]]y be expected to play the advocate role.
The National Association of Social Workers Ad Hoc: Committee on Advocdcy has

a recommended that this organization support advocaCy by urging its members to
give firstpriority to E]ients; providing assistance in this dgdertaking,
and protecting\workers against reprisals. It is also euggested that schools

" of social work should be responsible for. preparing their students for effec-

tive advocacy.°

-
T

060 Crosdon, A. (Ed:). Advocacy and the de\%pmentaﬂy disabled. Eugene

& ’ regon University of Oregon, Rehab¥litation Research and Training
: nter in Menfal Retardation, 1977, .

Provides a framework for understanding advocacy as it re]ates to dévelop-

‘ (, ‘Mmentally d1§ab]ed persons, and conveys the éhqn1f1cance of the advocacy

L
.

movement .to this popu]ationu Intended to assist deve]opmentai]y disabled
1y - ' ,4{' -»
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individuals, thcir parents, professionals, and others interested in being
advocaces. The five monograph chapter§‘ogerview advocacy, aiscoss federal »
legislation, describe the basic services and support resources needed by
developmentally disabled persons; oot1ine a model sogp__;,and aovocacy

system for the deve1opmenta11y disabled, and conclude w1th the presentation )

. #0of an annotated b1b11ography on advocacy ' —

-

061 -Crosson, A., Browning, P., & Krambs, R. E.- Advancing your c1t1zensh1p

An advocacy manual for persons with disabiTities. Eugene, Oregon:
University of Oregon, RehabiTitation Research and Training Center in
Mental Retardation, 1979. .

[ 4

This manual is intended to gssist.disabTed persons in exercising cheir
Eights of citizenship. Presented in a question and answer format, it is
expressly written foc haodicapped individuals, their parent5>\and che%r ad- !
vocates. The first seccion covers major pioces of fed;;a1 1egis1ation which
are very important for handicapped individuals, i.e., the Eoucation for A1l
Handfcapped Children Act (Pub]ic Law 94-142); the’Rehabilitat1on Act of 1973
(Public Law 93- 12, as amendedLs and_the Deve]opmenta]]y Disabled Ass1stance
and Bi11 of R1ghts Act (Public Law 94-103, as amended). l?he second sect1on
'1ntroduces four consumer protection mechan?sms required by federal 1eg1s-
1ation.‘mL;) 1nq1v1dua1izedfprogram planning; (2) nondiscrimination; (3)
1eact restrictive alternative; and (4) procedural-_safeguards 19 educat%on.
The fina1'section consists of a series of case stﬁzﬁes var}iog ac;oss age
groups anq\fervice settings. They demonstrate the 1ntero;etation of fed-
eral 1egis1at1on and the application of consumer’proteci{oo’mechanisms in
terms of real-life prob]em_situations; Problemsswhich are frequently faced

~

by disabled individuals are i1lustrated in story form;,aﬂd~remed1es'are

»

suggested.

e
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062 Cull, J. G., & Levinson,#K- F. The rights of consumers of rehabilitation
serv1ces dJournal of Rehabilitation, 1977, 43,(3), 29-32.

D1scussed are the ba$1c rights of clients in the rehab111tat1on process.
These r1qhts can be grouped aEtordln? to legal and professiona] rights.
The first type pertains to those r1ghts which tQe client can seek recourse
through the legal system when they are violated. The second type refers’ip
to those c]ient rights which are protected by the professional ethics of
the service provider and the ethical posifion of Phe profession shey repre-'

sent. Authors list-a number of specific rights which include the client's

r{ghts to: (1) have exp]ajned in understandable terms the goals, functions,

‘l" ‘

procedures, and operations of the agency; (2) to accept or reJect rehabili-

b

tatidﬁ services without coercion or preJud1c1a] evaluations; (3) to be in- .
formed of the rights in the rehabilitation process; (4) receive appropriate
‘referral and advoca;y services in order to meet the needs wh1ch cannot or
are not met by the renab1]1tat1on agency; ‘and (5) be dpprised of the appeals
L process of the sfate rehabilitation agenay. / ‘ )
’f The authors address an additional set of specific~rights under the
headjng “Determining E14gibility or Ine]igibi]ityi" Included are the c]ient;s
rights to: (1) an impartial, thorough, and professioha] eva]dation to deter-
mine e]igibi]1ty/1ne1ig1b111ty, (2) be 1nformed of 1ne]1gib111ty, to re-
apply for services, and a periodic review and reassessment of ine]1g1b1]1ty,
(3) be a full partner in ‘the p]anning of serv1ces (Ind1v1dua1ized wr1tten
Rehabilitation Plan); anﬁ (4) have major ro]e in the se]ect1on of the pro-
viders of services, Third]y, there are a set of rights which are aligned
with the right to,periodic review The client has a right to expect periodic
[ review of both 1ntermed1ate and ]ong—range goa]s and vocational obJect1ves

as recorded in the IWRP and a right to modify &hese goals and objectives.

Q . | 2 78
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The final category is entitled “A11-Perva§ive'Rights" which include: (1)

the right of access to maferial directly related to the client but which
- “ ’ -~ ‘
has been ‘gathered by the rehabilitation counselor from secondary sources;'

(2) the right of ascess to data in the case folder which has been generated

_ by the rehabi]itation agency; and (3) the right to both prompt decision on
*\
the part of the counselor and agency as well as prompt, services.

o

Dalmat, E. D. .Pioneering in child advocacy

Journal of Clinical Child
Psycho]ogy, 1974, 3(1), 10-12. ’

Tt is'recognized that millions of children have problems in relation
to'the institutions which impact upon their lives and that the federa¥
government has a responsibility to support families in adequateiy caring .

.for their chi]dren In response to this ob1igation, a total of 11 child
. advocacy projects have been funded jointly by the Bureau for the Education
ﬁ)f the Handicapped, the National Instituli\bf Mental Hea]th: and the Social

and Rehabilitation Services office. The seven major goals.of these programs
are; ageney impact; community invo]vement ‘education and tnaining; programs
for handicapped chi]dren, eva]uation, dissemination, and coptinuation and
replication. In addition, the projects are attempting to demonstrate and
: evaluate various child advocacy models, effect 1egis]ation and deve]op
advocacy instruments and technjgques.

)

been built into these demonstrations, “and some pre11minary findings are

Strong eva1uation components have

. presented. Overall, it appears that “the projects are developing sati;fac-

torily and that interagency funding

successful - R '
, g > . , . " \‘,: . ‘ N *
- 4 . ~j- PR

nd:administrat on of these programs are:




;/ . 064065
A \

7364' Daniels, S. Consumer involvement in rehab111tat1on Rehabilitation
: Counseling Bulletin, 1976, 19(4), 610-612.

Author contends that the Rehabilitation Act of 1973 was, in part,

testimony to the distance between the needs of disabled consumers and

, /
“state réhabilitation programs. Preceeding the drafting ofthe Act were

a

congressional hearings in which numbers“oF disabled people were "angry,"
"articulate," and "powerful" on Capitol Hill in voicing their dissatis-

faction with the rehabilitation agencies. The nature of the-Act itself is

“

(!igwed by some as a public reprimand to"the rehaBi]itation profession in -
that it includes such features as Client Ass1stance ProJects aff1rmat1ve
act1on, individualized written rehabilitation p]ans and a pr1or1ty for

serving the severely disabled. Author further contgnds that, "Concurrent

with the developing maturity on the part’of consumers as a political force
G,
is the evaluation of the individual relationship between counselor and

c1{ént, from one of parent to child to one of adult to adult". The fol-

Towing are some general guidelines/suggestions offered to help profes-
>

sionals deve]op more fully in this new relationship: (1) develop c]1ents

as a resource (2) share constraints with consumers, (3) adm;} openly when

o

a-conflict of 1nterest exists; (4) joint forces when issues are of mutual

concern; and (5) use consumers ‘as counse1or educators In summary, the .

Rehabilitation Act of 1973 mandated a fundamenta] change in the relation:’” -

ship between the d1sab1ed citizen. and rehabilitation ‘system. o '

065 Darling, J° Don't call us retarded--We are-People First! Peop]e
Newsmagazine of the Oregon Department of Human Resources, Oregon °
Department™of Human Resources, Salem, Oregon, April 1978, pp. 8-9.

A brief discussion about the purpose and goals of People First;

e

Peop]e First is a se]f—he]p movement of deve]opmenta]]y disabled people

A ~

R .
- -, ) R ——\
. a® o
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tion; and (3) protection of consumers against themse1ves and other consumers.: ~

Pay, G. S., & Aaker, D. A. A guide to consumerism. Journal of Marketing;

. ‘ T - ¥ » : ! o § N ®
It is sudgested that consumerism will eventually'identify with the concerns of

A o

¢ - . “

run by and for them.” People First recognizes -the hazggds of becoming
independent members of society. "We used to think- each handicapped person

should be integrated individually with normal people, but this.1ed to iso-

Tation,“ is the way one helper in the movement explained this ‘concern.
Peop1e First represents handicapped peop1e hanging together and heiping
each other. The organization believes that because this society is engi-

neered chiefly for the convenience of normal people, DD people are unneces-
sarily handicapped.. © i ' ) ' “

L3
EY

1970, 34 12- 19
Overviews the development of consumerism and defines it as protecting
indiv1dua1s from business and government practices which infringe upon con-

sumer rights. The fo11owing are 1isted as representative facets oﬁ consum—
} -
erism which emphasizes the direct re1ationship between consumer and business
~

(1) protection against clear-cut abuses; (2) provision df adequate inform-

inequity in the economic environment and the dec1ining.qﬁa1ity of the‘physica1
environment As this happens, government intervention becomes more 1ike1y

Some of the sources of “consumer discontent leading to the growth of consumer-

°

ism are: (1) imperfections in the state of information in consumer markets

W’

and (2) socia1 changes including new visibility of the low-income consumer,a
dissatisfaction with the impersona1ization of society and the market - system,

and an 1ncreasing1y better educated- consumer £onsumerism became effective

» - s

in the,1960s due to repreSentation by strong.advocates such as Ra]ph Nader :

’

and Narren Magnuson expansion of institutional frameworks, and wi11ingne5s,\€f§§ﬁ;
. ' : ’ A ’

\
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of consumers to take direct actfon , The 1ega1 angpp011t1ca1 structure have
’,

also been more w1111ng4§o take: action “for a number of* reasonss Since con- |

§umer1sm 5ef]ects pers1st1ng social prob]ems /1t 1s 1ikely here to stay

Its future will relaté to federa1&1egis1ation and regulation, respons1veness

L

of business operations, and relevant research, - ’ ' 5

-4

Dedong, G. The movement feor independent 1iving: . Origins, 1deo1ogy,
and impTications for disability research. Boston Mass.: Medical
RehabiT*tat1on Tnst1tute Tufts-New EngTand Med1ca1 Center 1979.

A scholarly paper wh1ch evaluates 1ndependent living as a social moxef/

" pent, aralyzes the movement' s expressiog in disability services, and

C. cohsiders the movement's ﬁmp]ications for disability research. ‘The paper
v ‘/‘
examines in depth the movement's constituency, origins, legislative his-,

v

- tory, and its relationship to allied soc1a1 movements such-as civil rights:

consumerism, se[fjhe1p°demedica]izatfon, and deinstitutiona]ization. The

author'contends that such an analysis enab]es ps'to identify the~mouement'

L]

y
va]ues and 1deo1ogica1 ass mpt10n§, The paper argues that 1ndependent ]1dlﬁg

is moré than a soc1a1 ‘movement’ biit also ‘an ana]ytic paradigm that makes cer-
. ~ $ A\ d

tain assumptions about the‘%tio]ogy of dependency and its ame11orat10n \
The independent Fiving paradigm 1s contrasted w1th the réhab111tat10n paradigme
that has dominéted disab111ty research The paper ana]yzes how the shift

from the rehab111tat10n paradigm to the independent 11ving parad1gm is 11ke1y

* to affect the future of disab111ty ‘research. e .
. /"\ . \:' )
‘Des dardins, C. Hou to organize an effective parent group and move bureau-
° cracies. Chf‘ago Cowordinating Counci] for Handfcapped Cthdren,

“ & -

o

=g - ’ —_ : o
Recognjzes the power which parents of handicapped chi]dren can potential]y

L wield and offers a comprehensive set of guide]ines-for organizing an




. .
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~

<o

effective consumer advocacy group. Specifica]]y,'tﬁehfoiiouing topics are °

discussed (1) wny a parent group?; (2) how to organize an effective ‘;3“ B
< . ‘e ¢ -

parent group, (3) the nuts and bolts of your parent group; (4) how to choose

- 2

‘effective 1eaders, (SL,how to uncover biried talent; 66) how to make your
parent group an action. .group; (7) how t0‘move bureaucracies, (8) how to

1obby and get resﬁT’/' (9) how to make head]ines (10) the power of speech

r

¢

S '9 111) how to open a c1assroom in the public schools; (12) how to open your'

0.0 own schdol and-get funding for it; (13) the role, of ‘the professional; (14).

~

, the student 5 role; (15) the ro]e of vo]unteers, (16) the rofe of the handi-

‘ . capped adult; (17) how to organize a coa]ition, (]Q) you can do it wWith- - i
o, o -out money-;a]most!; ahd‘(19) how: to keep your parent group From death's: : |
, Cdeor. e , | s Lo e

1 069 Diamond S L., Ward, S., & Faber, R. Consumer problems and consumeri sm! ..
: Ana]ysis of ca]]s to a consumer hot line. Journai of Marketino* 1976, -

A w80, {1, 58 62. -

i‘. Reports on a study which was designed to characterize consumer prob]ems ‘
s " based on information which required an effort'by the consumer. . The Stgdy i )
.. | ‘ invo]ved examination,of reports of 3,000 calis)receivdd by a consumer hOt]]ﬂE

> ;0" ‘,\‘ l in 1971, and a foTiog:up The soCio-chnomjc'status of ca]]ers was_identjfied, " p
R and- six prob]em categoriesjuere deté?mined (1) pre—purchase (2; purchase/

. - -

T transaction/deiivery, (3)‘product performance (4), guarantee/warranty/

. .Acontract performanCe (5) service/repair and 16) deposits/credit/ co]]ections.. .

IS

v

Wl = Most comp]aints nere directed toward reta11 and service faCilities. Most

B L e e : é f .
S consumers indicated that their prob]ems had been resolved. Some data on P
> C consumer attitudes toward business are a1 reperted.
. ' S . : ’ . r
A A . = . . . .
¢ L 3 5 "r !
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070 pickman, I. (Cémp.). Th1nk1ng/1earn1ng/do1ng advocacy: A report on
i the Nat1ona1 Advocacy Project of United Cerebral Palsy Association,
Inc. New York: United Cerebral Palsy Associatjons, Inc., n.d.

. N - {

2
Reports‘on an extensive nat1ona1 advocacy demonstrat1on prOJect the -

purposes of wh1ch 1nc1uded deve]op1ng programs which can bedrep]lcated by
oluntanv organyzatlon aff1]1ates and promoting self-advocacy by develop-

’ menta]]y disabled cofsumer3s ~The objectives, actjvities, and outcomes of

the_project's model sites in Nen York State, San Mateo-Santa-Clara Counties

(4

o~ (ta]ifornia), and Milwaukee (Wisconsin) and its repiication sites in’Greater

- Among the fentat1ve conc]us1ons drawn from the exper1ences of this \
project are the following: T]) the first step in any advocacy endeavor‘must
be to assess ‘the deve]opmenta] dasab1]1t1es and-commun1ty systems, (2) any\\

o]untary orgaqﬁ&at1on which is involved M effect1ng change in the!Eerv1ce

1

‘system and commun1ty w1]] itself be. changed (3) the advocacy coord1nator

. -should genera]]y have a limited ro]e in case advocacy unless it contributes ’
to sys tems advocacy, (4) consumers can be effect1ve1y mobilized to part1c1-
pate in the 1eg1s]at1ve process; (5) data co]]ect1on and systems a‘alys1s

are essential components of advocacy, and (6) creating advocacy support . . ®

-

systems 14’a1so important. In add1t1on the necessity for consumer involve-

ment is stressed, and examples, suggestions, and gu1de11nes for ach1ev1ng
“such part1c1pat1on are presented. F1na]1y, cr1t§;1a for 1n1t1at1on of new e

. Kansas City (Missouri ,and Kansas), Rhode Is]and and 1111no1s are- described.
advocacy programs are deta1]ed in re]at1on.to read1ness, creat1on of an

@
. advocacy advisory ceuncil “and its responsibilities, qualifications and re-
sponsibilities-of the adgocacy,coordinaton, and mileposts to.be passed during
’ - a program's first three months. ~ ' _ _
L , ) . . - . ‘\.
% . : L Lo P ‘ g ‘r';;
. . . 8‘1 &
- W“- - .
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Drake, J.

Minnesota's consumer adv1sory project.

Rehabd]itation

1973,

14(2),

25-27.

Record
The purpose of this ongoing Consumer Advisory Project is to point

the way toward a more résponsive and effective rehabilitation preram in

.

the State of Minnesota.

Two hundred and fort} persons, half DVR staff and -
. pa]f present or former clients of the agency, aEtended‘the.first meetiné
intended to begin a dia]ogue for the improvement of DVR services. Subse-
quent 'to tnfs meeting will be sevé;’:E§iona1~meetings to be held in princi-
pal cities throughout'the'state. Three hundred additional handicapped v
persons will be able t&*participate in this continued practitionerconsumer
djalogue. The agency d1rector set the theme of the first meet1ng by te]]1ng the

consumers, "“We want you to rock the goat but w1]1 you a]so help row. it

" On the "rocking side" they expressed concerns in a number .of areas:

9

A

(1) a lack

too broad'and unfeasible for success;

of warmth with the rehabi11tat10q counselors;y (2) general caseloads are
(3) job goals were not high enough;

and (4) too many of.the employment conditions were.demean1ng, e.g., shel-

°

ered workshop Qaqes On the other hand the consumers\c]ear]y expressed a :EE:

R '\‘83}»(

They réquested that DVR publicize its

3

sire and w1]ﬂ1ngness to "help now."
servyices more in order .than more hand1capped persons m1ggt becope aware of
‘them overwhe1m1ng]y supported the motion for DVR to get, more counselors
and counse]or a#des. ~In add1t10n, they &equested to part1c1pa,te in a Q“
- vastly stepped-up public 1nformat1on campa1gn about rehab1]1tat1on pro-
grams and its support needs by‘Jobby1ng in the Legislature and Cppgress.
and he]pipg devising and carrying out jnformatiqna1 programs for fhe ggh-‘

eral publtc. * . . N : .
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072 pussault, W., & Carty, L. ‘A. Leg1s1at1on and consumer rights: Federa1

»

«

~

[

S s1on op- guard1ansh1p is based on the common presumpt1on by states of ab- oo

and state laws. In R. M. Goldenson (Ed.), b1sab111ty and rehabili- »
tation handbook. New York McGraw-Hil1, .Inc., 1978, pp 12~136.

Detailed overview'of some of the 1mportant recent 1eg1s1at1on and

“federal entitlement programs designed to ass1st d1sab1ed persons attain

LT3 - -

maximum se]f—suff1c1ency Focuses on areas of education, d1scr1m1nat1bn

enfbrcement guardianship, acces16111ty, and social serv1ces Traces
the historical deve]opment of legal v1ctor1es in each of these areas.

For examp]e d1scuss1on on educational achievements begins w1th Brown v.
Board of Educat1on through the Education for AT Hand1capped Children Act

N .
(P L 94-142), to 1mportant key suits and court opinions such as the “PARC"

case and Mills v. Board of Education. Discussion on djscriminatien begins ]

wﬁth the significant rmp11cat1ons of the Rehab111tat1on Act of 1973; parti-
‘ »

cular emphasis g1ven to the h1stor1ca1 and current status ‘of Sect1on 504.

.

Area of enforcement explains the Civil R1ghts Attorney Fees Act (P L. 94-°
r, -
559), which auth0r1ges federa] courts "to award reasonab]e attorney's fees

o * 4 ° - - o

to a.party 1n cases where civil ‘and constftutiona1 rights are denied in

" areas such as employment, hous1ng, and contractua] re]at1onsh1ps Discus-

.
- * . oy

so]ute 1nc0mpetence on the Bart of menta11y hand1capped peop]e rather than o

specifying areas of- incompetence. Trad1t1ona11y, guard1ansh1p has no. due-

o

prdcess‘proteftions,;féw burden-of—proof requirements, ‘and substantia] pro-
cedural and substantive abuses. ‘Notés the legal govement <in some state;\ :

. o

e. g,, Negigbrk California, Washington,’ to- protect the 1nd1v1dd%1 in the o

specifiqgrea of incompetency. Issue of agcessibility is deemed critical,
. »
- as without access Q}her rights cannot be enjoyed by thg physica]]y handi-

capped Dwscusses 1mpact oé’the Federa] Urban Mass Transportat1on Act of

i
»




»
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1972 Mentions the Federa] Architectua1 Barriers Act of 1963. Ind1cates

B

the difficu+ty‘%‘"getting transportat1on and bui]ding p]anners to recogni ze
and adhere to these Iaws. Finally, asserts the 1mportance.of consumer
part¥cipatfon in the social service system. As federal entitlement programs
have increased over the years, so)has red taﬁ% serving to block many of
then Consumer groups and citizen advocacy systems can help d1sab]e§§%e0p1e

-

apply for. and ré!%ive these services. _ .

»
4

073 Edelman, M. W. Seeking effective child advocacy. Young Children, 1974,

29(5), 261-270.

]

. ' . ¢
Details various ways in which a vast numbergof children are excluded

/from school; and these findings of the Children's Defense Fund are suggested

as-a basis for advocacy action Starting with :the assumption that citizens

, . can effect change on behalf of ch11dren some of the common responses used %

-
. by bureaucrats to exp]ain the1r Tnaction are examined. These can be cate-

. gorized as fo]]ows:. agency denial of the problem, the scope of the proh]em:_

.

on the 1mportance of the problem; d7n1a1 of persona] institutional, or govern- .

-

menta] Jur1sd1ction;°avo1dance due to t1me11ness need for further study,
.‘fundinq inadequacies, or community resistance; and excuses based on‘genera1ized
guilt or recrimination arguments. In addition to anticipating responses,

child advpéates must have strong wi]]power resist co-pption, and compromise,

L4 ’ El

A}
know the issues well, know/yhat tactics will,work in each setting, build.

means of communication with all invo]ved persons, cooperate with other

. . s L Y [

chi]d advocacy groups, and take the offensive ~In generat, chi]d advdcates

-

must .be enablers 4n helping parents effect1ve1y raise their ch1]dren

Fﬁna]]y, it is “noted’ that ch1ﬂdren cannot be he]ped unlesg all those 1nvo]ved‘

. -
v, n-

°d%rect]y with them 1ike, understand, and care abqyt them. - ,’ . ) .

. \g_aﬂ Q - . . .- . .
. L3
g e B %a . 8‘*1 . ' o,
- - - » * N - . .e ‘ - : ,
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074 Edelman, P. B. The Massachusetts Task Force reports: Advocacy for children.
. Harvard Educat1qna1 Rev1ew, 1973, 43(4), 639-652. '

- t

Describes the act1v1t1es of the Boston Task Force on Children Qut of

*

School (which in 1972 changed its name to the Ma!sgchusetts Advocacy Center),
the purpose of which was to change public policy related to the exclusion

of children from school. It is stressed that means&as well as ends are

o

- important, and this paper focuses upon advocacy tactics.which can be gener-

alized to a variety of advocacy efforts. The Massachusetts program involved
. " ) D . . .
citizens at the local level, and same of the. rules fo§ advocacy endeavors

4 >

derived from the experiences of this projgct include the following: (1)° \
. : \

someone ‘must identify the problem and initiate action;*(2) an.advoeacy

prhgram aannot eipect to.start big--a problem must be well documented before .

substantial support will be forthcoming; '(3) follow-up is essential; (4)

the action plan must be flexible enough to adapt to changing conditions; _

: (5) a‘variety of follow-up tactics shéuld be avai}ab]e, e.qg., use of the <

media, litigation, legislation, and administrative negotiatdon;lgﬁ) specificity

< of demands and data is necessary; and (7) communication with various agency N

personnel can be s1gnif1cant. It is finally emphasized that operations

must be appropriate to local cond1t1ons, personne], and political c]1mate

[ .. .

075 .Exlund, E. Systems advocacy. Lawrence, Kansas: University of Kapsas,- ]
Kansas University Affiliated Facility, 1978. . :

. j - 3
) . System§ advocacy is defined as “the process of influencing social and @

' po]itica] systpms to bring about change for groups of peop]e It is noted’

.

that %ublic bureaucvacies and agencies have much contro] over ind1v1dua]s

o’

. and that SOC1a] change related te these must be effected by gnoups of people. .

o

;f%wr stages are ment1oned as descr1b1ng the maturat1on @rocess of such groups:

T . -t .
. 1
> v . ~
- ¢ ) - N -
\ - '\ . .. Y . - . »
¢ . + a
. R . . s R
) . . ‘e - .« -
., B
'
N
~ N . A
A
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(1 ]oca]iql; (2) professiona1\mbnopo1y; (3) disparate clumping; and (4)

coalition. Ihe coa]1t1on approach is favored by legislators, perm1ts ac—

commodat1on and is the most amenab]e to bringing about social change )
¢ @ .
A systems advocacy group must_develop a mission statement ref]ect1ng 1ts

ph11osophy, needs of its const1tuents, and 1imits of accountab111ty It

\

must, furthermore p]an systemat1ca]]y for its operat1on in terms of 1dent1-
\

fying “the needs of the peop]e whom it is representing, 1dent1fy1ng and

st@lying the issues including their substantive points, what the group

wishes to*accomp1ish, and essential components.. Once these steps have been

taken, strategic and admindstragive objectives must be formulated which con-
stitute a plan of action. Finally, systems advocacy groups should develop

means of eva]uatinq their activifies. The successful outcome of th1s
o -

process will be permanent systemwide change.
. . S

A

EY1is, E. B. The cooperative relationship of consumer ‘and .professignal °
advocates: Principles. In C. D. Rude & L. D. Baucom (Eds.), Imple-
ménting protection and advocacy systems: Proceedings of a nat'onal .
developmental disabilities conference. Lubbock, Texas: Vintage Press,
1978, pp. /5-76. ; N

Since consumer and professional”advocates have.different ski1ls and
. P .. F

uperSpectives,,g cooperative relationship must be established for maximum

. .
[ v .

effectiveness Prefessional adv%Fates are technicians whereas-consumer
-
advocates have the best understanding of needs Advocacy is' to foster
%
change and it requires 1nteravj1on “of profess1ona1s and cohsumers. The

; 8
' steps 1n th%s 1nteract1on are out11ned The consumer advocate 1ggpns’to

define the desired change operat1ona11y,*se]ect strateg1es anp tactics,

< \

awnd undertstand laws, regu?at1ons, etc. .This know]edge he]ps h1m or her <
»
‘become 1ndep¢hdent and.do more “for themselves -

A
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077' Emory, P., & Parks, W. H. Protective service and public guardianship in
0h1o In C. K. Sigelman (Ed.), Protective services and citizen
advocacy. Lubbock, Texas: Texas Tech University, Research and
Training Center in Mental Retardation, 1974, pp. 33-41.

' Protective servipes are- essential for djsab]ed peop]e living in the
comﬁunitys They are defined as actiVitiesl"directed tdward the individual's
welfare in a systematic manner, are backed up by legal éanctions, and are
carried out through case management techniqhes.“ The development of’tﬁe
Ohio Office of}Protective Service‘and.fub1ic Guardianship is described in -

terms of‘itSVOrganization-rationa]e goals, and operation Furthermore,

types of pretect1ve serv1ce ersonnél and procedures used by them.are dis-
s

cussed 1n some deta1] A s1gn1f1cant component of the program is eva]ua¢1on, ,
LY . Q - N

- and 12’15 mon1tored both 1nterna1]y and by 1ndependent persopa] advocates.

Among the’ conc]usrons .derived from ‘the program"s first two years of experience '

are the fo]]ow1ng: a need ex1sts for a closer relationship between the

~ g i

protective seryice system and the citizen advocacy ¥ungt1on;\25rma1.trusteel
. ships and guardianships are not’ beinb overused; many personé who do not need
L - L s _
protectorships can nonetheless benefit f{om other services; and caseloads .
are large in terms of adequately eva]uating client needs. 0vera]1, it is
suggested that the Ohio Protective Service and Public Guard1ansh1p program T
1315 prov1d1ng important services. for the deve]opmenta1]y disabled. --. ' ) .
\ i ° N > 3 . ) - &
B 078 Epstein, 1. Professional role orientations and confhct strateg1es . '
| Social Work, 1970, 15(4), 87-92. - ' ' 4

+

-

Defines three major profess1ona]\roﬂe orientations as directed

. N ftowand the profession, the emp]o}ing organdzation or agency, and the’
‘ » -

.

. o Lo - ~ . ) . ip 4 . L L
recipient.of service or client. The impact of these,orientdtions on social
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A -~ {
workers' commitment to radical strategies of social change are discussed

«

The findings from a 1966 survey of social workers indicate genera] acceptance
of conserisus change strategies but dissensus over confiactuai strategies.

More specifica]]y, the data demonstrate that agency commitments tend to be

-

conservatizing while client orientations are radica1i21ng Commitment to

¢
the profession alone is. neutral. However, profe551ona1izationiintensifies
' ‘ \ N .

"~ the conservatizing effects of an agency orientation but also heightens
radicalization of those with a client orientation._. It is concluded that
professiona norms are unclear in regard to conflictual strategies for

social chaffge. Therefore, social workers must decide n whose interests

they are going to use their professionalism.
‘ \ - s -
_Evans, J. The role of the consumer in: rehabilitation. Journal of
Appiied Rehabilitation Counselidg, 1974, 5(3), 184-T88,

With the movement. to integrate ‘and normali;e\disab]ed:groups who have.

\ historically been segregated, consumers must be gi;en an increased voice in )
their rehabilitation process. Speculates on,possibie.future consumer inr
volvement such ds consumer blacklisting. of programs facilities, and pro-
fessionals they deem inefficient and the use of a written contract between
consqmers and agency. Rehabilitation programs of the f;ture would ideally,
be integrated and an integra] part of the consumer's comménity with the con-
sumer taking thé ro]e of an agency “member" rather than a client. Thus, tﬁe

~

consumer would have decision making power regarding self the .agency, and

' . v

.the community
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080 Fenton, J. Meaningful consumer part1c1pat1on in Research and Training
Center program development. Informer, 1977,.6(4), 2}4. (U.S. Depart- -
- + ment of Health, Education and Vel fare, - Natiohal Institute of Handi-
oY ‘capped Research Washington, D.C.)

.f‘

- Dr. Fenton, former Director of the’ network of Rehabilitation Research
o~

]

! and Trdining Centers (R—T Centers), d1scusses a var1ety of examp]es from the

& R-T Centers regard1ng their act1ve part1c1pat1on in the movement of consumer—”

ism. He indicates that the R-T Center's oomm1tment to consumer 1nvo]vement
and participation in.the rehab1]1tat1on system preceded the ]eg1s]at1ve

thrust in consumerism set forth by the Rehabilitation Act of ]973 and the 1974

Amendments. 'In summary, he states, ". . . consumer participation and in-

vo]vement is not a Johnny come. ]ate]y thing for the R-T€enters. It has not -

on]y\came of age but has been experienced as a mature, product1ve and in-
T tegral part of the Center's ongoing program. The Centers have learned-early

in the game‘tha% token consumer participation is nonproductive and that
< - ’ @ - ° . o
real consymer invelvement is the only way to determine if the shoe fits--

if it pinches, where--and what should be done about it. Real consumer in-

volvement and participation is basically good rehabilitation practice.”

o .
4 ~

081 Foss, 6. Bostwick, D., & Harris) J. Problems of mental1yfretarded
"young adults and obstacles td their rehabilitation: A study of con-

AN

-

. sumers and seérvice providers (Rehabilitation Research and Training
» -Center 1n Mental Retardation, Center Paper No. 112). Unpublished )
‘ marfuscripts, Un1vers1ty of Oregon, January 1978. ) 2

‘ Reports on a study which was conducted to identify maJor problems of
‘henta]]y retarded yoUhg“adu]ts and obstacles to their rehabi]itation. Data

were obtained both from menta]]y retarded rehab1]1tat1on consumers and re-

.;‘A

hth]itat1on servtce\3c8¥1ders in 11 western states. The obJectives of the ) .
. :,/ . ’,‘ .. “h : . ‘" R habine . .— . -
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study were to: (1) identify the problems of retarded persons,“as perdefved
by retarded persons, in community settings and by rehabilitation servtce
providers; “(2) prioriti%e by ranking, the prob]ems identified in bbjective

1, and determine the re]at1onsh1p between the pr1or1t1zed rank\ngs of retard-
M X

. ed persons and tbdse of rehabi]1¥at1on service prov1ders and (3) 1dent1fy

h1gh pr1or1ty research prob]ems and the obstacles service prov1ders face in

.

remediating those problems. This investigation-was conducted in two phases:

@

proB]em Sdentifjcation and problem prioritization: The problem identifica-

tion data were derived from 58 mentally retarded young adults and 60 rehabili-
r

tation service providers. Following this, an additionat 101 mentally retard-

+

*ed yourfg adults and 27% service providers,prioritized'thETEFEETeﬁs’ident?fied.
The‘serviee providers also identified mabor obstacles to the remediation ot
" the h1ghest pr1ority problems. It was found that more toncern was expressed .
by both retarded persons and service providers pegard1ng the 1nterpersona1/ e

social skill deficits of retarded persons 'n about ah_y other problem ar;ea.
e - J 4 . . ’ ) ; "
‘082 Freedfian, D The retarded.citizen and the law. In C. Cherington &

G. DybwadsfEds.), New neighbors: The retarded citizen in quest of

a home. Washington, D.C.: President’s Committee on Mental Retarda- .

tion, 1974, pp. 37-49. . . . . ‘
’ Examines 1ega1//}ghts as they pertain to the menta]]y retardéd. . .

Rights are defined as legal power and ‘as an expectat1op that other persons
¢
will act in a certain way. They are der1ved from such’sources as_ph11o-
a}

sophital-religious mandates, the Constitution, Tegislation, the judiciary, ¢

and contracts. The appIication of rights .to persons unable tq advocate
_ for themse]ves presents ser1ou° d1]emmas for advocates, j.e.,."How does an

ru

individua] . \&etermi‘be course of'advocacy for an individual who has B

not expressed hi's interests and desires:; The choices ava11ab]e to an ad-

vocate tnc]ude representing the c1ient 3 best Jdnterest as defined by someone

ERIC. '. S
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else, acting on the basis of general principTes and choosing directions
." aecording to how he wouﬁd act. Each of the'se a]ternat1ves presents dif- &
‘P f1cu]t1es and it is suggested that a plurality and conf]1ct of advocacies

-can be expected 1n*the future. The dug.process claus the Fourteenth
Amendment i Ehought to hold hope for the application of rights to .the re-

* tarded, an&;guard$anshtp is overviewed in t%rms of reforms which paralilel

4 [y

changes }n social'perceptions of the retarded. It is concluded that.advocates -
for menta]]y retarded persons must adhere to a newly emerging right to re- )

spons1b1]1ty wh1ch’1s based upon the following legal trends: (1) any re-

-~

striction of the individual is suspect; (2) individuals must be a]]owed to

- ¢ -

exercise options; (§) all individuals can deve]op; and (4) all law is grounded
on individudl itys s
. . aé“:ﬁ .
.Y . )
" . 083 Freedman, J. One social worker's fight for mental pdtients' rights.
’ Social Work,.1971, 16(4), 92-95:-

Criticizgs social workers for their pervasive silence abgut dgg;gding

o

socfal conditions and asserts that 1t is poss1b]e for an 1nd1v1dua] soc1a]
- d’

worker to bring about reforms ,*Autﬁor draws on his own exper1ences . T
. regarding a menta] health hospital toAdémonstrate how reforms can be made.
- . R

Be]iev1ng that he cou]d not effect changes as a’ hosp1ta] emp]oyee he -

went to work outside the system. Initially, support was mob1]1zed ‘from . ) 4

' i3
[ . . LA .

1nf1uent1a1 community sources such as the news media, professional associa- *
. - - - 7— . -

Eions and the.legislature. This re§u1ted in a legislative investigation °

which examined comp?aints and heard testimony from a w1de variety of par-

- ties.” It was found that there was evidence of phys1caJ abuse and mis- N

treatment of patients, and many recommendations were made, Consequent]y, .

2 )
- . .
.

-

) &a nmnber of changes wee attempted both through the hosp1ta] administrar ‘ *
J
° tion.and new legislation. However, mucg ‘stifl remains to'be done. It )
. * ‘Q .. ’ . . ‘. 1Y W ‘-

Q e A
. , - v .
‘ ' ' T - ‘%‘Vﬁ ' b
- . ¢ o« . . * N -
” . ' . .
’ S - . . ' :
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is stated that advocates must expect harassmént from their target and that

the job is not easy. /;upport from otnars s esaentﬁa]: In agjte o; these . "
obstacles, it is reported that tng author gained)significant bene?it; as .

a resuit of his advncacy in terms of personal and professional growtn and

13
-

the satisfaction derived from helping those in need.

¢ 3

- . J
084 ctriedman, P. R. The 1e_rights of mentally retarded persons: The basic - .
e ACLU guide for the menta11y retarded'person s rights. *New York: . :
! . Avon Books, 1976 R . .

Overviews the constitutional and statutory rights of the retarded, parti-;tli
cularly as defined in court cases. Contents include the following:. (1) the . e

N problems of classification; (2) overview of civil commitment, competency and

~

guardianship proceedings, including rights in the civil compftment process,.J

¢ > - h' .M ‘o - 2 ' ’
and rights in competency/-and guardianstip proceedings; (3) rights of mentally
_retarded persons in institutions, including right to habilitation and pro- "* - y
- . * . . . - ’ s 2 --
. * tection from harm, 1jmitations on hazards, intrusive and experimental pro-

» - LN .

e}

. cedures, right to sexual expression, right to fair compensation for insti-

tutional labor, right to Jiberty, and other basic rfqhts,in institutions;, .

- * 3 "Q
- AT 5 N * v
(4) riahts of ?enta1]y‘retarded persdns in the community, including right-to i
: | "
right to live in the community, sexual and mar1ta] r1ghts, r1ght

to a barrier»free eny1ronment emp]oyment r1@hts r1ght “to be free from dis- 2
- - *. .
! ’ gcr1m1nataqn 1m v§t1nge dr1v1nq, and exerc151ng other Uas1c _rights and” pr1v1- ' N
P R r, . » 2 “

& q: o
. fk] es oﬁ‘c1tﬁeensh1p, rfnht to med1ca1 care and rnqhts under fedéral f1nan- -f,‘ R
.‘:j . TV % S N

A 3 TR e
c1a1~assf§tqﬁce and. benef1t program (5) r1qhts of mentp]ly retarded Deﬁé§P5 ’"'7

3 * ':f e . : can - o e .
' %% the46r1gnna1 prbéess, and (6) r1ght to a 1gga1 ad%ocatg; uAppended‘are R .

' "; 'a} re ¥ N ;' a,ﬁ \" P

g?osg‘é‘mes- 7 bibﬂography, a 4ist1 ng oﬁ_’l‘eda] rmﬁxts:ergaﬁ: zat,;;pns; trrg,i‘l ’N

S e, Dec]aratinn Qf thg R1ghts of Ménﬁa]]y Rétarded Pérsb&s, an;i&héé& fncra] ﬁ?

Y

.

I 3

g E ‘.
AMD statement on”nfghts bf:mq§%€11y rﬁﬁﬁrded uensons Lk o 3 N,:,

a. - “
s
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085 Fusco, F *Consumer as advgcgte:.  Personal perspective InJ L. Paul,

b

LI N .

“
P

-

A
the frustrations of being handicagped are rev1ewed a]ong w1th a tastimonia] h
= ’ ¢ < 7 ! d
on how they were overcomeg ‘Qut of this experience, 1t is- asserted that gy
- o o = Ed
’ tadvocacy requires knowiedge, pianning, and coufage and that compromise @nd'?gﬁﬁi ,@
B 1ndecis:on can be extreme1Y/harmfu] to the cause Ta b : '.ﬁ; 7 ,af‘ y
T . TR Y 2 U o
. . . ‘6 N .. 3 ‘ . . M F Q‘ o
- 086 Gaihs, A, & Susmari, K.+M. Abroad in the Jand: -:Lega'l strategi.es th v o
" effectuate the rights of the piaysman d‘ibsab]ed ”sGeQrgetown 2 al - e T
.. Journa] k1973, &ik‘1501 1§ 3 et - .2 '
L - ';~‘ » fib LI 'b.,\. .)?a . ‘5 w Q bgﬁ \; . ;L“:a'
Suggests ]egai strategies*whicpccan be dewe]ope¢ u51n§,§ristihg {‘Fi; IS
— ER TR L. *
,‘ theories ML unexpioweg.Mays,whereby_the handicapped ﬁnd fﬁéir advpcates e &; , e T
k4 (7 &. v . yb 4 DA
. canﬁqfsert the right- to‘ead%i %@Faﬁmeht Focuses on thé areas of, edu@ation, ﬁ@
R ., n .f' ¢ <,
vﬁ ) ai access an& empioymgﬁt-arf& consxders ‘how court opimbqﬁ the Civﬂ’ N “% i
.qo “éis a9 ' .‘";
Ri ts Act of ]964 the thirteenth amendment and the subsequent %ivii o ’
& é 1, Lo
Rights Act of 1966 cah be interpreted as foundathons ior constructing ar u- , "

[

i
-

“

.(;e’

R..Wiegerink, & G. -R. ‘Néufeld (Eds.), Advocacy: * A role for DD counc1is. o b

- Chapei Hill, North Carolina: Deveiopmentai Disabiiities Technical

L Assxstance System, 1975, pp. 31- 35 , - P

‘e

.
"

Presents the v1ews of a hand1capped 1ndrv1duai ag they re]ate to himseif

Ce

3 and advocacy W1th1n the context of” a persona] history of disabiiity, 1t is

4 é

asserted that experﬂencing an 1mpa1rment cah’ bEvUSEd t\\help others as an

N

advoeate Educatioﬁ about the disabiéﬂ requires motivation, §ehsit1v1ty,

and 1nte]iigence Tn-order that SUch»persons can truPy be heTﬁed but o

one can fui]y understand the probiems unless he has ]1ved them Some of .

ments asserting the prohibition qf discrimination against’ tbn/handicapped

.

c e S " 085086 "
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A

For examp]e the'th1rteenth amendment was drafted to erad1cate the 1nherent
injystice of ma1nta1n1ng a c]ass of people in an 1nfer1or pos1t1on and in
its spirit can be generalized from.blacks to the handicapped. The purpose

- . - H
of thg amendment was to secure universal freedom, even.though .its framer

-

comprehend d no other discrimination of the handicapped in private employ-
ment could be basbd on the th1rteenth amgndment Carefu] se]ect1on of strong~
cases in wh1ch the den1ed r1ght i¢' extreme}y 1mportant may achieve some

g success for hand1capped persons through the courts - However, the 1nc]us1on

of the handjcapped among those protected by the Civil Rights Act\of 1964 is
\\ B - L4

) the most desirab]e solution at the federal levél: This wou1d give hand1-

capped people access to the Act's comp]a1nt mechan1sms.‘ ot
! . , ..

-

Gartner, A. Consumers as deliverers of service. Socjal Work, 1971,
- 16,(4), 28-32. ' '

~

Positive efforts to meet demands for social services tend to increase

X
the demand. Such demand’s may be interpreted as a pos1t1ve resu]t Wereas
some agenc1es adopt strategies that reduce demand, others fo]]ow practices

yh1ch respond pos1t1ve1y'to needs. Many of these positive practices involve

particapafdon of ‘consumers. In fact, in order to meet growingdemands,

-

agencies must make effective use of indigenous manpower and allow service
recipients also to provide services. Various examples are présented.of. how ".
this can be done. One eft7ct of such efforts is that the consumer will

become mote’ know]edgeab]e about his’or her own serv1ces and be able to act

- -

more effectively in the consumer role.
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088_“Gett1"ngs R. M. .The implications of recent 11t1gat1on involving the

x§ghts of the mentally retarded. 'In The rights of the mentally
handicapped. A conference héld in San tranc¥sco, California, June

-16, , sponsored by U.S. Department of Hea]th Educat1on and
we]fare Regions- IX and X, pp. 19-24.

\ . '
Presented are the implications ef present court suits invo]ving the

rights of the menta]]y retarded and what they mean to persons who have
program respons1b11atqes at the state level. The su1ts are grouped 1nto ’
three types: (1) the right of treatment; (2) right to education; and (3)‘
freedom from invo]untary servitude. Six 1mp]1cat1ons ;esu]t1ng from recent
litigation fa]]1ng within these three categor1es are briefly d1scussed
These”include: (1) Parents and other consumers of services are displaying

a new sense of m1]1tancy toward the substandard cond1t1ons which cont1nue‘-

r~ . *

to exist in the state residential fac1]1t1es and public schoo] c]assroom

a11ke, (2) Char1ty is no longer good enough for the menta]]y retarded. The

" retarded have certa1n r1ghts as citizens and Shou]d receive the beneffts

attendent to- those rights as a basic const1tut1ona1 entitl ement; (3)'Many

of the pr1nc1p]es that were enunciated’ in the great civil rights decision§

- of the 1950's and 1960's have applicability to other minority groups includ-

—_- .
ing the handicapped; (4) Federal courts are showing a great deal more wil-

lingness to delve intb areas which previously were considered strictly -

administrative domain; (5) Failure of profess1ona]s to find mean1ngfu1 so]u- l

. tions to the problems of‘many retarded 1nd1v1dua]s has created-an atmosphere‘

1

of doubt and suspicion among consumers and society in general; (6) The courts

are redirecting our attention to the riqpts ahd. prerogative of the individual
N - ¥ .
and what he derives from our service programs. This focus on the entitle-

" ments of the ¥ndividual is proposed to be a-healthy counterbalance to the

view of many budget officials, legislators, and programmers who prefer to

’




089-090 . ,
A ‘/

consider fhings in terms Qf service. groupings rather than the individual

*

per se. Finally, the author discusses some of the admini$trative pyoblgms "

surrounding the impiementation of the recent court decisions.
. ‘ b

. - . / . .
089 Galdsmith, B. J. Coalitions of disabled citizens: .Basic organization
and structure. Boston, Mass.: Tufts-New England Medical Center,

Medical Rehabititation Research and Training Center, 1979.

.

. .Aufhor COnteﬁds that unless careful consideration gf intermal organ-
izing and external pian ing for action take place, coalitions for'thg
handicapped will rise and fall. The purpose of this manua) is to discuss
issues pert1nent to the development and lifespan of coalitions for the

. : \ -
' hand1capped qu c04%1der elements 1nvo1ved in operat1ng a coalition. Brief
overviews of 17 existing state coalitions, (19 _consumer controlled and 5
< - o . .
* professional controlled} are provided based on a survey conducted by the

+ =t

Research and Training Center at Tgfts-ﬁew Eng]and Medical Center. Contact

,’ ) :persong, addfesseg, and te]eéhone numbers for each.coalition are provided.
K—]engfhy instructional discussioﬁ-on stna%egfés for bui]d{ng toward 5

. successful coa11t1on with ex1sting coa11t1ons to refer to, make this
.manua1 very useful to those p]ann1ng to deve]op a coa11t1on or provide

training in the area. Recommendations’ from the author who has been ex-

¢, *

tensively 1nvo]védain coaiiéﬁon building with‘handicapped persons. is

provided. ; a
090 Goodkin, H. F. A guide to community &ction for the handicapped. Chicago:
Access Chicago, RehabiTitation Institute of Chicago, n.d.
. ~ Discusses the Access Chicagb 5roject, sponsored ﬁy the Rehabilitation

[§

\\ " Institute of Chicagq,%the objective of which is to remove the architectural

. ¢
\ . and trapspor@ation barriers that confront mobility-limited persons. A history

.
™ . ~ -




-
.
"

of the program is outlined a]ong with a description of its initial confer& ’

.ence. The conference purpG@es of deve]oping an awareness of barriers pro-
N

, b]ems, p]anning action, and exp]oring remedies cu]minated in a list of

v
.« s

reso]utions upon swhich subsequent actiVities were based These ongoing

]

operations primarily involved public awareness endéayors, c{nsultation with
" B . ),.- .
businessﬁand,governqent bodies., and monitoring. Various methods and mechan-

. .,
iSms for imp]ementvhg such programs are suggested includinq conferences,
4

advisory counciis, organizations, gu1de boqks, 1egis1ative surveys,,deveiop-
ment and passage of architecturai barriers 1egis1ation and transportation

po]icies, legal action, public’ re]ations and fund rais1ng ‘~Appended to .,

)

this handbook are 1istings of federa] barriers 1egisiation and respurce
persons and organizations as weld as a samp]e of the project's news]etter,

bui]ding survey forms, an i]]ustration of a guidebook format, and model

.
"o \

-'1egis1ation and bui]ding standards. . L 4
' 4 ' ' . o \4 . - :—.

Graf, G. T. Outreach in urban areas. 1In C. Cherington & G. DyBWad (Eds.),
+ New neighbors: The retarded citizen in quest of a home. Washington,
D.C.: ‘President 3 Coﬁmittee on Mental Retardation, 1374, pp. 1434159”

3 hd

. Issues relating to poor, inner-city retarded persons are explored,
oy ' . . e ) ‘Y . ¢
and the need for adequate comprehensive supportive services is stressed.

Within this framework, advocacy outreach serVices, as exemplified by pro-" . °

Jects STAR and,RESCUE, are discuesed inlsome detaii It is suggested that

such programs should be independent of public agehcies and that staf?ing

e

arrangements which incorporate indigenous workers are of crucia1 impor-

[}

tance to a proaect S success. Necessary c?mponents of an advocacy outreach

'

service include the fo]]owing° (1) case’finding, (2) referra]“ (3)° parent
training, (4) supportive counse]ing, (5) interagency cooperation (G)ytara :

#

“get area-community education (7) supportive advocates (B[Xbackup grotp

~

100

Y




advocacy support; (9) consumer input; and (10) law enforcement involvement.

It if/recommehded thatlthe\nation shou]d commit itself to eliminating {S: :

tardation- caused by poverty and to meet1ng thé needs of those aff11cte d\with
\

retardat1on. In order to ach1eve these goa]s, it is furthermore suggested

that al1l advocacy agencies for the menta]]y retarded must coordinate and un1fy

the1r efforts .
R \ . ,

Greenberg, . The devil has s]1ppery shoes A b1ased biography of the :
« Child DeveTopment Group of7M1ss1ss1pp1 London: The Macm111an
. Company, 1969, .

[

+Documents 4n great deta11 the h1story of one bf thé .0ffice of Economic

14
L

0pportun1ty s Head Start projects funded under the title of Chiid Deve]op—

L]
ment Group ‘of M1ss1ss1pp1 This program was 1n1t1a11y'conce1ved and ad-

m1n1stered by a few wh1te profess1ona1s, but’ 1t was based upon the rad1ca1
1dea that, not only shou]d educational opportun1t1es be .made available to

‘poor black children, but also the schools shou1d be'run by the people theg-

/
{

S
selves. With a considerable degree of success, poor black citizens were ..
mobilized 'ovtake charge of their own community endeavorsi but much hostility ;

was encountered from ‘racist wh1tes, 1oca1 off1c1a1\} and the federal govern-
L ]

‘ment This account was written by a person who was 1nvo1ved in the proJect

from its beg1nn1ng, and 1t illustrates the strugg]es and reactions of a
' /7

| variety of its! participants and Eh:g:omm1tment of ch11d advocates in the
\
"{t m1dst of formidable opposition. .demonst}%ted are some of the gains °*

»

accomp1ished by thfs program,
, .
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- 093 Gr1ksche1t,\G M. & Granzin, K. L. -Who are the csnsurmer1sts7 Journa]
. . of Bus1ness Research, 197;~ 3017, 1-12. . .
‘ c . o
“Kttempts to d1scern the re]at1onshﬂp between consumer‘s‘genera1

r

\

or1entatxon Jn soc1ety to his or her pos1t1on on 1ssues in consumer1sm
Invest1gates the prob]em of 1dent1fy1ng key character1st1cs of groups of

'peop1e holding different wiews on consumer1sm Three type$ of genera] .

measures are used to determ1ne the re]at1onsh1p of soc1a1 factors and )
attitudes toward cdnsumer1sm: ¢1) satisfaction w1th one' s so¢1a] and
. , \

economic environment; (2) trustfulness of others;‘and ¢3) the extent of
1 1 . . " .
one!s reliance on business and/or government to protect the individual
.o A '
consumér -Based on_a cluster samp]1ng scheme and-random se]ect1on 295

.

persons responded toa s1x-page quest1onna1re containing 1tems based on the
_var1ab1es hypothes1zed above as_well as demégraph1c var1ab1es. To prov1de
‘e - a basis for distinguishing among various v1ewpo1nfs on consumer1sm, respond-

ents were characterized on-the basis of their simiTarity and difference of
e \ '

. . - \
op1n1on on consumerism top1cs Six variables were identified as typica1

~

.o ref]ect1ons of discontent of the consumer movement ggd proposed remed1es,
S-_-..

i.e., culpab111ty of bus1ness f1rms, need for more consumer prgtect1on

»

need ffr protectTZe legislation, need\for organ1zﬁng corisumers, need for

consumer education, and appreciat1on of consumer spokesman. ‘C]usterhana]-‘
ysis was ysed to simujtaneous]y consider these variables and assign indivi--

duals to four hom;geneous groups’. Mu]tip]e discriminant\ana1ysis was used

LN

- to test the nu]] ypothesis of no d1fference amonq the fous groups. Stdres

of.the six-variables areereported,for the four groups, A, 8, C, "and D‘ and

- .. summarized to depict their mpmberships.' They are tit]gd as fo]]ows Group'

R A--genera] consumerists Group B--se]ect1ve consumerists Group C--organized -

2
. . -
\ S
s . LS

g ‘ . - , . M ‘
\\\ . .- L .. l R . . . .’ . .
- T v, ' ~ g : : . L \
| ‘ - 102 . : .
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e consumerists; Group Biforgani;ed consumerism rejectors. These four faces -
of consumerism'suggest the many different sets of attitudes held by consumérs
once “again disprov1ng the myth of consumers as a monolithic constituency A

épnsumer s integration or contrawise alienation froni his or her. soc1ety effec
' 2

2 his or her attitude toward the’ marketing system.- To remedy consumer dis-
) : ’ '

. . « P .
contents, bus1ness and governmentai lead®rs myst view consumer problems in

their broader soc1eta1 context to develop a base for de51gning\preventative
N 7 ’ /\ . i ‘
and corrective programs. X ) / f Yo '
. o .

094 Grosser, C. F. New directions in community orgamzatiori From enab]ing
to advocacy.” New York: Praeder Publishers, 1973.

-~

Political 4nd socia] deve]opments during the 1950s and,]QGOs have pro-
found'impiicatiops for community organizers-and p]ann\rsc Impacting upon'
-them are both pre§§ures to'invo]ve consumers‘of soc1a] we]fare services 1n1
programs which 1nf1uence their lives and resistance/to meaningfui oitizen ;
par}”c1pation from the po]iticaT and professiona] arenas Examined in -

' detail are the efforts o£.the soc1aﬁ work and community organization pro-

- fefssions to adapt themselves to this vo]a;}le social c]imate and the pro-

‘$\\ the deve]opment of we]fare systems and community orqanization changes

b]ems and issues with which they have to trugg]e within this context

the following toptcs are diSCussed the social factors which influence - -

L3

:(c which ‘occlrin public and vo]untary settings both in terms of new]y created'/

opportunities and of modifications ‘of traditionai institutions( the effects

~ .,

and uses bf these changes; and ]ong—term results and potentia] ‘of the- A
dynamics which"?e in" operationv. Demonstrated is the evoTving cohcern of )

. organizer-p]anners for remedying socia] i11s and cohsequent]y, their
/‘ Te
. shifted focus awdy from individua] prob]ems andﬁ;dward advocacy, the pur-
human suffering, ~ :
' . .< ‘ Tz '
- " . S ) 103/‘ - t-\”'a oL )

. s . . - I <.,
\ - ‘ ¢ N ° “ma
; £

.

pose of which is to correct the social causes o

?

is
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095 Guskin, A. E., & Ross, R. Advocacy and democracy .The 1ong v1evv
Amer1can Journa] of Owthopsych1atry, 1971, 41(1) 43-57.

v V. -

Overv1ews broad socja] trends and’fhe deve]opment of the advocate

“~

‘

. rplanner role. It is notéd that, in recent years, the ex1stence of

H}

po]1t1ca] p]ura]1sm has been limited to only certain segments of the popu-
ation and that; to a great extent it has been replaced by’ soc1a]Jeng1neer- .
ing. Within th1s framework, the advocate p]aJﬁer seeks to perfect p]ura]-
ism by:* fac111tat1ng the 7nc]us1on of otherwise unrepresented groups in the o
‘ po11t1ca] process and tqurov1de the techn1ca1 expert1se needed for effec-
-, tive competition. The advocate planner has emerged wath the interest in
communi ty control.of its own de .ny and is a professﬁona1 advisor to and
‘spokesperson for low income groups in the 1nner:c1ty. ’H1s/her goal is to
- improve the quality of community and.indivjdua] life, and his/her functions
S pnc]ude the. fo]]ow1ng (1) using po]itica] and'technica] advocacv to

-

prevent abuses and 1nequ}tab1e change (2) app1y1ng professional sk11]s in

, creat1ng a1ternat1ves and’ Qppos1ng unrespons1ve plans; (3) organizing .

articulate commun1ty greups, (4) acting as a ]1a1son person bitween client

) groups(and city p]anners/decis1on makers, and (5) co]]ect1ng data to support
positions. A major prob]em confronting such advocates 19 the estab]1shment
of trust by the.c]1ent group. Advocates can be characterized by belief in
participat;on of thé poor and the necessity;o? short-range payoffs,
distrust- of established decjsion—mak1ng bureauc:ac?ESi\and a conv1ctjon/ o

,) that p]ann1ng and poelitics cannot be separ ted. The eff1c cy of their ro]e (1

is lynited,,not on]y by social cond1t1ons in genera], but also the facts '
- . that pp]icy is made at the.nat%ona1 ]eve]'andcthat community resources\gre

extreffiely 1imi ted. Fina]jy, it is sugg%sted that for maximum effectiveness, i_

3 i —\
//, vocate planners shoiild oﬁganize themse]ves 1nto.a national movement.

. "x '1/ ' ‘8 M\ ~‘ s ’ T
ERIC - ° ", - 2104 .
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096 &N1nner R, JF., Browh, S. W., Hagan, A. J., Ostrom, L. L., Rowe, K. L.,
Sch]acter J. L., Schmidt, A. H., & Shroek, D. L. Consumer1sm.
. InR. F. Gwinner et al. (Eds ), Marketing: ' An environmental perspect1ve.
New York: West Pub11sh1ng Company, 1977, Pp- 497-527..

Briefly traces the history of the ponsumer,moyemént intbusiness, and

» . ¢ . \ .
defines it as "a forte within the macro environment designed to aid and pro-

»

tegt the consumer by exerting moral, economic, and po]iticé]-]ega] pressures

on busipess." The fo]]owin§ goals of consumerism are'dﬁscussed:_ (1) the

buyer needs help in coping with the comp]exitiés of the marketp]ace; (2)~con-

a

sumers need protection from fraud and decept1on, (3) consumers need competent
v \

representat1on in government (4) consumers want strengthened compet1t1on in

business; (5) consumers want government assurance of safe products; (6) prab-
~lems of 1ow-1ncome consumers should be conS1dered and (7) business should

be know]edgeab1e about the needs of consumers. . Specific ‘consumer complaints.

+ 4

are listed, and leaders in the movement are described. President Kennedx's

.

statement on rights of consumers is presented: Some qritieisms'of consumerism

are that it is destroying the free enterprise system, it underestimates buyer
) .

sophistication, the approach is negative rather than constructive, and inade-
quate competence and aecodntability of consumerists. Special prob]ems*of

the low-1income consumer are reviewed, with focus being given to metropolitan-

area dwellers, the elderly, rurai'dwe11ers, Américan‘Indians, and the Spanish
spéaking. Since consumers must be knowledgeable in order to make business

more responsive, a prescriptive framework for developing effective consumer
education programs 15 presented. '/ L S )

\
J
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¢

Haggerty, D.-E. Def1n1t1ona] aspects of advocacy and protective services,
In G. J. Bensberg & C.Rude- (Eds.), Advocacy systems for the develgp- -

't . mentally disabled. Lubbock, Texas: ~Texas Tech.University, Reseafﬁ

and Train¥ng Center in Menta] Retardation, 1976, pp. 43-50.

-~
.

" Perceives the term."advocate" as synonymous with T]awyer", and defines

-

advocacy as to "activé1y support a cause--to plead on another s behalf."

Some 1ega1 processes wh1ch do not ‘fall under the category of advocacy are

noted, and aspects of the historical deve]opment of "advocacy for the 3&33 ~
A -

~——

deve]opmentalf//o1sab}ed are overviewed. Within th1s framework, it is
T.

pointed out that the parent volunteer mevement which began in ]95Q did not -
. ‘ .

embrace trye legal advocacy. *This only began [acer with thg Peﬁnsy]vania

right to education case which was-the first class action suit of its kind.

The background of this case is rev1ewed, and .the recogn1t1on by national -
assoc1at1ons of the, possibilities 1nherent in 11t1gat1on is d1scussed \t

‘1s caut1oned that, a]thouqh lawsuits have become prevalent in this area and. -
_courts have demdnstrated a willingness to protect éhe rights of persons :
.unab]e to care for themselves, ]ega] advocates.must carefully define.their

terms before proceed1ng 1n'court. Among.the issues which must be addressed

are: 'whose rights are oeing-represented; what "oua1ity of 1ifeﬂ is be}ng

v ' .

. 3
advocated; and who can best serve as advochtes.

- * . ., . A}

Haggerty, D. E. Legal advocacy. Amicus, 1976, 1(4), 11-13.

Points outqthat Tegal advbcacy on behalf of the deve]opﬁénta]]y dié_

abled"has made‘a significant impact.beginning withsthe PénnsyfVanié Associ- |

ation .for Retarded Children V. Pennsy]vania case in 1970. This 1{tigation
Ny .

was a class action sqi}*to establish a right to education for retarded

v - B -

¢

youﬁgsters, and it resulted in educational oppartunities as well aS‘]ega1
. -~

precedent. Fo]‘owihg the success of this case, similar ones beamame very

.

Pr)

' s . .. . ’ §
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{

numerous and the legal approach has gained significant momentum.- However,

1t is caut1oned that legal advocacy has limitations and that it shou]d only

’

be used\as a last resort. In"order to ach1eve a desirabie disposition,.

-, issues must be properJy presented to a court, But before this can be done,. <

.
~ S

legal advocates must cpncern,themse]ves with defining terms relevant to
. ' . ' _
their cause.. .That s, they should be very clear and precise in regard’ to

~ their conceptions of such areas as proper treatment,’rights toiQe\protetted,
and quaf%ty of life before submitting cases re]ated to these to the court.

B It 1€ furthermore suggested that advocates must take care that they truly

represent the interests of their const1tuents and it is strong]y asserted

LU
" that service prgxiders cannot play this role.

oy

099 Hangen B., NorSman, A., & Bier, D. Life, liberty, and the pursuit

1 . of happiness: A self advocacy curriculum. Madison, Wisconsin:
Wisconsin Coalition for Advocacy and the Wisconsin Assoc1at1on fors’
Retarded Citizens, 1%77 ' . B

A curriculum developed by the wisconsin Association for Retarded
‘Citizens and the yisconsin Coalition for Advocacy. Designed to help pres
pare'deve]opmenta]]y djsabred persons for more effective se]f-spokesmanship.
Specifically, this 12 session self-advocacy course, which can be imple- ’

mented within a 12-week per1od with one two-hour session per week, is

1ntended to 1ntroduce deve]opmenta]]y disabled persons to basic concepts

of 1nd1v1dua1 d1fferences independence, human/civil r1ghts and respons1-

e bi]ities 1aws and-thé ¢l aw-making process and self-advocacy. The authors
- . Ve \
) .note that these materia]s are intended to lay the foundation for more de-

- .~ ¢

Ve
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. 100 liammer P. Advocat1ng for resources. 1In J. L. Paul, R. W1eger1nk & ° S
G. R. Nbufeld (Eds.), Advocacy: A role for DD councils. Chapel Hill,
North Carolina: Deyelopmental D1sab111t1es Techn1c‘1‘ﬁss1stance S}stem,

1975, pp. 85-119. - . ) . J/

Asserts that two strategies are being utilized within the developmental.
disabilities movement to modify the competitive system of distributing re-

sources: direct accessing of people, information, and goods; and’ advocacy'-
W -
Both of these approaches involve mon1tor1ng, 1nte%zen1ng, and 1nf1uencang

the "decision points of public .resource distributibn. That is, in order
hg . ' » .

B

to effectﬁve]y assure benefits to disabled persons, existfng patterns of

g
public funding must be understood and-used Within this context, past and

-

future trends in resource a]]ocat1on are traced, 1nc1ud1ng consideration of
soc1a1 programs of the 19605, categorical grants, consumer part1c1pat1on,
ne Federa11sm, revenue shar1ng and the Supplemen Fal Secur1ty Income program. . .«

In regard to the 1atter,,1t 1s,suggested-that‘developmental disabi]i;ies

e counc§l's can help the disabled app]icant'by means of providing .training for

involved service de]ivery personnel monﬁtoring the implementation .of this |

4

program, and onEr1ng 1nformat1on and advocaCy services to,individuals

need1ng assistance. Appended is a set .of tra1n1ng materials simulating the -

e

‘prob]ems of a disabled person applying for Supplemental Security Income

benefits. --i . . . . .
101 Hanldn, A, Public welfare, civil rights, and-human rights. §Ublic )

kel fare, 1968, 27(1), 36- 39

3 «

Assumes that the role of pub11c welfare is to he]p soc1ety survive  _ .

with 1ts pr1nc1p1es 1ntact It is further asserted that we can master

our nat1on S fate and work. for a society in which everyone. takes part in

the good 11fe In regard to public welfare workers, it is stated that

. B .
> - i N, ] , . . . 1

10%.
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L ‘ .
they must acquire a dual perspective'of their work which includes an under-

standing of the program and of the rec1p1ent s v1ews The latter «involves
both recogn1t1on of r ‘£C1p18nt resentment and host111ty and also the skills
w1th‘wh1ch to deal with at constructively. ’51511c we]fare must establish
new work1ng re]at1onsh1ps with many sectors of soc1ety with the hgghest
priority, given to encounters with the poor. It is necessary that these -
encounters Show hespect for @heir huﬁaniiy, affirm their dignity, apd N
demonstrate.a.humanazation of the.day-to-day administration of public

welfare. | K ) N o

~
~

_Hanna, J. Advisor's role in se]f—advocacy groups. American Rehabilitation,
- 1978, 4(2) 31-32. ) ;

< .. -Discusses a People First organ1zat1on in Kansas, the purpose of which

s

£ .
is to alTow deve]opmenta]]y d1sab]ed people the opportun1ty to make thejr
L %

own dec1§1oq§, It is suggested that the major role of an advisor to such
a group is to help menbers déve]ob the skills and confidence for making 5
aeeisions. He or she should also He1p develpp‘a1ternatives.' Advisors must’
accept the philosophy of People First and‘avoiﬁ labeling and stereotypic
¢
_— ~ .
Judgments. [They should “agsume members gan do things until they prove other-
wise, and find(tﬁe fine line etweeﬁ'he?ping enough but not too much.
Hansen, R. F. United Cefebra] ﬁa]sy Associations of San Mateo and Santa
Clara Countigs Child Advocacy Project: Seven reports Qn component
processes. Palo A1t9, Calitorniar UCPA of San Mateo/Santa Clara
Counties, 1975. . o X . 7

Describes a child advocacy project, the goal of which was to increase .

participation of parents of deve]opmenta]]y d1sab1ed ch11dren in po]1cy and
p1ann1ng deejsions affecting county-level services. The following seven

reports are presented: (1) protess of assessing the communit%senvfronment,

) i§
Ak

[y

i - | T §‘ A ‘»
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which describes early orientation activities and decisions; (2) process of
. ' - . ¢ -
“data collection and use, which discusses tactics and hurdle$ to be overcome

B R
as well as charts, maps, and tables made, publication of a consumer re-

- ference pamphlet, available social planning data, and use of information in

developing formal and informal proposa]s, (3), process of expanding the role
of case advocates which 11]ustrates the limitations of case advocacy dfone

and rolés of both:internal and externa] advocates; (4) process of building
A\

a network of support, which defines various types of support aroups and roles
of both consumers and professionals; (5) how tne agency changed, which
reviews organizational change thepry and modifications within the nost

_agency resulting from the advocacy project; (6) how the arenas fonaadvocacy '

were found or constructed which overviews the theory of advocacy as func- :
tioning within an adversar1a1 setting and activities taking place in various

forums; and (7) how specific progfams.were developed, which points out the .
. : . . N '
difference between consumer advocacy and developing new services as well as

some aoproaches to fulfilling identified needs.

Hansen, R. F. Alternatives in lay advocacy. In L.-D. Baucom & G. J. e
Bensberg (Eds.), Advocacy systems for persons wi‘th developmental disa-
bilities: Context, components, and resources. Lubbock, Texas: Texas
Tech University, Research and Training Center in Mental Retardation,
1977, pp. 127-130.

Identifies four types of lay advocacy: (1) citizen advocacy; (2) advgglr
cacy by parents of disabled small children; (3) advocacy by disabled adu]ts:
and ado]escents; and (4) advocacy by parents of disab]ed adults and adoles-
cents. The last three’types are considered to be consumer advocacy. Advo-
cates perform a variety of functions inc]uding coensumer and.citizen advocacy.

Advocacy takes place within an adversariai system Ten critical elements of

' this adversarial system are identified .'
&

110
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105 Harmon,” J CJ, Jr. Who speaks for the hand1capped7 American Rehabiiita-
tion 1976, 1(5), 19-23. )

Discusses the legislative process reiating to rights and services for-
disabled citizens and the role of citizen advocates in this process. The

8

history of federal involvement in rehabiiitation services is traced starting
with 1egis1atd?n to provide assistance to handicapped veterans in 1918,

e continuing_ through the Federal Rehabilitation Law in 1920, 'the Barden-

h LaFollette Act of 1943 the Vocational Rehabiiitation Amendments of 1954 and
1965, and culminating in the 1973 Rehab111tat10n Act Particularly noted )
is.the part played by profeSS1ona1 assoc1at19ns, professional leaders, private
individuals and grpups,\and eonsumers of seréices‘ﬁn infTuencing the enact-
ment‘of,these laws. Of. special significance is the necessity foh-advocates-
to moni tor the appropriations‘function as well as the authorization one and
to speak to 1egis1ative priorities to assure that the ;mora{‘and pragmatic‘
expectations of—society'i are met. In addition to impacting upon .the legis- '
iative process, it is aiso important that advocates impact upon the adminis- -
tration. of 1aws, congressional oversight hearings and state and, Tocal |

noies It is concluded that the'quaiity'of 1egis1ation depends upon f631

citizen participation but’that the greatest responsibility. fQr speaking on
behalf of the handicapped lies with the handicapped themselves and with

those who work with them.

106 Heath, D. L. People First develdps group-identity, tndependence,
- D. D. Polestar, 1979, 1(5), 3-4. (Welfare.Research, Inc., New York)

Briefly describes the phiiosophy and goals of the People First organi-
. . ¥
zation in the Northwést, i.e., Oregon, Washington, and California. People

First strives to help MR/DD persons to develop into role models ‘and ieaders

. h '\%"
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‘ ‘ . N
- Fall of 1974 -with 560 handicapped people.attending. Since that time,

. _ o7

to others who share their hand1capp1ng cond1t1ons The major goal of the
*organization is ‘to help its menbers learn to speak for themselves and make

decisions about their own 1ives. A focal:point of #eoQ1e~First is small

group'meetings.where persons with héndicaps‘learn to ta]E and listen to one

another and nhh\qeefigg}x These experiences . represent the vehicle through

which handicapped people move through "the précess” of learning to become

" their own people--their own group The ‘n1e of the "helper" in Peop]e First

is discussed. Helpers are nonhandicapped ‘people who guide and facilitate

but do ngt lead or direct "the process."

*

Heath, D. L., Schaaf, V., & Talkington, L. W. Peop]e First: Evolu- - -
tion toward se]f—advocacy Def1c1ence Mentale/Mental Retardat1on
1978, 28(2), 1-6. ) . >

Traces the origin and deve]opment of Peop]e First conventions in -

Oregon. * Two staff and three res1dents of a state fac111ty in Oregon :

attended a meefin@'in British Columbia in 1974 billed as the "First ’
Convention for Menta]]y Handicapped 1n North America." Oregon part:c1x

pants. Feturned home to p1an a similar convent}on w1thin four months, ~

aaggre planning group was started. In the fifth month Peop]e F1rst was

[

.st3nted as a formal organization, and execdtive officers were e]ected.

The first People First convemtion was officially called to-order in the
‘ t

conventions have béecome andannual event. Article briefly -describes the
role of the "helper" in the conventions. Personal accounts by handicapped
participants regarding their experiences-and perspectives of the confer-

e

ehce are included.

R 1 1 S
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108 Helsel, Putting it t‘oge'ther in Ohio: Parameters, definitions, and
a1ternat1ves for protective services. In C. K. Sigelman (Ed.),
Protective, services and citizen advocacy. Lubbock, Texas: Texas Tech

. _University, Resear¢h and Trgining Center in Mental Retardation,
N\ 1974 pp. 23-32.

Recogn1zes that many d1sab1ed people need help as they attempt community
11v1ng, and protedt1ve services, which. 1nc1ude both legal and soc1a1 assis—~
tance are 1ntended to aid c11ents in manag1ng themse]ves and their affairs.

JPrqtect1ve service systems, such as the}one in 0h1o, are 1nterna1 advocacy
programs operating within the framework of_state government. Mechan1sms_
. deve1oped'gy variousastates for protecting the human’and civil rights of
handicapped persons are brief]y descriped, and the evolution of the Ohic
, ~ Protective Senv%ce System is traced in some detail. This agency was estab- ’g

Tished by ﬁaw in 1972 and designed so as to‘keep its monitor1ng, program

auditing, and advodat1nq functions independent of service de11very The meaﬁs

>
., [

by which individuals enter this system are discuésed, and, the responsibi1ities
) ‘ .
. of protective service workersfare outlined. Included in the overall scheme

is a ro]e for persons 1ndependent‘pf that system Private citizens funct1on
N

as both mopitors of the protective service system and as volunteer pe ona1

advocates. As the thrust\toward deinst1tut1ona1izat1on gains mom tum >
»

means must be provided whereby appropr1ate«entit1ements and opportun1ties,
: - &

-

are guaranteed to disab]ed people. The,0h§o system is one-attempt toward

) achmeving this goal. oo .o
. ¢ -
109 Hermann, R. 0. Consumerism: Its goa%s, organization and’ future Journal-
of Marketing,.1970, 34, 55-60. . B

The consumer movement of the 1960 s is examined and‘compar1sons are .
made with the consumer movements oF the early 1900's and 1930's. Author

notes that a common factor under]ying the three eras wag tqgt they occurred
. _ % ’7”/ 4

» . K4
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in periods in which consumer prices meant declining real incomes for a ;jdﬁ

nificant portion of the population. However, he notes that while frustra-

tions "affecting many people are a necessary prefequisite for the evo)vement

of a large movement, the existence of frustations does not autOmaticallx

[

result in a movement. He proposes that for a movément to grow, there must

be both{ (1) a vision'of a better state of affairs and a beligF that it
can-be attained} and (2) @e emergence of leadership and the development of

_organizations for»attaining the goals of the movement. As for the goals

of the consumer movement, the author contends there is a lack of overall .

philosophy and program, of action. Rather, consumerism is "a cong1omeration

of separate groups, each with its own particular concerns, which sometimes

p

form temporary alliances on particu]er issues." In predicting the course

of consumerism, the author notes that, "The h1story of the consumer move-

ment sqggests‘that‘the—present—eratoftunrest will cont1nue due to the

pressure of further inflationary price increases and rising taxes on con-
- \ . — - .

sumers' purchasing power. The consumer movement dlso will be aided by the

1ncreas1ng use of cqnéumer issues by po11tic1ans seeking voter support.”
F1naﬂ]y, the ever increasing number of organ1zat1ons 1n the consumer move-

¢

ment will increase the 1ike11hood that consumer unrest will persist How-
. ever, ‘he pred1cts that consumer <issyes will continue to be se]ected~by

h15torica1 accident.

o /‘ﬁ)g '

[
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110 Herr, S. Advocacy under the'Developmental Bisabilities Act: Summary
of a discussion paper on impTications of Section Y13, P.L. 94-103.

. R Washington, »C.: U.S. Department of Hea1th Edﬁcat1on and Welfare,
) 0ffice,of Human Development, Deve]opmenta] D1sab1]1t1es 0ffice, 1976.

Raidesva number of d1§cuss1on po1nts related to the establishment of

. the advocacy sysfems for the deve]opmenta]]y disabled as mandated by Public
Law 94-103, Section 113. Eseent;a]]y, this legislation requires that
states,have in operation by October 1977, a system to protect and advocate
the rights of -this population which has the autharity to pursue legal,
administrative, and other appropriate remedies and is jndeperdent of any -
agency providing treatment, services, or hab111tat1on t6 the deve]opmenta]]y
disabled. Advocacy Programs presently being operated in M1nnesota Ohio,
.and New Jersey are descr1bed,'and the following issues are ana]yzed: (1)
requdrements of independence; (2)‘right§’to be protected. and advocated; (3),

deoignation 1mp]ement1ng agency, (4) c1ass of pessons tg,be benefitted;

} (5) max1m1zing resources, (6) availability of legal resourcesy c1t1zen

0

advocacy resources, and protect1ve services, (7) 1nterre1at1onsh1p of 1ega1

and c1t1zen advocacy; (8) author1ty to pursue remedies; (9) manner of des1g-

. —~

nation; (10) personne] requirements; and 51]) 1nterface with other recent
! f'1ebisiation. Cr1ter1a for 1mp1ementat1on are summar1zed and ‘it 1s con-

" »
. €luded that useg§hou1d be made.of~exist1ng modeio and that-allhavalJab1e

b
S
Y
Y
’

i resources should be accessed on‘beha1f'of the deve]opmenta11y~disab]ed. g

\ . \ v ‘4 , ”
. , . . b »

~V,\o( v

- .1]1 Holder, 4. D., Pe]osi “d. Wz, dbixon, R. T. A mat'ter of service: How to
ge " . -moni tor agencies that serve children. Durham, North Carolina: Child
o« . 7 " shdvocacy System Project, Learning Institute of North Caro]ina, 1974.

The concept of child advocacy embod1es the resolve to fnsure adequate
- servjces Jm every child. Monitoring of the qua]ity and adequacy of services
is an essént1a1‘component of child advocacy and one wﬁ1ch should be the

15 T
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responsibi]ity of concerned citizens. Présented in detai]‘is a sequence
of steps by-which qroups of persons can monitor. In brief, these procedures .
are: (1) inventorying the current public and private agenc1es actually
serviXg children; (2) selecting from this 1nventory those agencies that ¢

shoul

be monitored; (3) identifying the basic data or indicators which

g

ould be'co]]ected, measured, or observed dyring monitoring; (4) se]ectiné

_the data collecting technique and co]]ecting data on the seiected agencies

.

and/or ciients served af!er step 5 is comp]eted (5) determining the scope

3

(extensiveness and frequency) of monitﬂting, and (6) summarizing and ana1y21ng

L]

the data collected to determine the need for action and using the data as a
basis for advocacy action P0551B[e ways in which the gathered/}nformation

can be used are briefly discussed, apd a ch1]d service agency description . £

form and an account of sampling procedures are”appended. .

» \
'
. . -

Ho]]and T. P. The politics of community actiop.  In'C. Cherington &
\\ G. Dybwad (Eds.), New neighbors: - The retarded citizen in quest of

a home. Washington, D.C.: President™s Committee on Mental Retarda-
tion, 7974, 'pp. 173-181. L. \ RN

- ~ - -

s LR
. ¥, - ‘ X
Asserts that a strong advocacy movement is needed in onder to assure

to mentally retarded persons supportive community services which will enab]e ;

them to live a norma] life. Advocacy genera]]y involves ' p]anned exercise

1 (o

of social and poiitica] 1nf1uence SO as %o enab]e accqss to services, and a .

number of methods must be emp]oyed in effective advocacy. Thege 1nc1ude ' :

- .

(1) documentation of neads and potentiai services; (2) ana]yzing means by

which thg retarded may access serv1ces, (3) inventorying resources for in- v

L}

fluence;.and (4) persuasion. In addition,‘advocates can ifduce change by

offering new advantages to decision makers and by applying undesired influences.

. . f
1 -
N
‘ X
{ : - :
. - .
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X ' thg court for,services may beydrastically reduced; and.agency proceedinys

13

*e

It is also 1mportant that they remain realistic about their® potent1a] for

)

s fac111tat1ng change and that they formu]ate andmonitor_an appropriate course
3,' of act1on. It is concluded that,lused systemat1ca11y, advocacy can result

in needed changes which will support the normalization principle. -~ . .

¢
-

113 Hoshino, G. The public welfare worker: Advocate or adversary? Public
Welfare, 1971, 29(]), 35-41. : . -

Discusses-the we]fare worker's advocacy role as it re]ates to caurt

* - .decisions. In part1cu]ar, the findings 1n the Gau]t v. Ar1zona and »

Q

1Y *
Goldberg v. Ke]]y cases, have thé foltowing 1mp]1cat1ons for, wel fare policy
x
and practice: ch]]dren have constitutional rights related to all -aspects ¢+. °

3

of their caré;-the cdptive population of parents andrchi1dren referred by |

-~

» - ) .
are now'admitted]y adversarial in nature rather than "casework processes."

These cases furthermore’ suggest that the investigative and- serv1ce functions

- - — e
~— ,— v T - L

cannot be performed by the same person. Advocacy 1s proposed as,a basis for

4

/4

' provid1ng we]fare services in terms of the assumpt1on that the seryice must
- be to the c]ient s advantage as seen by "him.. Since advocacy implie an N

adversary, it is freqUent]y 11m1ted as it re]ates to d Jorker S own. agency

4 °

. ’ . and the ]%W-. In order for a.pub112-we]fare-worker-s advocacy ro]e-to be
*e;;ective, .the -follewing. cenditions must be met: (1) a consumer population
knowledgeable abouf its Tights; "(2) an administration that sipports ¢lient _

advocacy even affainst itself; (3) recognition.that public welfare embraces

L3

. both service and adversary e]ements;h(4).separation of investigation from

service; and (5) workers and supervisors who are willing and -able to be

advocates. It is’ conil:ded that the prospects for rea]izing these conditions

.« ’z?e not opt1m1st1§ but ‘that there is some movement toward their achievemeng
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Howe, S. Revigw-of literature: Consumer involvepent in rehabili-
tation 1968-1978. UnpubTished manuscript, Tufts-New EngTand Medical
. Center, Résearch and Train1ng Center January 1978.

Brief1y annotates thirteen references on ‘the topic. - - -
) S ) -
Howe, S., Minch, J., & Fay, F. Consumer fnyo1vement in"the delivery of _
rehabi11tation services. Boston, Mass.?. Tufts-New EngT‘nd’Med1ca1 )
Center Rehab111tatf‘n‘Research and Training Center 1979.

First study undertaken that identifies and 1nve§%1gates various* methods
of consumer 1nvo1vement used by vocatioha1 reh§y111tat1on agencies. Its «

purpose was to- ga1n an overview of ‘the “state—df-the—art" in consumer in- J

-

" volvement by d1scoves1ng how both d1sab1ed eoasumers and state vocational

L2

[y

rehabilitation agency personne1 perce1ve the current pract1ce of consumer

i

1nvolvement. Specifica11y, this researchofbéused on: (1) methods of communi—

cation used between consumers and t ir state vocat1ona1 rehobh1itation

agenc1es, (2) the: extent to which/these methods are emp1oyed nationwide;
‘o \ e,
(3) specific aspects of state agency s operat1on consUmers actua11y parti-

. cipate in; and (4) how well- both consymeys .and state vocatioaa1 {Fhabi11-'

tatfon agencies, are meeting\their respons1b111ties as def1ned in Chapter 25 .\
|
df the,Rehabi]itat1on Services Manua1/’The,research design for the study

consisted of two" comparab1e questionnaires-—one‘for consymer organ1zations N
and-one for state vocatnona1 rehabi1itation agencies These surveys peosed

questions about consumer involvement act1vit1e§ as out1ined in Chapter 25,

-~

The study found that the most common model of invo1ving consumers is through
r
the use. of advisory boards The most repet1tious finding of the survey was

the disparity between agency ‘and consumer requndents on the_extent and

* effectiveness of the consumer invo1vement process. Consumer and agggcy\

[ N

. . )
\." - o e ‘« - /’

respondents differ in their opinion of what and ‘how consumey invo1vement////;§,
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.-, U K z
N - * - ."
activities are taking place. Although 73% of the agencies stated 'that

_ 0 . - »’
they used advisony boards as a method of communication with consumer organ-
izations, only 34% of the consumer respondents stated that they knew that

~

this method was being used. The response rate of consumer organizations
. L4

was low, approximately 12%, while the response rate from state’vocationaJ

rehabi]itation agencies was 95%. The authors speculate that the low re-

sponse rate from consumers may be due to consumer,feeiings of alienation

Bl

from>the system to theeentent that they did not fee] they cou]d participate
in’ the survey. ;he low response rate may also 1nd1cate the lack of organi-
zaidon in consumer groups Tack of staff; or lack of know]edge about con-

sumer invo]veméht programs unso]1c1ted by the survey, but volunteered by

Q‘kmany states is summarizeq;feiiowing the findings. o -
~ « L

S

116 Huber, J. A consumer's need for technical assistante. Consumer Advocacy,
o Apri1_1978s (U. St Départment of Health, Educat and Welfare, Develop-
mental Disabi]itijs Office, Consg_‘r Advocacy Project, Washington D.C.)

Member of the Ind {na DD Council, chairman of Indiana's Protection)
and Advocacy P]an Committee founder of awbarent of the Handipapped Organ-
1zation and parent of a DD child, author expresses ‘hopes and doubts for

. the ro]e of techmical asistance. Expresses that DD councils typically: {bck
a cohesive identity and cohesion due to opposing‘interests and interest
grogps e.g., adult vs. chi1d interests, people representing Cerebra] Palsy,
vs. _those representing MR. With regard to state budgets it is consumers
and providers fighting administrators. Suggests some areas where Technicai
Assistance might help, e.g., supervise the development o{ the state DD

Plan for 1979, and technical advice on-methodology, computor techno]ogy,

demographic and epidemjological data, etc.

- ) "‘ '119
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Humberger, E.,-Bauer, E. W., & Davis
R. Wiegerink, & G/ R. Neufeld (Eds ),
Chapel Hi11, North Carolina:
Assisbance System, 1975, pp. 67-84.

D. W.

Regionalism.

Advocacy:

. 17-18

\

InJ. L. Paul,
A role for DD counc11s

-

Deveiopmenta1 DisabiTities TechnicaT‘*

»

_advocacy role, the organizational form of regionalism is discussed.

4 spective to the deiivery of services

Within the framework of the deye]opmentaf disabilities counci]fs

: ihree
sections address the fo]]owing issues: (1) regiona11sm and advocacy, which
traces tj% deveiopment of regionalism, the import/nce of the consumer per-v
and the‘re]evance of these to advocacy
and the-developmental disabilities movement; (2} a parent's view of the
advocacy(role of developmental disaoiiities councils, which‘examines the
organi;ation,of.consumer groups, proEIems involved in accessing services,
and the responsibi]ity of dévdﬂopmenta] disabilities councils ;or‘assuring
comprehensive services and for coordinating ad;ocacy endeavors; aﬁd’

(3) organizing communities to serve developmentally disabfed citiiens, which
proposes organizationai strategies such as interfacing groups, priority

A\

setting, and developing constituencies for imp]ementing programs Also

inc1uded is a description of the nomina1 group procedure, a tool for setting

priorities and using them for program development.

The ‘mentaT™hospital patient-consumer as a determinant of
Mental Hygiene, 1970, 54(2), 221-229.

Ishiyama, T.
services.

}gserts t:?% little meaningfur‘change has occurred in the mental "
hea]th system since services and conditions are still contingent upon
the paternatistic benevo]ence of staff. Suggests that quality control
and demands for chinge must come from consumers in a process of bilateral

<

negotiation. Such negotiation does not occur in the mental health system -
L ke “ . -

because the field is pot comoetitive and the patient is seen as a product

S
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~ rather than as a. «consumer. In reality, the“prerogat1ves of a consumer
. ¢
. be]ong to the pub11c 1nstead of the patient in the sense that the hospital
is answerable to the community. In sp1te of a growing awa*eness on the

part of both stafi7and the public of the ngeds and rights 6f patients, in-

herent prob]ems limit the effect1veness of initiatives from these squrces.

. \¢

. Author asserts that in order to change the public mental hosp1ta] sjétem \
the hospitd]'s°power structure must be cthge& Thé patient must be de-\

Fined "as a consumer, thereby afford1ng to h1m a power basg. In sucﬁ e

situation, the consumer cou]d p1aee demands upon service prov1ders and
negotiate’ for services. In addition, -the monopoly on seérvice prOV1s1on o

b must be'elfhinated and the patient a&Towed to select his own providers.

Many benefi ts would result from sqph‘a‘§§stem. For example: (ig.bureauc- ' —
' racy would be reduced; (2) patients wed]d demand competent staff; (3) staff
e * could receive meeningfu]-rewards from patieets; (4) patients Qau]d not be
sov;u%nerab1e tQ staff; and (5) she negotiatien process itself would be
therapeutic'and drowth producing. For patients unable to negotiate on

‘ their own, advocates are needed. These advocates must have a source of .

[}

perr, and it must be clear to all that they are representin§ the patient.

. - -
‘ 19 .Je;tson Jo ;T\\Seif~he]p groups. Social wotk 1975, .20(2) 1442145,
) Artic]e on the value, role, and function of self-help groups wh1ch
> ;;e.defined as sma]] groups of people with common problems who work to-
gether to achieve specific.behavioral, attitudinal, or cognitive goals.
v Author addresees‘twe elements of self-help groups which are consistent 1n‘
, the Titerature and presént exciting and préb]ematic implications for pro-

' ~ fesstonal sépia].wbrk practice. These include the widespread optimism

-
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expressed regarding the effectiveness of self-heip grpups ‘and the role of o

) proje551onais in the1r formation and organization Author states that

120

to be se1f-he1p if a professiona1 organizes and structures them?

American socCiety which impaci; ypon "the growth and de<91°9'“e"t %Q\&P

se1f—he1p groups are successfu], and specu1ates that fac111tat1ng self- .

v

he1p groups may offer-a construct1ve and stimulating focus. for profes-
sionals. He goes\on to‘question the appropriate role of the professional,

e.g., How much contro] shou19’the practitioner t H w111 groups cease

. /,
. ) & ‘ ) - M . <
Joint Commission on Mertal Health of Children, Report of. Crises in child
mental health: Challenge for ,the 1970"s. - New York: Jﬁirper~and Row,

PubTishers, 1970.

Offers @ detai]ed aL‘T;sis of forces operating within contemporarf

and youth ‘eThis, cu1minates in the Commission's firs recommenda’/on to

»
estab]ish a nationwide system of child advocacy with councils operating at

the neighborhood local, state, and nationa1 1evels Other recommendations

-~
~

relate to community programs to offer supportive, preventive, and remedia]
[S -
services research and manpower and training. A bulk of information upon

which the recommendations are based s included under the following topics
s J

(19 Contemporary American Society Its Impact on the Mental Hea]th.gf Chi]dren

and Youth; (2) Contemporary American Society: Its Impact on Family Life,-
(3) Poverty and Mental Health; (4) Children of Minority Groups: A Special

.Mental Health Risk; (5) Emotionally Disturbed and Ménta]]ﬁ I Chi]dren

b4

and Youth (6) Social ;sychoiogicai Aspacts of Norma1 Growth and Develop-
ment: Infants apgd Children;-(7) Soctal-Psycholagical Aspects of Norma1
Growth and, Dejdll opment : Ado]escents and Youth (8) Education and’ the
Mental Hea1t of Children and Youth; (9) Employment: Problems and Issues
Re1ated to the.Mental Hea]th of Chi]dren and Yog?ﬂa (10) Research; and

-

»

(11) Human Resources for Human Services. ’

[ od J [ v P
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121 Juarez and Associates, #hc. A proposed prototype system for eva]uat1on
) of the Client Assistance Projects'Program. Washington, D.C.: U.S.
Department of Health, Education and Welfare, Rehabilitation Serv1ces
Administration, April 1978..

Describes the proposed evaluation system designed by Juarez and Assoc-
jates to evaluate the effieacy and impact of the Client Assistance Projects
Programs. The evaluation system.facilitates identification of the Progtram
aprocess and outcome via-rthe collection of two types f data: (1) client-

level data; and (2) project-level data. Ciient—]evez data are recorded on
the Client Assistance Form (CAF) which provides spaces for information&ie;
garding the nature of the client's problem, the assistance intervention,

and basic demographic data. IDQ/CAF is intenaed to eﬁab]e the uniform, sys-
tematic collection of re]evaﬁt c¢lient data thus prov1d1ng insights into
project performanée without 1ncreas1ng data co]]ect1on respons1b111t1e%, ]
Twa forms, the Project Profile Form (PPF) and the Guided Interview Form (GIF)
were developed to measure the overall aspects of project S activity, opéra-
tion, and effectiveness. Together these two 1nstruments yie]d project-
Tevel information in the following areas: project objectives; project
staffing; outreach and referrals; major areas of client co;cernf project
procedurest the nature of project's relationship with the state VR agency;
and hotable successes, 11ﬁ1tations:?3h3 constraints which are assosiated
with the project's operatidﬁ;.' Evaluation system was designed for utili-
zation by the éehabilitation Services Administration (RSA) in moni toring
aqd.eteluating”the Client Asststance Program. Juarez suggests that both
the/CAF and PPF forms may be self—admieistered while the Guided Inteview -

should be conducted by a member of the RSA program evaluation staff;'
L4 N -
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122 Juarez and Associates, Inc. A status report on selected Client Assistance
Projects. Washington, D.C.: U.S. Department of Health, Education" and
Welfare, Rehab1]1tat1on Serv1ces Administration, Apr1] 1 1978.

Invest1gates the current practﬂces and operations of the Client Assis-:
tance Project (CAPs). Juarez and Assoc1ates visited five CAPs programs
which servd “as the orientation phase of the investigation. To ensure that
adgquate data about the Projects éharacteristics and activities’ were examinéd,
é Project Evaluation Pr9file Form was developed. A Client Assistanceg” Form

(CAF) was then designed to,éid in the systematic' collection of client in-

L}

formation. Both forms served as the basis for,the prototype evaluation

§ystem;fo]]owinc a pretest and major revisions. Néﬁt, the 18 ongoing CAP

Ve

programs were stratefied by project age and geographical scope. om these,

*

JJ projects were randomly.selected as data co]]eciion pilot sites. Two-day
visits by two fie]& investigators to the sites consisted'of contacting the ]
project director, conducting a guided interview, and determ1n1ng client k
v data from files. Information contained in the resulting report is descrip-
tive and not evaluative. It idéhtifies the following: sourcgs}of referrals;
project %bjectivés; staffing; DVR caseload sgatuses of clients seeking assis-

P tance; and project successes, 1imitations and constraints. Two categories, the
N )

types of client problems and methods of CAP intervention, have each been

I

" ~Wg;r:oﬂh‘IJG:ei into eight general classifications.
" 123 Kahn, A. J., Kamerman, S. B., & McGowan, B. G. CAhﬂd advocacy: Report
of a national baseline study. Washington, D.C.: U.S. Department U

of Health, Education and Weifare, 0ffice of Chi]d Deve]opment
Chi]dren s Bureau, 1973.

4

, Presents the findings of a study, the purposes of which were to ‘des-
cribe ongoing child advocacy activifies and to fmposébsdme conceptual order

upon these depictions. The &evéﬁopment of child advocacy is traced, and

124 o
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the many guises it has taken are overviewed in term$ of opinions of advocates,

federal prdgrams, and statistical sketches. Based on this examination, it :
3

-

is suggested that chi]d advocacy be conceived as "a core of organized or
organizable activity that is unique and continuous with‘the advocacy identified
elsewhere dn social welfare," and that it be defined‘as “intervention on

behal f-of children in relation to those services and institutions that &
impinge on their lives." Advocacy is then furtder discussed in regard to

its relationship to cht1d welfare, the sanction to advocate{‘case vs. class .

advocacy, ity process, use of legal and nonlegal techniques, and targets

for 1ntervent1on .Special cons1derat10n is g1ven to the S1gn1f1cance of

//

.
goals, processes, and structures to program operation.' F1na11y, study
results are summarized, and a series of both general and specific recommenda-

tions is proposed directed toward the federal level, funding agencies, the

o N\
\\foice of Child Development, the major human service agencies, and planners

124

of local programs. Appendices include descriptions of 10 projects, a list- -

ing of chi]d‘advocacy programs, and references. ' ‘ ‘ '

'\\) . » - :v ~
Kamerman, S. B., Kahn, A. J., " & McGowan, B. G, Research and advocacy
Children Today, 1972 1(2 ), 35-36.

Discusses a child advocacy research project, the purpose of whicg is
to .gather and clarify 1nformationrre1ated to advocacy. A review of the
backdvound of child advocacy reveals that it 17 perceived in many different
-ways and is approached from ﬁany different perspectives. HOWever, an

advocacy.-movement has developed which is founded upon endeavors at the national,

_‘/"’_ ;e

state, and 1ocaT.1evels .The research further invo]ves a survey of programs

" and act1vit1es which are”or can be Tabeled chi]d advocacy and an in-depth _

study of a samp]ing of these. A numbér of issues 1dent1f1ed for investiga-

tion include the following: (1) the feagibility of combin)ng various types
oy Y [ s b o

125 .~ _ .
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* “return to social responsibilities.
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of advocacy such as case advocacy, monitoring, and class advocacy within a

siné]e program; (2) focqs upon chi]g services versus family or commun}ty
needs; (3) the advantagés and disadvantages of advocagy within the public
and privatg sectors; (4) the persons best suited to play tbé advocate role;
(5) the role of se]f—adypcacy;.(6) the relationship bet@een child advocacy
and child protective services; and (7) the‘poéentia] of advocacy for effec-i
ting significant change...A]go discussed are the research methodology and‘

research questions. ' r.

.
- ]

Katz, A. Self-help and rehabilitation: Some theoretical aspects. -
Rehabilitation Literature, 1967, 28(1), 10-11, 30..

Provides a theoretical discussion on the broader social context of
self-help phenomenon, followed by practical suggestions for using self-
help groups in rehabilitation programs for the physically handicapped.

In this highly technical- and individua]istic society, deviant groups--

.
.

inc]uding the disabled--tend to- become isolated, lacking supportive social

groups for their nurture; Seld-help groups afford the deviant a sense of
fdentity, a focus: for ac%ivity; and a social center for communication with

one's peers. They.a]so bromoie group actions which are mutually beneficial

for each person, whether.activities involve political action'for social

change, or painting groﬁp:headquarters. Synanon Foundation, a network of
rehabi]it;tion centers for hargoticsAaddicfs, is cited as a highly success-

ful example se]f;he1p prég}am: Author-argues that sé]f-he]p groubs more ‘_ ’
c]os;]y approximate the living situation in the community, tﬁereby having ;

a positive effect in preparing individuals.for ultimate rrehabilitation and

v . ?.
.




. 126 Katz, A. Self-help andepilepsy. In Plan. for nationwide action on . -

s

/' —

\

epitepsy (Vol. 11, Part 1, Sections VII-XIT). Washington, D.C.: U.S.
T Department .of Health, Education and Welfare, Public ‘Health Service,
‘g , National Institutes of-Health, 1978, pp. 997-1014.

Two terms "self-help" and “se]f;he1pigroups“ are conveyed in the

following definition:
R . .
Self-help groups are voluntary, small group structures for
mutual aid and the accomplishment of a special purpose. They \
are usually formed by peers who have come together for mutual Ay
s assistance in satisfying a common need, Qvercoming a common , °
handicap or life-disrupting problem, anJbegnging about desired
social and/or personal change. The initiators and members of
such groups perceive that their needs are not, or cannot be, met
by.-or through existing social institutions. Self-help groups
emphasize face-to-face social interactions and the=assumption
of personal responsibility by mémbers. They often provide mater-
jal assistance, as well as emotional support; they are frequently
“cause oriented," and promulgate an ideology or values through
‘which members may attain an enhanced sense of personal identity.

Further provided is a diScussiofi of gight essential’ structural features
that characterize Ehe self-help group and distinguish it from qth%n types
of social agencies including: (1) self-help organizations‘share the prop-
ertigs-of small groups; (2) se]%—he]p groups aré problem-centered, organized
with reference to a épeci%ié problem or problems; (3) members of such groups
tend to be peers; (4) self-help groups hold common goals; (5) action is group
action; (6) helping others is an expressed norm of the group; (7) the role of .
"professional” is not clear cut, if it exists at af], in thé self-help groups;
and (8) power and leadership in se]f-hé]p groups ¥§ on a peer or hgr%zonta]
. basis. In other words, leadership is an aCCepted'%a?her than an inher%ted or
. a status aftribute. Author provides a brief overview of se]f:he1p grbups in
§he health fields. Addresses the major support systems ;ecessary for optimal
functioning for persons yith severe physical disabi]itie; whichy include:
(1) peer support; (2) individual's family; (3) pﬁysica] environment; (4)’

-

professional community; and (5) the broader political/social environmant.

A -

4
-
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Stresses that self-help groups are @ natural phenomenon that they are here

to-stay, as-a permanent and probab]y growing feature of the social land-

scape and that they can prov1de for many people who chdose to go that way

»

a resource for 11?e support.’

L

127 Katz, A. H. Self-help organ1zat1ons and vo]unteer part1c1pat1on in social
s welfare, Soc1a] Work, 1970, 15(1) 51 60.

Theoretical ana]ys1s of the nature, structura] features, and functional
“attributes of $elf-help groups aéﬁ vo]unteer participation in soeial wel-
fare. Presents argument that activities ¥nvolved in self-help and vo]untary _
partfcipation probably exist to replace mutual aid and support found in °
extended families which crnmb1ed with the rise of industrialization ane
urbanization. Structural features that characterize the.sé]f—he]p group

include the following: (1) share. the properties of small groups; (2) are
3 ! }'w)‘

'organized with reference to 7 spec1fic prob]em, (3) .have a membersh1p

‘\ comprised of peers; (4) hold common goaTs, (5) are act1on or1ented (6)
7 focus on- he1p1ng one another, (7) are unclear regard1ng the ro]e 6f the
professional; and (8) 5ﬁace ]eaqersh1p and power on a peer or hor1zonta1
basts. Functional attrjbutes of se]f—he]p groups which serve to d1ffer-

entiate them from trad1t1ona1 social agencies include: (1) commun1cat1on

is horizontal rather than vert1ca] (2) persona] 1nvo?vement is’ a require—

ment; (3) members are held rEsponsib1e for their own actions; and (4) ex-

\

perientia] fulfillment rather than d1dact1c 1nstructyon is emphasized.
Author examines dimensions of vo]un%eer activity in se]f—he]p groups.
Characteristics of vo]unteers are noted as conc]uded from research on

self-help- organhzat1ons in heal th.and%wel fare. ) o -

]
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128 K1ndred M. Protect1ng the civil and human rights of the deve]opmental]y
d1sab1ed + In C. K. -Sigelman (Ed. ){, Protective services and citizen

advocacy. Lubbock, Texas: ' Texas Tech University,’ Research and
Train1ng Center in Menta] Retardation, 1974, PR. 43-48,

o
Presents a, number of criticisms of protective, service systems in
general & and:of the 0h1o Pro‘ect1ve Service 1aw in particular. It is sub- .
gested that s1nce protect1ve services are derived from the concept of
T guard1ansh1p, a contro] orientation obtains. In addition, examp]es are ’
c1ted which: 1nd1cate\that advocates frequently abuse r1ghts rather than
protect them. Regarding the Ohio system, the fo]Tow1ng points are ra1sed r
. - (1) the program shou]d be eva]uated in terms of cost effectiveness; (2) the
' rationale under1y1ng protective services, may be an erroneous overreact1on to
normal fears' (3) protect1ve serV1ces may be used for.the purpose of control;
T (4) the1r control orientation contradicts the norma]izat1on pr1ncip1e (5)
the voquntar1ness of the system is deceptive, (6) conflict of 1ntere5t may
occur due either to guardians status as state empjoyees or to their repre—
sentat1on of a number of peop]e and (7) the law is Qery vague reqardJng
- both authorized powers of guard1ans and cn*é%ria determ1n1ng need for ser-
) vices. Another concern 4s raised that all rights of disabled people are E

. |
not accorded equal recoggjtion and that protective services may not be the

solution to the problem of guaranteeing rights to, handicapped-indi@idua]s?ﬁ N '

., - . . .

- 129 Kindred, M., Cohen, J.,' Penrod, D., & Shaffer, T. (Eds.). The mentally
retarded citizen and the law.” New York: The Free Press, T976. ‘,,r

.

Presents a seriés of in‘depth papers and reaction comments relating
A to the Tegal rights of the retarded. These emanated from a Pres1dent‘s
J‘ CC Comm?ttee.on Mental Retardation conference held in 1976. 'Contents include:
s (1) basic personal civil rights; (2) the right not to be mentally regarded;

. (3).guardian§hiﬁ*and limitations upon capacity; (4) nonconsensual medical. -

. \) ‘ . ) . ‘ (‘
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-procedures and the right to prf%acy; (5) trusts and estate planning; (6)

%4 A *
p .
) ( e 130
- i ) ' ‘ ' &

-

insurance; (7) the ridhf to community services; (8) labeling and classifi-.
.' 1 « N ',’

cation; (9) the right to an appropriate free public education; (10T@&he

right to an adequate income and eﬁp]oyment; (11) zoning restrictions and

the right to‘[ive in the commun%ty; (12) quality control of community ser-

'vices; (13) the right to habilitation; (14) beydhdithe right to habilita-

tion; (15) due process.in, civil commitment and elsewhere; (16) the right
to the 1eest'restrict%ﬁe(;lcernative* inc]uding‘codstitutiona] is§Ue;, Jn
residential care, in éducaticn in guard1ansh1p, and in police investiga- j~
tion; (]7)=jud{cig1 ledislative, and adm1n1strat1ve competence in setting
institutional standards; (18) peonage' and 1nvo]untary servitude; (19) ”
advocacy; (20) the criminal reform movement; (21) corrections; and (22)
special doctrinal treatment in criminal law. | 3
K]ebaner, R; P. b1sab1]1t1es aed consumer power. Info}mer 1978, -

7(4), 10-11. (U.S. Department of Health, Education and Welfare,

Nat1ona1 Inst1tute of Hand1capped Research Washington, D.C. )

Notes the ]arge proportion of Americans who are d1seb]ed, and discusses
the cﬁrrent move to educate this population for productive consumerism. .
Speci?ica]]y, an Americ;n dba]ition qf Citizens with Disabilities project
enéit]ed "Consumer Education For and By Disabled Citizens" is described.
The project site was the Department of Consumer Affairs in New York City.
Based ocgkgput from mahy physically disabied persons,‘a cpurée)cu;fine and |
textbook were developed. In addition; resource 1istiﬁgsi s;ec1a1 course
meteria];, and self-'teaching an&yse1f-rating degices were Qrepéred. _ﬁn]y

disabled persons who represented a group which would in turn leafn consumer

skills were eligible for the training.

I . e b
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131 * Knight, C. oOhio's persona1 advocacy system. In G. J. Bensberg & C. Rude

132

(Eds.), Advocacy systems for the developmentally disabled. Lubbock,
Texas: lexas Tech University, Research and Training Center in
Mental Retardation 1976, pp "159-161. , X

Overviews  the persona1 advocacy system of Ohio which is administered
by Ohio Deveiopmentai'Disabiiities Inc. and its private nonprofit con?/f
' sortium‘hoard. There are 17 local advocacy programs which operate in

a11 service districts of the state. whiie many of the 1oca1 proje%ts~
\
‘are under the auspices of Associations for Retarded Citizens, “other private

voiuntary groups which histor1ca11y have not been 1nvo]ved with the deveiop—

o B

menta11y disab1ed have taken over sponsorship of some of the programs
Special, proq;ems arose in serving individuais with ep11epsy, and two pro-

, grams targeting this popu1ation were established. Furthermore a special
-t
. project was imp1emented to serve institution ‘residents. Of particulgr im-
) -
+ portance to the effectiveness of the advocacy programs is the extensive

Q

training provided to-local coordinators It is a1so iiressed that the

e

successfu1 functioning of advocacy requires independence from the service

° ° W 59
< ‘a

delivery system.
v& ’ ' . . ‘* y

Knittie, R. A. (Ed ) Legal rights of developmentally disabled cit4zens;

. Jn _advocacy manual® for Minnesota. MinneapoTis: Minnesota DeveTop- -
mental Disabilitied Advecacy Project Legal Afd Society of‘MHnneapo]is,
Inc., 1977. _

. .
Describes the h?story and present roie of’ fhe Minnesota Deveiopmenta]

? a

[

"Disabilities’ Advocacy Project and overviews ;ome principies and practices
e e

of adVocacy. The remainder of the manua1 i$ devoted to an examination of

substantive ‘and procedural rights of disabled citi}ens Qf‘Minnesota Speci-
@

ficaiiy, the foiiowing areas;of law are discussed both in terms of the legis-

1ation s content and means of enforcement . (1) state guardianship and state

!

conservatorship; (2) special education; (3) daytime activity %fpters; (4)

’ // ' : : | * 131’
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vocational rehabilitation services; (5) employment, including sheltered work-

shops, work activity centers, and competitive empio&ment° (6) commitment and
hospi.talization; (7) financial responsibi1ity for residents of pub1ic and
private facilities; (8) rights of persons in state 1nstitutions, (9) r1ghts
of persgps in community-based facilities (10) Socia‘:Security Disabiiity
Insurance, (11) Supplemental Security Income; (12) med1ca1 ass1stance, (13)

“‘-

the Minnesota supplemental aid plan; and (14) proh1b1tiods on d1scrim1nation .

-

-

/ i

, on the basis of disabiiity ) o

e . - y : : ;\ NG
133 > Knitzer, J. Advocacy and the children's crisis. Aierican Journal of

Orthopsychiatry, 1971, 41(5), 799- 806 : :

Discusses the recommendation of the Joint bdmmission on Mental Health
of Chiidren for a nationwide child advocacy netwont. Recognizing strong
socia1 resistance to the changes, that would be necessary in order to.ime

. plement a national policy for chi1dren, the proposed advoca&&_modei is

critica11y examined. One of its significant weaknesses 1s that most of the

advocates wou1d be drawn from service agencies The 11ke1y result of this
situati n is that the advocates woqu become powerfu1 a11ies “institutions
and not of chi1dren:§ Another prob]em is that little power attends the 1oca1
component. of the network. The proposed advocacy structure 1ays th‘—akux of_
* the burden on the local units, but these are~given 1itt1e reégongibiiity for
po1icy and program decisions. In addition, it is suggested that prob1ems .
of bureaucratizatgon may result from the proposed organizationa1 framework 4
.and that funding, which is to" be a responsjbility of the- advocates, could
be a major obstacle and interfere with change actfvities. fina]]y;-the
Commission recommends that the roiei of advocate, monttor,\and ombudsman
-"all be subsumed within the network,“and the'author°questions the viability

.

&
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/
of these coexistfng withgn a structure that is mandated to be a change
agent. In order to remedy these weaknesses in the mode1 the foiioWing
revisions are proposed: (4. strengthen the iocai committees; (2) simplify
[ - /

funding procedures; (3) develop advocates from the ranks of paréhts and

youth; (4) use funding incentives; and (55 build in .support.for lecal

groups. ’ Co / ' ¢
134 Korn, M., & Wolfensberger, W. Implementation and operation of citizen -
advocacy services via committee activism. In W. Wolfensberger & N

H. Zauha (Eds.), Citizen advocacy and protective services. for the
impaired and handicapped. Toronto National Institute<on Mental
Retardation, 1973, pp. T93-211. 2 n T

—

&Describes the functions and organization of committees in successfu11y

implementing citizen advocacy programs At the state’ or province 1eve1

a commit.pe can facilitate the development of, 1o0dal cy services and

membership characteristics and activities in wh ch it shou1

outlined. A local committee should accept res
—
supporttng, and advising at least one local c#tizen advocacy program, and

engage are

nsibi1ity for implementing, -

its composition and_functiong both before and after the funding of a pro-

ject are 1isted. In addition, types and'duties of various subcommif%ees

%

which can be formed are described. Important subcommittees focus on the
areas of executive tasks, publicity ‘and promotion, the aged and nursing
homes, “foster-adoptive homes, 1egal and weifarefconcerns, participant selec- |
tion and screening, and youth advocacy ;;;#; stressed that emphasis\
7shou1d “be Upon eiiciting‘strong itment’and invoivinngahy community
members. Appended are examples of forms*Eiiciting speakers' reports on a
presentation and audience eva1uation of a presentation,a@\neii as listings
of organizatiOns which may°be represented on a local citizen advocacy s ~
. committee and qualifications for and duties of & program director.

L}
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135 Kurtz, R. A. _Advocacy for the mentally retarded: " The dévelopment of a\
new social role. In M. J. Begab & S. A. Richardson (Eds.), The
mentally retarded and society: A social science perspective

BaTtimore:  University Park Press, 1975, pp. 377-394. D
Overviews the evolution df advocacy for mentally retarded people.. The (fé
estah]ishmént of the National Association for ﬁetarded Childred in 1950, ;/
. rad .

President Kennedy's interest in the retarded along with the nidespread
- acceptance of the principles of normalization,in the 1960s, the revival of °
ea,commitmentuto adyocacy by social workers in the 1960s and 59705, and the RN
‘ de]ineation of rights by the American\Association on Mental Deficiency in
V\Jf/ ‘ 1973 1atd the groundwoyk jor the development of this movement. The prin- - e
cipal. form which advoqacy for the mentally retarded has taken ¥s citizen

advocacy which focuses upon a one-to-one re]ationship between a vo]unteer

.

and a disab]ed individual. A number of issues regarding the re]ationships s
between the advocate, his protege and the sBcia] system are discussed as

~are the functfons and characteristics of advocates within this schema.

N <
Cegal advocacy is an additiona] pursuit which reinforces citizen advocates'

endeavors and which not only can protect and determine rights for é\w

menta]]y retarded persons but also can 1nf1uence‘pohlic policy p]anning

related to-them. In closing, some points regarding the advocacy phenomenon

. -
are identified for further tudy.

136 LaPierre, R. A, Consumer 'invo]vement "in NRA-Ed'itoria] Journal Ofe . -
Rehabﬂitation, 1972, 38(5), _ ' - )

|

An editorial that calls for consumer involvement in ho:ti)semvice at

< all levels. Author served as chairperson of a task force otConsumer *

involvement for the NRA Board of Directors. Lists highlights of the task

P et

force progress report which 1nc1udes definitions of consumer roles as well

[
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ds objectives for future NRA involvement in the consumer movement.

Expects NRA to make a major contribution to consumer.invo]vement_iq\;he "

-

field of. rehabilitation. ’ B

-

137 Laski, . J. Legal advocacy, positive factor in rights for disabled
people. American Rehabilitation, 1976, 1]5), 12-17.

During the past five years, many of the édvocacy efforts on behalf of
disabled cipiiens have focused upon securing legal rights. .The impetus for .

« this trend was derived from a few major court rulings in favor'of handicapped

persons. ~For example, judicial decisions havée recognized that in order for

;:ve access to public buildings and mass fransit. This reasoning is based g
/ upon the assqm;;?on that full participation of all citizens‘is in society's
best interest. In ;ddition, courts P?ve abp11ed theMKi?ht“to thg.1east.
A restfictive alternative in such a way as to rehuiée aﬁ%robriate treatment e

and habilitation services from both institutiéhs and community ,agencies.
Other’significant decrees have related to education and embﬂoyment. Thus:
\the trend toward the use of 11tigation_to procure constitutional and statu-
tory guar%ntee§ for handicapped persons is well established and will con-
tinue. However, it is noted that judicial intgryention fte@ does not lead

directly to thé required changes. Its value, though, can be assessed in ., °
terms of its impact upon legislation, administration, and the capability of

>

-

S the disabled to use advocacy and legal resources_effective1y.

LS
.

)
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138 Lauri, 0. P. The limits on consumer participation in pub]ic soc1a] pro-
S _grams. Public Welfare, 1973, 3](3) 16-24.

Htstoriéa]]y, consumers have remained outside of provider organiza-‘
tions and have not been'invo13ed in struc¢turing them. Since the 1930's;'_ ;
" social we]fare has been & public concern “and 1ts organizationa1 patterns
have been 1nf1uenced by political factors Charity has thus been 1nst1tu—
t1ona1ized, and 1nteractions between providers and consumers are 1nf1uenced
by assumpt1ons about agency organization and employee benavior toward con-
'sumeri. Values of the past are 1ncorporated into the social we]tare pro-
gran whiqﬂlis controlled by professionals. Given this background, variods
.tactors which 1imit consumer participation in social services are‘examined:
Tne nature of the bureaucracy 1tse1fst%mjts consumer partieipation. Con-
| sumers are in a part1cu]ar]y‘vu1neraofifpos1tion relative to the bureau-
tratic hierarchy since their status within such is the lowest one. Possibly
the most crucial factor limiting consumer participation is the demand for
economy and effieiency. That?isj midd]eucjass taxpayers advocate the most
. efficient use of their tax do]%sxkband are also unwilling to see this money
- expended on what they see/as corrupt 1ife-styles as represented by the stereo-
type we]faré~rec1p1ent. Another limitation on consumer participation
rel ates to the trend towand professiona]%sm. Traitionally, orofessiona]isn

<

" is defined in terms of authority of knowledge, person- to-person provision

L 4

of expertise and interpersonal interaction involving trust and confidence.

i

However, most professiona]s are current]y organ1zation based and as such

are prone to become task-oriented rathen than person-oriented. 1In such a’ .t

¢ setting, the consumer is 1ikely to be oatronized and be put into a position - *

of deperidency.and inequality. Alternatives to these 1imiting factors are’
\ . I -

¢

—

. K} N . .
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- ¢ . e
mentioned, and it is pointed out that tpe position of professionals is

e

increasingly being examined. Professionals are now being asked to share

decision making with consumers. Author concludes that the authoritative

expertise of prgfessiona]s can not longer be assumed #n social service

matters and that changing professionalism may provide the best inroad to

@

the deyeLOpment of consumer participation.

Vocational rehabilitation* The new law and

s & Duncan, J. é
Journal of Rehabilitation, 1976, 42(4),

its imp]ications for the future.
20-28, 39. -

¥y

Explains the significance of the 1976 bill extending the Rehabilita- 3

tion kct'of 19Z§/j9r two~years.~ The authdrizations’for fisca] Years 1977 L
and 1978 are presented, and issues,facing the program are discussed. These
incfude° (1) what does the term "severely handicapped" mean, and how should
states fulfill their respbnsibi]ities to serve them?; (2) the formula through-
«'which funds are allocated to the states, (3) the inconsistency between the
.Act;s requirements for state agency responsibility for ,the program and the
trend in states to reorganize human service departments under an umbrella’-
, agency, (4) the extent purpose administration and utilization of the

research and training program, espec1a11y as it relates to serving the

severely handicapped and (5) the capacity of the federa] government to

enforce_its own laws, especially_civil rights laws.

tedbetter, J. E., Jr., Parmley, R, J., & Chastain, R. M. Rehabili-
tation services through contractual agreement:. Legal and psycho-
'logical considerations. Journal of Applied Rehabilitation Counseling,
1975,-6%37, 144-153.

Overviews -the le iela e requirements for"Individuaiii d Writt
Overviews -thg legislative require ed Yrittge—

Rehabilitation Plans and their implications for c]ient participation; " An

_ analysis 1is presented of IWRPs in terms of their correlation with 1ega§

PR - -

- &
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contracts. One element of a legally binding contract is that there be
mutual assent, i.e~, there must be an offer and an acceptance of that offer.-
Furthermore, there is a reqﬁireﬁent that the contract be definite and speci-

w
fic as to its terms, and both parties, at the time of agreement, must view

it as'binding. The second element of a legal Pontract is contractual ¢ " )
acity, .i.e., both Rarties must be legally competent Ep contract. The ;j::I\\\\\’
element of a legal contract discussed is consideration, i.e., something

must be bargained for and have legal value. In regard to the something

being bargained for, each party must Tntend to secure from the other an act,

a pramise to act, or a forebéaraqce to act to which he is not otherwise

legally entit]ed. IWRPs probably mget this requirement. “A legally suffi-

cient consideration must also impose a legal detriment. An IWRP probab]yﬂ

X
does not meet this requirement since rehabi]itat1on personnel are already "

1ega11y obligated to. provide rehabi]itat1on serv1ce§ Exceptions to this - )

, may‘Qelcases {p which a client is detrimentally reliant on the promise and
.in cases in which Ehe”couhse]or is acting outside of the scope of his em-
_ p]oyment It is suggested, howevér that éven tHough a counse]or may not
" be contractua]]y liable for an IWRP, he may be subject to tort 1iability

in a malpractice suit. h r ) &

o

Y14 one, R. C. Public interest advocacy and the rggu%atory process The
Annals of the American Academy of Political“and Social Science, 1972,

400, 46-58. .

o - ¢ v - ‘
s Overviews the operation and ?mpact of pub[{c interest advocacy upon

.

regu]atory agencies. It is pointed out that, in &heory, gegulatory bodies
shou]d be the foremost 1nst1tut10na1ized advocates' of the public 1nterest

However, because of their-isolation from politics 1n general, the 1nf1uence
( . . o
\ . . s

a,'.- ~ ] \’_r ‘ 138 : .
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of regulated industries upon them, and bureaucratic inertia, their.effec-
tiveness in representing the interests of private citizens has been very

1imited. Thus, pub11c 1nterest advocacy, as exemplified by Ralph Nader's

-

organizations, has emerged as a means of facilitating citizen impact upon
h

the regu1atory agencies. Nader has had impressive success in getting legis-

)

lation and administrative rules passed due to excellent press coverage, public

creddbi]ity, and freedom from tax-exempt status. In general, public in-
terest advocates must be responsible for educating the public, analyzing
'po1icies, and determining patterns of action. Litigation is one productive

approach to effecting change, but non-1itigating groups, al though ~they must

rely heavily upon ths press for their impact, can effectively enforce

accountability by monitoring and creating pub]icity.

- .
The future of public

interest advocacy is somewhat in doubt due to 1ts precarious funding sources,

and its 1ong—t§rm,1nf]uence has yet to be determined.

9

142 Lev1ne R. A.

Consumer participation 1n planning and eva]uat1on of.

mental health services.

Social Work,

1970, 15(2),

41-46.

The hostile, hard-to-reach poor frequently reject services as they

-~

are current]y structured but it is suggested that such.persons have

never had options from which to choose

Now the poor are demanding par- °

ticipation and choite.

Given this movement, social workers must readJust

the1r ro]es to a new pattern of service de]ivery

The efforts of the Com-

muni ty Consultation Center are described, documenting such a readjustment.
Staff tried to provide what clients said they wanted based upon communi-
cation between clients and social workers. /Both staff and client resist-

ance were ohstac]es'to be dealt with.

e

Three case examples are presented
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. which illustrate these experiences. They indicate the importance of con-
~f”/fw? §u}§?ﬁa with the client, giving him a chancé to exo#e;s his views, and
' providing what he wants. ;Author ‘concludes that consumer,participation in’
lanning ‘'and evaluating servdices is essencia1 for effective service
delivery. SN _ o .

143 Lewis, J. S. The handicapped consumer: Professional speaks. Journal.
of Rehabilitation, 1974, 40(2) ‘28-25. .

- ¢

Reports the views of a phys1ca11y d1sab1ed rehab1ﬂ1tation counse]or -
regarding the adjustment to disability and achiev1ng se]f—actua11zat1on.

. The point is made that "Consumerism is geared for the body beaut1fu1", that'

is,.consumable goods are centered around a beautifu] body, and when some-
thing happens to one's’ body, it is very traumatic. Author suggests that
.disabled people must'ba1ance three factors in order to cope: (1) self-
image; (2) society's image of them; and (3? realistic physical problems.
In regard to pup]ic aftitudes, it is felt that most able-bodied peroons--
including health professidna]s—*do,not treat those‘with disabiiitieo
nonna]1y.f Establishing a.sense of self-worth is perhaps tne most diffi-
cult task for a disabled 1ndividua1 to achieve. This process can be * .

" greatly aided by reinforcement from the ab}e—bodied. It is concluded that

the disabled must accept themse]ves before there can be any mutual under-

standing between them and ‘the able-bodfed.

.

t44 Lewis, W. W. Child advocacy and eco]ogica] p]anning Mental Hygiene, 1970,
54(4), 475-483. o .

I . s
4 . : -

Points out a number.of reasons for which the Joint Commission on Mental
Health of Children's recomnendation for a nationwide child advocacy network
will-not be 1mp1énented in the near future. Since the need for-this type of

endeavon ts recognizéd, however, it is proposed that small demoristration .

140
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programs Be established which can provide a framework within which to
deve]op'apd test the needed "conceptual framework, the role models ahd'
admin?strative structures" for a broad-based system. A model child advoc?c
program is oroposed which isc:;ced in the public elementary school. Itst
l development }s prgscribed in three stages: (1) crisis igiervenfion, duriog
which phase exist;ng commoniiy‘resources primgri]y are utilized on behalf of
”deviant°chi1dren;°(?) outreach, dﬂ(ing which time emphasis is upon early
1dent1ficatioo, pre;ention, and establishing new resources;.and.(3) child
;dvocacy programs: the stage in which the }ocus is dpon modification_o%
existino social Qyétems serving children and the addition of new ones. This
plan is conceived within the context of an ecological p]anning approach

"which takes into‘account all of a child's behavior settings anq\significant

persons as well as the perspectives of a variety of professional disciplines.

Lieb, I. C. The role of the agency board as advocate for children.
In-E. Mangser (Ed.), Family advocacy: A manual _for action. Neyy/grk
Family Service Assocfat1on of, America, 1973, pp. 98-105.

suggests that advocacy for children requires a concern for fam1]y,

community,'and nat1ona) weTJ beingvand ;hat nonprofess1ona1 family service
agency board membérs can make valuable contributions to the improvement of
the hgmio condition. ‘Boarg members as advocates have a responsibility to

L]
- carefully consider tﬂgﬁboard‘sicomposition-1n terms of the agency's needs .

~and priorities and to incorporate 1n§o its activities meanf;qu1'partici-

‘pation by target area residents. An Austin,'Téxas, p?oéram the Becker
Neighborhood Project, is-described to 111ustrate citizen involvement in
efforts to improve their own 1iving conditions. This program also demon- _‘
strates yhe ways in wpich board members, professionals, and clients all had

significant:ro1es'to play which contributed to successfu) outcomes. Finally,

“ - :_y . .1411
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" doing, and work with them in the field.

7 women) retarded adults are.interviewed .to distern their defini
. " \

46 -

Vs
somg of the 1ssues faced by the Aust1n board are de]1neated as are its

attempts to cope %/th them. It is conc]uded that advocacy requires its
practitigners to go where the problems, are ang to involve themselves at tha®®

level. Board members must realize this, support their égency staff in so

N -

Lorﬁer M. S. Consulting the mentally retarded: An approach to the
definition of mental retardation by experts. Unpublished doctoral
d1ssertat1on University of California, Los Ange]es, 1974.

A dissertation which represents the first research attempt to treat
thc'mehta?]y retarded as expert consu]tcnts,on wbat mental rctardaxion is.
Usinéwinducpimgf Observationaf-descriptive methodology, 20 (13 men and

d ﬂ%;on of
mental,retaﬁdation. \TWO procedures were usednin ch]ecting’the data:
(1) an obiective ﬁhase‘which achieved a consensua]’1nterpretat10n of tﬁé

data by using several 1ndependent observers to review taped ipterviews

, for. 1ead1ng questions and (2) a subjective phaSe wh1ch re]ied on the

individual 1nterpretat10n of the data by the 1nvestigator whereby he .

conveyed in the, 1nterv1ews The objective phase was. concerned with ans-
i ¢

wering the following question: "In your 6pinion,'whét is mental retard:

** ation?" The subjective phase addressed the queétion; “What 1s 1t 1ike

to be mentally reta}ged?"{‘a]thpugh it was often not feasible for the

investigator to ask that question directly. Results of the objective
f . » -~ i "'.

phase revealed 18 ‘tategories which emerged from.tﬁe data ‘and summarize

the consensous definition of mental retardation produced by the study.

£

-

€ .
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Categories include "intellectual disability," "school disability," "sad

[ LI 1}

condition to have," “"different from normal," "talking disability," and -
others. 'Resu]ts of the subjective phase report seven main themes which

4

emerged from the data including: "being seen as inferior by others,"

"seeing oneself as inferior," and therefore "trying to deny being mentally

“

retarded," and "bginbiiarge1y unable to maintain denial."

Lourie, N. V. The question of advocacy: The many faces of advocacy.
JPublic Welfare, 1972, §9(2), 12-15.

Discusses the evolution of advogacy in the representation of poor

people. Advocacy is conceived as a mqpns of achieving social equity and.

justice which are matters of'rightk. In addressing the question,\"és //

qu]ié assistance a legal ribht or is it still é form of public largesse,
giVéﬁ condiiiona]]y‘and dependent on the behaJior of the recipient?",2

‘it is noted that the legal system is increasingly iﬁterdéning and working

to assure due process and access of the law for the poor and disabied. ‘ .
The courts have dealt with a numbér of specific issues emanating from fiscal”
inequities, dehumanizing'procedures, and administrative inconsistencies of
the staté—]oca] éystem of public assistance. In addition to such’ferms of

? legal advocacy, tﬁe author argyes for a broader conception of.adecacy,
one which "requires that the delivery- system knows all who are vuine?ab]e,
knows what they néed and ensu}és that the needs are mgt." Such an aépfoach

) aims a; developing a cémp;ehensive, credip]e social services system wh;fh—~<r
is held respénsjble and accountab]é. The41ega1 system is one-tool by fneans

of -which this can be brought about and people can be protected against

society's injustices. A
-4
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148 Lourie, N. V. The many faces of advocacy. In I. N. Beplin (Ed.), Advocacy

. for child mental health. New York: Brunner/Mazel, Publishers, 1375,
pp. 68-80. * >

t

There has been a f]ury'of_jedera1 acfiv(zy on behalf qf_ghiﬁdren
(;y) fo]{owing.the Joint Commission pn:Mgnta1 Health of Children's recom-
mendgtion to establish a nationwide system of child advocacy. Since ad-
vocacy is generally defined as "action in uppor@ of oﬁé‘s beliefs in a

cause, engaging in social aétibn, the term can be applied to a-host of
endeavors. _ In practice, it can mean many different kinds of actions;
occur at many different 1e§F1s, and be motivated by many different concerns.
Consequent]y,'many?differént advocacy orientations héve emerged. In terms
of traditiona] soc1a1 we]fare values, advocacy.Stresses attention to the &
rights, dignity, se]f—determinat1on and a11ev1at1on of suffering of all

i 1nd{v1qua1s. The case management model primari]y imp]ies advocacy action
by way of int&Fvening with other agencies on behalf of a client. 'Prééehtiy,'
there is a trend among human service agencies to advocafg for both general
causes‘and individuals. = Another significant form of advocacy which 1is
being widely used is legal advocacy. - It attempts,%o.use the iaw to achieve
social purposes and has had'many striking successes. Howéver, it is noted
that advocacy is also needed fb assG;e implementation of court Qecisions.
'Ftna11y,?avst;ong thrust toward consumer involvement and se1f~advocacy;

3

among persons who ‘have traditignally been disenfranchised has been mani-

fest. ) ’ :

,, .
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_
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- 149- Lourie, N.. V. Operational advocacy: Objectives and obstacles. -In I. N.
Berlin (Ed.), Advocacy for child mental hea]th‘ New York: Brunner/
Mazel, Pub]ishers, 1975, pp. 87-97.

bl

_Proposes the establishment of an operationa] advocacy schema which is .
defined as’ "presence of a system or, systems’ of de]ivering human services
focusing on ease of access at local, ne1ghborhood levels. h It is suggested

* that even a strong commitment to ch11d advocacy and a plethora of laws and

services would not guarantﬂé that needs are met w1thout tgt1r implementation

by effective d

eﬂivery arrangements.: The need for operationa1.advocacy is
emphasized by f‘ ,lineation'of prohdems existing in today's human service
programs. These include a focos'on individuals rather than families, over- ‘
*  lapping of services, tragmehtatiog of'servicesf lack of coordination, and
absence of an 1hterd1sc1p11nary approachdto developing "long- range po]icy.i
v In‘order to remedy these deficiéncies, operational advocacy s purpose is to
assure a rationa] flow of services to the consumer by means of }ntegrating

andgcoondinating planning of obqectives and coalescing resources and systems.

The following steps should be taken toward achieving this goal: (1) federal

.1
~

and state governments shoon establish legal policy and organizatfﬁﬁaf
\:y?rameworks with'executive authority to coordinate services; (2) const?tuencies,
m?hou]d*suppdrt such‘efforts'and add,their.jnput to them;iand (3) collabora-
tion should be developed petween’the public and-private sectors which would
. result in apijopriate social policy and p]agninga It is finally noted that
" . .

P

the thrust tdward decentralization of federal powers cannot bring about .
'1mpr0vementCi?

of human services. unless a strong federal policy exists which

demands that needs be met and delivery be {mproved.

R4 . A r . ' . ’m? )
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Lourie, N. V., &/ﬁe::in, I. N. Child advocacy: ‘P@’étical and légisiative
implications. In I. N. Berlin (Ed.), Advocacy for child mental health.
New York: Brunner(yazei Pub1ishers,1©75* PP. 31}‘333

Technica1 capabiiity ekdsts to aiieviate many of the problems of child-
ren but neithei‘thkyresources nor the structure are presentiy avai1ab1e .
. 1

for the purpose of.effecting these solutions. Human rights in relation to

+

social seryices;<as well as adequate chi1d deveTopment and chi\d advecacy

>

programs can only be assured by means gf supporting 1egisiation and funding.

Thus, it is imperative that professionals involved 1in.delivering human v

v

Yservices be poiitica11y active._ This respgnsibiiity to partioipate in the
poiiticai process includes many types of activities for which the profes-

siona] is unique1y=suited. Professiona}s can mobi1ize poiiticai ‘suppogt

L7

Gf,hy means of public education and social action. They can take stands on
the‘fssues, adapt'their own procedures S0 as to improve the service de1ivery ¢
s’§§$tem, d@k wiih }egisJators ingﬁperationaiizing good programs and co-

operateeandeo%prdinaté«efforts among*;hemseives aiong probiemrsoiving
y ™2

rather than’ categoricaigﬁjiﬁﬁéfln addition” }heyccan invoive themse1ves
— L ,

in partisan ‘politics, heipaﬁonmgiate public poiicy, and educate poiiticiéhk

at all levels. Fina11y, they cap trawn and/or work with consumers thereby

tapping this potentiaiiy poteng,poiitical force. .

«

ad
ve u

N 4 .&o ~ .
Lourie, R., & Lourie, N. V. Theonew faces™0 advocacy. Journal of the -~
"% American Academy of Child Psychiatry, 972, 11(3) 401-414,

Quotes the Joint Commission on- Mentai Heaith “of Children's recommendar
- N
Iion for a nationwide child advod%cy gptwork and discusses the concept of
advocacy within this context. It is’ ointed out that. thé term "chiid ad-

vocacy" embraces many different orie ations inctuding social actjon and

4
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'poiiticai advocagy mhich,seek to}defend the powerless and to promote equal
. opportunity for all; individua1 or clinicat advocacy which 0perates on
behalf of a singie person or group; and legal advocacy which involves the .
use of. ljw to achieve social purposes and remediate social wrongs. Issués
pertaining to these ‘types of advocacy are expiored as age their re1evance
to the Commission recommendation. Itlis asserted that all possible tooi;,f
kuch as humanistic; scientific, and political forces, must be used by
advocates to achieve their goals. Given this, it is concluded that com-
pliance with the Commi;sion recommendation requires operational advocacy,
the purpose of which is to make viable the service delivery system. More
specificaiiy, operationa1 advocacy is defined as the'“presence of system$
of service deiixery in which the operators wouid know the population to be

served, know their needs, and ensure that- needs are met." The helping

.+professions are chaiienged to work cooperatively to meet this goal.

&

-
-

Lukhard, W. L. Involving tne client. Social and Rehabiiitation Record,
1976, 3(2), 2-4. j .

!

Presented in and .interview format is a discussion of c1ientJGartici~

A ' \
pation in the welfare system. The intervigwee is commissioner of the Vir-

:ginia Department»of Welfare. Client involvement is defined as an5§t¢empt

~
to integhate recipient representation in the decision-making process. Em-

A

phasis is upon two-way communication which may benefit both clients and:

¢

workers. The Virginia Client Involvement program is perceived to be a

-

succesﬁ\{n\achieving its goai of‘aiiowing affected individua¥s to evaluate
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»

Department policies and programs both before and after they are implemented.
i?\\\\\ Thevhistory of the client involvement "concept is traced back™to 1967, and
its implementation in Virginia s d1scussed The organization of the pro-

gram is described ascis the 1mpact 1t has had on the welfare system.

. . *

153 #Malavenda, R. ‘Human rights advocacy committees and citizen advocacy in
Florida. In G. J. Bensberg & C. Rude (Eds.), Advocacy systems for.

- the developmentally disabled. Lubbock, Texas: Texas lech University, -

Research upd’T‘aTnf‘g Center 1n Menta1 Retardation, 1976, pp. 147- 158

© Overviews-two advocacy mechanisms which were initiated by the F1or1da
Association for Retarded Citizens. First, Human Rights Adczcacy Committees
were formed for the purpose of providing c1t1zen input and mon1tor1ng to
assure the rights of 1nst1tut10nalized retarded persons. The sué¢cesses and

prob1ems_of these groups are discussed, and it is pointed out that 1ndependen§

u:."

advocates received cgnsiderab1e support from state goverqmemt.personme1.
Second: a statewide citizer advocacy program was established which was based
upod wo1fensberger‘s model. At both the state” and local 1evels strong
backup support was given to\\dyocates, and instrumental advocacy was stressed.
It is suggeeted that thrée additional types of advocacy are needed for a’
compiece advocacy syetem: Tegal advocacy, guardianship advocacy, and self-
advocacy. Furthermore, it is pointed out that Florida'$ landmark Bill of
"Righ%s for_Menta1]y Retarded Persons' legislation offers significant.advan-
tages to khe retarded and their advocates but that extensive citizen in-

vzolyeneﬁi is needed in order to assure its full implementation.

. — —
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154 Mann, P. H . (Ed.). Shared responsibility for handicapped students: Advocacy
and programm1ng Coral Gables, Florida: University of Miami Training
and Techn1c‘1‘KSs1stance‘Center, 19764

* .Suggesté tha; profeésiona]ism as educatotgfrequires an advocacy focus
upon the c1ient and his rights and d?énfty. Given chis framework, a variety
cof professibna]'vie@points are pfesented relating to shared responsibility «
roles “in che mainstreaming of handicapped children. Specifica11;, major
' sections are devoted to the following topics: (1) current issues; (2) -
3 higher education perSpectivcs;.(3) technical'assistance perspectives; (4)

regional, state, and local prqgrams; (5) research and evaluation considera-

"

tions; and (6) legal implications. Within these areas, critiques of the

mainstreaming model, ana]ysa@ of barriers to program imp]ementacion, and

N

considerations of other issues are included. In genara], support for shared
responsibility approaches is demonstrated as is .3 commitment to advocacy and
inQSi:ention in terms of protecting consumer interests, providing needed

-~ servites and knowledge, and responding to socjal imperatives.

1

155 Manser, E. (Ed.). Family advocacy: A manual for act1on. New York:
Fam11y Service Agsociation of Amer1ca, 1973. -

Family advocacy, as a fUnction of the fam1Jy service agency, is analyzed,
and guide]ineé for its implementation are preseiited.. The purpose of %ami]y
advocacy is defined as insuring that “the systems and 1nst1tutions with direct
bearing on families work for(/;cse.fam111es, rather than against them."

' Thiscactivity is conceived as an'integra1 part of-family service, and its
) ~ relationship tohcasework, family life education,‘asf public issues aci‘vity
is described. In regard to developing a fami]& ad'ocacy pfogram; the fol-
1pwin§ suggest;ons are made: ~the agency must makera durable commitment to
advocacy; a study committee should égﬁgider the imaaications of advocacy for

the agency, community, and clients; a permanent family advocacy committee

,, 14 o
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should be responsible for establishing and maintaining agency commitment;

the agency's own operations should be made consistent with advocacy objectives;
focus must be upon client needs; priorities shoufd be designated; expertise

| must be deyeloped to enable the agency to dea]*hith sociai\probiehs; advocacy

\¢

teams, comprised of board members, executives, professiona] staff," parapro-

fessionals and community residents, shou]d be formed the risks should be <

M

carefully examlned; and methods of reporting and evaluating activities shou]d

be devised. The final two sections of the book present reports on advocacy

»

activities and job descriptions of advocacy personnel and a number of readings

" . related to the topic o
- rela e topic.

156 Marcellino, B. Fending for themselves: Self-advocates in Massachusetts
stand up for their own rights. Arise, 1979, 2(4),
. r

Report on a citizen advocacy conference sponsored by the Massachusetts

Association for Retarded Citiiéns. Retarded persons have been.directiy-in- i

4‘_voived in efforts to petition in.court and lobby for their constitutional

" rights. A group of two‘dozen retarded people from Boston,.Brookline,. and
Newton provide consu]tations with students and pare:ts regarding topics such
as rights, sexua]ity, 1iving arrangements, and working as well as partici-
pating in the self-advocacy conference. .One retarded Jobbyist received
credit for passing a Connecticut Bi11 £n 1978 prohibiting discrimination
against the retarded. "They can put an amendment on it ‘and ki11-1t," he
said "You got to be rea] nice about it You can't demonstrate. You, have

" to keep going up therepand let them know who you are and why you re there

. " With time, the self-advocacy movement will hold us accountable for

what we have or have not done for menta]]y\retarded citizens.
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system, could become a reality.

- |

Mason, W. 0. The new consumer of services. Public we1fa;éf 1970, 28(1),
33-40. * : _—

Relates the rise of the "new consumer" to~changed perspectives and )
awareness that occurred after World War II. The consumer did not hdve

enough knowledge to understand and run the social service bureaucracies,

~

but he or she was able to confrontrand disrupt it. The new consumer thus

embodied a new power whiéh.today confronts the power of a social and po1i:
tical backlash. This confrontatiam has the potential to create havoc in
the nation. Author proposes the creation of a coalition including three
populations 1;;o1ved in the service sysﬁgm—iproyiders, de1ivere;s, and
consumers--where each group would have‘Eaaéf st;tus. Within such a coali-

tion, the worth of each element would be recognized, and participants would

K

negotiate for the available benefits. The kind, volume, and scope'of ser-

g

. vices would be determined on-the basis 0f need which would be objectively

indicated. The prihcip]e of maximum feasible participation, within such a

b4
A7

%
s
~

Mayer, D. 0. Legal advocacy for developmentally disabled people (DD Themes
and Issues, Number &4). Chapel HiTT, North Carolina: University of
North Carolina, Developmental Disabilities Technical Assistance System,
December 1975.

Reflects upon the constitutional rights guaranteed to all citizehs, -
and suggests some reasons fdr their denial, until recently, to the develop-
mentally disabled, These include a “survival of the fittest" ethic and_
belief that institutions are providing dood care. It is noted that legal
advocacy for the deve1opmépta11y disabled is pre%ent1y being used effect-
ively, and the establishment of legal r%ghts is seen as part of a broad

;\ . . . )
movement to achieve the principles of normalization and assure human dig-

nityt\‘wixhout~active legal intervention, thgugh, it is unljikely that 1ega1

-
/
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r1ghts will be recognized. Lega] advocacy-is d1scussed W1th1n the context.
of three sett1ngs. First, advocacy in the institution operates to hold
the facility accountab]e for adher1ng to national standards and for accord—

“ ing human and legal rights to its clients. Second, advocacy in the commun-

+

ity is used to assure needed services and suppori and to provide informa- _
. . ~
tion and referral programs. Third, legal advocacy at the state 1eve1 1s

useful 1n interpret1ng 1eg1s]at1on, assisting ]oca] advocates,. bring1ng
lawsuits and adm1n1strat1ve appeals, and generally in understapding the

§ystem as a whole. In all of these areas, the roles of both 1awyers and

. developmenta) d1sab111t1es councils are explored.

159 McCormick, M. J. Social advecacy: A new dimension in social work. Social )
. Casework, 1970, 51(1), 3-11.

~

Explores the concept of ,advocacy as a part of the helping process,
and asserts that advocacy; with its "unreserved commitment to the 'plight
of the disadvantaged'," adds the new dimension of breadth to the objectives

of gocial work. The advocaEy role requires wholehearted Eépresentation of
h :
client interests and is rooted in the founding of social work at the turn .
A . : * - ¢
of the century. Within the context of a democratic social order, it is ~

suggested that ial action is a responsibility of social work and that

advocacy is a tool of soc a1'action. In order for social action to be suc-
cessful, Tts practitioner must'undersfand the methods by which change is
accomp]jshed and the relevant political prd;esses. Political behavior, which
includes partisgnship and manipulation, may preseqt situations of conflict
for the worker, andithe absence of specific gni¢g?ines ?;} cgqgupl in them
mak es ggrsona],resﬁ§nsibiiity‘§ necessity. Within the helping. process,
a&vocacy requires active.involveﬁént with the c]ient—-with the whole person

withiq'the whole situation. This may take the form of caseworks,. group’

Q . 3 . -
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work, or community organization. As professional relationships are formed,

the social worker must decide for himself about the role of advocacy ,and
the validity of its use. The advocacy grientation requires both commitment
by individual practitioners and responsivéness"of the profession as a whole

to change and the need to be re]etant.

-

McBérmott, J. F., Jr., Bolman, W. M., Arensdorf, A. M., & Markoff, R. A.
The concept of child advocacy. American Journal of Psychjat", 1973,
130(11), 1203- 1206. . . :

A

Declares that the concept of child advocacy is based upon the assump-

tion that children have a right to fns\care/and\assistance needed for op-

timal growth, and this movement is examined within an historical perspec-
tive. In thi® regard, it is significant to note that recogftion of child-
hood as & special developmental period has been preva]ent—on1y stnce the
16th century, and it resulted from religious and‘mora1‘concerns. Also,

until the 19th and 20th cen%hr1es children_had no rights. SociaL\concern
!

* for children began to be demonstrated during modern times due to deereased-

infant mortality and increased dabor productivity and genera] wealth. The
United States federal government, furthermore, took an active role as child
advocate starting in the early 1900s. Since then, ]egts]ation has been
passed both to'protéct children from exploitation and to promote tneir l
development. 1t is pointed out in éenera] that economic and socia1 fac-

tors suﬂstantia]]y determine attitudes-toward the young. Given th1s his-

'torica1 bverview, it is conc]uded that current ch11d—centered advocacy

activity 1s a 1ogica1 cu]mination of social evolution and will "thus make~a

lasting contributipn.

o
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161 McEwen, J. Center for Independept Living: An overview. Rehabilitation
&qunse1‘pg:8u11etin, 1976, 19(4); 616-619. @ -

DescribgﬁAthe Center for Independent Living (CIL) proﬁram in Berkeley
;hich is seen as au"serviée, training, and educational dggccy for the dis-
abled and blind." Its_ser;ices are. geared to reduce dependency and facili-
tate;cépmunity/E:Cticipation. Fifteen services being‘provided are listed )
and described. In addition, the Cent;r's four major trainiéé activities /
are presented, and its business enterprise prpgram which\was_designed tp//
-start the program on its way to financial sel f-sufficiency, is discussed.
It is coﬁ;]uded that many disabled persons have moved to the Berke]ey. rea

to take advantage of this CIL program. Author suggests that there is-a

need for similar programs in other parts of the country.
+ °. -

N
162 McGowan, B. G. Case advocacy: A study of- the intervéntive process in
child advocacy: UnpubTished doctoral dissertation, CoTumbia Univer- . °
sity, 1974&. X . ,

Presents the_findjngs of an exploratory study of child advocacy prac-
tices. Background facters related to advocacy are overviewéd as are des-
criptions of the research methodology and sample. A number of major vériab]es
in advocacy are identified based upon analysis of a compilation of reported
critical incidents. These are the: (1) change agent; (2) client; (3) prqP—
Tem; (4) target systém; (5) objective;-(6) sanction; (7) resources of chaAge”N
agent; (8) receptivity of target system; (9)fobject of intervention; (10) ~
level of intervention; _(11).f.method of'intervention; and (12) outcome. The
various componeqts of each of these variables are furthermore delineated and

illustrated, and ‘relationships among them are hypothesized. Significant

- 2%
findings of the study include the following: collaborative and mediatory

4
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- 1edge of narketing and retail functions,

163 ‘ .

approaches are used much more frequently than are adversarfal ones; the ad-

vocates tend to use a 1imited repertoire of activ1ties and engage. in 1ow-

keyed endeavors the variables most strong]y re1ated to success are the change

. o\
agent and target system; and the advocate's resourceé and target system's

receptivity are important in determining outcomes. Fina]]}, theoretica] and

practica1 implications of the research are suggested. R

Mchea], J. U. Children as consumers. Austin: Un{versity of Texas,
Bureau of Business Research, 1964.

Exp]oratory study examining the know]edge, attitudes, and invlovement
of chi]dren as consumers. "Consumer“ is defined as a socially learned role
which arises through social interaction and is substantially effected by
physical conditions and social forces. All activities'associated with-the
acquisition of goods and services are'part of the consumer role. With a
sample of 60 children with Zb each from the.age groups of 5, 7, and 9 years,
the study‘set out to produce some testable hvpotheses on child behavior in

.

re1ation to the consumer SBie. Guided interviews ggnsisting of 2073 tems

.were conducted to reveal basic but insightfuT.findings about chi]d con-

sumers of thé lower-middle and.middie-class. <Findings are preserited through

.

comparative discussions based on age and sex differences of the subjects.

Issues such as "independence in purchasing,” "consumer training,"” "know-

" “peer influence on consumption,"
"attitude toward advertising," and others are discussed with reference to

the data. Author'provides a brief historica] overview of the rise of con-

sumerism among-chi]dren. Finally, speculations on the future role of

child consumers is given, based on recent birth, income, and leisure trends.

- AN
.
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Me#¥ig, J. S. On bécéming a child advocate in school psychology.
" Journal of School Psychology, 1974, 12(2), 121-129.

Suggests\zﬁgi school psychologists have a résponsibi]ity to advocate
for children in terms of insuring:thdt'fheir needs are met. A number of
factors héve.giyen rige to a w1desbread.commitment fo cthild advocacy iﬁc]uding
the low priority society places on_chifdneﬁ, a Qesitation to*qpmmit‘resources
to~preyent1;d, bureaucratic unresponsiveness, and professional restraint.

It is stressed that preparation for advgcagy must b& an integral part of
school psychology training progréms, both in tergs of philosophy and practice.
A school psychologist acting as an advocate is in a pgsition Fp accom?1ish
much... By helping an ipdividua] child, he can 1;y the groundwork for helping
othﬁrs in t;e future, even thuéh no concrete changes may-be immed#ately
visible.. He can work toward preventing problems by means of proper use of .
assessment proéedures; cooperation with thod] administration and other \
relevant persons, anq trainjng&pargnts to be the primary advocates for their
Children. The focus must a]w;ys be dpon'wﬁat'the-chi]d’needs, and it is .
of crdciaJ,importance that the advocatg follow through to\assdre that deter-

mi ned needs are actually satisfied.

a g

Medical Rehabilitation Research and Training Center. Consumer involve- ©
ment. In Report of progress, July 1, 1978 to June 30, 1979 (reporting
period). Boston, Mass.: Tufts-New England Medical Center, pp. 260-330.

" The consumer invo1ngent core area at Tufts hﬁ?‘been in operation for

three years. It was created in response to the new concept of consumer

involvement in vocational rehab111£at1on, for the, purpose of generaﬁing

information and technical assistance on "how to" develop consumer involve-

e e W

".ment methods. General objectives of the core area, which were generéted

in its inception are to: (1) ". . . explore the role of consumers themselves

S 156




166 -~

as a force in advanc1ng the effectiveness of the rehabilitation system, and
. (2) exp]ore the methods by which consumer organizations can be mean1ngfu11y
involved 1n the p1ann1ng, de11very and eva]uat1on of medicaT, vocational,
environmental, and 1ndependent 1iving rehabilitation services" (p 298).
.Several disabled people are emp]oyed w1th1n this core area wh1ch br1ngs it
a un1que ;nd 1nsightfu1 perspective. The core area is alse—involved in*
\\" tra1n1ng act1v1t1e§ which are varied in format including seminars and Qork-
shops, on-the-job training, supervision of studentg. Several préiects are
underway to understand the "state-of- the-art" of consumer involvement &
activify including the.téstiqg of mode projecis.of consumer involvement
and a nationwide assessment which 100ks at how reh;Bg1itatibn agencies and
- - rep;ésehfatives‘of\thé;&isab1eh communiﬁy,ﬁnteféét. Severq]q"hoﬁ fS“ book-
lets, téchnﬁéa]-as§1stant guides, and jnformation booklets are reported to
be in prepé?;;;;n for distribution through a developing Consumer Involve-
ment Center. Ré]at%Onships with key‘groups'in tﬁe disabled community, é.g.,,
American Coalition of Citizens with D1sab111t1es (ACCD), the New Eng]and
Special Cord Injury Foundation, are being cu]tivated to enhance growth and

progress in the coye area.

.

166 Meenaghan, T. M.,‘S« Mascari, M. Consumer choice, consumer control in
service delivery. Social Work, 1971, 16(4), 50-57.

Y Discussestthe social welfare s}stem'as it relates to° the mqpiéTT? .
retarded population. A number of existing prob]ems‘a?e cited. For example,
_mental retardation agencies are not responding ade&uate]y to the needs,
both in regard to parents and also to a vast number of u?idgntified'and
unserved retarded.persons. Therefore, the volume of needs is greatly un-

derestimated. Author suggests that problems in éervice de1{very are re-

lated to class. Lower class individuals do not have a qood cRance of

) o B
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being appropriatély referred.to a welfare agency, and this applies partic-

ularly to-1ower class rétarded peréon%. Another problem mentioned is the
failure of mental retarggtién égencieg to convince other agencies to do
-more fpr this group. Certain charac;eristics.of the social welfare ;ysteﬁ
which differ from business are pointed out. One important feature is that
it is calculated t6 évoiﬁ.compétitiqn. Thus, it is the providers rathgr
than the consumers who decide how resources should be allocated, and they
are nbt accouﬁtablg’%o cons;mers. 5roviders,’rather than,consuﬁeré, have
the power in ;;rogrammmg and service matters However, many mental re-
tardat1on agencies encouragé parént/consumer 1nvo]vement in philosophy and
tl structure. A new model of‘%erv1ce delivery is proposed in wh1ch consumers
would have a collective impact upon déﬁi%ery'pattérns which‘Wou]d qim to
reach the unserved and unknown, and which would organ1ze parents. The
obaect1ves of such a system wou]d 1nc1ude freedom of choice /6pportun1ty
for expression of se]f—1nterest by both consumers and providers, and a

‘state of competition.
{

167 Melia, R. P., Wagner, S. B., & Mahar, J. Individualized written
rehabi{g tton program: Three years later. Amefrican Réhabilitation,
1977, 216), 19-22. o :

A report on first national study of the IWRP using the 1976 P}ogram
< * Administration ﬁeviewv(PAR): Deve]obed by RSA central office through the
qssista;ce of JNK.Intérnétiéna] Corporation, a private consulting firm.
" The objectives of the. PAR were to: (1) ". . . identity areas of sérength and

weaknesses fin administration of the IWRP; (2) assure that state agencies

A
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are preparing ahg m%intaining IWRPs in accordance with the Rehabilitation
Act, P.L. 93-112 .“;..; (3) provide state agencies technicé] assistence to ‘
1ﬁprore practice ahe maintenance and miintenance of IWRPs basedkon findings g
of the étudy; and (4) provide future direction ’r‘or\state and nationel acti- {

e

vities~regarding IWRPs based on information gained through the studj.
y . Q . .
The overa11.qrjtica] question was to determine if the IWRP was being used -~

.

Es intended by Congress. Description of the results are scanty in this
report, and it makes- the qua11f1cat1on that they cannot, by design, exp]a1n
“the adequacy or 1mp11cat1ons of profess1ona] _tasks assoctated with the
IWRP and eteps which must be taken te improve the IWRP." F1nd1hgs given
include six issues: (1) neEd'for.eloser attention by the state- federal ‘ .
vocational rehabilitation sy;tem t0‘p1anning and delivery of%%ndiVﬁdua]~
services, and more‘explicit federal guidé?*neshregarding ihterpretetion

and implementation of the IWRP; (2) dtsco;ery'of innoyvative procedures

_used by individual states in 1mp]emeht1hg the IhRP; (3) time ih prepering,
1mb]ement1ng, and mainta{niﬁg the purpose ef the IWRP; ig%\foynd hanage—
ment problems, Such as monitoring fﬁRPs and peréonne] needs related to

Athe IWRP; (5) report on in-house tra1n1ng in me\t agencies for staff 1n :
the implementation of the INRP and (6) 1dent1fied a number of methods,

as reported by counse]ors, to involve’ client in deveﬂoping the {wgp Re—
port states that 1t is the responsibi]ity of the RSA to exp1a1n adequacy
(ihadequacy) of professiona] role in accomplishing tasks assoc1;=ed with «

the TWRP to improve its quality. : S
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W\ self-reliance, physical dexterity, and adaptabi]ity Many benefits accrued
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168 Meyer, D-A. A commun'ity assesses its needs. Children Today; 1972, 1(2),
37. . ) -

Describes the activities of child advocates in 74 small Oklahoma community
n "pyomoting a gpmprehensive and flexible approach, increasjng.alternatives

and options so that families can better meet their.child care needs." In

4 f 13.

response to néw deve]opments the League of Women, VOters‘monitored the t0wn's.
\capac1ty to prov1de chi]d support services and then mobilized ‘1ocal citizens, 1
officia]s, service prov1ders, and organizations to, work for the prevision
of needed services. As a resu]t of these efforts, severa] facilities were
established and funded® In addition, means|were found of training in child
' care and deve]opment personnel needez 'to se&ve in the pew programs. The
success of these ahvocacy act1v1ties laid the groundwork for continued

a

community endeavors to meet the needs of its citizens.

- ~

. - R
169 Meyerson, J. The initiatjon of Nebraska's Youth Advocacy Program. In
W. Wolfensberger & H. Zauha (Eds.), Citizen adVocacy and protective -
‘. services for the jmpaired and handicapped. Toronto: National. In- ’
stitute on Vental Retardation, 1973, pp. 103-111. .

Traces the deveiopment of a youth advocacy program in Nebraska which
| was® initiated by twe State 0ffice of Menta] Retardation. The project . ’
s 'focused upon estab]ishing reiationships between young peop]e and 1nst1tu-
tiona]ized retarded persons for the purpose of fu1f1111ng theJiatter s
affective needs and easing the process of deinst1tutiona1ization Initially,
Yohth Association for Retarded Children members were invited to spend a
weekend at the institution and then tﬁey were assigned to individual ?EST-

he’ advocacy concept and in developing a

relationship was offered.o The areas stressed were groom1ng, communications,

from the program such\as provision of peer role models and representation

s . i ~ .
ot / . I 'lo 16@ . . . ° ‘. L-J,
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in splving problems. .It is also poigted out that some problems occurred

because of the advocates' lack of tact. The paper is Coricluded with a copy

)

of a letter from a youth advocate descrihing her experiences and plans.

Mgchae1 (Ed.). Citizen advocacy resources. Lubbock, Texas:
Texas Tech University, Research and Training thzer in Mental Retarda-
tion, 1979.

L |

Annotq;ed b1b11ography,wh1ch includes literature, fi]ms, tra1n1ng
materials, an¥i other resources re1evant to citizen advocacy for deve]op-

mentally d1sab]ed persons Des1gned as a reference tool for several
audiences including protection and advocacy agencies,_citizeh advocacy
coordinators, and citizen advocates. Technical pub]icatiohs and hater-
ials prepared for profeesiona] audiences are generally excluded. The

area of legal advocacy has been omitted as theffocué of this resource is
' primarily on consumer advocecy, citizen advocacy, end iay aevocacy.

Consumer participation
18-21.

Miller, S.

Journal of Rehabilitation,
37(6) ;

$s

1971,

PR
.

Different1ates between the concepts “of "consumer participat1on“ and
Mcitizen participat1on and places their deve10pment within h1stor1ca]
perspective, qunceptua1izes rehabilitation agencies 1n'market terms to
demonstrate the limitation of restricting the definitipniof consumer par-

ticipation to client 1nvo1vemeht in agency'p1anning and decisioh making.
_Introduces the notion that‘society is also a consumer in that reflabilita-
tion agencies supp]y it with the product of rea11zed potential, i.e.,
'socia] people who can function in society. In turn, society supp]ies
social service agencies with more socially hahh1capped people ‘for "f1x1ng-
wp." The fundamenta] problem is the lack of societal demand for the pro-

duct of realized potential, and the.failure of service agenciés to be

16
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concerned with distribution for their "product.” In other words, agencies

do not act.as if they have something of value to contribute .to the market -
- * - “\»

‘

place. Calls for the use of community organizers to.develop communication
4
between clients, service agencies, and the community. Sugh interaction
B -

will begin .to break down stereotypical notions of the handicapped and help

s

consumer;probiems.c It will also facititate to uncover existing and de-
velop needed community resources. Consumer participation is not seen as
as tool to bring about'major social change, but one strategy for forming‘

- a partnership between the rehabi]itation agencies and the -communities in

b

* which they function.

T

Minch, J. A. (Principle Investigator). Consumer invo]vement in rehabili-
tation. - In J. Fenton (Ed.), Research directory of the Rehabilitation
Research and Training Centers. Washington, D.C.: U.S. Department
oF Health, Education and Welfare, National Institute of Handicapped
Research, 1979, pp 183-185. . . .

o -

Progress report on consumer involvement in rehabi]itation. ObJectixes_

include to: (1) determine the state-of-the—art in consumer igvolvement
nationwide (2) demonstrate the feasibility of model programs of consumer
invo]vement and (3) explore feasibility of establishing a Consumer Involve-
ment Center. T date'there are findings to report for the first two objec-
tives; Findings for ObJective One indizate that although each state voca- N)
tionai rehabilitation agency should have had a written plan formally de—
scribing it?ktonsumer involvement activities no later than December 1975,
,Bniy half the agencies had such a written plan. For Objective Two, sev-

erai recommendations for consumer involvement in state rehabilitation
agencieseare'made including expanding the development of advisory councils’

throughout the state, forma]izing areas of poficy issues for interaction

- § - R .
with consumers, and expanding consumer bated services.

. 162

*halance their dependency on agencies as the two groups work together on .
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N 173"Moisé L. E. Will the real advocate for the retarded please stand up?
Ch11d Wel fare, 1975, 54(1) 27-33. °

) Asserts that advocacy on beha]f of the mentally retarded is achieving
<:jnosnt1ve resu1tslaround the world because of opposition to institutional
dehuman$zat10n and progress 1n\community living programs. The author,
mother of a retarded child, tells of the development of her advocacy
sk111s and of experiences with her youngster. In addition, s1x~pr1nc1p1es‘;

are squested which can a1d in establishing productive interaction with a

o .

mentally disabled person. These are: (1) rightito respect; (2) regard
for opinion; (3) room fo differenceé; (4) risk taking; (57 responsibi]ity;‘
and (6) readiness for‘ro1 cnanges The difference®between disability and °

handicap is noted, and it is cautioned that advoqates often tend to restr1ct
7
the retarded by means of negative expectat1ons Finally, the c1t1zen

————

%, advocacy-approach is- recommended as a wax\gf\ach1ev1ng acceptance main-

stream1ng, and 1ntegratfon of retarded citizens. Citizen advocaty, which
. v &
s based upon a one-to-one re1\11onsh1p between a volunteer and a disabled

n individual, can provide intervention with service agencies and needed pro-
- tection. It can also be a means of helping the impaired person achieve -
independence and first-class citfzenshjp.atatus; ideally, this may even-
° Q

; tually lead to meaningful self-advocacy among such people. =

174 Moore, M. L. A demonstration of three models of advocacy pregrams for
developmenta11y disabled children. 1In C. K. Sigelman (Ed.),
Protective services and citizen advocacy. Lubbock, Texas: Texas .
fech University, Research and Training Centecr in Menta1 Retardation,
1974, pp. 17-22. — .

’ 3
Delineates some of the problems of the multi-handicapped with deve10p-
menta1 disabi]ities and ways in which advocacy—programs can be used for the

purpose of faci]itating productive re1ationsh1ps betwgen disabled 1nd1v1du\li
sab]ed

and the service de1ivery system. In order to meet the needs of the di

A . 183 R



United Cerebra1¢Pa1sy Associations, Inc. (UCP) has developed three models

of advocacy as part of a project of mational significance. Their funda-
mental object%yes are to provide a lifetime partnership between UCP and the

client and his family, to furnish informat%on, referral and follow-along

services, and to develop legislation. The project attemots to demonstrate

advocacy operations which can serve different segments of the\pOpu1at1on, $

which take into account varioug conditions of service delivery and ava1]-
abi]it},”and which fit into_differing UéP affiliate organizational patterns;
The three project sites--New York State; Mi]waukee W1scons1n and San

Mateo/Santa C]ara (Ca]1forn1a) Count1es--were se]ected to ref]ect those
kinds of variations. The activ1t1es of these programs dur1ng their initial
- R
period of operation are descr1bed as_are their long-range goals and pro- 5%“
PRl A N .

jected future deavors. . . N
7‘ | ‘ \

175 Moore M. L. A demonstration of three advocaey models for persons with !
deve]opmenta] disabilities. In G. J. Bénsberg & C. Rude (Eds.), <
- Advocacy,systems for the develBpmentally disabled. Lubbock, Texas:
. - Texas _tech University, Research and Tra1n1ng‘tenter 1n Menta]
Retardation, 1976, pp. 113-121. .

-

Overviews six advocacy projects which were administered hy-United ‘w
Cerebral Palsy Associatdons, In¢. These+*included modé]S at the state, ‘

regional, and urban Jevels, and the goals by which they were directed were

4

. to help developmentally disabled persons mike the service system responsive
to their needs and righ}s and to help them part1c1pate’and fulfill them-

selves as human beings Each program had an aq‘kgacy advisory council and

e ° ®

an advocacy coordinator whose functions inclu d systems analysis, com-

— ~

munity orgamization, and dissemination of information. ~ Various types of

' approache; were demonstrated such as consumer action groups,* legislative

advocacy, community.organization, prdgram brokerage, ombogsmen, and case

\ . . N - h Lo . T ey
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management. Results indicate that it is possible to establish supportive

power bases for the deve]opmental]y'disabied, and advocacy requires the

]

interaction of many types of ad\}ocacy‘systems.° Advocacy furthermore in- ‘

- o e

volves teaching consumers, understanding systems and effecting change, and
,improG?;g relationships between disabled clients and service providers.

Appended is a chart illustrating different kinds of advocacy systems.

¢ 14

. - - it .
176 Moore, M. L. Systems change adyocacy. Amicus, 1976, 1(4), 1%;&?. .
hts to appro-

" pefines advocacy as "insuring disabled persons their right

priate services," and overv1ews Uni ted Cerebra] Palsy Association's National

- ~

. "~ Advocacy Project. This prOJect which estab11shed three mode] program sites,

<

developed means of 1nterven1ng to remedy the problems of dev§10pmenta]]y

disabled .persons as a class. More specifically, class or systems advocacy

- 4

inclydes the following approaches.: (1)‘wrﬁting, lobbying, and monitoring

legislation; (2) identifying service needs; (3) working to modify” the

. service system so‘it adequately meets consumers' needs; (4) promoting

consumer 1nvo1vément‘fn the process of service dé]ivery; (5) he]ping cahsumer
groups in the use of appeals procedures and ip-developing action strategie§;
and (6) promoting coopera;%on betweeé service providers and consumers.
These methods are in contrast to case advocacy procedures, the purpose of
-~ which is to assist individual clients. Examples of systems changes which,
resuited from the p;oject Are given. These include the establishment of a
.", géievange procedure within a Egynty s}stem and the p;qvisjon of fo¥low-up ‘ .

-

services to high-risk infants. It®is,concluded that »ffective advocacy

requires the linkage of many havbcacy systems. Appendéd is a chart.illus-

L

jfratihg types of advocacy and their purposes and responsible organizations.

L]

.
»
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177 National Association for Retarded Citizens. Citizen advocacy forAﬁé;ta11y

178

-

retarded children: An introduction (Book I). Arlington, Texas: .
Nqijonal Association for Retarded Cit#zens, 1974.

The concept of citizen advocacy is introduced as a means of helping

4

retarded people live as normal a 1ife’;s possible.. After overviewing some

" traditional advocacy and protective‘services models, it is suggested that

citizen advocacy can provide a service not offered by these other approaches.

~1t is defimed as "basically a one-to-one relationship between a capable,

vz?unteer ('advocate') and a mentally retarded person (‘ﬂroggge') in
which the advocate defends the rights and interests of the protege and
provides practical or emotional reinforceTent'(or a combingtion of both)
for him." Within this context, citizen advozates may assume the role of

companion, advisor, guardian, conservator, or parent surrogate, or they may .

play a special advocacy function such as youth, crisis, or professional

!eP

advocacy. They can fgrthermore be of assistance to institutionalized,
deinstitutionalized, or community-based mentally retarded in%ividua]s. In
conclusion, it is noted that citizen advocacy is a sj%tem designed FQ?
capitalize on present-day commitment to consumer representat{o;, huﬁan and

/

civil rights for all citizens, and deinstitutionalization.

. National Association for Retarded Citizens. Effective advocacy (Book III).

Arlington, Texas: Natdonal Association for Retarded Citizens, 1974:
This booklet is ihtended.to serve as a training_ghnua] for citizen

advocates and a resource which will facilitate effective and satisfy%ng

" advocacy*action. By way of background, mental retardation ismdefined, its

.causes are overviewed, and a histg:y of attitudes toward and treatment of

retarded people is given. The functions of advocacy are then described in
o . )
regard to residents of institutions, persons being deinstitutionalized, and -

L A
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" those who have always lived in the community. In practical terms, attitudes
and activities abpropriate tq the various stages of an/advoca;g-protege
re]at{onship‘are discussed as are legal and‘financia1 obligations attending
this, situation. It is particularly stressed thaf advocacy‘requires commi t-
ment to a dé;p emotional involvement with a disabled individual. Fur{her-
more, specific guidelines are presented tg help those d:; are interested .
in assisting their.prbteées to secure their legal,*social, eduéatiQna]i
employment, and ggnera] rights. Finally, advice is offered to advécates
whose proteges have special éiBb]ems and. to parents of proteges, and some
of the personal benefits which can be derived fro; the advocacy ;Q]e are
delineated. |

179 “National ASSOC1ation for Retarded Citizens. “Implementation of citizen

advocacy through state and local ARCs (Book 1I). Arlington, Texas:
National Association for Retarded Citizens, 1974 ’

Provides specific guidelines for the puypose of assisting vo]untary
agencies in estab]ishing citizen advocacy prOgramg\at the state and local
Tevels. Of crucia] 1mportahEe in the organization of a state office arei

' aﬁlexperienced director, long-term funding, a representative advisoF?i;\

" committee, and the capability of providing various kindSﬂof.technical
assistance to local groups. lﬁ setting up a local citizen advocacy office,
the following uhden}akings should be congidered: utilizing a study committee
for the purpbses of conducting a feasibi]ity study and fund raising; ob-
fainind 1nSurance;,{ncorporating; and egtab1ishing a local advisory
committee. The recruitment and training of an effective sﬁaff are necessary

for the’ operation of the local office, and 1ts fUSE?Tgﬁs 1nc1ude recru1t1ng

advocates and proteges, publicizing the program, screening and training
LY u

\ |
16;
4
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'//’advocates, matching proteges anqeédvocates, and monitoring and evaluating
the advocacy relationships. 1In addition to details regarding the above

procedures, examples are presented of a number of forms for various pur-

poses, publicity strategies, and program evaluation mechanisms.
~ .

National Asscciation for Retarded Citizens. Youth as a citizen advocate
(Book IV). 'Arlington, Texas: National Association for Retarded
Citizens, 1974, ‘

s

Designed to introduce the concept of cittien édvocacy to teenggers,
this booklet encourages youth to become a part of the advocaéy movement.
As an introduction to the topic, mental retardation is defined in simple
terms, and citizen advocacy is described in terms sf'an ana]y%is of its
definition, its differences from traditional vo1untee§(activities, and its
organizational frameggrk.‘ The speci%l roles of youth advocates are then
discdssed as are some'of the benefits accruing from the advocate-protege '
relationship. The fo}lg!ing.sections inciudg a diary accounf of a youth
advocate's experiences and a trdﬁ%cript of an interview with a youth advocatet -°

_Specifically, the diary describes a teenage girl's initiation iﬁto(the
citizen advocacy program, her training, her introduction to her protege,

subsequent joint activities, and resultant attitude cH3nges. The inter-

‘'view report is illustrative of the practical Espects of advocacy, and it

" depicts ways fn‘which a protege changed as a result of th? advocacy re- .

1a£ionship, problems which were'omercoﬁé, and feelings about the program.

Finally, a number of steps'are‘Listed as means of starting a citizen ad-

"

vocacy endeavor.
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181 National Association of Social WOrlcers (NASW) Ad Hoc Committee on Advocacy.

The social worker as advocate: Champion of social victims. Jocial /

Work, 1969, 14(2), 16-22. . .

Advocacy is defined in terms of both jndividua] and class reprecenta-
tion and is seen as an %ntegra] part of the philosophy and development of
social work. It is suggested that the social worker is obligated by his
Code of Ethics to act as an advocate. In such a role, he may be faced with
a number of dilemmas, e.g., tde competing claims of individuals in neéd,
the choice of client vs. c]dss advocacy, and action by the worker as
opposed to mobilization of clients to work on their own-behavf. Compe-
tence‘in fulfilling the advocacy role is very important, but workers
genegally lack the necessary technical skills. In addition, their status
as employees of ta;get organ1zat10ns often serves to d1m1n1sh advocacy
activity. As a.remedy to this situation, it is proposed that the profes- ,
sional association support the advocacy endeaveors of its mefbers by en- ‘
couraging such practices, providing backup resourcesi and protecting eﬁ-t
p]oyees against reprisa]sé! More specifically, it is recommendéd that 1imited

. association support be g1ven to nonmembers and that the association 1tse]f

{assume gdvbcacy responsibi]ity in selected instances of c]ass-wide relevance.
P ] . ° \ ' °

182 National Easter Seal Society for. Cri§p1ed Children. The Easter Seal
“role in advocdcy: A pos1tion statement adopted by the Board of Direc-
tors, February 15, 19/4. Chicago: The National Eaéter Seal Society
, for Crxgpled chiTdren and Adults, 1974. :

Recognizes the Easter Seal Society's commitment to help handicapped

.~ .
persons realize their full potential, and offers a ratidnale for its ad-

.vocacy role. It 1§ stressed that effective rehabilitation requires a
positive attitudina],agd physical environment, and the Society's Bylaws

marfdate means of promoting such condittons Advocacy measures are needed

" both to maintain high-quality direct services and to remove env1ronmé%ta1

- - 16y
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barriers. Advocacy techniques which can be employed include the .following:
« (1) involving disabled persons in determining solutions to problems; (2)
Jiﬂﬂarsha11fhg governmental efforts to promote a barrier-free environment; (3)
‘sgeaking, writing, and acting on behalf of the handicapped; and»(4) inter-
’ vening to assure that services dre provided and rights are recognized,

183 National Health Council. - Consumer'input: Why and how? New York:
National Health CounciT, 1976. .

The National Health Council (NHC) explores the "why's" and "how-to's"
!

of consumer involvement in health planning and development. Provides

basic definitions of consumey, consumer group, and consumer representative
by way of 1ntr9ducing the 1mnortance of and methods for consumer inbut.
‘Offers reasons why consumers can be useful to agencies in deciding upon
action that is appropriate ta_thei? particular situztion: Stnesses the
necessit§ of involving the poor and minorities in health planning, if
. services they receine are to adequatety meet their needs. Also suggest the
N recruitment of former consumérs, e.g., cured cancer patients, who have a
o " keen awareness of and can speak to~the health needs of a particular popu-
' 1atinn. Emphasizes the responsibility associeted with consumer repres;nt-
atives, which should not be construeq as anything less than a specialist -
in certain areas essential to the provision of good hea]th care. Discusses
methods for fostering communication between profess1ona1s and consumers of
their services. Lists some of the ways in wh1ch hea]th professional assoc-
fations and voluntary health organizations have so]ieited the participation
of consumérs to improve their respective goals of improving the public's ’

health and curing or relieving disease dnd affliction.
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184 "Neufeld, G. R. The advocacy role and functions of councils for the develop-
mentally disabled. 'In J. L. Paul, R. Wiegerink, & G. R. Neufeld (Eds.),

Advocacy: A role far DD councils. Chapel Hill, North Carolina:
Developmental Disabilities Technical Assistance System, 1975, pp. 7-30.

Asserts that an advocate must adopt the pefspective of his client,

and that modern industrialization and drbanization have given rise to a
need for a social movement‘touadvocéte on beha]f'of'de;elopmentaliy disabled
persons. In order for such an advocacy movement to be effective, there
must Bé'an alliance of all concerned groups including adxpéates both within
and outside of the service geiivery system. Developmental-disabilities
councils represent such a coalition and should assume a role in advocacy.
They are in a particularly uniquE position’fa/;ssure accountability of
service agencies ihrough monitoring activities. They can also be respon-
sible for establishing a comprehensive communication network within %he

. human service deiivery system and between it and 1ts consumers.- Further-
more, they can faci]itate action related to citizen 1nvo]vemént in direct
service provision, confrontatienal activities, . lobbying, and 1egisiation.
It is concluded that deve]opmenta] disabiiities counc1is shou]d pr]m&F]]y"
7be enab]ers of advocacy activities rather than doers of it so as to avoid

controversy. ' s

. o ~ .
185 Neufeld, G. R. Advocacy: An examination of its interaction with the
. human service delivery system. In G. J. Bensberg & C. Rude (Eds.),
Advocacy systems for the developmentally disabled. Lubbock, .Texas:
Texas Tech University, Research and Training Center in Mental,
Retardations 1976, pp. 99-112. R

Suggegts that there is a need fbr a cohesive social movement to effect
change in the service delivery system. Problems giving rise to this need

are related to the system's size, Eomp]exity, fragmentation, se]f~prot§ctive—-

ness, and unreSponsiveness. These problems.must be addressed by advocacy,
17




'
~ .

and two approaches to it aré described. First, internal advocacy, which is_
practiced by employees of the System, attempts to bring about change from
within by uti]iaing negotiation methods. It has the advantages of easy
access to information and stab]e financial support but there is a substant1a]
possibility of conflicts of interest. Second, external advocacy, wh1ch is
indépendent of the serv1ce delivery system, frequent]y adopts\an adversar1a1
posture and has available many remedies. However, it may be 11m1ted by lack
of access to information, lack of commun1cat1on with natural advocates

within the system financial instability, temporary leadership, and over-
involvement w1th the struggle for change rather than wiith c]1ents An
example is presented 1]]ustrat1ng the strengths and wealﬁesses of internal .
advocacy,.and it is proposed that an ideal advocacy program sh%u]d include
elements of.both internal and external advocacy. State deve]oémenta1 dis-
abilities councils are seen as in a good posit1on to do this, bu% coali-
tions must be formed of all 1nvo1ved This is necessary to assure the

s

accountability of all government levels and agencies.

"186 Neufeld, G. R., & Paul, J. L. Advocacy training. In J. L. Paul, G. R.
. Neufe]d & J. W. Pe]os1 (Eds.), Child advocacy within the system
Syracuse Syracuse University Press, 1977, pp. 112-127.

Points out various factors giving rise to a need for advocacy, and

stresses that advocates should serve to a¥kure pubhc services accountability,

sat1sfaction of c]ient needs, and protect on of rights. Advocacy training *
»

shou]d be designed so as to promote integration between internal and ex-

ternal advocacy, to deve]op advocates COmp tence, and to give advocacy
E 4

endeavors organization and structure Training is furthermore qeeded for

Co
-

different types of advocates. First, it should provide citizen or volunteer . ..
3‘\

17




187

advocates yith skills to lobby and to function as board members and con-

sultants to public programs. Second, in—sé;vice training shou]é esfab]ish

in system employees a commitment to 9dvocacy in addition to the role for which

they are being paid. It should also teack-methods of megitoring, communi-
. cation, protecting legal rigth, and advocacy technjquéé.. Third, full-time
ddvocates require trajning in a widd\variety 6f competencie§ fnc]uding those
related tb client-centered data, organizatio&a] and human se;vice systems, -,
organi zing éitizens for action, and use of public media. In addition, it is
suggésted that universities should.play a major role in providing advocacy
training. . .S

7

In W. Wolfensberger & H.(Zauha (Eds.), Citizen advocacy and\protec-
J tive services for the “impaired and handicapped. Toronto: National
Institute on Mental Retardation, 1973, pp. 43-78.

187 Novak, L. Operation of the t}gﬁzen advocate program in Lincoln, Nebraska.

-

Discusses the implementation of the first citizen advocacy program

— ' which was sponsored by the Capitol Association for Retarded Children in
Nebraska. The mechanics of staffing and funding the project are reviewed
as are theﬂro1es.of an advisory committee, executive committgé, and various
subcommittees. Also, methogs.used by the administrative staff in recruiting, |
p}ocuring information on, aﬁd matching advocates and proteges, orienting
and training.advocates, and supporting and documenting relationships are |
described.. A number of advocacy tjpes and activitie:”;re ove}viewed, and
ways in which\edvgcates help their proteges are présénted. The main prob-

. lems facing the program are an insufficiert number af ;dvocates, Jealousy
and resistance of proteges, the vo]untariness;of tive program, and lack of
commdnication. Overall, it is concluded that citizen advocacy can Qork. -
Appended are examples of application foréE, interview ;chedu1§s, protege
information forms, guidelines, and reporting*sheets., (

v .

45,
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Orlin, M. A role for social workers in the consumer movement, Social

Work, 1973, 18(1), 60-65. - '___—?}
Suggests that the consumer movement, which established a strong iden-
tity in the 1960's, was a result of the feg]ings’of many pgﬁp]e that their
needs were not being met. Such persons concluded that in order to achieve
ecoﬁ%mic we]]Lbeing they had to act a$ consumers as well as producers of ¥
i&come. States that the field of social welfare must recognize consumer .
issues ;;»part of its responsibilities to combat alienation, and hélp the
poor who suffer the most in the marketplace. As aplexample, autho; points.
out that the Office of Economic Opportunity (0EQ) program was deeply in-

.
A

volved in consumer activities for the poor as demonstrated through: (1) L.l

consumer education; (2) low-cost credit facilities; (3) family financial

9

planning; (4) debt consolidation and reduction; (5) buying clubs; (6) legal

services; and (7{'fami]y emergéncy loans. Social workers'héveﬂgn important

cr -
2o

role to play in the éonsumér movement, in both the private and public séc-
tor. They can work directly with individuals and/or,manipu]ate the en-"
vjrd‘%ent. In working with individua]é,_they éan become involved with:
(1) consumer education which teaqpes both how to get satisfaction from
bought goods and aboﬁt rights and laws; (2) consume; adquacy thch may *
take the form of informal settlement of d?sputes, direct éction, ozﬁen-
1isting the help of qu]ié law enforcement agencies; and (3) referral to
N R

community resources. Manipulating -the environment could include suc
. ' .

actions as lobbying, monitoring enforcement of existing laws, research,

N

and acting as 1iaison between business and consumers.

a
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189 Panitch, A. Advocgcy in practice. Social Work, 1974, 19(3) 326-332.

is viewed as an integral part of social work. In re]ating the socia] environ-

* Advocacy is defined as defending, promoting, or p]eading a cause and-

ment to the princip]es of advocacy,- it is asserted that the practitioner

must take a stand against c1ient dehumanization Part of the responsibi]ity

for social work advocacy lies with.socia] work educators who should_encourage
and support student endeavors in recognizing and confronting agency vio]a;//

tions of human dignity. More specifically, schools of social k must

place more emphasis upon classroom instruction in the technology ¢f advocacy

_and demonstrate commitment to its _principles during field instruction.’

~ Among the possib]e techniques of intervention which can be taught and

190

-advocacy to‘f1ourish, methods must be deve]oped'which practjtioners consider ,

employed are the following: (1) studies and surveys, (2) expert testimony;

(3}(9ase—conferences with other agencies; (4) interagency committees;
{5 education; .(6) positionptaking; (7) administrative redress; (8) demon- ]

stration projects; (9) direct contacts with officials and legislators;

(10) coa]ition groups; (11) client groups; (12) petitions; (}3) persistent
demands; acd (14) demonstrations and protests. In order for ¥Social work -
to be professional, and a strong commitment must be made‘tg ‘social justice.

Pappanikou, A. J. The importance of perception in ¢hild advocacy. Unpub-
1ished manuscript, University of Connecticut - Storrs, 1971 .-

The objective of child advocacy is defined as "to protect human beings
and in turn, the legal rights of cidren so thatigheir physical and emotionaT
states .complement the variab]es which. affect 1iarning Given this context ,
of an edueationa1 setting, a chi]d 3 motivation to learn is identified as

important and advocacy is recognized as a means of intervening for the

purpese of removing barriers to positive motivation. It is furthermore

-~

- -
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suggested that public school personnel can be effective advocates on]} if

they are_perceived as such by children and if they take into account the

consumer's perception§ of reality. A school advocacy program is described

which allowed each student to choose his own advocate, and the advocacy roles

"' assigned and range of problems déalt with are identified. Finally, it is

concluded ‘that empirical data are needed in.the field of child advocacy.to

augment its effectiveness.

v

191 Pappanikou,-A. J. .Dual advocacy ﬁode] for inner-city schools.” In J. L.
Paul, G. R. _Neufeld, & J. W. Pelosi (Eds.), Child advocacy within
the system. Syracuse: Syracuse University Press, 1977, pp. 75-90.

Overv%ews some of the problems and comp]exitie§ of-inner-city educa-'
tion which|result f}om racism and economic barrieés and federal efforts
aimed at remedying these problems. While warning against se]ftservfng
advocates in the g tto, it is cqgg]uded that an ;ffective a)¥ocacy program
is neceséa;y tb coordinate existing programs int6 means 6f effetting positive

change for minority inner-city persons. Most inner-city advocacy activities

~which were initiaited in the 1960s were, based on either an adversary or om-
budsman model. ;Thése generally failed to reéﬁ]t in lasting change. A_dua]
’adVbtaéy'mode1 is proposed which utilizes the ;dversary and ombudsman approéches
an&poverqpmes the deficiencies' of each used alone. Within this model, the
ombudsman, who is part of the service system, is responsib]e for fofcing an .
ih%titufjonﬂto recognize its problems and the need to solve them. When suth
efforts fail, ;dversaria] techniéues.can<QE_59R]6yed which emanate from out- o
side the system. The application of this advocacy method to tﬁe'schoo] i
setting is described in terms of dealing Q%th the following E}pes of prob-
“lems: (1) unusual needs or‘demands; (2) teacher-child conflict; (3) parent-

teacher-school conflict; and (4) interdiséip]inhry‘programming. It is

stfesSed that ‘the two advocacy components must work together in order to

]
R d

TC make the System.function effectively.

e 176
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1SN2 l>arent e o o ACT (Advocates for Children Today). -Final report 1970-71.
Milwaukee, Wisconsin: University of Wisconsin, SCho®1 of Social Wel-
fare, Community Mental Health Field Education Unit, June 17, 1971.

Describes a project sponsored by a university school of social we]fare
and-a community mental health association, the pqrpose of which was to
estab]1sht; functioning committee(s)- of parents\of emotionally dwsturbed

? children. Activities pgr?brmgdbby student staff, parents, and professionals
during the first months of‘the'prbgram are reported. These include: ([)
prépa}ing parents for participatioéﬁin a public hearing; (2) estaL]ishing a ‘
steer1ng committee respons1b1e for formation of the parent group; (3) pre-
paring and distributing ah explanatory brochure (4) convening three parent
committee meetings with their resulting actions; (5) reordanization of the
steering committee; (6) assumption of géoup responsibility by the parents;
and (7) participant evaluations of“the project. The brogranﬁs success in-
dicates that parents can be effectively organized for the,pugpose of ch}1d

\ C ' ~
advocacy and that socia) work students can establish and maintain censtruc-

tive professional re]ation;hips with parents. -0

. , - ¥ L

193 Pasca] C., Neufeld, G. R., & Adams, J. H. Legal advocacy programs for
. disabled citizens: A survey and analysis. UnpubTished manuscript,
"~ PeveTopmental DisabiTities TechnicéT’A%sistance System, Chapel H111

‘ ‘North Carolina, ]976 ‘

Notes the pro]iferatfon of legal advocacy for the hand1capped in recent .

°

years, and presepts_jhe results of a nationwide survey which exp]ored the
status of legal services for the developmentally disabled. As a means of

o describing such prog;ams, 11$p}ojects representing a cross-section of -

©

dvailable types of legal services are discu5séd. Legal services programs .

»

. in general are then analyzed in terms of their strengths and weaknesses.

Specifically, they are found to make sighificant contributions in.providing \;
C

\ ‘ services to low-income persons, public edhcation, establishing national

17
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- services plans. Appended is a sample of a resolution that could be used to

‘peonage; individualized treatment plans and.perfodic réview; right to be
i - . ’ ol g

-free from unfair transfer; and posf—deinstitutiona]1zation assistance

. \ Y T i
. . 194
. .

o
Y

precedents and publicity, and“in facilitating the deve]opment of a specialized
. . .
bar and innovattve modes of service de]jvery De{1cvgpc1es are found due

,

.to lack of permanence res§r1ct1ons imposéd by the funding source limita- Lo~ e

tions on the p /opu]at1 n served, lack of experttse/of the bar in genera], 4 K

-,and 1imited involvement of the private bar. Based on these results and

y . . . . . L , .
analyses, recommendations are made for expanding and _improving legal ser-

vices for the disabled. These are focused upon the areas of lawyer refer-

ral services, legal advertisfng; legal specialization,t and pre-paid legal

o

Y

make 1awyer referral services more useful to-the handicapped.
. . o

. -

Pascal’, C. B., & Turnhu]] H. R., III. Legal advocacy for the DD citizen.
s Ind. L. Pau] R. w1egen1nk & G. R. Neufeld (Eds.), Advocacy: A
role for DD,counc11s Chapel Hill, North Carolina:* DevéTopmental ‘
Disabiiities Technical Assistance System 1975, pp. 149- ]72 I

Lega] advocacy i's pract1ced within a legislative, adm1n1strat1ve or
court forum, and some general concepts related to the 1aw are d1scussed
including procedural -and substant1ve due process a%d equa] protection. o f
Also, an outline of the aSserted\legaf'rights of>deve]opmenta]1y disabled -
citizens is presentedg'and~tt"E§”snggested that advocates’shouhd give em- g .
phasis to the assurance of educationa1 and_patients' r1ghts The r1ght to

- . 14

education can be considered in térms of appropr1ate educat1on r1ght to

- o

fair classification and placement, and compensatory education. The rights
of institution residents embrace the following: least restrictive al terr . .
native; right to an advocate right to a deeent~env1ﬁ%nment r1ght to N

educat1on and treatment right to refuse treatment right to be free from:_, . T .

)

Finally, a ]1st of programs which shou]d be considered by deve]Opmenta] . .

°

disab111t1es eounci]s in est&b]ishing ]ega] advoCacy serv1ces s offered

l ° @ ? . Wt
R4 o - v,-l o o

L
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195 vpaul, J. L. .Advocacy potent1a1 of developmental disabihties councils.
In J. L. Paul, R. Wiegerink, & G. R. Neufeld (Eds.), Advocacy: A
< ., role for DD counc1]s Chapel Hill, North'Carolina: Developmental
-~ ’ Dhsab111t185 Technicai Ass1stance System 1975, pp, 1-5. )

. The’ mandate of deve]opmenta] disabilities (DD) councils to provide com-:

- - -

prehens1ve p]anning for disabled people includes tremendous potentia] for

advocacy Their_advocacy becomes manifest in terms of their va]ues "and

* -y actions, and these shou]d be determined by consideration of both the needg
o of the deveiipmenta]]y disabled and prob]ems inherent in the serv1ce delivery

~
system., DD counc1]s orientations must focus primarily upon the rights of

L

. disah]ed-citizens and' ways of overcoming bureaucratic 1nert1a. That 1s
the rights and needs af the client population must not.be compromised, d
ot ’ capabiiity‘must be deve]oped to make careggiving systems respons1ve to these
rights and%heeds In order to functioh effectiveiy, deve]opmenta] dis-
abiiities councils.must first estab11sh a set of principles upon which they

‘base their act1v1t1es P Once this 1s accomp]1shed the foundation exists s

, for them to act as advocates both in terms of the1r phi]osophy and. program.

- 196 Paul, J. L.' Advocacy and the advocate. ‘In J. L.+Paul, G. R. ‘Neufeid, &
‘. ¥ig . . J W. Pelosi (Eds. ), Child advocacy within.the system. Syracuse:
: : Syracuse University Press, 1977 pp4 141 102, +

Presents som psycho]ogica] coﬁ?jderations of the advocate réle in "

=

terms of both ind v1dua] charactéristics and rekationships with others.

jn each of these espects "the. advocate must determine the boundaries and
authority of his pnpfessional ro]e and persQnai.identity He must .develop
an identity for himse]f as an advocate in reiafion to his own family, pro-‘
A fessiona]s and bureaucrats the c;mmunity!?s a whole, and the child who is '
‘ . his client. Some of the probigms which affect the advocate S mora]e aré
amgiguity, confiicts of .nterest’ and the temptation to become cynical, ' and

he must_ constant]y strive to maintain sensitivity to individua] needs. Some

4 "
R ' s . ."1 v 17J° B .d.l' o
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1nf1uen3e 1dentif1cation with the bureaucracy, pUb]lC credibility, and

abiiity to work W1thout the protection of a bureaucratic structure In

*

regard to the latter, it is noted'that an advocate must be aRle to relate

.

to,~but must -avoid within the advocacy program, red tape, ,arvon, physical

.* - separation from clients, and rules and decorum.

.

3

.

- 197 Paul J. L Advocacy program development. In J. L. Paul, G. R.”Neufeld,
& J. W. Pelosi (Eds.), Child advocacy within the system Syracuse:
Syracuse University Press 1977, pp. 130-140. ;

[}

- -

Discusses issues related to the planning and imp]ementation of advocacy

programs. The first step in.program development is assessing the needs to
- - * ’/
be addressed. This is a means of guiding and structuring activities for

the advocate ang;‘of communicating with the‘communi't'y. Second, a ooig_r Base

must be determined and/or established both inside and outside the bureau-

~

cracy. Third, priorities must be chosen in cooperation with ‘he community.

-

Some of the Spec1f1c dec151ons which must be made are also examined My
who is accountable?; (2) who needs to be involved?; (3) how will you know 1f
you are on track7 (4) what is your real powér base7 (5) minimum standards
for contidﬁing; (6) critical information network; (7) role of consumers}

(8) policy and the public media; and (9) boundaries between advocacy and

o service. : ‘., ’ . . )
: g \ . ,
\ - . ¢

198 Paul, J. L. A framework for understanding advocacy. In J. L. Paul, G. R.
Neufeld, &.J. W. Pelosi (Eds.), Child advocacy within the system
Syracuse: Syracuse University Press, 1977, pp. 11-31.

Explores ecological theory in terms of the fit between a child and his

L4

environment, and it-is suggested that, when misfits occur, the social pro-
cesses or transactions between these be examined. Areas of human need afd

. *adaptation, such as maintenance of physical life and of a way of 4ife; which
Q . - - " ol ‘ . © e
ERIC . - . 150 * ~
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i . are common to everyone are discussed. Given this normative base, deviance
» - .
) is defined as "a recognized discrepancy over time between the expected and

accepted behavior of a part1cu1ar collective and the behavior of a member

7

*of that collective." Deviance and conform1ty are examined in cultural terms

relative to a child's interactions with his confex;s as a rationale for child
. X

advocacy endeavors. Trqnsactiona] problems which must be solved by advocacy
& . include providing a child with support; means Qf developing compeﬁence;'con—

tingi}y of ekperience;-protection from conf[ict between home, school, and

neighborhood; and producfive relationships between child eerving systems

and the community. In discussing advocacy specdfica]]y, class advocacy is

~ . 14 . .
criticized as not taking into accountindividual differences. It is stressed

-

-that, whenever poss1bTe a person should speak for himself. When this is

not possible, the questions of who speaks for whom and to what extent must

® L d

be carefully copsidered.
199 Paul, J. L. The need for d::;;;SP\ In J. L. Paul, G R..Neufeld, & J. M.

Pelosi (Eds.), Child advocacy within the systeme Syracuse: Syracuse
Un1versity Press 1977, pp. 1‘T0 -

Notes many problems regard1ng the 1mpact of soc1a1 1n$t1tut1ons on

L

children, and recognizes chi]d advocacy as a social movem&nt dimed at
remedying these‘grob1ems In genera1' the purpose of child advocacy is

to assure effécfive and 1ntegrated Servw:es and to defend the ehild agaﬂs!‘
«

seryices that are not in his best interest. It 1nc1ude§ such activities

as developing procedures for pratecting and enriching the lives of chiidren,
. _: examfning the child's environment to ascertain megans by which he Can deve]ép

s, > ~ ¢ .
positively, and utilizing judicial procedures. In all of these endeavors,

, .
|
* ,.\O e
. |
. . . s
e . -
‘ ¢

| oL sy .
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. economics, environment, legislation, 'and 1itigation and that it should be

200

~

. J M -
child development program ne%ded to manimi;e iife situations: . . .
. . . A .
Y
4 14 ” - -

- -
. : : 200

focus is upon the child's rights as a person, and efforts are directed toward
]ega] assurance of those rights and promoting accountabi]ity to the’child.

‘Finally, it is suggested that there is a need for, advocacy ‘n theyareas of .

9

devef:ped at a number of different levels and in a variety of directions.

-
¢ »

Paul, J., & Gregory, R. Developing an advocacy system for children: A
“mechanism for basic deinstitutionalization. Special Education Theory
Into Practice, April 1976.

Explains the ecological assumption that human problems are rooted in

transactions between individuals afdd their environments and the frequently

occurring extrusion of, "deviapts" for the purpose of maintaining calm :

sogial settings Given this background a design for a child advocacy

> &

system which serves to maximize.growth potential within normal environments

is presented. More specificaJ]y, the foJ]oWing goals for such a system are
suggested: (1) increase sensitivity to, the process of extrusionf“(Z) fe-

duce efgyusion rates; (3)‘deveiop effective re-entry mechanisms; (4) monitor -
chi]d and environmental fits to maximize chi]d potential and environmental
integrity, (5) increase community awareness of the need to cregate enyiron-

mental a]ternatives for chi]dren (6) create alternative child-relevant

¢ [

>
env1ronments, and (7) create ai]iances of all groups‘interested in child

potentia] Various recommendations are made regarding the imp]ementation
& o

of a child advocacy system inc]uding the provision of such serv1ces as \\ \\
&
fami]y assistance training and counse]ing, and .teacher training%and coun-

4

seling. A S0 considered are means of working wi th government personnel and

‘agencies ;g diffenent ]eve]s for the purpose of providing a comprehensive

¥
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201 Paul, U. L., & Neufeld, 6. R. Child advocacy: An overyview of a within- -

systems approach. In B. T. Saunders (Ed.), Approaches with emotionally
L * disturbed children. Hicksville, New York: Exposition Press, 197%,_

. 175-199.
pp ’/\

In spite of the vast resources being allocated to make opportunities

N available to children, a child advochcy-movemenﬁ is gaining strength for
the‘purpose of improving children's quality of ]dfe; A within-system
approachxto.advoca!y is committed to institut%ona] change, and the public

. school is a primary target.- During recent years, schools have started to
~ change in significant ways and to recognize the.chi]d as having rights.
Child advocacy is evo]v1ng within this context andggogis to transform
att1tudes. It ad0pts the perspective of the child and accepts his r1ght

- to be different. Part of its task must include tearning about children,-

their social systems, and their relationship to the Targer society. Given

this framework, then,‘service de]dvery sygéems_Tust be made accountab]e to
the chi]dren they serve. Three case studies are presented which i]]ustrate

" some advocacy issues and various types of 1nterventions . It is stressed

r

that advocacy mus®. derive its power from the grass roots 1eve1 be concerned

with direct services, and improve understanding about and interactions with
« 7 children. S - ‘ § .

'
[ -
M

902 Paul. J. L., Neufeld, G: R., & Pelosi, J. ¥. (E¢s.). Child adVocacy within
) the system. Syracuse: Syracuse University Press., 19/7. ~ .
e — /’ )

0verviews the phi]osophy and practice of advocating for chi]dren The »
-

assumption 1s made that society S 1nst1tutions are failing ;hi}dren and it

. -

is proposed that a system of -advocacy can serve to "redeem the human poten—.

tial within ogr'institutions " ~The fo1]ow1ng chapters are jncluded: (1)
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* )

The Need for Advocacy; (2) A Framework for Understanding Advocacy; (3) Ad-
. g

" vocacy System: Generic Components; (4) Advocacy i;‘Homé, School, and Com-

" munity: Child Advocacy System Design; (5) Dual Adyocacy Model: for Inner-

o

203

<

5
City Schools; (6) Advoeacy in an Institution; (7) Child Advocacy in Govern-
ment: A Statewide Program; (8) Advocacy Training; (§) Advocacy Program

Development; and (10) Advocacy and the Advocate. - > ‘ T

~

Paul, J. L., Rosenthal, S., Adams, J., & Ramsbotham, A. Advocacy: Re-
sources and approaches. Chapel Hill, North Carolina: BDevelopmental
Disabilities Technical Assistance System, 1976. %

»
.

.The developmental disabilities ]egis]éﬁion of 1975 requires that .
. . ' !
. 3 .
states dévelop and implement advocacy systems to "protect and advocite the

. i o— .
rights of ‘personsiwith developmental-disabilities." This booklet is in-
tended as a. resource to gelp developmental disabiliti€s councils perform

effectively their responsibilities in this regard More Specificany,~

v
.

advocacy actiyities may. be structured, chanacter1st1cs needed by, advocates

functions wh1ch can be performed by advocates, and re]ated Lssues E1ght

\

adyocacy programs are\described which 1]1ustrate a variety of advocacy

approaches In(add1tion a number of resource peop]e are listed as are

—

Svailab]e fi]ms, slide presentations and videotapes on the topic of ad-

ﬁocacy anally, an annotated b1b11ography of relevant. materid1s is in-
aping Wy + N . 2

) RS 2 . H
e T

s

background factors associated w1th advocacy are reviewed and advocacy is =
def1ned in terms of its ]eve]s of 1ntervent1on and processes. Advocacy is
“furthermore explairled by méans of its practitioner's redationship to.the o
service deljvery sysﬁem;land the~advantages and disadvantages of internal .
and external advocacy are discussed A]so overv1ewed are ways in which o
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204 pPaul, J. L., Wiegerink, R., & Neufeld, G. R. (Eds.). Advocacy: A role for

DD councils. Chapel Hill, North Carolina: Developmental Disabilities
Technical  Assistance System, 1975. * . : |

‘ Presents a series ofapapers related to advocacy and the deveJopme*
disab]ed and to‘the advocacy function of state developmental disabi]ities
councils. In general, it is ppinted out that advocacy'requires both passion

.ang competénce in ordervto result in positive change. Specificaiiy, the

topics covered in regard to building these skiiis.are as follows: (1) ad-
@ VocaCy potential of developmental disabilities counciisf}T?ﬁ the advocacy

role and functions of counc11s for the deveiopmentaiiy disabled; ¢3) con-

sumer as advocate personal perspective (4) p1ann1ng for, council action;

(5) a role for consumerism in the DD.movement; {6) regionalism; (7) revenue

crmen

—»—ww“‘”‘“””””sharing advocat1ng for resources, (8) public awareness p1ann1ng and .
‘N o - -
, development; (9).;ega1 developments: through and beyond the history of the-
. ' . N : . . PR , - ' * . .
. ) developmentally.disabled; (10) legal ddvocacy for the DO citizen; and (11);

. E B )
deinstitutionalization of the developmentally disabled. ‘In addition, an -
. s .

extensive description of the structure of the conference from which these
papers are derived is appended as are, the tra1n1ng modu1es related to the

subjects under d1scussion 4

-

+

205 Pechman, S. M.- Sevén parent and ghild centers.’ Chi]dren Today’, 1972,
1(2) 28-31 ’ .

) Aithough much money has Qeeh made ava1]ab1e to provide §ervices to

N poor fami11es many ;1igib1e persons do not receive those services. In
g response to this prob]em seven H!rent and Chiid Centers, operated ynder
: thy aUspices of the 0ffice of Chi]d Deve]opment s Project Head Start »
. received supp&ementary funding to inc1ude an advocacy component in tﬁeir

programs _ The obJectiVes of these advocacy endeavors inc1ude assessing

c fami]y needs identifying and coordinatzng existing resources provid1ng

EKH; —w:'& 'f . | \ _ 18u : . ' [
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_referral and follow-up services, developing needed new programs, and es-

“tab1jshing training proécedures for child advocates. Examples of the

Centers' advocacy activities are presented‘which if]ustrate how the project

. ¢ . . . .
participants attempt to meet identified community needs. It is noted that
~ 4 .

an important aspect of this program is evaluation of its impact upon the

families served and upon the tota] service delivery system. :

206 Pelosi, J. W. Advocae\:y system: Generic components. In J. L. Paul, G. R.

Neufe]ﬁ & J. W. Pelosi-(Eds.), Child advocacy within the system
Syracuse Syracuse Upiversity Press, 1977 Pp. 32 40

Introduces a model of a coqﬂun1ty-based child advocacyfsystem and

1dent1f1es 1t&«n&cessary components, re]at1onsh1ps between-componggts and "

S )

fe1at10n§h1p to the commun1ty The mission of the proposed ‘system is defined

~as: to enable. and/or fac111tate the full physical, emotional, and social

T~ . Lol
development of each child in accordance with his or. her potentizg.“ Design

requirements and system capabifities are specified as/&e14 The~four ‘main

componants of the system are d1scu;sed in terms of their ro]es and relation-

ships. These are: (1) monitoring/assess1ng component which 1nvo1ves gather-

ing and analyzing both child $pecific and_service de1{vefy information; (2)

action component which is responsible for planning and.imblementing activities

: ) 5 i . . .
tg remedy problems in service delivery; (3) community involving component

-which includes 1n1t1afing ;nd developing the'advocacy systeﬁ as well as com-
< . ' ' .
munity support for it; and (4) management compongnt which handles organiza-Q

+ tional matters and the monitoring aqdf@c!idﬁ capabiljfies.
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207 vrelosi; 9. W., & Johnson, S. L. To protect and respect: Advocacy for your
child: A child advocate's handbook. Durham, North Cargolina: Child
\\ = Advocacy System Prgject, Learning Institute of North Car71ina, 1975.
¥ . } \ (] .
Presents information for use by parents and others who wish to serve
as advqcates for individual children. This manual outlines in considerable

v

detail prdcedufes vhich can be performed for the purpose of assuring the

availability of apn}opriate.services, resources, and programs to this popu-

y lation. The first task to be carnied out in the advocacy process is moni-
toring, and this includes”the following steps: (1) deciding what activities

to monitor; (%) deciding what places to monitor; (3) deciding what to Took
I~ . ' .
for in each situation; (4) deciding how to collect the information; and
. ) 3

¢

. €5) collecting the information. After the data have been gathered, they
must be assessed in ordgr to determine whether or not a change is needed.

Once it is dec1ded that a change is necessary, advocacy action should be

- - directed at this goal. It involves the fo]]owing steps: (1) developing

a p]én for changing the situation; (2) carrying ouf the plan; and {3)

. t
(/Ah eVa]uating to make sure the plan is carried out and to determine whether

or not‘it'accomb1ishes what it was supposed to for the child. It is sug---

gested that in working to guarantee needed services to children, the ad-

vocacy process nust be one that is both systematic \and continuous.
., ‘ 7 :
. 208 Pelosi, J. W., & Paul; J. L. Advocacy in home, school, andecommunity:
Ch11d advocacy system design. InJ. L. Paul, G, R. Neufeld, &

o J. W. Pelosi‘(Eds.), Child advocacy within the system Syracuse:
Syracuse University Press, 1977, pp. 41-74. . . -

.

»*

e Diseusses;the Child Advocacy System Project. ‘Its nine goals are

. ‘ ]fsted as follows: (1) monitor child and environmenta] fits to maximize

o chi]d potential and ‘environmental, 1ntegr1ty= (2) 1n&rease commun1ty aware-
. 3
ness of the need to Credte' environmental . a]ternatives for ch1]dren (3)
b qreate a]ternat1ve chi]d—re]evant env:}onnents,_(4) create a]]1ances among .
- * ""v N e, r '\
'I -'\) . .” . ” ) \ ) h -
ERIC™ . R
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p.

fami]ies schools, and other community interests which hav:za primary in- .

terest in maximizing ‘child environments and this chiQd potential; (5) cata-
“lyze the ex1sting programs; (6) increase sensitivity to the process ®f stigma
.7 " . -
p and exclusion as it is}now occurring in the community; (7) reduce the exclu-

. . i —~
sion rates in communities; (8) develop re-entry mechanisms in order that:

.. I L
children currently and futurely excluded canroe/returned successfully-to e

o community 1iving arrangements ;_and (9) mobilize informal neighborhood and°‘

" 209

community advocacy resources for children.. The project design and deve‘bp—
ment are extenSiveiy described in terms of its child advocacy team neigh-

borhood council for, children, advisory board, and site selection as well as

its initial planning, initia]ientry,‘stéff recruitment, implementation of
\/ M
design, and continued field activities.

4 ~

Pelosi, J. W., Tay]or D & Paul, J. L. Child advocacy in government: A
statewide program. InJ. L. Pal1, G R. Neufeld, & J. W. Pelosi (Eds.),
Child advocacy within the system. Syracuse: Syracuse University
Press, 1977, pp. 103-T11.

Describes a 1egﬁs1ative]y mandated advocacy system within the state
government of North Caroiinau Four strategies for the‘effective function- )
ing of such a system are identified as fo]]ows (1) mainté%n’a close al-
lianch with a constituency outside of government (2) raise the advocacy
consciousnéss and potentia] of service personnel; (3) reserve the right .to
go to the source of power when necessarv, and (4) mainfain Jinkages with
those in the poiiticai system that appropriate resources anz set policies.

- Activities are-carried out both at the state and ]oca] ]eve]s The f]E]d

.- staff'bre reSponsib]e\FoP\the ‘case advocacy part of ‘the program and perform

the following functighs: coordination of serv1ces promotion of awareness

Py . * . r

)
€
/
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and responsiveness to the rights and needs of-children on the part of public
. v ' .

-

agencies; and management of an 0ffice for Children Findings. The relation-’

ships between these functions are also discussed as are “the philosophy and

o

approaches which guide the advocates. ) 5

o

210 Perske, R' New directions’ for parents of persons who are retarded. Nash-
V111e Abingdon Press, 1973.

!

Traces the general adJustment patterns of parents of retarded children
_which culminate in an interest in advocacy. The first of feur stages through

A\ . e ° . : . . .
* which such parents progress is focused upon themselves. During this period,
L ¢ Lol
suth factors as unrealized expectations, reactive mood shifts, changes in
R 4 ¢

Y

life style, repulsion of the child, and theoTogical adjustments must be

coped with. °Second the fd%ﬁs sh1fts to the child, and efforts are made*

'

to help and understand him. Third, concern widens to embrace the who]e

family structure. Finally, the fourth stage of adjustment focuses upon

1

society so™as to understand and change it when necessary. At this time,

04

parents of the retarded may choose to join wit ther parents so as to .
., effect grgup~action Spme of the advocacy forms that have deve1oped out .
of organized groupSJare: (m p11ot parent programs; (2) governmenta] and
. 1egis1ative advocacy; (3) public attitudinal change efforts; (4) work1ng s

for commun1ty based serv/pes, (5) citizen advocacy; (6) coord1nat1on of

3

efforts wtth poverty programs; (7) L1t1gat1on (8) youth movements, and

L3

(9) monitoring efforts. o | S

. . /
~

+ 21 perske, R. A process of screening and guidance for citizen advocates. In
W. wo1fensberger & H. Zauha (Eds.), Citizen.advocacy and protective
services for the impaired and hand1capped Toronto: National In-

. . stitute on Mental Retardation,.1973 pp. 233-240. -

.

\.
v Suggests that the succes.f c1t1zen advocacy programs can be sub-
stant1a11y enhanced by -back-up support, andvihree phases of advocacy re]at1on-

ships are eXam1ned within this context. At the beginning of an advocate's

“ERle - sy
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involvement, a coordinatar must be concerned with such considerations as the

. fi_rst contact, printed materia]s, formal -applications, review of the.applicaLs

© 212,

“

..
o %

tions, screening.interviews, letters of decision, orientation and training,
and matching of advoqatgg and proteges. &Quring the imglementation phase of
the re]étionzpiﬁ,'the coordinator needs feedback for an extended period of
time, and he‘ﬁoot ﬁgip the advocate accept hiz protege as he is, work
throughfcrdtica1,inEidents° and provide opportunitieo for sharing between
advocates When a re1at1onsh1p must termlna}e the coordinator is respon-

sible for—eas1ng th1s process and making it a productive experience. The

intent of citazen advocacy is that re]at1onsh1ps be 1ast1ng and stab]e and

«

in order that th1s occurs, there must be assisgance provided while the

advocate deveLOps qdeqyate 1ndependence.
‘ »°eia '¥Q
Perske, R. New d1rect1ons for volunteers. 1In C. Cherington & G.-Dybwad _
(Eds Y, New nejghbors The retarded citizen in quest of a home.
Washington D.C.: ‘Pres1dent's Committee on Mental Retardation,
1974, pp. 163-172 o'

O.
LY

Notes the trend away from v§1unteer—run community services for the
retarded to those profess1ona11y run;vand suggests that in order for vo]un—°
tary organizations to surviveothey mustaagopt neq directions. These may .
take the form of one or more of-theJtollowing° (1)‘public attitude change

task forces, (2) agency monitoring efforts; (3) pilot parents prOJects,

.

’ , -

“ .
(4) citizen advocacy programs; (5) creat1ve programs to find qua11ty guardian-

ships in the community; (6) youth=re1ationships, (7) government and legis- .

T Mi'

lative action forces; (8) action groups in low economlz seetors, (9) human™

and legal rights task forces;- E]O) program innovation task forces; and (11)

J— [ 0‘ £
. . . .

[
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ad hoc task forces. All of these examples represent ways in which volunteers J

can do meaningful wovk, and all are types of advocacy. In changing directions,
w ¢ - > _ v

voluntary agencies must recognizg that they have some serious problems fo.

. . overcome butx that also new opportunities are available.

213 Plotkin, L. Need for and forms of volunteer (citizen) advocacy. In
L. D. Baucom & G. J. Bensberg (Eds.), Advocacy systems for persons
p = with developmertal disabilities: Cosmtext, components, and resources.
Lubbock, Texas: Texas Tech University, Research and Training Center
in Mental Retardation, 1977, pp. 103-112.

Makes the distinction between voluntary and paid advocacy, and pre-
sents a number of examples illustrating the importance of voluntary advo-

cacy even in situations in which model legislation and progressive judicial

'
.s

i decisions are in effect) Three main forms of vo]unteer advocacy are de-

. scribed: (1) individua ’advocacy, i.e., c1t1zen advocacy; (2) se]f-advocac&,

» i.e., disabled personsq]earﬁing sufficient se]t-he]p skills and social com-g'
patibi]%ty to be th&ir own advocates; and (3T‘group advocacy, i.e., Human

Rights Advocacy Committees which are statutor11y created and act as inde-
e . v C 4

=

pendént'honitbring mechanisms. . e
' . W. In .defense of ch11dren Chi]d We1fare 1976 55(2), ]5 84.

Deplores the federaﬂ government s lack. of commitméht to ch11d deve]op- s

' o ment as ref]ected in. its abd1cat10n of responsib1ﬁ1t¥ under New Fedewa11sm .
L A ‘- ' “.
X i‘ S gc “and reveﬂhe éharing programs Somewhat offsetting this negat1veJJnf1uence “; ”
R " .';:v~ . "g Té N 1! R ¢ o ' »
Ty - on qhi]dnwg}fare services however, are new forces adVocat1ng,ch11drén s LT
, .R- « 3 N v:

e §5Wghts» and.some Qf'the 1Ssues be1ng eXp]ored 1nc1uﬁe the fo]?ow1ng- the 5
?

e . / ~

o oo i rigﬁt» of a ch’ﬂd‘el:o edﬁca‘tmn the rig%t -ofia’tm@d“ ko indepenwent codhs;et
) . , - ) o N e O ve ° KN Q d . AL .‘f )
i . R the rightag{a)chﬂd to the 1ea§&t rest}ict*ivecpbace?h‘eht"*" ﬁ)e at, of a’é' .
' ot : cn"i'id 'to rehabﬂqt,atmn pnwtgkg,auvehm@quitme s,ysn% ,a-the right of\ o
Y ML - . ,Q * y L' ~, . , . g ,
\ LY ; %, . y oo . R . e
. > e L RN e . ‘
: - ) ) R L. L - .
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‘institutiona1ﬁzed persohs to gnp?cpriate treatment‘ the .right of chitdren
to be protectedefrom crue] and unusua].pun1shment in tﬁe name of rehab111- .

tation the right of -a child to receive Services w1th1n h;s own state andz
[
- ‘\
. the negd to defend ch11d¥en aga1nst v1oTat1ons bffthe1r r1ght to equa]

protect1on under the const1tut1on. Three eiamp]e§‘of Ch&lgzen s Defense

Fund act1v1t'°s on heha]f of ch11dren S. S%ghts are“presented to 1k1ustrate

active ccncern with ¢hese issues.y The-responﬁ1b111ty of ch1]d wel fare . .

. agencies and profess1ona1s tq assure that needs are mettig emphas1zed* and

the 1mportande of individuals with spec1a11zed know1edge and skills tak1ng ’

2 >

1eadershtp roles is noted. . )

-, -~ - . P}
? ~

PN

«
. - » .

. 215 Potloni, P. P., Toff, F.. s’usgman s., Homg, A M,, & Bairdys H. M. R
L workSQOp pnob]ems of -the consumer and future role of}consumer advocac
" .+ In Manpower, projéctiens for developmehtal -disabjlities in the 1980's.
. " PhiTadeTphia; Pa.: TempTe Un1ver$ity, DéveTopmenta% DFS&BATﬁt]es. ;
T Genter n.d., pp. 64 78 ‘ . .

] L * ~ .

Four shqrt‘p&pers on consumerlsm bre presented wh1ch 1nc1ude the i

'~ \‘ Wi ¢ "
% . [ %y
Q - C 1Y Q

fo]]owing' (1) .an overVJew of consumér 1ﬁ?]ﬂence on governﬁegtarespagsesk ,.> )
] 3 .

"‘Q

w.

ey \bpaichu1ar1y Tﬂ7regard Lp 17tigat1on and thé-T970 Deveﬁgpmehiﬁi Dnsab1]1t1e§ o

1 lz,

I

.5 eﬁgeéﬁ gram, (31&&

Act »¥42) anxaccount :f coﬁbumer partl§1pataon,1n a-fomprehépsﬁve hea]th ‘i

escyrtptioh of’ a,%'Wate]_y,funded famﬂ_y-onenté’d .
Ay ° ,lﬂ g6 e
* mentd heaJth treatmepb cdhmunity, and (4¥*Qbservations regard1ng a com—
A’

q@eanmunity refeﬁra1 cegter fqr d1sab1ed children. A.workshop d1scuss1on
f0110w1ng theﬁe presentat1ons covers top1cs related~to consumetdpane1s
eva]uatﬁon of c0mprehens1ve health care services, consumer involvement in
communi ty programs, ‘training to.assure infOrmed eonsumers, and various

roles of:consumer eevocate§. Finally, small group ‘deliberations focuys’

)

. “ “
upon the following concerns: (1) potential conflicts of interest between

4 / . 3
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a disabled individual and his family; (2) tﬁe need for a consumer report

eva]uatihg\progrem effectiveness; (3) a definition of the functions and X
J

§ N
- qualifications of an effective consumer advocate; gnd (4) the desirability

pf'consumer input in regard to program planning and evaluation.

President's Committee on Mental Retardation. Silent minority. Washing-
ton D.C.: .The President's Committee on Menta1 Retardation, n.d.

A number of issues re]ated to the r1ghts of- menta]]y retarded c1t1zens

—y
AN

are raised, and conCrete suggest1ons as to what advocates can do to protect

~.

the interests oF the retarded are made. The following rights and problem

»
v

- ' \
- areas associated with them are disgussed: (1) the right to 1ife--including

the matters of the right to be born healthy, guerdianship, health insurance,
and habilitation; (2) the right to ]tberty--iﬁc]udihg.tﬁe matters ot
norma]i;atioe, the 1east'reetrictjve alternative, and adequate protection
when involved with the criminal justjce system and prisons; and'(3) the ’
right to the pursuit of "happinfess--including the matters of an appropriate
education, emp]oyment, and personal rights. It is stressed thet tn order

s

for these rights to be protected, retarded people must have advocates who

vigorous]y represent their interests. Legal advocacy, personal guardian-

éhips, trusteeships, and'citizen advocaly may all be significant means of

P

assuring civil and human rights, and advocacy roles can be assumed by 1aymen,

attorneys, and pub]ic'officié];. A1l of these functions and persoﬁs are
needed since the mentally retarqed population is 1imited in its ability to

organize and pursue legal and legislative remedies for infringements of

.r'igt\ts. . ‘ . ) - '7\ | . ;

<>
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217 president's Committee on Mental Retarddtion. We are People First. In
Report to the President: MR 78. Washington, D.C.: President's
Committee on Mental Retardatgon, 1978, pp. 53-58.

A general review of the origin; goals, and objectives of People First

] »

conventions. Traces the movement of & hd%dfu] of developmentally disabled
persons and their.advocates whd'traye1ed to Cédada for the first codrention
S for the mentally handicapeed in NorEF‘Amer%ca. Updh returning home, they~’
“launched their own eonVentidn. Article briefly describes.the high1{§hﬁs of
" the first Oregon People First convention in 1974 which was so successfu],i??
became an annual event. People First has received increasing visibility
through its big conventions and now has members on the Governor's Committee
for the Handicapped, the NARC Board of Directors, and the Oregon Develop-
mentel Disabilities Council. The forum provided by the Peop]e First Con-
ventigd represents a new consumer forze tﬁat preaches se]fladvocacy»aqd .

a

" the -power of peer group education. .

218 preston, L. E. .Who speaks for the consumer? In R. N. Katz (Ed.),

Protécting the consumer interest: "Private initiative and public

response. Cambridge, Massachusetts: BalTinger PubTishing Company,
|9/6, p 3 5 . ' ] ) | T

A number of answers have emerged to the title question. These include:
(1) the cdnsumer speaks for Mimself--by his purchase behavior in the market;
(2) market research speaks for the consumer--which is designed to discover
in advance’potentia1 consumgr responses; (3) political and legal systems musg
speak for consumers--by. providing them a forum to generate nonmarket pres-
sures and means of redress; (4) activist leaders may speak for consumers--
this may produce po]itical power blocs, 1itigation, and deve]opment of
4

group services; and (5) 1n-house consumer affairs officers may survey.con-

sumer interests and incorporate the resu]ts into internal management.a It

0o = h 194’
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is concluded that the con%umer—produ}gg‘ie1ationship'era11y should be one

+

ofafooperation and symbiosis, but this may not be realistic. Problems are .

. . \
inherent .even in_.a positive environment, including who to ]isten to and

- ¢ N : 4
how-to balance views of various consumer groups. Also, costs, problems,

Y

and delays in resolving individual consumer éomp]aihts seriously limit
effectiveness.
Randolph, A. H. The Rehabi]itatioﬁ*Act of 1973: Impleme%tation and

implications. Rehabilitation Counseling Bulletin, 1975, 18(4),
200-204. 7 : 4

Briefly ‘discussed are some of the major changes and mandetes resul t-
ing from thé\ﬁehab111tation Act of 1973 (P.L. 93-112) and the 1974 amend-
ments to tﬁe Act (P.L. 93-516).° The twe themes under]y%ng most of these
mandated changes are (1) increasing client involvement in the rehabilita-
tion process; and (2) equndiqg services to the severely disabled. Man-
dated changes include: * (1) an oreer of se1ection'and priority must be
established, so that each §tete ensures that the most seve?eiy handicapped

are served first; (2) that agencies devise a system to review each 1ﬁe11-

L

» 7 . ‘ .
dible c11ent annua11y; (3) that thefe be joint consultation and develop-

ment betyeen the counse]or—c]ient throughout the formulation of the indivi-
eua1ized written rehabilitation program; and (4) that in some situationsr
post-employment Séfv?ces cgi be provided after clients have been success-
fully rehabilitated. Some possib]e implications of this legislation are

-

discussed as they relate to agencies ‘and caseload size, counse]or time

per c11ent service provision for the severeﬁy disabled, counse]or reward
systems, and administggtive procedures. Somé componeﬁts of the counse]or}

client relationship which will be altered as a result of the Act are also

presented. Author 1nd1cates that the counse1or S responSibi]ities which

~ - ' : 1‘0(5 Y o

» . , :
.
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have been emphasized or strengthened can be gnohped into three major com-

ponents of the re]at1onsh1p knowledge sharing, involvement, and Verifi-

catios. The know]edge shar1ng pertains to 1nﬁormat1on which the counselor

v

must share with the ¢lient about the rehab111tat1on agency The 1nvo]ve— ’

ment component is def1ned as the emphasis on the fu]] and act1ve part1c1-

J
".pation oﬁ the c]1ent in p]ann1ng and decision making. F1na]1y, jt is in-

2

dicated how the c]yént must receive at 1east two commun1catnons from the

[
counselor or rehabiTitation agency which nepreseht verification for the
)ccunsehor. ‘ . . - ' .

220 _Rehabilitation Research and Trairing Cente# Upderstanding the ,
guidetfnes for the Rehabilitation Act ef T373 on individualized .
written rehabilitation program. Tnstitute, West V1rgin1a West -

3 V1rgfhia Rehabilitation Center, 1974.

Manua1 designed to assist rehabi]itation counselors, educators and

© ‘
"trainers to understand the individualized written rehabilitation program

(IWRP) and some of the issues and case management procedures necessary
v

for its dévelopment. Materials address both the 1nterpretat1on of th1s‘
aspectsof the Rehab111tat1on Act of 1973 and gu1de11nes to a1d 1n the
implementation of IWRPs. Spec1f1ca]]y, the manual cons1st§iof seven sec-

tions: (1) Introduction; (2) The IWRP and the Counse]or-C]ient Relation-

ship; (3) Goals and Objectives for the IwRP, (4)-Eva1uat1ng Progress w1th \
the Aid of thé/”hP (5) Amending the TURP; 66) the Place _of the IwRP in o

the Case Record and (7). The IWRP and the Rehabi]itation Procest. Aqdf:

*

tional opt#gna1 material to be used with this 1nstructiona1 manua} is a .

tape-slide overview, T . ) Co , ' Lo
; .
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221 Rehq9111tat1on Reseam;?and Training Center in Mental Retardation.

& onsumerism. In Report of progress, October 1, 1978 to October 1, -
1979 (reporting period).. Eugene, Oregon: University of Oregon,
p f

p. 261-346. / ,
Consumerism, by d finitioh, calls for active participation from hand-

iwapped peréons. lImportant behaviors for-meaningful and effective involver
hent range fromm knowledge based assertiveness in éffecting cﬁange at the
systems level ,to the ab1]1ty to-.engage in mean1ngfu1 decision making re-

-]

‘garding the development and 1mp]ementat1on of consumer participation. when

A

~ considering the mentally retarded consumer, the question becomes: "What

,  implications does the consumer movement hate for the mentally handicapped
~ k4 : .

) N " sihce their dfsability, by definition, is characterized by deficits in the

behavioral areas which are deemed important for eéffective involvement?"’

.

_The general objective of this consumerism core area of research‘is to ex-
1
-

plore the role of the henta]]y retarded person in the contemporary consumer

. movement of handicapped people at two levelst (1) within the rehabilita-

~—

tion system; and (2) within consumer controlled advocacy/consumer movements. .
¢ M ' B LN

* The core area was initiated one year ago’and is currently completing a
"state-of-the-art" study. \Th1s study~1nvest1gates the role of mentally
retarded consumers in the rehabilitatYon system. Objectives of the stfidy

3
are varied in focus and intent and include: (1) an analysis of congressional

records related to rehabilitation, federal legislation since 1973, aﬁ&'
admfnjstrative guidelines perta}h;gg to that}]egfs]ation; (2) a.comprehen-
sive Titerature reviey; (3) a content analysis on CTient Assistance Pro-.
,jects (CAPs) to ascertain the extent to thch they serve‘menta11y retarded

/4 N consumer5° and (4} a survey of and personal 1nterV1ews with service pro-

[ oo
viders and mentally retarded consumers to determ1ne the extent to which _

¢

menta]]y retarded clients practice consumerism within the rehabi]itation

} &

\)‘ ‘, ) , ) ] , ) 19:‘— . é' . « .t
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222 Rein, M. Social work in search of.a radical profession. Social Work,

v

-

- ¥
system Even though consumerism is developing ad"a new core area of re-

search, 1t has been a subJect of 1ncreas1ng ‘importance for several years
at the Oregon R-T Center Th1s is evaenced by several training modules
and monographs d1str1buted by the Center and f;ve research projects wh1ch

include, as.a major source of data, input from mentally retarded people or
. .t s

" their representatives.
ox

1970, l_5_§2) 13-28. .

Author discusses: the movement to radicalize the social work profession,
which has(tahen the form of redefining the role of the professional public
,policy and professiona]»activjty. Latter has resulted in an examination of
professiona] accountabi]ity to the‘con;ume , and a new emphasis to changé
wel fare sxstems rather than 1nd1v1dua1s' lives. Variods obstacles to

A

reformu]at1hg a profesP1ona1 creed are d1scussed These are imprecise and

. frequently conflicting profess1ona] values, d1ff1cu]ty in defining the pro-

fession, 1nability to separate p cedural and substantive funct1ons and ~

d1spar1ty between what profess1ona1s say and do. S%nce’ there are many ,

different belief systems operating w1tﬁ1n the profession, theriticl C?T:,A(/

3
ponen}s of these systems are exam1ned\1n relation to behavioral goals and

change processes. Intervention strategies for social change can be defined

as ejther 1nd1v1gua11y oriented or environmentafﬁy oriented. By‘dichotoJ "

mizfng these tw dimensions of intervention with standafds of behavior,

four professional creeds'may be identified: (1) traditional casework which

'focuses upon he1p1ng the deviant -to conform to social standards and thus

achieve se]f—aCtua]ization, (2) rad1ca1 casework which focuses upon the

1nd1vidua1 But res1sts estab]ished norms, (3) commun1ty sociotherapy

-

‘4
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which holds that dnganizing groups for self-help or more radical changes
results in thanging fndividuafs; and (4) radical social policy which com-
bines social action and a cha]]edge to established standards. Each creed

'\s crlxeca]]y examined, and it 1s conc]uded that the radical casework

A

approach may be the most viable alternative in efforts’ to so]ve urban

problems. ' . .

Remmes, H." Consumer feedback: Tiny Tim is dead! Rehabilitation
Literature, 1974, 34(10), 298-300. .

'Pﬁysica11y handicapped prgfes§iona1 (former consumér of rehabilita-
,tign services) emphas;zeS'the importance of active consumer involvement in
agencies serviné thelhandicapped. Explains how the Massachysetts Council
of Organizations for the Handicapped,‘a group of adQcQaEebtand.cansﬁmers,
has estab]ished) cellent rapport with the Ea§ter Seal ‘Society for Cr{pp]ed_ ~

Children and Adults of Massaéhusetts in making policy dec{sion; and‘initi: \

ating programs. The counci] is described as a cat’ﬁyst to form a national
coalition" of handicapped peop]e represeﬁting various constituencies.
Taking -an advocacy and monitoring rp]e, the'counc11 has-manageé to establish
a‘cooperative relatjonship with the Eastef Seal Society and 1§°seen as in-’
dicative of the consumer/service agehcy re]ationship that is becoming man-
dator; as consumers’ continue to- demand and obtain their rights, Suggests
thay without this type of consumer 1eadership, handifapped cansumérs witl
resort to militancy to gain progress 1n,thai? moveheht. Basic meséage re-

) . . - .- .
iterates the importance of consumers and*Brgfessiona1s working.togetner

\
‘

aogperative]x;,ay D .
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Remmes, H. S. Consumer 1nvo1vement in rehab1]1tat1on Rehabilitation
.Record, 1972, 13(4) 33-35.

Paper based on a preéentation made ‘at ,a Rehabilitation Reéearch.and

-

Training Center conference held in Philadelphia in 1972. Remmei~is Pres-

ident of the Massachusetts Gouncil of Organizatiohs for the Handi§apped

(MCOH), @& "body politic" of more than a million persons in the Commonwealth

1

of Massachusetts. Attributes the success of this orgahization to respon-

sible 1eadersh1p from each member group and the positive approach they

have taken, 1nc1ud1ng serving as an adjunct to existing structures by

/
serving on their boards Q%erv1ng as consultants, conduct1ng surveys, and

promot1ng ]eg1s]at1on Two major.factors emerging on the consumer scene

are: (1) consumers are becom1ng.a force;-and (2) the 1eadership which is
déveloping must be channeled into a p's1t1ve rather than a negative force.
Author proposes that consumer input is "a tool which is as important as

the scalpel, necessary as the blueprint, and'ﬁ far more efficient machine

-

than the EKG." Suggests that handicapped consumers are every bit as pro-

|\

fessional as_any person, in the field. "We, too, havé our Ph.d}'s; we,

too, have-our businessmen, our doctors, our programmers, our technjcians.

. But, more important, we have the expertise of having lived quw the prob- »

225

14

. \
lem of a handicap."” .
. N
Reynolds, J. Various developments in child advocacy as currently practiced

throughout the Unjted States. Journal of Clinical Child Psychology,
1974, 3(1), 13- 157 . e ) /

)

1In 1970, the Joint Commission on Men@l Health of Children recom-
mendeY the establishment of a nationaT‘chi]d advocacy network. Since that
time, “child advocacy has deve]oped11n a number ‘of ways. For instance,

A \.

clarjfication of pract1ce has occurred and 1t is now gehera11y agreed that

:‘

cfild advocacy s ' act1on taken on behalf of Ch11dren to modify and improve

/ At 200 - -

1
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conditions wh1ch 1mpea“*om\may 1mpede the1r growth and development." ‘
Other devéiopments in child ad$ocacy 1nc1ude the following: advocates are
present]y focus1ng upon .the need for commun1ty and institutional. respon-
_ s1veness rather than upon ch11d and fam11y responswbq11ty, c1t1zen 1nvo]ve—
o ’. ment in advocacy activities is becom1ng w1despread emphas;s is more aﬁgh\
more being placed upon the 1ega1’;jghts of children; and advocaCy_1s in-
creasingly.being combined with bo@h the provision of direct sefwices and
thé coordination and planning of services.. Finally, it is noted that a

need exists for jnterdisciélinaﬁy'examination of advocacy practice gnd*philpw

sophy.

R B . ~

226 Rice, B. D. . Consumer invo]vement/po"ﬁcy development consultation: A
resource manual for staff develqpment personnel and.rehabilitation
trainers. Hotsprings, Arkansas:| University of Arkansas, Rehabilita-

|

tion Research and Training Center, Hotsprings Rehabilitation Center,
1979. : p ‘

A manual des1gned to serve as a ;¥s1c resource guide for staff devel-
opment rehab111tat1on tra1ners unlveAs1ty-based rehab111tat1on training
‘ programs, and others who conduct (or w1%1 conduct) tra1n1ng in the areas
of consumer 1nvo]vement and/or policy. dewe]opment consultation (CI/PDC)
A def1n1t10n of terms e.g., consumer,‘consumer group, consumer ‘involvement,
‘o encountered frequently in these areas are given in the first sectiop. The
- secopd seation is devoted to 1égis]at{6n and ;eéulézions related to CI/PDC.
) Pérticu]ar:attention is paid to Fhe regulations aﬁd'psovisions of the In-
dividualized Uritcen Rehabiiitation Plan }IWRP) and the involvement of
consumers as‘groups, e.g., consumer input into policy and decisidn making
of rehabilitation-agencies. Section-three of theamanua1 focuses upon
actions required of state agencies to meet congressioné] mandates, e.g.,

soliciting input from consumers, puﬁlicizing written state plans, pro-

viding training needed by'selected consumer representatives. Section four )
. Al .l . , .

ERIC ) 2w
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outlines several CI/PDC modes agencies may choose to follow, e.g., a con-
., sumer adrdsory committee, forums and open meet{ngs, based on the assymb—"
tion that differenf agencies have different needs. The fifth sectidn
yspells out consumer rights and responsibilities in the CI/PDC process.
Consumer organ1zat1ons as.well as 1nd1v1dua1s are- addressed The sixth
section provides an outtine h1gh11ght1ng the advantages of CI/PDC Fin-
ally, section seven considers staff training. Tra1njng topics, training
participants,'and training resources are 1isted: Each of the seven sec- . -
tions is presented in\an outl ne form which provides a base upon which-

trainer§ can build more effective training programs'on c1/pDC.
A A -

-

227 Richan, W. C. Dilemmas of the social work advocate. Child Welfare, 1973,

52(4), 220- 226 v . )

3
~—A—number of obstac]es h1nder the‘practice of -advocacy by social workers.

, These include lack of techn1ca1 expertise, pressure from the emp]oying
-agency and the.community,’and moral dilemmass One such diTEmma.invo]ves\
‘competing 1oya1t1es. This genera]]y takes the form of choosing between.
one's agency and client, but it also may be” concerned with judging a client's
claims {n relation 40 those of others The d11emma§g§:paterna11sm centers
upon the social worker's ability and w1]11ngness to he]p‘versus fostering
client independence and respons1b111ty - In this regard it is SUQgEStEdar\

- that the client must be accorded the right to he]p.himse]f but the worker
must demonstrate his willingness to stand by th2?c11ent phen, he is needed.

' Finally, the dilemma of reform versus redress is d1scussed Aside from the
under]ying argument between fundamenta11sts and 1ncrementa2dsts it is con-
cluded that case advocacy, as well as class advocacy, can lead to institutional

’ e

change. - o ]
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228 Ric"hardson S._A. People with cerebral palsy talk for themselves.
velopmenta] Meditine and Child Neurology, 1972, 14, 524-535.

A panel discussion between three _people with cerebra1 palsy and the
mother of a cerebral palsied 17-year-0ld girl was held at the Amerigan
) Academy of Cerebral Palsy meeting in 1971. The thrge\cerebrai palsy per-
sons were a student, a psycho]ogist, and a ]$Wyer. Their discussion was®
’tnanscribed f:om the tape- rdcorded session, and‘prouped in the paper under
the fo]]owing‘headings: stereotyped reactions, education, parenfs';tne , !u;
' prpb]em‘of being he]ped, sex education, experiences essentia1 for growing «
o up, withdrawal from other peop]e with handicaps handicaps and institu-
.tions heal th services, phys10therapy, and general hea]th prob]ems
. 'xc .
229 Riddie R/N” & King, L. ‘Advocacy in an institution. In J. L. Paul,

eufeld, & J. W. Pelosi (Eds.), Child advocacy within the
system. Syracuse Syracuse Univers1ty Press, 1977, pp 91-102.

'*Describes an advocacy program, the purpose of wh1ch is to represent .
institution residents needs to the faciiity s staff and to act as a c{ange
agent. Historically, society has sequestered deviant indiv1duais and the
need for institutionai reform is great.” Although not inc]uded in past reform

‘movements it fs suggested that advocacy, performed by persons not invoived
in direct.service, can be used to bring about ]asting change. An effective
_advocate must maintain close personal relationships yith those he serves in
order to know and act'on their needs. Anong the procedures he can use are
fhegotiation, representatiOn of rights of residents in.staffinds, and'con?ron;
. ‘tation. Over a'périod of time, an advocacy program within an institution

can accomp]ish much. For example, institution staff may accept advocacy as

-
-

a ]egitimate endeavor use its resourdes, and practice advocacy themse]ves,

residents may be given hope, motivatign, and abi]ity to advocate for them- -

selves; and parent-participation may by fostered.
‘o

us A
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230 Riessman, F. -The “helper” therapy princple. Social Work, 1965, 10(2),.
27"3%. . . v Il A

Discusses’ the benefits of find;ng ways of tnansforming reeipﬁents of
=helﬁ inte'dispensens of help. This he]perbﬁrinciple involves Yec;u?ting
former de]inquents addicts AFDC mothers‘ Ete. to be non—professiona]
"peer helpers." Helpers benefit from their ro]e 1n that they become more

/efficient, better motivated, and perfect their he1p1ng skill. Authqr

-’

suggests that the he]per‘prineip]é may circumvent ro]e distance diffi-

culties that arise between middle-class-oriented therapy and low income
R . ] . R
clients' expectation and style. Notes that‘improved self image in helper

,is likely to emerge since s/he is doing something worﬁhwhﬁ]e.and helping
. . . \\ <
someone in need. ~ ° - ) \

v 3
’ A
A

231 Rigdon,'Lf“T. Civil rights. In The White Housé Conferenge on Handicapped
. #Individuals.. Volume one:, Awarenes$S papers.. Washington, D.C.: U.S.
egartment of_Health, Eaucatfbn and We1fare 1977, pp\ 393-424. -

L]

Overviews c1v11 (Zghts issues re1at1ng to hand1capped ersons and the
history of civil rights vio]at1ons which they have experienc d.. The fol-

.'1ow1n§ areas. are covered: (1). federa] state, .and local ¢ivil rights‘
statutes, (2) right to equal eautation opportunity, (3) right ty equal
,empﬂoyment opportunities and just payment for 1abon, (4) . freedom ‘to move
about--architectura] and transportation barriens, (5) right\to_tr tment -

1? a minimali} restrictive eniironment whith 1nc1udes the rfght to\ refuse

1

.
.=
\
\
. \
\
. . \
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‘rights of d1sab1ed persons federal comp11ance mechanisms; the 1976 Exec-

utive Order relating to nond]scr1m1nat1on with respect to the hand1capped

<

in federally’ ass1sted programs statements by consumer advoGacy groups

" chart of se]ected state statutes on employment r1ghts, the court decision
+ . on the first 504 case and other_ case-related materials; and other commen-

: C ;. .
tariés on legal advocacy'and fedepa%§1e95%1ation.

LA

L v * . * < ' e s - s
232 Riley, P. V. Family advocacy: Case to cause ard back to case. Child
. Wel fare, 1971, 50(7) 374- 383 .

Family advocacy comb1nes knowledge of faml\y needs with action to
effect institutional change so as to assure that systems 1mpact1ng upon
families work for rather than aga1nst them. The fam11y advocacy program
of the Family Service Association of Amen1ca is rooted in casework,
emphas1snis placed upon a case to cause and back to case_ process. That
. d;tﬁa worker is chnfronted_with a client mhose probTem is related to a

‘ condition in the community; intervention is direéted toward this systemic

3 . cond1t1on and once it is rem@dhated and no longer hinders solution-to the
c]ient s problem, the worker returns to the 1nd1v1dua1 case and resolves
the particular need. Extensive examp]es of ::;s orientat1on are presented

' ’_f ' which illustrate several principles of advocacyf (1) use positive approaches

and give credit generously; (2) help and support the system in achieving

7 its own goals; and (3) be guided by perceptions of the consumer group.
Many forms of advocacy may be adopted including the estah}1shment of pro- :?
, gram services. Risk attends advocacy, but by assuming this role and ;;11d1ng
‘credibility, many benefits can be derived. Often, advocacy must begin '
%;thin the advocate's own agency which must firm]y commit itself to being
respons1ve to its clients' needs. h ~

o ) . ) i - & / .
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233 Roach, L. T. Deve]opmenta] disability advocacy proaects In G. J. Bensberg
& C. Rude (Eds.), Advocacy systems for the developmentally disabded.
Lubbock, Texas:. Téxas Tech University, ReSearch and Training Center
in Mental Retardation, 1976, pp. 70-87.

0verv1ews advocacy prOJects wh1ch were jointly supported by the
Developmental Disabilities 0ff1ce Bureau of Education for the Hand1capped .
and National Institute of Mental Health. These programs operated under
this definition of advocacy: "a system which intends to initially assess
e needs of a particular target group; identify and assess the resources
available to meet those needs; identify geps oetween needs and resources;
-and determine essential strategies which will facilitate the ;atisfaction
of those needs." The overall go;1 of the projects was to demonstrate
advocacy programs wh1chiserve to improve the de]itery of services to the,
disabled.. More specific objegtives and project phases ahzﬂ%e11neated,land,
the various advocacy activities of the sponsored programs are overviewed.
The model types demonstrated included national, state, and community
approaches and preliminary conc]usions based upon their 0perat1on are
1{§ted. F1na1]y, it- is recommended that such programs be monitored by
citizens' 'who are not involved in them. 7
234 Rogers, D. Ohio legal rights eervice In G. J. Behsberg & C. Rude (Eds.),
Advocacy systems for the developmentally disabled. Lubbock, Texas:

Texas Tech University, Research and T?aining Center in Menta] Re-
tardation, 1976, pp. 162-166.

Demonstrates the purpose and functioning-of the Ohio Legal Rights
Service which was estab]ished by state legislatibn. lh1s system of legal
advocacy for the mentally retarded was mandated responsibility for pro- ’
tecting the rights of current, past, and potential residents of institu-

tions. It is asserted that legal agdvocacy entails more than 11tigetion and

s
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that it can actually prevent litigation. Many endeavors of this program
are related to individual chent representation, but they also include
system-level intervention. This approach nakes use of such tactics as
negotiation, jnvestigation, and legislative advocacy. Liti#gation is also
uti]ized as necessary The primary problem of the Service is its budget
which does not allow for enough staff to adequately serve institutionalized

1nd1vidua]s It is recommended that three factors be taken into fons1der-

ation in deve]op1ng a ]ega] advocacy system: (1) it must be an jndependent
unit spec1f1ca11y changed to represent the developmentally disabled; (é) it
must be able to sue the state; and (3) it must be independent of service
providers.
Roos, P. Rights 1it1§ tion: A view from the private sector. In

The rights of the¢ mentally handicapped. A -conference héld in San

rrancisco, California, June 14-16, 1972, sponsored by U.S. Depart-
ment of Hea]th Education and we1fare Regions IX and X, pp. 33-36.

) /0verv1ews the factors which led to the development of associat1ons
for hand1capped ch11dren and’f;e ways in which NARC differs from volun-
tary national health agencies. Many problems still ex1st which mainta1n
the need for NARC, inc1udﬁng professiona] mispand]ing.and ignorance, poor
residential fac11it1es, exclusion of retarded children from schdo], and

stigmatizationﬂ In spite of these problems, progress has been made -in "y

* eétablishing understanding between parents (consumers) and professionals.

Author notes that frequently the two groups are‘striving coward‘the same -
goals and work cooperatively to achieve them. In spite of this.progress,

there are’several reasons why:]itigation may become a focal point of activ-
1ty,'i.e}, consumers have gained strength, are becoﬁ?ng know1edgeabLe and |

developing expertise, .are 10sing their timidity, re becoming dmpa-

tient. They are no longer begging, but demanding human rights.
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Russock, V., Pattison, E., & Miller, J. Consumer involvement in
communication activities. In G. Richman & P. Trohanis (Eds.),
Perspectives on public awareness. Chapel Hill, North Caro]1na
Developmental Disabilities Technical Assistance System, 1976,
pp. 53-60.

Report on the work of Eleanqr Roosevelt Deve]opmenta] Serv1ces (ERDS)

4

which was estab]1shed to develop comprehensive commun1ty-based services for
>

DD children and adults. A major component of the program is to establish

consumer involvement in the service delivery system to facilitate a "two-way"
‘ ~ &

" communication system between consumer! and the community. After’a brief

historical overview of the m1streatment and abuse experienced by DD citi- .

zens, the report emphasjzes the importance of consumer and community com-

-

munication to asslire the integration of service programs. Provides an

£

overview of how q:ch geographic team of ERDS operates as a consumer board
who meet monthly with staff to act upon program plapning, iﬁp]ementation
and evaluation.” Board also serves in an advisory capacity'tp-determine

servi¢€ priorities and assist in public awareness and communication activ-
N \ L4 4 A

ities, serve as adyocatqs, assist in p]apning in-service ﬁnaiqing fér

-

< - o . .
staff, and selection of key personnel.. Finally, consumers ar€ part of the
paid staff of ERDS. ’
e

Schaaf, V., et al. Peop]e First: A self-help organization of the re
tarded. In J. Wortis {Ed.), Mental retardation and deve]opmepf/q
disabilities IX. New York: Brunner/Mazel, 1977, pp. 249-250. °

, Brief overview of the beginninétof People First of Oregon. Describes

how developmentally disabled people planned their first convention.

\
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25!3 Schwartz -R. Advocacy for ep11epsy A systems approach” National Spokes-
man, 1976 9, 6. '

v o

. DecTares that persons at the local level can be active and effective
t) advocates, end offers suggest1ons regarding relevant considerations and
procedures. It 1s stressed that an advocate must be very knowledgeable
w about his squect‘and research it thoroughly. In add1t1on “he must be
| fami]iar with both .the system within which he operates ang the system in
which he intervenes, including its resistance to change. Also important
« in this regard is developing rapport and identifying common interests with-
personnel of the,adversary system. An example of dn advocacy activity is .
presented which incorporates al: these factors and furthermore illustrates
procedures'which may be utilized. The type of advocacy discus;ea'is based-
upon a systems approach which strives for cooperation and understand1ng, .a~\\ ‘
it’ thereby avpids dealing in persona11t1es and egos Finally, it is po1nted

* _—

out that advocates should be se]ect1ve 1n\the cases they accept. By so doing,

}  they can establish a record of credibility both with their clients and

-

target agencies, : )

239 Segal, B. The po]itiCa]ization of deviance. Social Work, <;72, 17{(47,
_ 40-46. ' - T

. :-fAsserts that the meaning of deviance..is.becoming po]1t1ca1ized and
discusses the 1mp11cations of this change. When deviants ‘are ‘viewed ag
a social problem, dec1s10n~makfng‘1n the1r°regard takes place in adminis-
trative forums and themfocus 1s upon helping people adapt to their en-
v1rohment The purpose of this social regu]atory approach is to maintain

soc1a1 order, and treatment and rehabilitation serv1ces are utilized to

¢hange the individual. On the other hand, whén deviancy is seen as a

4
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political problem, it is debated in the po]ﬁt}cal arena, and attention(

is directed toward the political, economic., and *social factors which
affect it. Suggestion is made that deviant popdiatjons, such as the men-

[

tally retarded, are becoming politicalized and emerging as a social force.
Professionals can play an important part in facﬂi’tating thi§politica]i-
zation process. For example, the definition of deviance is }t§ET? a poli-
tical decision, and'expertjkhave ample chances to influence snch.qecisions.

The professional can act as an advocate for the consumer, and help provide

* him or her a power base which may facilitate consumer participation in

e

many meaningfu] ways. So far, deviants, are not organized and have no:power

v «
to change institutions and communities, but politicalization and partici-

pation will change this situation.

L

Shaw, 1. Consumer opinion and social policy: A research review. Journal

v E

of Social Policy, 1976, 5(1), 19-32.

_AireV1ew assessing‘socia1 work research which focuses on the opinion
of the consumer of sociaT services. .Author's basic assertions are: (1)
it is difficult to know when the consumer has been understood properly
“by researchers; and (2) that even when consumer views are known, 1t is
difficult to utilize the v1ews in forming po]1cy Notes that thie body
of research typically fails to offer prescr1ptions “for action; method--

ology 1s descr1pt1ve and relies heav11y on .intensive intérviewing as a

technique of generating ‘data ) ) ?

S " \\ 4

k4
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241 ShOre M. F. \Wh1ther child advocacy?. American Journal of Orthopsych1atry,
, . 1971, 41(5), 798. . -

; The federal government's involvement in~ch}1d advocacy is noted,
) including the Joint Commission on Mental Healthsof Children's recomhenda-
tion‘tolmobi1iee the nation to promote child development and the joint
funding by the National Institute of Mental Health and the Office of
Education df six demonstration child advocacy projects. One means of
imp]e;enting a commitmgnt to child advocacy is examined in terms of or-
ganizétioncapd federal esponsiti]ity. This plan involves establishing
state and local advocacy positions‘and, in turn, organizing these into a
federalized advocacy network;:'ﬂg a means of making the entire system

v accouhtab]e to the people and of demoﬁstrating a national commitment .to

children, tx is suggested that the President.periddica]]y~report to Congres§ |

\ ‘ on the state of children and needed action n th}s rLgarq. This may be
one way in which the-cﬂild advocacy movement can be perfanently integrated

| . into socfety. , A i

-
-

= 242 Sigelman, C. K. (Ed.). Protective services and'citizen. advocacy. Lubbock,
+ Texas: Texas»Tech University, Research and Training Center in Mental
. Retardation, 1974. ' -

L

. ~ A.series of papers is presented regard1ng advocat1ng for and protecting
° 4

the r1gn;sjpf deve]opmenta11y d1sab1ed peop]e. Chapters inc]ude the fol- .

1ow1ng {1) Protective Services and Citizen Advocacy: An Introductign--_

\

raises some issues related to support systems such a$ potential conflitts
\ ;

’ . r 8 ’ . L4
of interest and overprotectkén; (2) Protective Services for the Developmental

+

Disabled-=discusses pub1tc protective service and citizen advocacy programs
as alternative approaches tp protecting the interests of the~disabled; (3)

Citizen Advocacy-Present Status and Implementation in Nebraska--descrfpes

-
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a modgj of citizen advocacy and ‘its operation} (4) A Demonstration of Three

Models of Advocacy PFbgrams for Developmentally Disabled Children--presents

_an overview of the United Cerebral Palsy Associat}oné, Inc. advocacy demon-

stration project;'(S) Putting It Together in Ohio: Parameters, Définitions,
and Alternatives for Protective §ervices--niscusses the development and :
oberation of the Ohio Protective Service Office; (6) Protective Service '*ﬁi‘A
and Public Guardiansﬁip*in Ohio--delineates in detail the fuhctioning of the
Ohio system and makes some'prelimjnary observations reganding its expériences;
and (75 Protecting the Civil and Human ngnts of tﬁe.Deve]opmenta]]y Disabled--
critiques the concept of prot:ttive services and the Oh%o Protective Service

Law. Finally, an appendix'preseﬁtiza copy of the Ohio Protective Service

<
- ~
(]

+Sigelman, C. K. Protective services and citizen advotacy: An introduction.

In C. K. Sigelman (Ed.), Protective services and citizen advocacy.
Lubbock, Texas: Texas Tech‘Univers1ty, Research and Training Center
in Menta] Retardation, 1974 pp 1-5.

Citizen adwocacy and protective serv1ces are discussed within the

context.of deinstitutionalization, and it'is <uggested that developmentally

.disabled people in the community need help in addition to that available /

from ser‘ife provideté. In response to the needs of these individuals,

four primary types of support have evnlved: ‘(1) fol%on-along; (2) édvocacy{
(3) protection; and (4) she]t?ri Issues which myst be considered in regann
to hg]ping others include potential conflicts of interest.between he]per
and client and the tendency towarq overprdtection. Presént-day concept1ons

of advoc cy and protective services=¢or the disab]ed see:)tq stress 1imited

authority and'individua1ized service plans, but the.probfems are far from‘ s

- .
’ L . ot
- R
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'being.finally resolved. Consequently, it is recommended that methods of
B R & *

- evaluating these services be deve]oped which take ipto account quality of
S . ¢
life factors and which can be’ used to determine the best ways in which the
peeds of the :developmentally disabled can be met.
244 sigelman, C. K. A studly of consumer needs, circumstances, and attitudes
: (Annual Report #7, R-34). Lubbock, Texas: Texas Tech University,
Research and Training Center in Menta] Retardation 1978. .
' {
Main research objective is to determine whether a national consumer

" sampling aoproach is a feasible way of quickly determining, the needs and
att1tudes of the retarded in such a way :hat national po]1cy could be*form-
ulated based on the information received. Also concerned with determ1n1ng
the extent,to which retarded persons are: (1) aware and utilize avaivable
communi ty resourcé@, {2) have the opportunity for decision-making regarding

. their 1ife circumstances; and (3) tf& nature and quality ‘of those Yife cir-
cumstances. To date pre]iminary 1nterv1ew1nggw1th 1nst1tut19na1ized re-
tarded chidiren and adults has been comp]eted and provided the Hase from

~  which to deveLOp quest1onna1res to'be used in assessing the feanbj]ity of
1nter;iew1ng retarded persodS across the IQ range. "Literature reviews are
near]y)comp]eted of communication §ki11s of the retarded response sets in

‘fnterview researchy.and prevalence est1mation. Pre]iminary ana]yses of
ey

data dindicate “a str ng relationship between IQ”End"abi]ity to respond ap- _

% pr0pr1ate1y to questions. Current]y, 1nterview1ng of retarded ¢hildren in

-

- the communi ty and their parents is underway ) ‘
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245 " Sink, J. Tre ds in rehab111‘tat10n 39urna1 of Rehabiﬁtati’gn, 1977,
43(1), ‘ '

\

o

Br1ef1y outlines, the deve10pment of the rehab111tat1on program. Re-
ports on the results of.1nterv1ews wgth rehab111tat1on 1eaders in regard
to the nature and direction of ceﬁtann§emerg1ng trendsf The following
major trends in rehabilitation were\identjfied°and diseussed: (1) most

ﬁig i growth will occur in relation to voc§t1ona1‘servibesﬁfor the severely
handicapped (2) emphasis w111’be on vgcationa] rather thap physical res- L
1\ toration services; (3) vocat1ona} services will’ have a more direct rela- J
tionship to industry; (4) physicians and rehapxlltat1onists will work
together more closely; (5) there will be a reductdon in the: need for the
> traditional rehab111tat10n counse]dr-coosd1nator (6) rehab111tation fa-
* “cilities will become c0mmun1ty service centersa (7) residentidl centers
will be ut11ized by those who arg/not yet ready fdr'vocatigna] servtces;
_(8) there will be 1ncreased interagency cooperation and (9) consumer~ ‘
input will cant1nue to have extensive 1nf1yen;e Various pﬁpcedures for -
imp]ementation will include expansion of ro]es and numbers of rehabili-
tat;on workers, stat;.training, mod1f1cat1on of exist1ng programs, deve]— ', -
opment of new programs*‘énd sh1ft1ng of fund1ng patterns It is conc]uded N
that the major goal will remain vocationa1 and 50c1a1 1ndependence for all

who have the desire and potent1a1 .. . : . .

X

246 (karnuHs . Noncitizen: Plight of the mentaﬂy retarded Secial
Work, 1974, 19(1) 56-62. .

"\l.
-

Aimed at social workers, -a- discussion 0n the h15t0r1ca1 and current

»

-
v [}

) practités whereby mentally retarded- citizens have been den1ed the1r humén

.’

and c1v11 rights. Focuses on the rights of parents and professiona]s as/////ﬁ

b

:
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perpetuants of the‘oppressive p1ight‘oﬁ the retarded, as well as stereo-_\
typica] notions held by the public. Sites‘individua] cases to demonstrate
the emotional neg1ect and abridged rights experienced by retarded persons
and their fate for an ihstitutiona1ized existance. Calls for social work-

ers to discontinue the referral of retarded persons to dehumanizing pro:
. . N )

%grams, and become involved in court ac&ion on the grounds of emotional

iencing.
0

. —

247 Sloane, D. Consumer perspectives of advocacy: A panel discussion. In

G. J. Bensberg & C. Rude (Eds.),’Advocacy systems for the develop-

- mentally disabled. Lubbock, Texas: 1exas:Tech University, Research

and Training Center in Menta] Retardation, 1976, pp. 133-146.

»

~ presents the views of four disabled consumers as they‘re1ate to the

estab]ishmentﬁof protection and advocacy systems for the developmentally-
disabled. The "discussion is premised upon the beligf that service clients

» have a right to\speak on their own&geha1f and that an advocacy system must

)ye1p*and:a1iow them 6n,act as their own advocates. The ideas explored

, * - .
inc]ude the following: (1) retatrded perséﬁs can speak fop themse1ves;

(2) retarded persons have needs for legal advice help in practical skills,

[,

and friendship; (3) there is a great need for education about and accep-
tance of the autistic; (4) programs, including respite care are needed
for autistic individuaJs, (5) persons with epi1epsy must 1earn to advocate

for themse]ves, (6) advocates must maintain their cred1bi1ity, (7) there

<

P
is a vast difference between enacting legislation and implementing it;
% ’ . .

(8) alternative methods of eliminating architectural barriers should be
explored; (9) problem solving shouid start in one's home community;‘and

(10) effective advecacy réquires marketing-skills. .

.
.«

. < ‘
L} _— -
‘

15

>

&

. ) . 3
'neg1eCt as well as physical neglect they see their retarded clients. exper-

3
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248 Smiley, C. W., & Braik, M. C. C1t1zen advocacy in a menta] retardatwn
- unit. Canada s Mental Health, 1972, 20(2), 18-22. -

Describes .the f1rst c1t1%en advocacy program in Canada that was

initiated b} an institution stafC. It began w'if.h an intensive publicity- ~
campaign }chich included use of the_new§ media and pr.esentations to tom-

S munity groups by hospita1 staff and resident.s. .It is exp]ained that a .,
citizen advocate is a \}01 unteer who assists % retarded individual in so]'—
ving his]act“ica], iega] , angd s‘oc1a1 problems. }}{e program was based
upon Wolf Wol fensberger's citizen advocacy mode! , and four-categorie§ of
advocates were designated: (1). the individual friend; (2) the.group
friend; (3) the family friend; and (4) the nuc]ear family friend. An.‘
examp]e is presented illustrating one such re]at1onsh1p Observations
derived from a few montnﬁhppgration of this project suggest the foilowing

’

conc1_gsions: citizen advdCacy is most effective with educable retarded
s ¢ -

persons‘-who have absent or 1nadequate family ties and who are prepared
for deinstitutionaHzatiQ/ and advocates must be stable members of Xhe
community. Fimatty, it is noted that many persons were interested in

becoming advoéate‘s and that advocacy was effective in reducing return to

“ the institution after release and 1n'rehab1]1tat1ng the retarded for a

~normal existence. —_ . :

249 Stapﬁ‘ton M. %he Nationa] Centef for Law and th? Handicapped Inc. ;,i;» ,
Ve -Rehabilitation Counseling Bulletin, 1976, 19(4), 620-621. * }%

-
’

”¢

Brief sunmary [of the functions met by staff at the National Center N

§

-for.Law and -the Handif:apped, Inc., in South Bend, Indiana. A multidisci-

-

plinary team of social scientists and lawyers provide legal assistance,

[4

/ research, and public education. The center assists handicapped peop]'e to

~

.
>
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-

- maintain thei rights .under federal and state constitutions and laws. It
) N ,

~ also provideI anice. assistance. or referral to individual requests and
. ) . * ¢
offers publications, pleadings, and the use of sts resource library to the
public. ' R - .
- .7

] . <

250 Stapleton, M. Rights to equality for disabied persons under federal
. and state law. Rehabilitation Counseling Bulletjn, 1976, ]9(4) N
) . 597-606. ) . ’

Despite the fact’that handicapped persons have the same rights as

, :a11'other persons under the constitution and laws of the U.S., in actu-
ality they continue to face discrimination. &rovides a comprehensive

overview on the current federal 1egis1ation guarantee1ng the educationa1

B .'empioyment transportation, accessibiiity rights of handicapped persons

Summarizes the pub][c 1aws ref1ecting each area and cites important cases,

‘ -
i . e.g., Jane Smowden et a1. v. Birmingham—defferson County Transportation
ff i Authority -and Ni]iiam T. Coleman, Jr., to. i11ustrate the legal struggle

.’ invo]ved in imp1ementing laws provid1ng the foundation for equal opportun--

) 0

ity for handigapped persons. Also summarizes intent of Section 504 of-the
~-1973-Rehabilitation Act, a broad governmental policy that programs re-

ceiving federal financial assistance shall be operated without discrim——

.ination on the basis of handicap. Conclude$ that unless nandtcapped

persons and consumers‘demand the enforcement of these Taws théir. existence

-

J is point1ess.
) ‘ . “ ‘{ «-
\251 .Stedman, D. Advocacy. InJ. Paul, P. Trohanis, & J. Adams (Eds.), Training

for DD council orientation. Chapel Hill, North Carolina: Develop-
. mental DisabiTities lechnical Assistance System, 1976, pp. 19-28. . -

. Co- Overviews some of the problems facing advocates for the developmemtally
disabied and oharacteristics needed by them. It is stressed that advocates

must be skillful, and suggestions-are made for achieving effectiveness.




. - -~
For instance, an advocaté must ‘have both passion and competence.. He should
. not‘work alone in a vacuum, operate on an "all or nothing" basis, over-

o od

intellectualize presentations, fight againstihis grggz‘s consensus, or’
Teii on insincere.polifica11y-opportunistic peopie. 0On ;Qe q@hergpand

advocates for the deve1opmenta11y disabled shou1d demonstrate per51stence
fmnness and enthusiasm aslweﬂ as be rewardin /to those who have hel ped

Fyrthermore, some princ1p1es which shou1d be o11owed inglude ire fo1iowing

+. (1) move smoothly from one act1v1ty to another (2) build po1itica1 goodw§11

then use it; (3) act with assurance and authority; (4) take advantage of
given opportunities a?\_Jﬁ) know your business. Thus, advocates should

wisely choose their behafiors and be enthusiastic as we11 as competent in

order to advance their.missidn.

. [ - - ,ﬁf \
Steinbock, E. A Beennannk,L £, | Bellamy, G. T. DiRocco R , Foss, G.,
& Friediand M. Civil rights of the menta11y retarded: An overview.
Law and Psychoiogy Review, Spring 1975, pp 154-178.

Overviews 1egi51ative and jﬁdiciai 1nv01vement in the field of mental
retardation. This inYoivement is based pn the 1ega1 concepts»of powerﬂof
the states, landmark decisiops, and the Fourteenth.Amendment. Four major - -
areas are examined. First; tme area of fair classification is discyssed in

s

terms of: (1) the effects of the "mentally retarded" Tabel in regard .to
education, vqﬁ%%ion peﬁsonAl\cgnsiderations and marriage and famiii, (2)
various. state c1assification systems; (3) the legal utiiity of these systems;

. and (4) possible alternatives to themgy The second major area examined is right

to education in luding requirements for certification as mentdlly retarded

Tegal requi nts regarding specia1 educatipn c1asses and denia1 of edu-,

=

cation. Th rd, right to treatment in. institutiona1 settings is discussed

. 2,18
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" want modification of the market structure where consumers are lay parti-

in terms of the constitdional right of committed.retarded persons to ef-

“fective treatment and/or habi]itation, judicially discoverable and manage-

able standards for determining the adequacy of an institution's services,
and the capability of courts to order adequate treatment. The final area
covered is familial and pErsona1 rights, including right to marriage}\term-

ination of parenthood, and sterilization.

-

.Stevens, C. M. Voice in medica]ecare markets: Consumer participation

Social Science Information, 1974, 13(3), 33-48.

D1scusses the concept of consumer participation as 1t may be used
to map consumer preferences into market performance The medical-care
market is the focus for this analysis. States that need”is determined
by’profess1ona] standards and that- tﬁ??i*%s much yncertainty as to the
quality of- the product. The consumer generally delegates choice to the
pnysician who in effect defines demand. VGiven the nature of the chofce,
compromise of consumer soverefgnty may be the most se]f-servfng alterna-
tjve for the consumer. However, consumers may not be satisfied with tnis
situation, eSpec1a11y since medical services frequently include nonmedical
features and there is a need for protection from profiteering. Suggests
fac111tating the effective practice of consumerism by upgrading the con-
sumer's proficiency in his sovereign marketeer role. ‘An 1mportant aspect

of this effort-is informed consent/full disclosure. Consumer may also
L »

A

cfpants in the management of the delivery system. A consumer advisory
/ .

committee could be the focus for development of grievance_procedures

~ which }nc]ude collective bargaining and binding arbitration features.

Such means cou]d help to map consumer preferences into the performance

- wr

of medical-care markets . , e <o
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254 Stockda'lhe, L. A legal advocate's experience. * Amicus, 1976, 2(1), 27-32.
Presents the viewpoint of a legal advocate regardind problems and

their potehtia] solutions of'1ow-iﬁEome developmentally disabled persons.
The author's perceptions are based upon %xperiences‘jn working with Project
Impact, a p'r-ogram spc;nsored by the Nation;'l Association for Retarded Citizens
to.promoté outreach endeavors for poor handicapped people in the southwest
United States. It is pointed out that 1ow~ihéoqe and ethnic minoripf/ﬂ
disab]eé persons pose uniqué problems in assurinb their r%gh}s. These in-
clude: (1) lack of awareness of available services}‘LZ) culturally-deter-
ﬁined attitudes opposed to seeking sezyices focsa handjcépped member; and
(3);a plethora of problems which have priority over the needs of an excep-
g onal Fhi]d. In addition, various areas of 1ega1'prob1ems are identified.

-

One of these is the undefined 1egal status of comﬁhnity care faci]itigswin .

- _—

relation to Eheir clients. Another area of concern is the non-existence of \
a system of legal advocacy adaptgd to the needs of this population. The final

problem mentioned is lack of understanding of the unique needg‘of native
. e

- Americans 1iving on reservations. Several suggestions are made related

& to needed improvements in helping low-income developmentally disabled per-

’

sons. Particular stress is placed upon the need for organized parent educa-

tion and the development of legal advocates who are competent to work in

-

this field. ) e

-

255 sumley, R. Famil}y advocacy: From case to cause. Social Casework, 1970,
51(6) 347-357.

14

Overviews aspects of a family advocacy program and the social worker's

' respons1b111ty to take action on behalf of his clients.” "Focusing upon.

advocacy, the case interview must serve thq purpose of oftaining accurate

.

220
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&

information from the perspective of the person being served and reflect a
commitment to him. In addition social and legal f;ctors must be taken
into consideration. After the case is evaluated, an appropriate form of
fntervé;tjon mﬁst be selected. This may include one of the following:
(1) studies and surveys; (g) expert testimony; (3) case conferences with
other agencies; (4) interagency committees; (5) educational methéds; (6)
position- taking; (7) administrative redress; (8) demons}:ifion projects;
(9) direct contacts Qith officials and legislators; (10) coaTition groups; «
(11) client groups; (12}/6;titions; (13) persistent demands; or (14) de-
mogétratiﬁns and G?otésts. The method of intervention will relate to one's
objectivégt nature of the issue, and the adQersary.“ The effecti;eness of .
social work advocacy depends upon the commitment of the agency and a struc-
", ture which. supports the commitment. I£ is concluded that family advocac}
‘ -gan effect change both at the case and system levels and that it is needed
N to improve the social enviroqpent of families. ~
256 Taebel, D. A. Sirategies to make burealjcrats responsive. Socia]’w.ork, X
- 1972, 17(6), 38-43. - !
.‘Increasgd political activism ?? American ci?izéqs is noted along Qith
the obs;:;ation that Phe political systeﬁ, and espec;;11y the bureaucracy,
reﬁains unresponsive. In analyzing the cause of this situation, it is sug-
gested that "street-level” bureaucrats face ‘the following stresses: (1)

" inadequate resources.which resd]ts in unequal client treatment; (2) phyF-
jcal and psychological threats which cohf]i:E with the bureaucrat's desire
to have contrb] over his c1ients'/1%ves and which generate mutqa1 host%]ity;
and (;) role Fqnf11ct in which clients do not have a significant rofe and
therefore reéu]ts in divergent egpecéa%ions.: Author guggests that client

groups generally use one of two straiegies in advocating for bureaucratic

responsiveness: (1) application of political pressure on the/bureaucracy

~

\)‘( oy . . - ’ -
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with the assumption that:pressure will cause bureaucrats to treat clients

L

better; and (2) advocating decentralization of the bureaucracy down to the

- neighborhood level, a§§gm1ng that a local bureaucracy will be-the most

responsive. States that neither of these strategies is effective and that

" the assumptions underlying them are wrong within the context of the bur-

edUE?atjc.stresses. Alternative strategies are recommended,rbaéed upon the
assumption that "the more dependent the client is on the bureaucrat, the
more unresponsive the bureaucracy w:][/peu" These include: (1) establish-
ment of a competitive stfucture;.i&#‘making more diversified and positive

input into the system; }30 development of se]f;he1p,progréms to reduce '

client dependehcy; and (4) elimination of .unresponsive bureaucratic agencies.

~
o

k3

Thoben, P. J. Disabled people march for c1v11 righﬂg. Rehabilitation
Record, 1972, 13(5),: - 24-26. -

t

Bescribes a demonstration of disabled persons in Washington, D.C. in
1972, thelpurpgse of which wq;flo deliver a proclamation to‘éo;;;ess and
to stimu]qte public.awareness. Participants were mostly members of organ-
jzed disab]gd 6roups and emp]o&ees of D.E. area agencieé. There was mini-
mal respon%e from congressmen or the press. Assertion of civil rights by
the disab]ed was met with mixed fee]ings by.both the pub]ic and disab]ed
themselves. Violation of human rights was behind the demonstration, in-
¢ludtng those of educatioh, emp]oyment, pub]ic transportation, and housing.

Civil rights 1egis]ation was advocated as an effective meéhanism for pro-

tection of rights. -

-
-

[}
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258 Thoben, P..J. Civil rights and employment of the severely handicapped.
Rehabilitation Counseling Bulletin, 1975, 18(14), 240244.

Handicappea citizens joined the civil rights movement of *the 1960's
to fight for their human and civil rights® Discriminatory admission pol-
icies and architectual barriers QFny handicapped g#rsons educational oppor-
tunities. Persohs who ao manage to’'acquire an education are frequently
denied work opportunitibs,due.to disabilities unrelated to.their Jjob, per-
formance. Ip the Spring of 1972, severely disabled persons marched si¥a
‘miles in Washington, D.C. to demonstréte their grie;ances and call-for roial,
_ economic, ,a,nx_i_pm_iiciga.l_ﬂgnange,, This was only a beginning. Handicapped
persons must” take acfive responsibility to Fhangg their unequal stafus._
Pas§agé of the Rehabilitation Act of 1973 has brought promise in bringing
about equilibrium to the world or work of.the diséb]ed. Federal agénc%es
and private eﬁp]oyers under federal contracts must’ take affirmatifé ac-
tion in hiring, placing, and advancing handicapped ingividuals in employ-
ment. Furiher, the Architéctura] and Transportation §:§?iers Compliance
+  Board will serve to enforcé :%mpliance with the Architectural Barriers
Act of 1973, and recommend to the President and Congress legislation or’
adyinistrative direction to eliminate barriers. However, legislation is
only part of the process and far from the end of the struggle. To Qch{eve
equal status for handicapped citizens, it is the}fwho must\acéept major

]

responsibility in the process.
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259 Thomas,.G. The initiation of Nebraska's first two advocacy services. In

W. wo1fensberger & H. Zauha (Eds.), Citizen advocacy and pratective

services ,for the impaired and hand1ca94ed Toronto: 1onal In-
stitute on Mental Retardation, 1973, pp. 33-41.

. ¢ . ‘e
K I1lustrates the need of retarded persons for an advocate who wf11~ -
help them merge into society, and overriewsvthe efforts of the Nebraska
0ffice of Mental Retardation to develop commyni ty support systems in con-
3unction with community services. 1nit1a11y; decisions were made to use .
L ' . ‘ . : —_—

i
%

volunteers and that supportive services should be independent of service
'de11verers The wo1fensberger citizen advocacy model was adopted, and the
Capitol Assocjation for Retarded Ch11dren agreed to Sponsor an exper1menta1
Y, program which was the first citizen advocacy program in the country. S
Functions were-designed and accepted, and funding was procured. gare was
taken to insure that the‘support actdvdties remained free of‘conf11ct ofﬁk\:\.
1nterest_nith those responsjb1e_for servdce delivery. At about the.samé—

time, a second c1t12en advocacy program was started in Nebraska which was &

\\\under the ausp1ces of the Youth Association for Retarded Children, and it

operated 1n relation to an institution for the retarded. It too was con-

»

« cerned with maintaining 1ndependence and in add1tion to advocacy goa1s

it was seen as a means of interesting young peop1e in working with retarded

- . N R
\. persons and eddcating the public. .

260 Thorne, G. Government and -advocacy. In G. J. Bensberg & C. Rude(Eds.),
Adecacy systems for thejdevelopmentally disabled. Lubbock, Texas:
Texas iech University, Research ghd Training Centpr in Mental Re-
tardation, 1976, pp. 167-174. - . ' )

- ° -

Overviews the functioning of government and the role of advocacy within
1t1 Government systems, activated by géreaycrats, are u1t1mate1y accoun-
table to tne public and must be responsive to it. The multitude of bureau-
crats is an«advocate for tne system, and, given the‘frequent unresponsive-

a

- — . ‘22‘4‘ /
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o
]

ness of government to its clients, there needs to be an external advocacy

"bureaucracy to intervene on behalf of unrepresented consumers. AdVocates

have é responsibility to build a future for their constituents, and, in

order for this to happen, there must be meaningful dialogue’ based on trust

between adyocates and the system. Government is not all bad, and there
exist internal accountability mechanisms. Monitoring and advocacy will

work only if they are for the purpose of improving government. The deQeTOp-

mentally d1§ab1ed need advgcétes both within and outside of the system, and

their interests will be adequately represented only if relationships be-
tween internal and external” advocates are based upon communication and
education. _ i

2

" Thursz, D. Consumer involvement in rehabilitation. Rehabilitation

Record, 10(5), 1-4.

Describes the unresponsiveness o% service systems, and asserts that
a major reason for 1nvo1ving consumers is for them to influence the way
the rehab111tat10n program 1s organized. Four functjons of consumeﬂ*in-
volvement within the systm@ are discussed? (1) planning and policy deter-

mination; (2) provision of service as emp16yees of the service system; (3)
|

-, .- -

funding of specific pngramg,to be directed and staffed by consumers; and

(4) estdblishing an adgﬁéhcy program.within the service system.

(3

Turnbull, A. P., Raper, A., & Mosibou, G. B. University students with
special needs speak out: Improving the quality of education expsgjf
ences. Rehab111tat1on Literature, 1978 39(10), 294-298.

{
Indicates the utility of consu1t1ng hahdicapped university students
. —~— ‘ . . .
regarding how the quality of educational experiences can be.improved by

{ntegratihg children with spec1a1:needs jnto‘regulargc1assrooms. Twenty-

nine univérsigy students wi'th special needs were interviewed to determing’

- . 2

-
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263
-their views on how their education and social experiences in school may
have been improved and how they would set up a program for children with
special needs. Their recommendat1ons fel] intg three groups= (1) the X
setting of educat1ona1 exper1enceS' (2) 1mproving the scope of educational
experiences; and (3) 1mprov1ng the quality of educat1ona] exper1ences
‘Although most of the students~1nterviewed preferred attendance at . regu-
lar (as opposed to, speciajized) classroom, they pinpointed a need for
counselors tg help hand::ipped students to develop "c0p1ng skills' to -
handle teasing and name~ca1]1ng from other students They also indicated
. 2 need for he1p1ng hand1capped students to deal w1th over-protect1on frqn
parents, and social and psycho]ogica] ‘problems faced in developing atti-
tudes about self and relationships with peers. Several suggestions are
provided to teachers of young children with special. needs that'cou]d im -
' prove tke qua]ity of the child's education, e. -9., understand1ng a child's _
diagnosis, and. avo1d1ng use of the\hand1cap as an° excuse for not trying
® »

or prodicing poor work., . .

N
]

263 TFurnbull, H. R., III. Parent and professional advocacy for handicapped
children. In D, P..Cansler, G. H. Martin, & M. C. Valand. Working

.. with families: A manual for early ch11dhood rograms serving the
, ﬁandicappea. ChapeT HiTT, North, Carolina KapTan Press, 1975,
PpP. - . . . : : )

Asserts that the treatment of nandicapped persons is being drastically
affected by the concept that such 1nd1v1dua]s have rights. Thts has resulted
from court decisions based upon the constitutional princ1p1es of procedura]
due process, substantﬁve due process and equal protection of the, law.. The
]1tigat10n which "has sdécessfu]]y used these pr1nc1p]es has estab%ished the

right of the handicapped to an appropriate, free, public education and the

-]

-
' .

" rightSof Institutionalized individuals.and out-patient clients to receive

+ 226 .. - :




A

appropriate services. . §h this regard, the rQle’of advpcacy is discussed

in terms of identifying and securingarights\and interests of handicapped
e o ok
clients. A distinction is made between rights and interests, and 1ts
4 gS N
imp11cat1ons for re]at1onsh1ps between an advocate and client and advocacy

QJ”

strategies are described. Within this context, three separate ro]esrafe
suggested as part of the advocacy orientation. These are partnersh1p with
f

parents, alliance with service providers, and advocacy for a child. It s
° ' @ . N o = \
stressed that advocates must know what their client's interests and rights

Y

: o , h
are and means of securing them.. . e

% - , 8

f 264 Twiname, J. D, New directions in pub]uc welfare. Public Wel fare,
L 028(])9 35 40 { ’ P

.
2

' Advocates and explains the Fami1y,Assistance Plan being proposed by
the federal administration. Its-goals are'to: (1) establish & national

minimym for payments and standards; (2) cure inéquities.favoring female-

headed fam111es, (3) encourage family stab111ty thrqygh work 1ncent1ves,

<

d’e

(4) ma1nta1n e11g1hj11tyqfor fully-employed fam111es-wh1ch are below the
poverty Tine; (5) s1mp11fy tﬁe adm1n1strat1ve structure and (6),re11eve
4
. the-state and 1oca1 f1sca1'burden‘ Author states that there js. strong
. ®

opgssition to the existing social service program, and suggests. that social =,

<

services should be under local governments. Deve]opmént of thfs approach

.may be aided by separatﬁng.the social serv1ce “and income ma1ntenapce or-
¢ o' 8

ganizations, encouraging 1oca1 exper1mentat1on and"working toward inter-

a
t . A 3

,agency collaboration.

@

14
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265 U.S. Department of Health, Education and Welfare, National Institute of
Handicapped Research. Client Assistance Projects mediate between-
clients and'the system. Rehab Brief Bringing Research Into Focus,
1979, 2(10), ‘ ’

.

-
-

A brief overview of C]ient Assistance PrOJects (CAPs) which are in _
current operation. Congress established CAPs through the 1973 Rehabi]i-
tation Aé% to provide a mediator between clients and\state VR agehcies
for the purpose of assisting c]ients having problems with VR services.
Currently, there are 1} CAPs located in all 10 HEW‘regions. C@Ps vary ;
in administrative‘and service approaches, based on state .and 1oca1 needs,
but share objectives to: (1) a551st in solving client p)obiems (2) !
promote. change in state VR agencies to 1mprove service de]ivery system,
and (3) provide public 1nformation at state and_1bca] ]eve]s regarding
available services and clients' rights under the ﬁehabi]itation,Act. This
brief sfocuses on CAPs of four states--Tennessee Virginia Florida, and
Minnesota. These statés have estaoﬁished CAPs and have annd;ﬂ data to
report. Other: states have very new projects with no annua] data. Ten-
nessee and Virginia de]iver a wide range of ombudsman services Florida
CAPs co*tract with community organizations which represent handicapped °
peop]e throughout sthe state. The Minnesota project is distinguished‘Py _'
the degree of ieadership and po]icy’controi whichﬁis phaced\in the hahds

,of consumers. . N . :

266 U S Department of health, Education and Welfare, Rehabi]itation
Services Admﬁnistration Office of Human Deve]opment Services
Affirmative action for the disabled adds new role for VR profes-
sionals. Rehab Brief Bringing Research Into Focus, 1978, 1(3).

L

Discusses legal requirements for affirmative acti0n designed to

assure ‘the disab]ed a right to equaa emp]oyment opportunities Affirma~
tive action programs may be limited by emp]oyers attitudes and disabled

-
°

228
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" persons' Tack of knowledge and inabilfty to use the law. Rehabilitation

professionals have a responsibility to.faéi1itate the implementation, of

the law by working with both disabled persons and employers. Affirmative

»

action is explicttly defined, and sections 50]; 502, 503, and 504-<are ,
described. It is pointed out that Départment of Labor, regulations Fequire
affected emp]oyers to seek compliance assistance from VR agenc1es and fac-

111t1es as well as encourag1ng them to participate f; spec1a11z\g/émp}oy-

.ment programs. .A number of "dols" and "don'ts" are listed to help VR

>

Ay
couns@ﬁors in acting as technical advisors in encouraging employers to
understand and utilize handicapped employeks. In addition, it is suggest-

ed .that VR professionals should act as change agents in modifying community

attitudes toward handicapped persons, and various means of playing this

role are suggested. Educational gctivities'related~to affirﬁﬁtive action
are enéouraged. Al so, counselors should be advocates for the disabled,
and in order to do so, they must understand the inf]uen&es affecting a
c{;;nt's ability to partiéigg}g,fully in society. ;ffirmative action

should be discussed with the client in conjunctign with his IWRP devel-

«

opment. Also disc Sgd'with thé client should be other Title V protections.

Finally, some redources available on affirmative actions are mentioned.

toe
<

U.S. Department of Health, Education and we]fare,'hehabilitation
“Services Administration, Office of Human Development‘Services.
National summary of Client Assistance Projects. washingggn, D.C.:
UHEW, March 19/8. '

First Anhual Report to Cozfxess on the Cliént sZstance Program (CAP),
authorized under Section 112 of the Relabilitation Ac} of 1973. Summarizes

~,/*

the reports of 19 individual CAP projects. Da%a and eriences reflected

kd
~

1n’thls summary refer t0ath years of program activity. Included is: (1)

‘ R2y

*




A

i
an oté*view of st;ff qualifications; (2) a brief description of varying
administrative approaches in the operation o CAP§; (3) a listing of dié;
ferent approaches in developing two-way coﬁmhnicafions between préject
staff and regular agency*staff; (4) a-numb&g of outreach methods designed (54
to inform all clients anq client applicants that client assistance sérvices
are available in the area covered B; each project; (5) highlights-regarding
CAPs and community agenéy relationships; (6) examples of CAPs eﬂié}ing fﬁto
cooperative arrangements wi}h institutf3h§ of higher gduéation io secure
services; (7) an account of the differing methodo]ogies used by these 19

“\v// - pilot projects; and (8) a summary of\éhe éervices provided by the CAPs.
An analysis of t;e impact of these projects is offered. Highlights of the

L4

impact statements include: ) Strengthening and development of awareness ’
and sensitivity on the part éf counselors, and regional and central office
administrative pérsonne]; (2) development of a followup procedure to speed

-up services and study c]jgnt satisfaction/dissatisfaction; (3) twice as

many clients utilized ghé'projec in_the second year. Policies never «
before questioned that have been shown to impede service “delivery were

revfeQ;d and-revised by the state administrator; (4) priﬁary impact has

begn one of forcing a distinction between res ricf?Ve; conservative local '
practices and actual state policy; and (5) procedural manual and’fonns, -
covering adﬁinistrativé féviéws and fair hearings have been developed

and instituted on statewide basis. Clients have re-entered program"because «

)
"

»

of more definite understanding of their own }esponsibilities ;j;ulting in

more positive results. Concludes that it was too early to.gtteémpt a com-

»

plete summary and analysis of this statistical information. . o

~ - -

"
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Department of Health, Education and Welfare, Rehabilitation

Services Admfinistration, Social and Rehabilitation Services. The
"~ utilization of consumer groups: Citizen involvement. In Selected

approaches to expedite the delivery of vocational rehabilitation

service: A training resource. Washington,.D.C.: DHEW, 1977, pp.-
85-103. I N

Report from a study group on selected approaches to expedite the
I'e ¢ .

rdelivery of vocational rehabilitation services. - Lovers a broad base of

- ®

. topics relating:to cdnsumeriﬁm. Following a,brief ;tétément on the im-
pact of early voluntary agencies in providing funds and services for tﬁ;\
disadvantaged and disabled, an elaborated discussion explains the current
role of advocate and citizen participatfqn in voéationa] rehabilitation.
Provtdes an overview of legal and regulatory sanctions %andating consumer
involvement }n advisory and program planning at the federal and state

level. Discusses the effectiveness of current consumer-advocacy activity

with reference to several changes and program developments which have
occurred in rehabi]ikation. Endorses the importance of client p;}tici-
pation in planning the rehabilitation process if. he Ar.she is to retain
or regain the ability for self-care and self-determination. Summari zes
the efforts of a Social and R;habilitation Service task force to define
the "state-of-the-art" of conéumer\jnvplvement including that group's

{

analysis on how client participation and enrich the goals of vocational

ould

rehabilitation. “Calls for more consumer involvement 1n5p1anping anz-

programming'incldding the dqye]opmept of citizen corporations that
sell rehabilitation se;vices to state qgeqpies. The thrust of-this model
js based on theuimportanée and success of peer groups in rehabilitat}ng
certain groups. LRecoﬁhends direction for consumer involvement in the
70's including the fo]]owing; (1).esfablishment of a stéte vocational’

_ rehabilitation agency Advisory Committee on Services whose membership
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would be comprised of oneethird'hanQicapped consumers; (2) reorganige

state districts and regions to reflect greater. emphasis on establishment
of fieid offices in urban and rural areas of poverty; (3) utilize exist-
ing local resident adviséiy boards concerned with service delivery. _
Stresses the importance of advocacy systems and the role of vo]unteers in
provision of services. Emphasizes the importance of apmmunity education
efforts to inform the_public about the state and; 1ocal rehabilitation
needs of the disabled. Indicates the promise of communi ty invoivement .

-

such as prevocationa1 ciasses sponsored by voiunteers -

R ) J s

¢

Van Til, J. Reconstruction or redistribution: Which way for welfare _
rights? Social Work, 1971, 16(4), 58-61.

Analyzes and compares the welfare rights organiiations in New York
and Pennsylvania. In Pennsylvania, the organization places emphasis on
maintaining good human relations, bréservfng civility, and avoiding con-
flicts whenever possible. Its basic goal is educating the public, dnd
it seeks redistribution of- resources in terms of procuring more.money and
servicesffor welfare rec;;iEhtsj 7he tactics utilized tend_to fall some-
where between collabordtion and violent oppgsition. {n regard to its
effectiveness, the organization is credited with the increased numbers of

quaiified persons applying for welfare and rajses in the payment level.

Involved officials are open to communication with the goup and see it.
. )

-as an imoortant oressure group. In contrast, the New York.organization

confronts an insensitive wel fare bureaucracy and often intervenes by means

of aggressive, militant taotics A major purpose is alteration of the'sys-
tem. Status quo payment levels have been maintained. in spite of strong

poiitical,opposition However, the organization s role in retation to

.232 * . - 4
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this isuncertain. "Author concludes that both approaches may be effec-
tive. Suggests that-a group seeking income redistriﬁution and willing to work

with officials who share the same goal can be at least™as effective as

e, a group which is comp]ete1y disaffected. Finally, questions are posed

’

- for further investigation relating to the contribution of welfare rights

N

organizations to social change, in general. ) ) .

4 0= -
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270 van Til, J., & Van Til, S. B. Citizen participation in social policy:
.. The end of the tycle? Social Problems, 1970, 17(3), 313-323.

( Discusses various forms of Citizen pértigipation within the context ¢

of{thE urban‘renewa] and community action programs. Six types of parti- !

cipation.are desqribeg,bgged upon the two dimengions of parficipation of

e]ifes and nonelites and administrative or pb]itica] concerns: (1)

- elite coalition; (2) polities of/;eform; (3), citizen advice; (4) plural-

. ist participation; (5) ¢lient partjcié;tion; and (6) grassroots partici-

g, "patibn; Injtia]]y,‘the urban renewal program“used‘the e]{te coalition
‘model, whereas the poverty progréﬁ sought to involve the hone]ite~in maxi-

mum feasible participation.f The histbky of these programs indicates an

_ evolution thrdugh participation models, moving toward pluralist partici-

pation. In practice,.the concept of nonelite partiéipation.genera]]y has
tailed, especially in the political arena. A $ituation-reﬁains in which

_the parties with economic power do the planning, and the nonelites may

—~

+ accept or reject. Most analysts conclude that stalemate of citizen groups

¢ -~

and the political elite is likely on both adminis;ritive and political
issues and that citizen participation thus becomes essentially meaningless.
Even though it appears that citizen participation has failed, the authors

recommend development of a& fully democratic urban pluralism based upon e

-

— 233 .
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‘ new institutional forms that truly represent the interests of the poor

and which embrace these interests in the total political and social

structure.

-
.

271 Vvarela, R. A. Self-advocacy and changing attitudes. In G. Richman

& P. Trohanis (Eds.), Public awareness viewpoints.

Chapel Hil1,

North Carolina:

University of North Carolina, Developmental Disa-

o

bilities Techpica1 Assistance System, 1978, pp. 27-35.

"

Critical discussion of the stigmatizing implications of processinq
handicapped peob1e through "special” programs, evaluation, agencies, and
clinics. Stresses that'the current facus is to change the disabled person
rathér than tﬁégobpressive nature of the “processing system" and general
societal attitudes.. Indi;ates the stigmatizing effect of te1ethons;£pat
tend to "sell the’horror of«disability," and public service announcements
that reinforce a helpless and pitiful condition of handicapped people.
Calls for deve1opmenp of the disabled sle-a&vdbacy movement which aims
at chanéing inequities of the system through legislation and 1itigation,
changing negative atéttudes of rqhabi]itation counselors toward clients,
and self-help organizatfbns:such as B;rkgiey's Center for Independent

° Living. Disabled people mus£_bebome “partners in.public advocacy" just.
as the& have been allowed to participate in policy making and/gervice
delivery. Finally, it is necessary to build a strong co?stjtuency of

“En(ocates and cqnsumeré who are dedicated to impact on the federal/state

‘Yotational Rehabilitation system to make it more responsive to consumer
' <

-

views. Cooperative efforts of parents,_advocqggs, and service providers

: X
have resulted in.syccessfully pushing’ appropriations throffgh Congress.

As the se]f-adyocacy movement develops, attitudes and rules will be under ,

. continual pressure tg change.

. -
] . ,
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]
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272 varela, R. A. Self-help.groups in rehabiiitation. Washington, D.C.:
The American Coalition of Citizens with Disabilities, 1978.

Traces ipe history of the civil rights movement for disabled persons.
Examines the or}gin of the trend toward consultation of disabled persons
and their advocates in policy making on the federal and state levels in
rehabilitation programming. Analyzes the legislative history of the 1and-
mark Rehabilitation Act of 1973 which sheds 1ight upon the foundations
from‘which Chapter 25 of the Rehabilitation Services Manual emerged.

*/;ExamineS'ways state agéncies have attempted to implement the consumer
.involvement mandate and discusses techniques and procedures which have
proven high]} effective. Stres§es‘the pivotal role played by organiza;
tions of disabled people in pb]icy consultation. Throughout this handbook,
the author grapples with difficult issues, such as fhe definiti;:“of the”
term "consumer,“"the ﬁe]ationsh%p between citizen and ,the state, the mean-
iﬁg of consumer_participation, and the tension Letween bureaucracy and
advocacy organizétion%. Offers specific suggestions goth éonsumers and
profeséiona]s will find helpful in the task of effectfﬁg ﬁeaningful'con-
sumer invo]&ement in rehabilitation. Provides insight as to what mentally .

able handicapped people have done toiﬁelp'themselves and discusses the

policy implications of this movement.

e

273 vattano, A. J. Power to the people: Self-help groups. Social work,
1972, 17(4), 7-15. - -

Recognizes the new "power-to—the—peob]e" movement wh{ch'advocates :
broad democratic participation in social service delivery and the related
emergence of self-help groups. “This new aétivism and ivo]Vement can be

traced to the fo[1owing developments: the population increase that has
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exacerbated the shortage of health and welfare profe551onals, ineffec- . TN

tiveness of profe551ona1 serv1ces, a new se\§e of egptitarianism; and
the effectiveness of self-help groups in facilitating change. The‘power-‘
ﬂ\\ﬁp-the-peopie movement is;reflected in the clincial setcing by such groups*
N as Alcoholics Anonymous, Synanon; integrity groups, and encounter-sensi-
tivity training groups. These are‘primariiy concerned with treating‘i o
dividuals for_various emoeionai and hehav1ora1 problems, On the other
hand, socia] groups focus upon environmental and soc1a1 concerns 'They
are exemplified by'community organization and weTfare rights.groups. This
movemenc has important im]jcations for professionals. In'rega#d to prac- -
tice, the professional cafkperiorm certain,functioos'within the self-help
group such as.facilitatiow, research, and theory bui]diqg. In regard to
education p;oiessionai schoof% shou]d recognize c]ients'asecolieagﬁes

and adjust their training accordingiy Suggests areas for revision in

curricu]um of graduate programs in social work.

< . LR
. )

~274 war:d, S. A. Components of:a chi‘]d advocacy ‘program. Children Today, 1972,
. 4 1(2), 38-40. .

In 1970, the Joint Commission on Mental Health of Children. recommended
. .the establishment of a nationw1de system of child advocacy councigs Within
the framework of this proposa] it is- suggésted that child advocacy be con-

sidered in terms of the follow1ng components: (1) means of determining and

understanding the needs of children in the community, (2) procedures for .
supporting families and communities in their efforts _to provide serV1ces,~

(3) specification of the ro]e and respon51pi1ities of community chde

advocates; (4) gathering{ co]]ating and disseminatipg information regarding

the best methods of deiiveping services; (5) delineation of the service

- : ; 236
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provision responsibilities of each institution as well as of ways inwhich

N

“institutions can cooperafe and coordinate their efforts; and (6) determina-4,

tion of means by which advocacy .councils at all levels.can best support

!

community endeavors. The concept of child advocacy, as embraced by these
considératipns, implies that families bear the primary hurden of providing ’
services for their children. It is, however, necessarj for communities to

lend assistance to them and for the nation as a whole to make a significant

&

commitment to the yell being of c&?]dren.

'y ’

275 Marren, F. Role of the consumer in planning and delivering seryices.
In DD themes and issues: A serié§\6f=tgpica1 papers on developmental
disabilitiés.. Chapel HiTT, North Carolina: University of North
_CaroTina, Developmental Disabilities Technical Assistance System,
February 1978, pp. 3-11.°

Discussed are some roles for consuﬁers in planning and &e]ivering
services and the identification of issues related to those roles. First,
" the author defines the consumer as the focus for peop]é in the business
oﬁ—prﬁg;;;ng assistance for developmentally disabled individuals. lﬁﬂgp
a service is provided for a DD child or adult who is in the care of an--
pthe; person,’famj]y or gqardian, it becomes a service fo} those peop1?
as Qe]] as$ the dis;b]ed chi]d or adult. Thus,‘ZOnsumeré are disabled
people as well as advocates for disabled 6eop1e. Notes the need for co-
operation and mJEua] E:ust between the consumer and the professional in _
his statemenf: “The«tohsumer cannot know everything the BpSfes§iona1 has ‘
- learned after years of study. It i3 éhué]]y true thft,the p?ofes§iona1
| cannot know ever}thing the consumer has “Jearned after y;ars of being, org

» living with, a developmentally disabled person, often being put down,

turned down and cooled out by insensitive professionals who will not or

: ‘ v\ .
’ « ( ' ’ ‘ '237 «
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cannét adnit it, and by the bureaucratized service system.” Author sug-

gests the professional should.take the cooperative initiative since they

~ -

are organized, have the mandate to provide services, and are supposed to

have tne-abiidty and the access to technical .knowledge. Consumers should: al

approach professionals with tact and a persistence from a standpoint of

\ LI

strength; and as if they were potential friends and allies. Consumers

musifjoin together and direct all of their energies toward ehanging the
laws, attitudes, systems, and individUa]shwho are soppressing them. Or-
ganizations can take a nomber of forms ranging from small parent groups
to alliances of existing consumer organizations. Guidelines are offered for

consumers attempting to develop an. effeetive organization. Author is a

. strong proponent of *the position that consumer organizations must form

alliances. Stresses'how through an alliance of congumer groups or joint _

action strong ]eadership can be-brought together, areas of common interest

~

can be discovered and planned unified actions can benefit all those con- oo

cerned Another major role for .consumers is the constant monitoring and

-—-evaiuation of service systems and programs. Consdmérs,sbouid also serve

Y

on advisory boards. L.

4

©

»

weiter B., Haanna, J., & Kitch R Seif-advocaey' A basic right.
Lawrence Kahsas University of Kansas‘*Kansas University“?fi]iated
Faci]ity, 1978. )

A short manua1 which\discuSSes important elements needed to p1an
and organize a self-advocacy organization. The deveiopment of Peop1e
First of Kans%s (PFK) a self-advocacy group, is traced to demonstrate
strategies and tactics which can. be taken in such an endeavor. A brief
histony of the origin of Peop1e First in Oregon 1s provided. The phiiol

sophy of Péopie First as a seif-aduocacy organization the role of the
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professional in its development and operation, and the importance of con-

sumer control are briefly addressed. Suggestions for planning a self-

" advocacy conference are given based on a Kansas People First Convéntion

'sponsored by the Kansas Un1vers1ty Affiliated Fac111ty (KUAF). Style and

format of 1nformat1on presented in this manual is geared toward profes-

sional audiences 'and handicapped people who are menta]]y ab]e.

i

27’7 Wiegerink, R., & Posante-Loro, R. Consumerism. In J. F. Paul, D. J. Coe
Stedman, '% G. R.. Neufeld (Eds. ); Deinstitutionalization: Program
and po11cy development. Syracuse Syracuse University Press, 1977,
pp. 63-79.

Authors provide a brief historical perspective of the development and

/

" provision.of services and consumer in;o}vement for the mentally retarded.

~ . ¥

’}n the 1940's and 1950's, parents of the mentally retarded were forced to

provide for their own, needs. Gradually, they began to contract with pro-
- <

y fessionals for service,-andawere eventua]ﬁy a]most totally excluded

from the services offered by the professional commun1ty In the 1960's

parents were once again recogn1zed as the1r children's first and foremost

t

teachers. “Local, state, and federal governments began to suggest and

eventually require the involvement of parents in services for their child-

;en. Authors discuss the impact of recent 1égislation and litigation on
| h T

this movement toward consumer invo]vgment. Note that consumers havé'had

an active role in the creation and passage of'leéisletion. Suggest that'
current~]egis1et1on has a bias toward consumer involvement and consumerism
as evidenced ;} tne rade of professional and consumer partners in decisi}n
making, monitoring;'and service delivery. Addresses a number of model

programs, e.g., early intervention, prevention, and majinstreaming programs,

and highlights the role parents have had in each. Author stresses that to

234
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be successful, consumers must take purposeful action at a number of impor-. .

tant 1eve1s, which include: (1) presenting their need$ within the frame-

~

-, work of governmental policy-making; (2) pursuit of new legislation and

278

.e

. avoidance through the eﬁdtiona] control démand system of the professional

)

increase: in approprjation to\euppo}t curren% legislation; (3) continue
their battles in the courts fdf c1érificatiohs and expression of their
rights to fair treatment, education,'privacy, and mobility; and (4) find-
ing new and expanded roles:in planning, monitoring, gva]uating, and pro-

viding services. A
A Y

Wineman, D., & James, A. The advocacy challenge to schools of social
work. Social Work,-1969, 14(2), 23-32. -

A responsibility of social work advocacy'is to challenge dehumanizing
sécia] relationships which in fact are based ubon~captor~capt1ve roles. 4
Such conditions,awhich include physjcaT abuse, psychic humiljiation, sexual
traumdtization, condoned peer abqu, chronic exhosﬁrg to boredom, 1n$ppro—
priaté groupings, unjustified use of punishment, 1mp65ed work: routines,
and viofations of privacy, preclude any ratioﬁa] use of socia]‘work‘techL

-

no1ggy. Traditionally, as students copfront and répd}t on such situations

L4

\ - . e
_in the field, their teachers fail to deal with them in any meaningful way

and instead rely on respgonses such as avoidance through instant cliches,

[

mode],‘aﬁ%’obsession wkth big-system change magic. Rather than this

abdication of involyement, it is asserted-that schools of social work "must
H 'y : B

back -their students in unflinching criticism and attempts at changing the

settings they are in when' thdse,settings hurt the people they (and the

schoo]%) servg." fhe school has the power to support the studert as ob— )

posed to the agency, and it may itself need to become an active change -
. — .

< 240 . o
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. agent. As it begins to implement 1ts support for student advocacy aga1nst

n
client dehumanization, informality, s1mp11c1ty, and protection.of the

client's right to'se1deeterminat1on should be ké} ingredients. As schoo]s
promote an advocacj‘brientation, the groundwork 1is 15%& for a professional

identity which 1nCOrporates thisdpredisd6§¥t10n. -
A . . . |
Wolfensberger, W. Normalization via c1tizen advocacy In Thglprincigre',

of normalization in human services. Toronto: National Institute on
Mental Retardation, 1972, pp. 276-221.

The history of the treatment of the handicapped is traced from in-

st1tutiona]i:i an to protective services to citizeﬁ‘advocacy. Citizen

N i
v e

advocacy is a SThema.in which competent volunteers represent the interests

of disabled people; .relationships are established’ on a one- to-one basis,

are of long-term duration, and(ére strggtured in terms of individual needs;

-

and the programs are subported by a stable administrative mechanism.
Advocaqy ro]es may be e1ther forma] or informal and may stress efther

emotional or prob]em-so]v1ng stpport. Thd§ many types of pe{sons can .

~

benefit from an advocacy relationship. Essential to the success of a
. . L
citizen advocacy project is a wel]-ordered advocacy office which féti]i- -

tates its operation by way of recruitment, training, and technical assistance.

. -]
Two citizen advocacy programs operating in Nebraska are described for the

PP

purpose of demonstrating the wgrkébiTity‘of theghode1. It is emphasized

that the ejtizen advocate's loyaity must be'd%rected exclusively to hisa
protege, ZEB Bbth individual advocates ané total gdvocacy undertakinQ; must
be 1ndepizfent of the service delivery system. 1In sum, it is suggested
that citiZen advocacy is one means of implementing the normalizatian prin-

ciple. :

—

.
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280 Wol fensberger/Vo] untary citizen advocacy in_the human services.
Canada's#ental Health, 1972 20(2) 14-18.. L, w7

P01nts out that protective services”and advocacy prov1ded by service

-

agencies are 11ke1y to be 11mited 1n scope and effectiveness . .This is due

" to such facto@s &, discontinuity if pérsona] re]ationships w1th clients,

rigidity,’ restrncted mandates and Opt10nS and conflicts of interest. As
N’

*
L]

an alternativey citizén advocacy 1s proposed as a means of making ava11ab1e

needed assistance ‘while avoiding the grawbacks,of service agenc1es A “

citizen advocate is a vo]unteer who represents the Jnterests of.an impaired
individual and he]ps him meet h1s expreé@lverand instrumental needs. Ad-

vocafes can intervene in important respects on beha]f of both,chi]drennand

<

“aduTts 1n community, inst1tutiona1 or transitionai settings Furthgrmore

m/ﬁ tpey'are needed as‘ "watchdogs" of agencies to-assure that they are respon-

{f‘ sfe té their c]ients ,Citizen advocacy dff&ces are essential to an effec- (
S

maxﬁive pré%ram in tnattthey can }%nd support and recruit train and match

vo]unteedsagnd persons needing an{advocate A1so of crucial importance is

% - 'DLA ‘
that the ‘citizen advogﬂ ip?pgram be independent of the service system.

- %J‘Q;ﬂ'%
This concépt has receivei4wige support and may potentia]]y become a major *

’ » . ‘4 o’ ¢ " . -
he]ping form. N §'h~f p ° -
’ ) ‘4 0 ’l' I

281 Ho]fensberger N.. Citizen advocacWr*the handicapped, impai-red and
disadvantaged An overview. “In Tfensberger & H. Zauha (Eds.),-

&% Citizen advocacy and protective ces for the impaired and handi-,~
= capped. [Toronto: National, Instituﬁe on Mental Retardation, 1973,
pp. -32. ¢ ' .

¢
* “ "-

. Presents an overview of pggtective services:§uch as guardianship, '

adoption conservatorship, and trus Sy ‘and pojnts out various reasons for

1

their deficjencies. These include/thé service system's.impersonality,

<

-
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limited options, and the 11ke11hood of conflicts of interest. The concept

o

of citizen advocacy is proposed as an a]ternative to protective services,
and it is defined as "a mature competent citizen volunteer representing,
as if.they were his own, the interests of another citizen who is impaired
in his.instrumental competency,‘or who has major expressive needs which are'
unmet and vnjch/are }ikely to remain unmet without speciai intervention."
The functions.which can.gg performed by an advocate for both children and
adults are discussed as are special types of advocacy. Also considered
are factors related to the imp]ementatjon of a citiéen advocacy program

' such as determination of needs, staffing a supportive office, and some
needed advocate characteristics. It is concluded that, given the nature
of the service delivery system advocacy must be separated from’senv1ce

provision and that the two should develop independently but in cooperation

with each other.
o e d -
Wolfensberger, W.>, & Brown, B. M. Youth advocacy. In W. Wolfensberger &
" H. Zauha (Eds.), Citizen advocacy and protective services for the
‘impaired and handicapped. Toronto: National Institute on Mental
Retardation, 1973, pp. 93-101. ’ ! n . F

_Suggests that youths can bé a significant part of the citizen advocacy

movement, and 1ists some essential features of a youth advocacy program.

o,y

These arg the individualization of relationships, sustained relationships,
representation of the protege’s intereits, and freedom from conf]icts of -
: interest. It isifurthermorg recommended €hat strong coordination of yooth
advocacy programs be available agd that special attention be‘given to the .
se1ectnon, orientation, and assignment of youth advocates. ‘In addition,

two Specialized’versions of advocacy, .the advocate cadet and dispersed

youth advocacy; are described. Youths may make unique comgributions in

243,
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that they can relate well to those of their own age, share special interésts
of the age group, socialize another jhto the'youth culture, and grow up
together with their proteges. Other benefits accruing from youth advocacy
‘1nc1ude the foﬁ]owith (1) enhancemént of learning and maturation; (2)
furtherance of social acceptance (3) focusing of youthfu] idealism; (4)
“preparat1on for adult advocacy ro]es; and (5) rejuvenation of vo]untary
associations. , |
283 Wolfensberge; W., & Zauha, H. (Eds.). Citizen advocacy and protective

services for the 1mpa1red and handicapped.  Toronto: “National In-
.-stitute .on Mental Retardation, 1973.

Presents a comprehensive examination of the history, concept, tech-

niques,'and 1mp1ementation of citizen advocacy programs. Specifically,

the contents include the following: (1) citizen advocacy for the handi-

t capped, 1mpa1red and disadvantaéed' an overview; (2) the initiatioh of
Nebraska s first two advocacy services; (3) operation of the citizen advocate

program in Lincoln, Nebragka; (4) imp]ementation of citizen advocacy to

date; (5)(youth advocagy; ?\T\the initiation of Nebraska's youth advocacy

_program; (7) the operation of the Nebraska’ 'youth advocacy program; (8)
history and present status of protective services; (9) citizen advocacy
and the rights of the handicapped; (10) the role of the volunteer movement
in safequarding the rights of the 1mpa1red; (11) funding, governance and

§afeguards of citizen advocacy services; (12) implementation and operation

v:ﬂ;cﬁtizen advocacy services via committee activism; (13) dissemination

and training 1n citizen advocacy: guide]ines and_desources, (]4) a process
of screening and guidance for citizen advocates; and (15) advocate testi-
A . ' f

monies.




284-285 ~ o -

284 Moodrich, F. E. Client Assistance Projects in the rehabilitation process.
Journal of Applied Rehabilitation Counseling, 1979, 10(4), 190-192.

A review of the origin, purpose, and philosophy of Client Assitance
Projects (CAPs) establ i shed through the Rehabilitation Act of 1973. °
_ Taking the role of ombudsman, these broﬁegt%‘éttemﬁt to advocate for the
client having difficulties with vocational cghabi]ftation services and/or
the rehaBi]itatiou coaﬁggﬁor. CAPs are gommitted to identifying handicapped”/
individuals whose néeds are not being met by the system for fhe purpose of

changing the system to be more responsive to these people. CAPs may also

serve as a counselor resource. Specifically, CAP workers as "ombudsmen"
can assist counselors by identifying client problems,-and working with , -
both partiés to negot§ate cgﬁpromises which prevent clients from becoming
rehabilitation drop-outs. By facilitating the development of stroﬁg
liaison relationships with reFipients of services, CAPs also have the
potential to identify, promote, and facilitate consumer involvement in
the rehabilitation system in a manner that can'benefit the agency and the
phi]osophy of rehabilitation itself. CAPs and_rehan]itation professioﬁ-
~als can join forces with consuﬁeré to assess services and, when necessary,

. A . .
design and implement programs and legislation that will bring about ser-
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vices résponsive to the needs of handicapped people.

285 Yelinek, K. Case management, personal advocacy and protective services.,
' In Synergism for the seventies: Conference proceedings of the National
Conference for State PTanning and Advisory Councils on Services and
- Facilities for the Developmentally DisabTed.  Reston, Virginia: The
Council for Exceptional Children, n.d., pp. 393-406.

Present-day emphasis upon keeping developmentally disabled peopl€ in

the community has given rise to a need for a legal and social support

Ssystem to help such persons in the greas, in which they are unable to help
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themselves. It is suggested that “the inf]exibﬁ]ity and inadequacies of .
traditional guard1ansh1p law make th1s vehicle 1nappr0pr1ate as a delivery

system for protective serv1ces and various a1ternat1ve programs have been

proposed to meet the need for protection. One‘sych approach is case manage~
"ment in which a social worker becomes an advocate for the client and offers

long- term follow-along services. Another method is a personal advocacy

Q-

- system whereby a,disabled individya] is matched with a—friend who volunteers
to represent his interests. These two types of programs, Kowever, may be\

deficient mechanisms for providﬁhg‘protective services since they ane based
upon voluntary rather than statutory responsibility. The writer recommends

Q“ instead that the legal concept of guardiansnip be revised in such a way as a

4

to guarantee individualized programs, a maximum degree of autonomy for. the

disabled cVient, and social service%. Appended to this paper are a des-

N

cription of the Personal Advocacy System for Ohio and participant comments . .-

from a workshop on the topic.
A~ , ~ ‘ T

286 Zauha, H, Citizen advocacy: Present status and implementation in Nebraska.
In C. K. Sigelman (Ed.), Protective services &nd citizen advocacy,
Lubbock, Texas: Texas Te‘ﬁ'University, Research and Training Center —
in Menta] Retardation,-1974, -pp. 9-16. -

Discusses-Wo]fensberger‘s model of citizen advocacy and its imple-

—  »

mentation in Nebraska. Gitizen advocacy refers to a one-tg%one relation-

ship between a caring; competent volunteer and a disabled 1nd1vidua1 which
. lis.established for the purpose-of he]ping the impaired person live as nor- -
.‘qa1 a life as possible., It is essentia1‘that the advocate be autonomous
in his role and tﬁat the program be 1ndependent of the service delivery ~
system 1n'orde},that the interests of the protege be held paramount. The
* Nebraska program is based upon these conceptionst_ It'evo1ved out of a
wr -7 f -‘ ‘ ‘ : ~
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comprehensive state plan for services to the retarded, and two of the

citizen advocacy mo&é]s whfch were developed are deécribggj’ The Capitol
Association for‘Repardéd Children in Lincoln, Nebraska sponsored a program
by means of a speé%a]]y designat?q:committee, and the Greater Omaha Asso-
ciation for Retarded Childrer (GQARC) ope}ated a project as an integral

part.of its overall operations. These programs apbéar to be very successful

al though Eontinued funding is a érucia] problem. Finé]]y, materials from

the proposal for the GOARC Citizep Advocacy Program are pregented which
describe how services are provided and how the project was initiated and

operated. St¥essed are means of eva]uafing the success of individual re-
! . :

—
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lationships and the program as a whole.

Zauha, H., & Korn, M. Implementation of citizen advocacy to date. In
W. Wolfensberger & H. Zauha (Eds.), Citizen advocacy and protective
services, for the impaired and handicapped. Toronto: WNational Insti-
tute on Mental Retardation, 1973, pp. 79-89. N

Traces the development of citizen -advocacy programé since the incep-

-

tion of th@ model in 1966. In general, it is.pointed out that citizen

'advocaéy received support from the President's Committee on Mental Retar-

dation and. from the National Association for Retarded Children. More
specifically, proérams in Nebraska, Texas, Coiorado,‘Pennsy1vania, Ohio,
gnd,other states plus fhose in _various Canadian provinces Are dgscribed.
These examples represent a variety of funding and implementation procedures
and geograph%ca] locations and can serve as models for the initiation of
other citizen\advocacy brojecfs. Preseﬂt]y,’assistance; guidénce, and
training are av&?ﬂabaﬁvt&ﬁough national coordinétiné organizations. In

°

addition to succeé@fuT?pi]of programs and leadership, it is predicted that
N :sl .
the need for perso#dl representation will continue to contribute to the

citizen advocacy movement.
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Zauha, H., & Wolfensberger, W. Dissemination, and training in citizen
advocacy: Guidelines and resources. In W. Wolfensberger & H. Zauha
(Eds.), Citizen advocacy and protective serviceg for the impaired
and handicapped. Toronto: National:Institute on Mental Retardation,
1973, pp. 213-232. . - :

&
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Suagests that the rapid growth of citizen advocacy has resulted from

widespread dissemination of the\concept. Based upon the experiences gained,

by these dissemination efforts, guidelines are given to aid in citizen

advocacy presentations. It is pointed out that audiences génera11y°are

>

composed of persons of varying competencies; topics which should be covered

include undérstanding of, commitment to; and belief in the practica]jty of
citizen advocacy§ and the time allotted for a presentation will Qary con-
siderably. A plan for a two-day 1eade;;hjp trajning workshop is presented,
and potential resource persons and groups are mentioned. In addition,
various types of materials which can be used are outlined including trans-
parenc%es, videotapes, w?ittgn materials, and symbols and images. Appended

are recommended workshop schedules and content areas, a prospective trainee

_questionnaire, a listing of transparencies.and yideofapes available on

. <A
citizen advocacy, an agency credo on citizen advocacy, and a cooperative

agreement. . '

-

Zauha, H:, & Wolfensberger, W. Funding, governance and safeguards of
citizen advocacy services. In W. Wolfensberger & H. Zauha (Eds.),
Citizen advocacy and protective services.for the impaired and handi-
capped. Toronto: National Institute on Mental Retardation, }9/3,
pp. -192. . )

Discusses various issues related to the imp]eméntation of citizen

advocacy programs. Possible roles of national, regional, and state offices

o

are described asYare approaches to funding and governance. Five essential

features of-such;brograms are independent location and funding; a paid
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coérdinator; feg;uitment, orieqtétion, and support of advocates; heans of

péoviding both instrumental and expressivé advocacy; and advocates' freedom
from COnf1ich of interest. Furthefhore, it is stressed that funding sLoL]d
not come from service agencies so as to méinfain“the independence of par-

" ticipants in advocacy functions. Pros and cons of certain funding sources,
such as associations, united community services, the Office of Deve]dpmenta]
Disa6{1ities, Social gecurity, Area Wide Model Projects on Aging, ang child

advocacy monies, are examined. Finally, potential taréet populations for

citizen advocacy and operational factors in running a local office are

‘explored.
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