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4. Gilbert Foss

- '

Normalization is a human service ideolagy

-directed” toward preparing mentally retarded

persons for physical and social integration into

" the community. The Ngrth American orientation

to this system, which was first introduced in this

~ country in the early 1970's, is reflected in the
, following definition: ' .

Utifization of means which are as culturally
normative as possible, in order to establish

and/or maintain personal behaviors and

characteristics which are as culturally nor-
mative aspossible. (1, p. 28)

Central to this definition are goals, principles,
and suggested procedural guidelines for pro-
viding conditions, which allow mentally retarded
persons to live within the-community as “nor-

. matively” as possible.

Over the past decade, _'rhé cohcep'r of normali-

“ zation has become the adopted human services

model for mentally retarded persons. Its phi-
losophy has been translated intd legislation, pro-
gram policies, and procedures which are prac-
ticed throughout many professional agencies

6viding services for these persons. Indeed,
professionals in the field of mentaj retardation,
in both academic and service settings, have pro-
moted a widespread acceptance of normaliza-
tion. o

We must be reminded that normalization is

based upon a set of values and beliefs. The im-

. plementation of these values has had a perva-

sive impacton the lives of mentally retarded per-

. ‘/..

:

sons who often have relativeiy little ch oice but to
abide by them, ThUs, it is only proper that nor--

‘malization be closely examined. .

A small group of professionals and consumers
was selected fo attend a national. conference in
1980 to formally address some of the major is-
sues apd implications of normalization and con- -

‘temporary practice in mental retardation. (see

page 63 for a complete list of names of the con-
ference participants and presenters), Tk’ mono-
graph is a product of that conference. The pro-

-gram- had three major purposes: (1) to'examine
the state-of-the-art of normalization in termsof its - -

impact on social and public policy; (2) to address
normalization in terms of major issues and their
implications as they relate to 'rhe_tonsurger, soci-
ety, law, and economics; and (3) to provide pro-
gram participants with a structured forum within.
which t0 examine these issues and their implica-
tions.- This document contains the addresses of.
each of the presenters, and edited excerptsof the
participant {iscussions. o
The following four categories were identified
as the major discussion foci for this conference:
(1) the consumer, (2) society, (3) law, and (4) eco-
nomics. The remainder of this Introduction pre-
sents each of these four areas-in terms ‘of the
rationale for their inclusion and a sample of pos-

" sible issues for discussion. This material in the

Vii.

form of a prospectus, was sent to all participants
prior fo the conference. In the final analysis, how-
ever, the invited presenters and participants gen-
erated what they considered to be the relevant
issueswithin each area.

. f

v .
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The Consumer

-0
Wolf Wolfensberger in- h|s book Normaliza- the' menfally re'rarded person to whom l'r |svap-
tion, states that ", (po'ren'nally) dewangperson ) plled A few of these argh:ghl@hfed below:

should be enabled to emit behaviors and an ap-
pearance appropriate (normatfve) within that cul-
ture for persons of similar charateristics, such as
age and sex” (I, p. 28). This 'p‘remise,l'which is
central to the North American normalization phi-

. How do rpenfally refarded persons view

normalization practices as a means for

assisting thém' to develop and maintain |
. their own personal identity? .~

losophy, says that cerfain (deviant) persons , *2. How do mentally retarded persons per-
" should conform both in behavior end appear- = ° ceive normalization practices as a means -

ance to the expectations of the dominant culture. . forassisting them to establish and main-

“In essence, the practice of normalization in- ’ tain somal relationships? _ _

volves thg imposition of the values, beliefs, and " 3. How do mentally retarded persons per-

behaviors of the dominant culture upon the men-. - - § ceive normalization practices as a-means-

tally retarded person. An initial task of this insti: = & for assisting them to secure equal rights
- tute is to explore,the effects of this‘imposition of " - and protection under the law?

values as experienced by mentally retarded per-

* sons, primarily through their direct input.

A variety of issues and concerns can be raised
in terms of this ex7nna'non of the relationship

4. How do men’rally retarded persons per-
ceive normallza'non prac’rlces as a means
for assisting them ‘to become contribut- ,
ing mernbers of the community?

e .

-\

be'rween normahza ion ph:losophy/prac'ﬂce and

. . s
. . .
.

Society
v ‘,. . . ! . . ‘ . A t
’ . “ s it . ‘ . . N . “‘. S
Normalization calls for the integration of men, " as the knowledge of his/her existence. That is,
tally refarded people into society. Community . teaching mentally retarded persons ‘and society
integration is a very complicated process for the . to accépt and interagt with one another” calls -
mentally retarded person in this complex /and ' forth some serious issues for consideration;
“highly literate society, posing problems for both " 1. 15 normalization ph:IOSOphy/pracflce an -

the person being normalized™and this “nén-re-
tarded” society. Social service orgamza'nons have
the most direct control over lmplemen'nng nor- -

- effective means for m'regra'nng persons

malization = through )'ea'rmen'r/rehablh'ra'non/ munity? Tooe ‘ Coe
education programs. Mentally retarded persons ‘ 2. What doweexpecf from some'ry terms
feel the impact of such programming’as they . . of accepting and accommodatin | mein-
exercisq their learned skills in society. In turn, tally retarded peo_ple? " \ o
society must respond to these persons being in- -+ 3. Normalization, with its accent on service

* tegrated, to the normalization programs serving _ provider philosophy and practice,'\may
them, and*to the assump'nons and premises be- " have lessened the need and respect for
hind normalization. - ' v parental-opinion’and, involvement. How

It is extremely important that we understand - ..~ =~~~ ~is"normatigation ideology-and practi¢e*

the implications of placing a mentally retarded B affecting the families of mentally re-
person’ within a society which has traditionally - tardedwpersons? l :
been sheltered from his/her. presence, as well . o i

viii : F

‘with menta| retardation info the com~"""



Red in Ieglslanon has & profound lmpac'r upon
the way disabled persons are treatéd by society.~
Laws relafing to,accessibility and nondiscrimina-
tion, for example, reflect a social response to the _
handicapped. In addition, laws regardin indi¥
vidualized program planning, leastresfrictive en-
vironment, and procedural “safeguards reflect
‘what society s willing'fo contribute to the devel-
opment and. wiell-being of its handicappéd citi-
zené. Qfén the scope and operation of publicly

2 ) ) . N
suppor'red services are a direct response to law. 3. Advocates for refdr_ded pers'Ons' fre-
In actual practice, however, the law.may or quently argue that this population is en-
may not support normalization. Some-of the is- :rl_rfledhfo special pro'rechlon from society.
sues regarding the relationship'between normali- o what extent is specialprotection com-
zation and the legal system follow: _ patible with normalrzahon principles and
S e . - prachces’r’ S ‘
S - .- -+ Economics

In 1970 alone; an estimated $4.7 billion was
_expended on selected programs serving persons

“with men'ral retardation. Since that time, citizen -
concernovertaxation and inflation has created an-

ever increasing demand for limiting government

spending. Thus, the professional community .
must now more closely ‘examine the cost-effec- -

tiveness of the services advocated for handicap-

- ped persons The following issues relate to the .
cost-effectiveness of the |mp|emem‘a'r|on of the-

normallza'non philosophy.
N

" tives balance both the normallzahon em-

_ The remamder of this monograph confalns the
.five presentations given. at the national confer-
ence and edited excerpts of the participant dis-
cussion which followed four of them. Several
~ points about the Participant Discussion sections
bear mentioning. First, they are not inclusive of
all issues raised at the conference. Ra'rher, what
appears represents the Editor’s judgement re-

garding the most relevant and interesting topics
discusséd. Second, as the reader will quickly-

realize, many of the issues discussed are both
sensitive and coniroversial. The views presented
- are-not necessarily those of the Editor, or of the
Oregon Rehabiliation Research and Training Cen-

o
.

Q

Do present commum'ry living alterna-,

"X

Should laws rela'nng to mcompefence
and guardianship be modified, and if so,

“what would be the effect.on. retacdec;

\
"agiequa'rely in this socre'ry'?

2. Equal opportunities for men'rally retard-

—

.- ed persons generally have been inter-

preted to mean more, better or differ-
« .U ent oppor'runmes and services. Is this
consistént With normalization?

%" phasis on independent living and cost-
effectiveness concerns? :

. Is competitive employment a realls'nc
and cost-effective goal for all mentally
“retarded persons'?f -

——3=-1s'normalization philosophy and prachce

the best (most cost-effective) vehicle for

chariging the image of the mentally re-

tarded citizen from that of a passive

recipient of social benefits to that of

one who is a contributing member of
: socuefy'?

ter. Finally, while the Editor takes responsiklify

~for the accuracy of the statements shown, the

editing process may not always reflect the full

- context in which a statement ‘was made. The

reader is reminded that the purpose of the dis-
cussions-shown in this document is to portray
some of the major issues currently existing in the
“field today, togéther with the views of a cross

section of professionals and cénsumers regard-'

ing those issues. Only as ‘we'get a better handlé

on these issues and problems can we begin fo

‘resolve ‘them, and thus move fOWard the provi-
sion of better services t0 mentally ‘retarded and
other developmentally disabled persons. . -

9
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Normallzahon and lts Impaci‘
on Soaal and Pub||c Pollcy ;

e '

Gunnur Dybwad

PR

4 hcthcr it is in Orcgon or Mas/sachusctts, Nebraska or Kansas, lt is [rom. the persons :

: we are trying to serve that the most important push Jor change is going to come. By their o
performance, they will make a s hambles out of our cldssification systems, our assess- o
: . -. . ments, our predictions and our goal settings” . | , Ly o S
: \ L ‘ e .o _
| welcome the opportunity of participafing\ih ' My ob|ec'r|on focuses on three words norma-
this-Conférence on Normalizationand Contempo- - tive, establish, maintain, Normative relates to the
rary Practice in Mental Retardation in the hope ~ ~word norm, which implies a standard of correct- .
that there will bea vital exchange of duffermg ness, whether in behavior, writing, dress or other .
_ positions’ emana'nng from the interesting cross- " activity. In my baok, The Oxford Dictionary,
- disciplinary group assembled here, and thaf we . normalization relafes to normal, and for me akey:
‘will feel free to challenge each-other and thus ' point in the normalization principle is that it is’
contribute to the clarification of issues by hvel‘y normal to be different. The people assgmbled in
debate. Right at the outset, | wish'to disassociate this room are a pretty’ normal ‘group. We happen -
myself from what the_prospectus for this con- : to share a strong interest in the field of disability,
* ference called the North American orientation to * in particular the field of mental retardation, buf
normalization (author’s italics). It reads as fol\ ' it would not take long to show that we differ
lows: o S \‘ widely in how we dress, what, when and how o

we eat, read, or what we do for leisure, =
As far as the other two words™ "esfabhsh" and
“maintajn” are concerned, they imply in this con-
text an outside initiative and pressure, imply that
somebody is being normalized, through norma-

Utilization of means which are as culturally
normative as possible, in order to establish,
‘and/or maintain pefsonal be"vawors and
characteristics which are as C\ulturally nor-
mative as pOSS|bIe (19 p.28)

w

El{fC" T §
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2/ Normalizati‘oH-Re-Ex'amined,,

& . . s

- tive action. Thereforg, | wish to associate myseff-

~ with the definition put forth by Bengt Nirje fthen
" 'in Canada) for the 2nd revised edition ofé)é vol-

~-ume Changing Patterns in Residential Services -

for the Mentally Retarded, published in 1976 by

\ the President'siCommittee on Mental Retardation:

" The Normalization Principle means making
available to all mentally retarded people,
" patterns of life and conditions of everyday
living which are as close as possible to the -
~ regUlar eircumstances .and ways of life of
~. - society. (authors italics) (1.4 p. 231)
. : - :
.Surely, inclusion of this definition in-one of the
. skey publications of the Presideht’s Committee on
" Mental Retardation should establish it at ieast as
an-alternative “North American orientation.”
~.#'When | first wrote of the normalization prin-
ciple.in 1969 in:the.first edition of that publica- -
tion of the President’s Committee on Mental Re-
tardation, | linked it with human management .
~ programming (7). | have come to recognize that-
_.a considerable part of the vehement and pefsis-
- tent opposition to the normalization .princ'iple'“
- . coming frem ~professional colleagues derives
from the misunderstanding. that the nérmaliza-
. tion principlé implies a notmative activity, i.e.,
* someone is being normalized, and | realize’ that
., myuse of the term human management was un-
“ _fortunate. Itimplies & conceptualization of human-
interaction | can no longer accept. There is an ob-
vioys- and vital \difference - between ‘the terms -

‘ — | ! - .

policy of normalization was: the. need. for clear
and vigorous action to terminate the shocking de-
normalizing conditions he foundin the traditional
Danish-mental retardation residential insfitutions.
In other words, as first conceived, normalization

was a specific strategy to counteract the process -

. of denormalization in institutions.

Insufficient attention has been-paia by Ameri-

grcan critics of the normalization principle to a strik- -
ing parallel in our own country: David Vail, as

director ‘of mental health and retardation institu~

tions-in Minnesota, published in 196'6 a book
entitled Dehumanization and the- listitutional
Career, a very detailed critique of the“day-to-day

practices in the institutions under his care ¢ 18).

~ Unfortunately, unlike Bank-Mikkelsen, he did not
spell out a corresponding corrective program of
humanization in the first book and his untimely

~death deprived s of further writings. But there

is a section in his book entitied “"The Round of
Life’" which is strikingly similar to Bengt Nirje's

“normal routine of life” and, in a subsequent sec-

tion, David ‘Vail discusses the need for a normal
rhythm of the day;-and the need for normal ar-

*. .rangements for eating. In other words, what we

can observe here are the reactions of two admin-

istrators concerned about similar phenomena in-

herent in traditional institutional_'practices, one’in
Denmark, and the other in the United States

| was also struck by the cdmment in-the intro-

ductory prospectus prepareéd,by the Conference
: staf-f,—'fh'a‘igﬁenorﬁ{ali»zé'iion principle, “may have '
ot

MO - 3 , " lessened both the need and respect for parental
’ I.n:jkmg aC\{/alla'blp on tbe-on:ahhanc:]and ZSt.abi,' ._~opinion and involvement.” As far as | have been
: .'é Illng j'”._ _mla'.tn?'n'ngh-' ?nh e other, an O/afs able to determine, the_ first printed reference in
shall indicate later; much of the oppositiontaTihe . the ypited States to the normalization principle

the normalization principle focuses orrthis factor.
A great deal has been wriffen by those who
oppose or question-the normalization principle
because of its-origin in another culture, i'e., the
Scandinavian countries, with.a cultural orienta- -
_—Tion which is presumed tobe quite different from
ours. A review.of the historical facts evokes a
slightly different interpretation. The normaliza-
. tion.principle was first enunciated in Denmark in

1958 "by Niels-Erik Bank-Mikkelsen, whohad =

been commissioned to carry through an adminis-
trative reform brought about by strong advocacy
from the newly organized movemant of parents -
. of children with mantal handicaps. As Mr. Bank-
Mikkelsen has since stat'e.d (2), the basis for his

-

-

‘" in mental refardation appeared in October 1967,
in the newsletter of the Saginaw County Asso-
- ciation for Retarded Children in Michigan. Betty
Hansen, the: Association’s president, in an edi-
torial entitled ""Let Them Be Normal,”” urged other
parents not to deprive their childreri of the oppor-
tunity to attend school like other children (in
those days_of course, a ‘segregated school, but
at least a school). “Sometimes we pérents with
handicapped children become so abs.itsed in the
differences in them, that we forget-that they aré

as normal as any child in so pany ways."” Her.

editorial closes with these words: .

L1

‘c.& .‘ . | ” I ) .

N



' .
But if we are to do our best as parents of
our retarded child, we maybe should be'pre-
pared to let him be as nermal as he is. The
child attending a training center is bemg'
given just this oppor'runr'ry -(10).

The National Assatiation for Retarded Children,
which a year earlier at its annual convention
raised the question, “Are We Retarding the Re-
tarded?” (5), reprinted and wrdely dlsTrnbufed ‘
Mrs. Hansers editorial. |

This comment does not seek to |mp|y that the
“normalization principle has been generally ac-
"cepted by parents. Here again, it is normal fo be’
different, and we deal (as in the professuonal
“field) with a broad spectrum of opinign. Still, it
is significant that it wa$ a parent and president of
a local parents’ association who first enunciated
the importance of normal environments and ex-

7~

periences, eight years before Bengt.Nirje’s (13) ..

chapter in Changing Patterns was first presented
to the professional community.’ '

" Inevitably in our discussions hgre, reference
will be made to the application of the normaliza-
tion principle in the educational field, and the
problems created for the nation’s school systems
with the passage by Congress in 1975 of P.L.
94-142, the Education of All.Handicapped™ Chilv_
dren Act. Therefore, it must b% emphasized that
already 13 years earlier, Maynard C. Reynolds
(15) of the University of Minnesota published
in the journal Exceptional Children an article en-
titled ’A Framework for Considering Some Issues -
in Special- Education,” which clearly enunciated
" the importance of having a broad range of ser-
vices and of placmg children in programs of no

more special charactet than absolutely-necessary. -

He also emphasized that normal home and school
fife should be preserved (for the child) if at all
possible. Dr. Reynolds was also the chairfnan of
a task force of 'rhe Councnl for Excep'nonal Chll-

The impact of normalization on the publlc at
farge is an area where there sedms fo. be the
) greatest difference of opinion. Professional; lit-

erature and conferences like this seem fo dwell

~,

v
A

[Kc
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~extent within the normal. stream or,

Impact of Social and Public Policy / 3

~dren which prepared a major policy statement.
."Basic Commitments to Exceptional Children”

adopted by the’ Councrl for Exceptional Children
at its 19771 Convention, béfore the first right ta,

education case“was settled, and Iong before Con-

gress passed P.L. 94°142.
Finglly; since the conference prospectus made‘

: reference to “The ‘North American orientation,”

it might be useful to recall that at the Canadlan"
Federal-Provincial Conference on. Mental Retar-

 dation, held in 1964 in Ottawa, DrmMalcolm Bec),

a psychiatrist, stated the following ina dlsaussuon
on educational services: .

| think we have a problem here of normali-
zation of social experience for the retarded
" ¢hild on the one hand and an accompanying
problem which is centered around the pres-,
ent segregahon of the re'rarded (3, p. 211)

H|s recommenda'non to the Com’érence was that
edpcational services for chlld(n with mental re-
tardation should be carried out to the maximum
at least
within the normal school, and he specified (this

~was'16 years ago) that this should include fhosej
" onthe "trainable”

level.
| have dwelt on these historical references in

“thehope that this might broaden the base of our

dlscussronSﬁn\d help us pinpoint sources of mis-
understandings™and_misinterpretations, as well
as some of the diffichlties that are being en-
countered with regard to normalization efforts
in the contemporaty prac'rlce in mental.retarda-
tion. Indeed, it would not surprise me if the free

“interchange of views by as knowledgeabl(and ’

varied group'as has been assembled here would

" fead us'to the conclusion that the broad idea of

normalization can and is being expressed hy dis-
tinctly differing sets of goals, principles, and sug-

.gested procedural guidelines.

Normallzutlon und Commumty Infegrutlon o

on the need to educate the public 'roward better
understanding of and tolerance for persons with

" mental retardation, lest open hostility and con-

tempt brl'.ng harm to-these defenseless individu-

13
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als: | 'rake a quite con'rrary view. As one who has

"been active in this field for 41.years, | have been"

amazed and gratifiéd how well the general pub-

lic has responded to the incréasing visibility of..
~ personseven with substantial degrees of retarda-. "

i

tion. Considering thé vast numbers of such peo-

ple who are now walking our streets, shopping in -

supermarkets, who use buses and trolley cars, -

attend ball games, travel by plane or subway and
octupy neighborhood homes, the infrequericy of
untoward incidents is astonishing. To be sure,
there has been much outcry when a group home
for retarded persons is to'be established in a resi-

dential zone, but a nursery school would draw

heavy oppositidn just as well. What is significant
and to be observed with great frequency, indeed

in the vast majority of cases, is that once the home’

is established, the prior protest notwithstanding,

the opposition fades-away.

This brings me to a criterion often used to
judge the success of normalization programs,
which is the extent of integration into the new

“ neighborhood. That is a difficult'matter, not just

for persons with special needs, but for many of
us. | personally do not even recall the names of

all our neighbors in the one-family-home neigh-

Borhqod in our small town where ‘we have lived
for 12 years. Our social con'racts are elsewhere.
Integraiion into a neughborhood is not easily
achieved, indeed. But that certainly does not sug-
gest that we should accept social isolation, and
most of the group homes | have visited in various
states seem to have established some outreach to
neighbors and other meaningful community con-
tacts. To repeat, | h ave not seen any study of

_consequence that hlas accumulated factual data
of large scale specﬁflc acts of hostility toward re-°

tarded persons to back up‘the oft repeated stories
of community re|ec\410n If you have documented

. review this information

What is-of concern to me, however,¥is the in-
creasmgly noticeablé rejection by professional
workers of normalization activities which enable

_sufficiently concerned about thjs development tof.

suggest to sume of my colleagues in psychoiogy
departments that they should try to stimulate

. some of their doctoral students to study in-depth

the phenomenon of . this professional rejection.’

E quantified data, | s\hould ‘be most interested to-

~ persons with a substantial degree of mental re-
tardation to live in the community. | have been -

‘What is it 'rhat causes we|| trained profe55|ona|

workers of recognized standing:to become irri- _

fated when théy are told of success stories among
persons wu'rh severe and profound mental re-
fa rda“on? [ — .

~0

It is the professmnal groups, no'r 'rhe folks in

the neighborhood, not the man on the street, who
will have an influence on public and social policy.
Yet, many of them have a/minimum of meaning-
ful contact with the persons about whom they are
ready to make exclusionary and restrictive deci-

sions based on unsubstantiated assumptions re- .

lated to irrelevant data. l.am keenly aware of the
provocative nature of this statement, but it needs
to be said and | hope our discussions will touch
on this problematic area.

Thrane (17) is one of a group of psychologlsfs .

who voices serious questions about the normali-

zation principle. He takes the term “normative”
_in the definition put forth by Wolfensberger (19)

and rigidly applying it, arrives at the conclusion
“that the normalization principle ignores the fact
that by definition, the retarded do not ‘develop
normally in response o normative. procedures.
Does he reaily believe that staff who work with
the normalization-principle Teject'a special edu-
cation program, geared to a young retarded per-
son’s needs? :

Articles in similar vein have appeared in the

" journal Mental Retardation over the past years

with regularity. Aanes and Haagensen (1) refer
to normalization as a conceptual disaster. They
recognize its value as a goal, but, pleading the
case of averswe'rherapy, criticize “unenlightened

‘proponents’’ of the normalization principle who

\

seem to be opposed.to techniques that are non-
normal. They derived this information from mail-

ing a quesflonnalre to 81 teachers and 46 teacher -

aides. |

Charlotte- Schwartz (16) in an ar'ncle en'n'rled
“Normalization and Idealism” suggests that the
entire program of “Normalization" as canceived,

has placed an{undue burden upon “the retar- |

date’s"” (sic) psychic structure by exposing him to
constant and repeated frustration of enormous
magnitude in the everyday world, and that these

_.external pressures are handled primarily by the -

pervasive use of primitive defense mechanisms.
She connects the appearance of normalization
(just “a slogan” to-her). to the social revolution

of the 1960’s, emphasizes that man is created

14



unequal, and poaints out’ that no rhetoric can
change the immutzble faws of nature. She adds:
"It is, of course, no surprise if | state categorically
that | regard the ‘entire push for normalization
_as an idealism based ypon philosophical ideas
which neglect and fegate our knowledge-of in-
dividual and group psychology.” (16, p. 38) Why

do | bother 1o refer to her views? Because she is- -

- a supervisor of social ‘work training at a UAF, a

large federally funded University Affiliated Fa-

cility specializing in programs preparing persons

for professional careers in mental retarciation. -

This.is as good -a léad-in as any to some.com-

ments about efforts to validate or invalidate nor-

malization programming through research. As a
professor _in'a graduate school, | am dutifully re-
viewing masses of research projects. They 'often
"are,very well done from a technological point

of view, but many of them are of little conse-

quence, because the research must fit the limited

time requirements of the students or of the re-¢

search ‘grant, rather than vice versa. Rarely are

we privileged to see a follow-upsuch as Edger-

ton (9) presented a decade after his original field
study on which he based_his book The Cloak of

Competencé’.—(BT’More such studies are needed - |
to provide us with long range observations of in- -

“dividuals- and groups,. a valuable source of in-
formation. .

A particular word needs to be said about men-:

tal retardation research.based on the concept of
deviance. In earlier years, my background in

criminology and delinquency suggested my use.

of this familiar word with ‘reference to persons
with mental retardation. But now, a decade later,
| have .come to question both the relevance and
the helpfulness of this psychological frame of

?
@ .

Légal scholars, searching for initial recognition
of the rights of persons with mental retardation,
found the first reference to this in 1960 (11).
The rapid development of the state-of-the-art in
_the legal field and the accompanying impact on

" the development of public policy can k=judged

by a review of the volume The Mentally Retarded
Citizen and the Law (12), basedona conference

ey
Yo

~

Normalization and Publié PoI_ic'y

Impact of Social and Public Policy / 5 '

: general. | keenly/resent it-if some junior sociolo-

© gist refers:to my friends as deviants just because.
_some junior pgychologist; by use of an inappro-' .
priate testing procedure, declared them fol be - .
_mentally fetarded. ; S e
| “May’l refer to a personal rerhiniscence. It was

. reference to perspns with mental retardation’in’

< in 1968, at an. AAMD meeting in California, that -

" predicted that there would be lawsuits against-
- our state officials if they continued to tolerate

the inhuman conditions in our state institutions

/ (6). It was only a few years later that the-first of
! these lawsuits, Wyatt vs. Stickney, took place. In

similar fashion may | warn my young.and not so
young friends in sociology, psychology and so-
cial work that if they continue this inappfopriate
and offensive use of the term “deyiant” in r&fer-
ring to persons with mental retardation, they

surely will find themselves sooner or lateron the .

-

receiving end of a libe| suit. Laugh at normaliza- *

tion, if you please, but you had better clean up
your pseudo-scientific lingo as you speak of peo-
ple who are no longer your research “subjects,”

“ but now lay claim to being your fellow citizens.
'One area where normalization has had a real
impact; albeit in selected states, is the area of
early intervention. Normalization redirected at-
tention fo the strength inherent in the family, a
stréngth that could be husbanded if_ only sup-

~_ port services could be made available. To my
mind, some of the most exciting innovations haye .-

been devefoped by state departments in conjunc-
tion with private agencies. At Jong range, there
is no service 'of greater significance, no service
that will more surely affect the direction of fu-
ture policy, no service that in turn will more effec-
'fively reinforce the normalization principle.

Y

i ' o
called by the President’'s Committee on Mental

Retardation in 1973. In this collection of 22 pas

. ] - . . .
pers, complete with discussion- notes,. reference

is made time and again to normalization as a

process. useful for the lawyer-in documenting .

the rights and capabilities of persons with mental
retardation. -
‘But more dramatic yet, considering the usually

L4



6 / Normalization i?e-Exar'nined'
Ay / .

slow response of the ludrcrary to new sr'rua'nons,.‘-

has been the acknowledgment by federal judges

.- of normalization.as a helpful, viable concept in -

' judicial determination when it corhes to the right-

to education, right to treatment, or right to free-

. dom from harm. References-to-that-effect.in judi=iwm

cial orders in the Halderman case in Pennsylvania
and the Willowbrook case in New York have

been widely cited and thus will have a consider- |
able impact. | am aware that it has been quite .

fashionable tc denigrate the effectiveness of the

judicial interventions in fhe field of mental re- .
“tardation and: to point to “paper victories,” fo

point fo inadequate implementation of court
orders or consent decrees.

It is sirange indeed when state bureaucrats,
superintendents and professors who found noth- -

ing to criticize at a time when practically right in

front of their eyes in's'ri'rufions(devéIOped concen-
- “tration ‘camp methods, who were unmoved by -

the mayhem by the death of little children, sud-

denly spe.** up and say “this whole normallza-.

tionbusi .-nd therelated courtcases are really
for the birws—look how little has been accom-
pllshed sinee the judge: put his name under the
order.” And, having sdid that, they continue their
covert or overt sabofage of any lmpendmg
change.’ o

Please don't mlsunderFfand me. | would have
‘much preferred that the governor of Pennsyl-
vania _had told his superintendent of Public In-

*the federal, |ud|c1ary, that cerfamly has been 'rhe*
case. . e o - :

(’
If we use 1950 as a basellne for a pérvasive
radical reform movement in mental retardation
{which does an injustice to somd isolated, but |

sigtificarit garlier manifestations), we might say;

using some broad and audacious generalnzanons,
that the first of the thfee decades between'1 950
and 1980 saw the emergence of the parents of

" children with mental retardation as innovators,. '

statesmen and social activists. The second decade
added to this a*rapidly growing mvolvemenf of
federal, state and local- agencies and a W|den|ngs
cross section of professional organizations. John '
F. Kennedy created the President’s Panel on Men-
tal Retardation and later appointed a Special *As-
sistant on Mental Retardation as a Whnite House
staff member. In 1966, Lyndon Johnson estab-

'||shed the President’s Committee on Mental Re-

tardation. There was the véry import&nt nation- -
wide effort for comprehensive state-wide studies
of mental retardation which mobilized a lot of -
agencies previously not involved, through P.L. -
88-156. Then came P.L. 88-164 ‘which provided
some new funding to establish University Affili-
ated Facilities and research institutions.

,__sIheMgmﬁcanf aspect of.the third decade

struction fo get with it, obey. the law and provide
children with the schobling t6 which they are-.
- entitled. | would have much preférred it if Stone-

wall Stickney, psychiatrist afid mental
rector in Alabama, had gotten his’ acj’ together
and submitted fo Judge Johnson an honest, via-
ble plan to remedy the criminal neglecf of human

P}eal'rh di-

* beings inhis institutions. In every one of the law-
suits with which | have been connected;, federaI ‘
_judges tried their damndest to avoid a trial,"and -

gave the defendant state offlcl‘als*every oppor-
tunity to institute chahges.

-Federal judges do not have to |ook for work

they gladly let the executive branch do the gov-

‘erning and the legislative branch the law mak-
_ing. But without the insightful, sensitive inter-
vention of the various federal judges, we would
still be in the dark ages. Has normalization had
an impact on publrc and social policy? Thanks fo

|

'was the emergence of-persons with mental re-

tardation themselves, assmembers of our society,
as human beings with a claim to personal integ- -

_rity and as citizens endowed with-legal rights.

The beginning of this remarkable development

~is documented in the proceedings of the 1960

Golden Anniversary White House Conference on
Children and Youth (4). Increasingly, normali-

- zation efforts and programs have, aided persons

with mental retardation in their quest for an ap-
propriate existence among us. Indeed, by this
time, in many ways, we have a reciprocal rela- -
tionship in that the steadily increasing number
of persons with mental- retardation 'who func- -
tion in the community as the result of normaliza-
tion efforts, in turn, by their, very presence and
the quality of-their adjustment, are providing im-
pressive support for furfher normalization pro-.
grams.

It is undoub'redly dUe to the new awareness .-
of normalization that we now have persons with
mental retardation who serve as ‘members of

- . state councils and committees. In my own state

L

S
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of Massach,_u,se"r'rs, \}s;é‘iusf had.the third Confer-
ence of Persons with Mental Retardation, man-

aged by themselves to a considerable extent. At
. the time of fhe previous conference, they had as

keynote speaker a young man from Connecticut,

. .who,. rebuffed.-by..some .community..establish:. .
" ments, went to his legislator with his complaint, -
was invited to meet with a legislative committee, \

convinced them that his cayse was worthy of
action and two years later Connecticut had a new

" anfidiscrimination statute. After-he spoke to his
_ Massachusetts friends, they inturn.got busy, sent

delegations to the State.House and successfully

‘lobbied-for similar legislation, which was recent--

‘ly signed by the Governdr. Armajor feature of
the third State Conferencewas a workshop which

provided fraining in independent- living: the

vmvoman.who had.d ied..és a.result of-injuries.suf--.

yobung woman who made this slide presentation -

ina very accomplished fashion; some years ear-
lier herself had been in a mental retardation in-
stitution and, no doubt, had not been considered
“educable.” s - '
There are increasing

N

instances when newspa-

‘) :

’
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 Normalization and the Consumer - B

Sharyn Kuplan‘
-"Valarie Schaaf
" Dennis Heath |

' — . “Was there a thought when normalization-got going here in the states that maybe the -
. " consumer would only be a receiver of the process? Is it that no one ever expected that
the consumer would really be able to understand or give input or make suggestions?
Was the problem that no one took the time {o talk to the consumier, or maybe it was that
no one had the time, or maybe it was*just an oversight?” - ‘

. *

3 .

People First International is a self-help group

of-,consumers'/which originated in Oregon in .

1974.We currently have 22 chapters in Oregon
and have supplied consultatien and assistance to

over 40 st3fes regarding the process and proce- -

dures for organizing and implementing consu-

mer groups. At our last national conference, we' -
had over 1,000 consumers who came to speak .
for: themselves -and “have support from their
" friends. ' ! C

From ' the '\./ery' begihﬁing, the - People First
process has béen one in which people with handi-

caps and helpers together make the movement

go. This process-enables persons once institution-
alized or labeled retarded to gain-ajpositive self-
image. The.role of helpers isto realize where

Lt

people are and'to hel'b-'rh‘ér_rj. plug in Where they
may have potential strengths and skills.
The three of us come from a tradition where

‘the labeling of people is very sensitive. So inour -

presentation, you will not hear the words “men-

_tal retardation.” You will hear consumer. You

will hear people. You will hear names, but you .

- will not hear1abels. Maybe one of the challenges
* that we from People First can offer to this gather-
"ing is that we all be sensitive to the labels that.

are used at this meeting. Also, in putting our pres-

“entation fogether for today, we recorded conver-
- sations about normalization with other consum-
ers back_home. We will use these conversations -

in our presentation to help make our points. -
IS - . . :
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B qumulizution:'Hus the Consumer Heard the Word?
. “ 6 ) A . ~ N
The normallza'non -process to date has not in- All Consumers: ”No.. L
. volved the consumer. They know something is. - e
going on, however, and that it affects their lives. .Helper2: “Wha'r do you doif you're
‘Since they haven't really been talked fo about . - . normal? What kind of’rhmgs do.
this concepi-or value, they have little fosay about  : = = - ~ youdo every day.if you're
it. It seems to us that the conversation to date -. L normal'?" o
‘about normalization has come from parents, | v o
teachers, social workers; administrators and re- . . Consumer: “Work SRR
searchers, Even when it comes to falkung*about ' Helper 2: L “Work'” SR
what is normal and'who is normal the consum-. R ; /—:"

- ers have a difficult time. All Consumers ”Go toschool...goto school.” . '

Recorded Convegsuhon . / Helper_;é:‘ ”Gotoschool Alrlgh'r Wha'relse

_ do you'do if you're noymal?”

Helper 1:  “Who knows about normallza- ' -
tion? . . . What is normaliza- , Consumer:  ~ Play
'rion?” C ‘ . ' e
o _ . . : - Helper 2: - “Youplay.” : .
Helper 2: Has. anyone ever heard 'rha'r .,Consumer | “Chase boys . . "

- word?”

i (o . o A||C0nsumers: Laughter
- All Consumers: “No...no...no.” ‘ - d

Y

: e o, o Helper 1: * “Let me ask this question. Are  *
Helper 1:. Let'sask itagain... justin case: " . people a'r'rhelns'rl'rutlon
you might remember it all of 4, : . normal?” ,
. sudden, ok? Whatis ‘normaliza- . o el
_tion? Does it rlng abellwufh - All.consumers: “No.” L e
anyone7 ' : ‘ ' . '
Co B S Helper 2: . “No? Kathy, why aren’t they
. Consumer:  ,"“No.”"- _ o .« - normal?”™
Helper 2: . “Ok.Letme try something. Let's . Consumer: - “ldon’tknow, but some of
o - "seewho...Janet,lknowyou - e _ themare.”
- . have gone to somedifferent - - . cL
' schools.. .. arid Donna.. I bet , Helper 2: “Some of them are. Are there
" you've gone to some places ' s some of them that disturb
) What if somebody asks, what : : . yOU'?” : T e .
X does normal mean? Does any- _ o : - -
one know that? What is normal? - Consumer: “| used to go visit Sydney, and
‘ Anyone ever hear normal?” - some of them used to tell meto .
: ‘ . oL "~ _goaway. And then, they told me
All consumers: “No ... no." -~ . o S | couldn’t go visit him anymore: -
S o v e L S - because.. . 'rha'rswhere
Helper 1: - - “Everhear that word?” el . chilg:lreln go.”
Helper 2: .- " “Never?” i . Helper 2: “Were you normal, Kathy and
' . ' : - . " Janetand allof you, were you
- Helper 1: - “Don't you know what that - ' ~ normal when you were at the’
- word might mean?”’ : - : institution?”




K]

-Consumer:
Helper 2+ “You were handlcapped’r’“
Consumer: “Yes.”
Helpar2: . - “Who s handlcapped’?“ -
Consumer: “PeOple'rha'f |sve there
' o \ .
Helper 2: "At the ms'r\'fu'non . you were
: handicapped, What abou'r the
women that live at the group
L home? Are they handlcapped"’“ :
Consumer: “No. | don’ 'rknow
" Helper 2: "Are they? Take.\a\look around
o Arethey hahdlcapped FA
’ .'Helper 1: “Whatdoy u'rhmk Lmda’?“ )

“ever been in an instifution, you will offen hear™ "

S\
)

We were"han'dicapped.“

_Consumer:

Normalization and the Consumer / 11

IINo 1

i Was there a thought when normalization gof’: i

going here in the states that maybe the consumer - )

would only be a receiver of the process? Is it that
o one ever expected that the consumer would

- rea||y be able to understand or give mpu'rorﬂ'na ke’

t

suggeshons’r’ Was the problef that no one took .
the time to talk to the consumer;or maybe it was- -
that no one had the time, or maybe it was just an |
oversight? :
We have consumers who have never been and

“are still not a part of the process going on around

them. They have not been prepared for the
changes that are happening to them. The con:
'sumers are the receivers of a process, but they
areoften failures in coping with it.

>
v

Normahzutlon Has the Community Heurd the Wprd?

" When' normalization ‘began in. the United
States, the consumers were seen as strange. look-

ing paople. They acted kind of funny and differ- .

ent from the rest of society. They were set apart.

They didn‘t fit. They were seen as a deviant.

group and became a labeled group. They were
labeled as morons, idiofs, imbeciles. The consum-
ers even called themselves names.-If you have

the residents there call each other low grades.
There was no community role for the consumer
unless being an oddball or weirdo was a role.

The community often reIega'red the consumer -
. to institutions. In the'ir. stitutions they were seen
as a limited and hopeless group of people who .
would never be able fo care for their own needs. .
They were seen as easily led, éasily managed

and obedient. Institutions liked that kind of be-
havior because.it kept the institution .in order.

We taught consumers that in‘order to survive,.
‘they needed to be totally dependent on others. .
. Consumers learned to ask their aides and to ask -

their parents for anything they wan'red but the
last people they learned to ask were each other.
They certainly didn't think to ask themselves. All

- of their needs wére met by authority-type people.
The message of dependence and- hopelessness.
_rang loud and clear in the ears of the consumers’-

when normalization prac'nces began in the Unit-
ed States.

\J =

_Recorded Conveisation

Helper 1: ""How many people lived at the
: . institution? Raise your hand‘if-
_ youever lived in aninstitution.”
Helper2: “| think everybody here has.”
_ "Helper 1: , f’Le’k me ask this question now. .
. : When you lived-at the institu- . -~
tion, who did.you go to for
‘help?” . o
Consumer: ~ "Aide.”
Consumer: "I'd goto my aide. "
Consumer: "Goto youralde y
Helper 1: _"Everybody agree with 'rha'f’?
B Did you all go to ycur aide for
help? Is that where you went,
. ‘ Clndy’r’"
j Gonsur'ner:' ) “Yes, did.” - . .
- Helper 2: "How about you, Linda? Did you
' you gofo your aide for help?
| mean whén you wanted some-
'rhmg, whodld you go talk to?"..
Consumer: To my aide .. .1 miss.my : alde
"You miss your alde, huh? How

Helper 2:
: come you liked thataide?”

a2
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~ Consumer: “| liked it because he'd give me
. myT.V. and ||cor|ce .
: .Helperv2:~ “How abou'r when you moved

“to the group home? Who do you
~get your heIp from now'?“

~AI|C0nsumers Aldes._..everybody... h.

- ".. pgéce . .
lﬂﬂlper 2: Y odoyou ge'rhelpfrom'P R N

Who do you ask for help now'P“
COnSUmer: "“The police.” -

* All Consumers: “No...no."

Helper 1: _"Now, Mike is saying if you
- + need help you go to the police.”
Consumer: “Yeah.” ]
'Heloe‘r,Q: .say somefhung, Fred "
Consumer:, “If you're in a group home ard
' You. have a problem, ‘yougoto
. the staff.”
) Helper 2: “Well, that's just like the aides,
isd't it?"
‘Consumer: “Yeah.'
HeIperle: " “WeII before we had the aides -

. now we got the staff.”
All Consumers Laugh'rer‘..’

_“Butldon'tunderstand. .. then

~explain this to’ me. If you need
the aides and you need the staff,
why do you say that you need
each other? You don’t need .
each other atall.” .-

'HeIper 1:

Consumer: “No. .. Wegotahome now.”

Lo y

Helper 1:

“Do you need each otherat all?"*_
Consumer: _ “No.’s e
* Consumer: "Yeah. . You don’ fuse the'

" staffif- you liveina." .apart-
“ment:..like...a.. __Pam :
~ Mike and y'ou. You people live in._
, ‘a city home. You guys live '
- with each other, right? And -
help each other withowt going
through the aldes Jdknow
.I'know for a fac'r you don‘t
go to the aides. If it is necessary,
~ yes, other than that, youcando -
what you want as: long as it isn 1’
anything wrong.”

A\

‘Normalization has not encouraged or given

. consumers access to peer suppor'r systems, peer

relationships, peer decision making, peerculture
or peer hls'rory The roles of the institution aides
have.been replaced by the roles of the group -
home staff. So dependence on others is still-es-

. sential to the survival of the consumer.

We have a society who sees consumers mov-
ing from institufions-into their communities. Yet,

‘they continue to label and avoid them. They set

them apart. It's easier to set this group of people

~.apart than to have to deal with them, becaUse

once you label.a group, you never really have
to talk to them. They don't become reaI in your

life,ag-a community member..

The fact-that a process or a ‘plan of some sort ,
is happening by educators, by philosophers, by

. social-workers has, not been translated to your -

average community. member. They don't under-
stand why this groip of people used to be out
at the institution and are now trying to get group

"homes in their neighborhoods.

’
.

. | - Can We Be Together?

‘Normalization has not adequa'rely met the

social needs of the consumer. Consumers find -

special and |mpor'ran'r meanlng in thejr relation-
ships ‘with ‘each other. They need each other.
Consumers don't like to be lonely or isolated in
_ 'rhe institution.or the community. _

- One of the best ways consumers have found .

to talk to each other is in groups. Groups all over

’ OregOn are ge'mng 'roge'rher to talk,”share feel--

ings and think. They are learning how to speak
about what-is on their minds. When consumers
left the institution and came to the community,

‘they didn’t know how to talk to each other. They |
‘knew how to go to authority figures for their

strokes; but they did not go to peer groups for.
support.

ez



. We set in motion what we call our support
‘groups which eventually becameé the cornerstone
of the People First movement. When the consum-
_ers come together, it's their time, their agendas,

and their speed. They're learning how to make

fdec_isiohs—,~and~hoyv*"-’fo-"F_eel'—'good"abou'r""rhem-'"' '

selves. They're. learning how ta accept them-
selves as people first and not handicapped first.
We found that the group process really stimu--
lated a peer support system? We think that the

’ one_ibn-onq approach in frying to get consumers -
intfo the main flow of society has’ b%en short- -

First and the groups that go
- on, that people share with each
other?". e

P v

e

“

: Hélper At

-All Consumers:

Consumer: .+

--All Consumers;-

Consumer:
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~ “To some extent, yes, because
.. when you're around one
another a lot, you feel sort of
- "like in a group . . . nice. We all
= .feel warmth.” '

Consumer:

-~

Consumer: . - “"We knew é{:a'ch other before.”
“Where do you know each
. other from?"

ConsUmer: “Most of us have known each
, _ other-from being in the insti-~
I tution. Most of us have lived
o - there ... for some period of
L timie. We have gotten fo know
each other quite well. If we did
" not know each other, we'd be
. like strangers.”

”Righ'r'. \ .yeah.’;

“Let me ... . going from the -
in_s‘{’i'ruﬁon to the community

. 3y then from the community
to'being an individual in an .
apartment’is a stranger like step.
Everything is strange.” -,

Consumer: “What grbin do we belong to,

people?’’

"People First.""
_.""We all'Work together in each
county ... . you know,-in People
- First. And it is big . . .andwe
* .got the power over you guys.”

"' Consumers need a g‘r;)uph identity. They need

.a culture, a history and their own heroes. They = -

© need each other so that they're able to develop .

“what the rest of society has. Think of yourselves.

You all come, from someplace. You all belong to
groups. Groups give a special meaning and iden-

~tity. Without developing a history, the consumer

sighted. -
Recorded Conversation = - BT P
Helper 2: “Do you. all need each other?”
Consumer: “Yes." b
Helﬁér 1: “Why?“
Consumer: "Why?" )
~Consumer: ,I “"We do need each other.”
. " . . . .’/‘ ) . \/
Helper 1: » ., "Why dowe neéd each other.
"~ % Why, Pam? y do you think
‘that we need eath other? ™
~ You're saying we need each
.-* other.” _ I
Consumer: _ - ,’,’Becauxwe,wan'r,to,learn to .
s " help each other.” ' o
‘Helper 1: . "Ok.” -~ N ~
Consumer: “Being friends and helping
each other is really good to do
--because | feel that we have
some . . . that we all have
- handicaps one way or the
) - . other...and this iswhat |
. - -People First is-all about. It-is to
o : help us. What I'm saying is - o
o .. that | like to help people.”
Helper 2: . Do you think'”'rha'r with People

.

will have no identity. Without a background, a
group identity and'a culture, it is almost impos--
sible for the consumer to haVe input abput where

o AR

" they are going. -

. RS
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Summqry

Normalization will have to change or it won't

be meaningful to the people it is supposed to

-affect. We ¢an talk preffy clear, but some of our
friends cannot. They Use sign boards, sign lan-
' guage, and their bodies. Many of our friends
have a difficu)t:time getting in-front of a group
and talking. They“want 'us to communicate to

. you what needs to happen regardmg normaliza-

tlon

First of all, we want you to o understand ff[at
we are people who have something to of
others and that we ha_ve needs which have to
be met. We want to have a sayin our lives and

our friends want a say in theirs. We want to-be
part of plans being'made about us. We want'to
-talk to you professionals, but you will need to

- (

slow down and use simpler words, We want to
get together with our friends and do more than
bowl, dance, run a race or watch T.V. We want .
to talk about our lives and what we need. We
want to feel close to each other. We want to make

‘decisions that affect our ||ves When rules aj

madé and programs run on us, we want input

~ We used to ask for perm|55|0n from ouy aides,
our group home staff, or'‘our parents, whenever
we wanted something. We and our friends in

" Oregon and in other states {orgot to ask permis-
sion to meet, and we have been meeting to-

gether in groups from 10 to 1,000 for the past

- six years. We are helping each other to make it
. in the commumfy in spite of normalization. And .
' by the way, is it okay |f we keep meefmg'?

MRSDYBWAD: I'd like to bring a specific

point from this morning’s discussion to the basic

premise of this conference, and that's the deff!
nition of normalization. | hépe you all realize
meat what the consumers have presented here

.isan absolﬁ contradiction to Wolfensberger’s

theory. It's aBout time that we act on this, be-

‘cause as you know, Wolfensberger is a dear

friend of mine and has waxed eloquently that
we must never allow deviants together. Bulll
Youheard this morning that these people want
. to be together, and all this norma'nve s'ruff has -
* to be turned around.

If you keep on with Wolfensberger s fheory
and at the same time try to support these

"people, you are domg the impossible. So it isn't .

just that we haven't gone far enough. We IEve
to, backtrack and recognize that in 1968, in
1972, we made some basic mistakes. You see, |
no Ionger belleve in human management. [ -
believe in management of the electric ¢ company

- and so on, but not of people.

This one point, that they want to be 'roge'rher
that they find strength from each other, is
similar to what Edger'ron found in his follow-up .
that | mentioned yes'rerday He found that
mentally retarded people who were getting

Purt*ici[lnnt Discussion

together-with each other gained s'rrengfh'
rather than being dependent on some benevo-

lent outsiders. -

- So the point which is’ commg'Buf here is that
we need a reorganization of our original con--

‘ceptual thinking on which a lot of this so-called

research has been based. | really want you to
recognize that we are shaking the boat, and if

~.you don't fake care of 'rh|s you will fall out of
- the boat. o -

MR ROOS 'd ||ke our defiberafions to re-
flect some of the, controversial issues which

. cerfalnly exist in the field. Gunnar has, | think,

very accurately identified  some of these. Since

'Dr. Wolfensberger is not here, I'd like to try

and respond to Gunnar’s comments as | thlnk'
Wolf might, although | want to be clear that’
| happen to be in Gunnar’s corner in this par-

~ticular conflict. | think he's absolutély right.

[ think that Wolf would argue, however,

that the tendency of handicapped ‘people to
“coalesce into homogeneous groups results from

the fact that they are still rejected, labeled, and

- as a result, isolated from the rest of society, and
“that by continuing

aggregate in small groups,
this model of -islands ofdeviancy is perpetu-

“ated. His model, | think, would argue for a dis-



persal of such individuals. He would argue that
if these individuals come in close and intimate
contact with non-handicapped people, they can
- then begin to form bonds that are based not on
+ a communality of a particular handicap, but on
other communalities of interests. | want to make
clear that | do not happen to believe in the -
validity of this, but | think that that would be
the basic argument that Wolf would present
..and | think that at least we should be cognizant
that ’fhere is some rationate for that posture.

~
‘I'

MS I\AI’LAN Why is that different from a
woman's perspective now? Why is that differ-
~ ent from' what | heard when | was growing up,
" abouf women meeting together and the wom-
en’s movement? Women don’t need to meet
together. Let’s just keep them where they are.
Meeting together. creates power, you unite, you
become a part of what's happening in society
and make demands. | heard what you were
saying as very, similar to’how | heard a lot of
_ "that't'rans|ated.'

MR. ROOS: | may be inaccurate in guess-

- timating how Wolf would respond, but | think
‘Wolf would argue that women &re not a mi-
nority, that there are almost as many women in

" the world ‘as there-are people. So when women
gather, they are not perceived as an external
group, as a deviant group, and they are not
isolated and segregated. Indeed, there are

: compelllng psychophysiological forces at work
wnhm our society which attract the remainder
of society, namely men, to women. ‘

With handleapped populations, | think he
would argue we are dealing- with very small
“ ‘minorities-and that through their congregations
‘they are further isolated and ségregated, and
__thus decrease the possibility of developing~
meaningful bonds with non-handicapped

people. | believe that would be Wo|fensberger 5.

line of argument

MR. SO['NNF.KER If you take the Wolfens—
- berger definition of normalization, it's chaf-
acterized in terms of certain continuums, such as
the dependency-mdependency continuum or
the segregation-integration continuum®. | think
that the continuum itself may, in fact, be-a false -
continuum. The goal really is not mdependence

S

 E hd

_thought about that, | realized that if we went
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but it is Intcrdcpendence The goal, as Phil’ said,
is not integration, but rather commwunalism.

If you look at comparable kinds of ’ ‘deviant”
groups, the struggle which the dominant '
society has tried to |mpose is really the process
of making them like the dominant grovp. |
think that as groups have.gotten orgamzed
they didn’t want integration, salt and pepper /
integration. What they wanted was equality
and communalism within a society, and | think
we are seeing the same kind of a transition
taking place here with reference to mentally
retarded or handicapped people. What they
need is a form of interdependence and a sense
of communalism within society. That's really
what k am hearing the consumers saying.

MS. BROWN: In preparing my presentation -
for tomorrow, | read and reread quite a few
materials, and one of the things that really
struck me was the warning to ngt make inte-
gration the goal of normalizafion, that normal-
ization was a means, a method one of perhaps
many. :

The provision of opportunity for people to

" make decisions about their own lives and+o have
_exposure to new.experiences are the goals of

normalization. | think we are getting hung up

‘with people being so into the process, into the
"method, that integration which has been stressed
.as one of the procedures, has become the goal.

We forget what it was that those folks way back Ty
there were talking about in the first place.

The analogy,fhat keeps coming to my mind '
is in terms of the Black movement. People got ";
s0 hung up with busing and arguments about |~y

_ whether that was good or not, that a lof of .

people lost sight of what that one method was -
supposed to do.

MR. HARPER: A profound thlng 'rha'r came
out of this morning’s session,- was that when
the consumers were asked if they knew'what
normalization was, they didn’t have a good
response for that. Further, they said if you are
going to be having a party for us, it would be -

>

“nice to invite us to that par{y. | felt that was &
- very profound statement,

When | went outside and gota Iﬁ‘ﬂé air and

-

. downtown here and went jnto a cafe and asked

25
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poople what they nth(bughl normalization was,
they prohably would have the same response.
They. wouldn’t know what wevere talking
about either, and | don’y know whether or not
they would want to get involved with it.

The point: l am frying to make to you here is -
that | think we would be fools if we thought
normalization was something that was just
accepfed by everyone, because it certainly is

" not. We have'encapsulated this whole business

of MR/ME, all the entire tapestry, into one-
word, normalization, which‘the people that we
are supposed to be servihg don't understand.

Is normalization everything in the world en-

‘capsulated in one word? Does this august

group really believe that normahzahonxencap-
sulates what the entire MR/DD movement is all
about? N

MR. ROOS: No, | don't think so.

MR. DYBWAD 1If you would ask Bank-
Mikkelsen, who first talked about normalization,
he would say, “For heaven'’s sake, no. | hope
the term will disappear totally.” To him, nor-
mallzanon was a concept, anti-denormalization,
and he hoped andiprayed that denormalized
conditions would disappear so that pedple.
would no longer have to talk about
normalization:

| think David Vail hoped that dehumanlzahon
would disappear so he wouldn’t have to preach
humanization. In other words, originally it was
not meant to be a life’s pbilosophy It has been
built up to this in the eyes of some people, but
| completely agree with you that'we can't en-
capsulate the entire MR/DD movemernit into
this one word. -

Hence, we deeply Qelleve that the people

'who used to ||ve in an’institution are human

beings like Us: If we try to encapsulate their
lives in one word, that means our lives can be
encapsulated in one word. It can’t be. Im-
possible. So that is a wrong idea, and |'think .
the quicker we- realize that, the better it is.

MS. SCHAAF Whenever those of 'us who
were residents in the institution talked about
the outsidets, or the people in the community,
L spoke of them as normal persons. At that
“time, we did not feel that we were normal. We

\ . . ‘.
- . . _ »,

* clidn’t know exactly how to describe or put a

name on ourselves, because we fell-that people.
out in the community were more normal than
those of us in thd institution. That was fhe way
we looked at it. That may have been a wrong
way. That may have been the right way. | da
not know. But as you say, human beings are

human‘bplngs and there are all different kinds

of stages of normalization. Everybody has
dlfferent |deas, dlffprem Concepts

MR. COOKE: f you-thmk of being a normal
person as someone who is behaving like ather
people, which is what Gunnar was atlacking
last night, you have one picture of normaliza-
tion. If you think of a human being as someone
who makes choices (the,choices may be the same

- -as yours or they may be grorssly different) then

normalization has a very dierent connotation.
They may make mistakes  their choosing or
they may be very wise, I nevertheless, they
have a choice. Now the v'am is, how do you
help people who haven .. . given many
choices or many opportun,ie .o choose in the
past? How do you give them the tools, so to
speak, to make choosing easier? [t seems fome
that’s what the helpers of People First are frying . .
to do.

MR.SOENNEKER: It seems to me that we
have the perfect capacity to design a machine ¢ -
for anything, and what we have designed is
the perfect normalizing machine. It permgates
the whole system. It's an integrated kind of
thing: Somewhere along the 'way, however, we
lost track of the point that Bob Cooke was
making in terms of choices.

The fundamental principles of our society
embraced in the Constitution and Declaration:

. of Independence, are the basic rights of life,

liberty, and the pursuit of happiness.Now; lf
you think about that a minute, there is a confflct
in this, WhICh is-what we are confronting here.
Society has a dual moral duty, if you will,-on
the one hand to respecf the right of people to

- do whatever they" want, and on the other hand

to take care of people who can't act in their

' own best intetest. For example, we will not

allow people to starve to death who are pro-
foundly refarded’because weé recognize that
we have a duty to. help them. On the-other -

e : £ ]




hand, you will all allow me to smoke two packs
of cigarettes a day, drive down the street with-
out seat belts, or ride a motorcycle without a
crash helmet, because you (society) make the
judgement that your duty to respect my liberty
outweigh$ your duty to protect my life. ‘
When you deal with mentally retarded’ _
érsons with diminished capacity, you get very -
/_mugh int6 that conflict. Now, I'm not sure -~
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_exactly how normalization fits into this, except

A SRS ) : .
&’that we have designed a machine (normaliza-

0

tion) that allegedly istrying to.create an en-
vironment of respecting retarded people, but,
in fact, the technology we have designed to

" implement it is doing precisely.the opposite. It

is completely mechanising and controlling'the-
environment to the point where the consumer

really has no choices.

. MRMAUTHE: The consumer wants input.
?iﬁ’?e"rms of what is happening in the home they
are residing in. Did you receive a lot of re-
sistancé fron the group home staff, either
because of their attitudes or because of rules
"_ard regulations imposed on the home?

MS. SCHAAF: \n some cases, yes, but it
depends on the person in the group home, too.
- You don't really have 1o go and ask permission
to do this or ask permission to do that. It you
‘have a job, make sure you go fo it, it’s your
-responsibility. Most of us have our own respon-

sibilities that we can do without asking for -+ - -

permission. But there again, if we want fo go
out to a movie or go shopping, we have to let
the group home provider know where we are
.going, because they have some authority over
us. Where would they find us if some emer-- ~
gency arose, like, say the group home got on
fire and we weren't there? They would have
0. know. where we were at that time or why
we weren't there. ‘

MR. HEATH : | think that some of the
resistance has to do with control, control of the .
people that live in the facility. If they go out
and see other facilities and listen to how other
people live their lives, the consumer may not -

_wart to stay in the facility s/he is presently in...
There is some of that fear in residential

facilities. : - : 5

Another form of resistance has to do with - -
simple things like mongy. Facilities generally
manage the personal money“of the resident

“or consumer that lives in that facjlity. And so
there'is no encouragement, there is no breaking

‘down some of those batrriers and making it a
little easier for the people. -~ s -

MS. KAPLAN: Oné of the things we find = °
with group homes is that they’re most respon- ’
sive to what the money givers say; the state, -
who gives them their licenses, and the county,
who'funds their program positions. One of the -

~_things | would have loved to have had in our

presentation would have been the service pro- _ .
viders themselves talk about normalization. |
assume that some of the basic aspects have

" never been translated to them. For instance, if

_you run a group home, let’s talk about what is
a group. How does a group work? In the
institution, people are in cottages and ro one

- deals with those people as a group. In group

homes, it's no different. None of the money
givers are saying that normalization includes
the group process and therefore encourages
working with the people in groups. In fact, it’s .
‘the opposite. \ e

* Programming money in Oregon, and | don't -
know how many other states in which this is

- true, is given if you want & program for zipping

your pants or brushing your teeth. But, the
group process is not considered a program, and )
the home is not supported for funding group

programs. - . N

"MR. DYBWAD: | have one question I'd like
to ask the panel. At this point, | am so upset
a,bo_ut normative. Normative relates to norms,
regulations and so on. -find_myself very dis-
turbed at the dvalanche of rules and_regulations
that emanate from the Title 19 people from the

- . . S
Department of Mental Health and soon.
Everybody is regulating at the moment (in the
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name of normalization) the lives of people who

live in the community. For example, we are

.safeguarding confidentiality and privacy to the

extent that it really attacks the basic rights of

- these people. There is not a ‘photographer

. allowed within 15 feet of any person who _
used to be in an institution. It seems fo me, and
| speak specifically of Massachusetts, but | have
enough information about other states, that we
are using this normative idea in ways that
actually are rather detrimental and restrictive to
the lives of the people. :

Héw is Oregon? Have yaur people been

_concerned about the regulatory avalanche that

comes from the state agencies as to what group

——homes-need-to do;how they should be con-

structed, what a group home needs to know, -
needs 10 do, needs to file records about and so
on, or have you been blessed?

MS. KAPLAN : No. we haven't been blesseé.'

MR. DYBWAD: Privacy and conflden'nall'ry,
~ have you had problems?

MS. KAPLAN Terrlble

~° MR.HEATH: The people can't even fmd out
where others live. T

MR DYBWAD: Precisely. A Jewish agency

" in Springfield, Massachusetts,"heard that Bel- .
chertown Institute was discharging some

people. They felt that, my God, they really
-ought to do something. They wrote 1o the _
regional office and asked for infermation. They:
were told that the information was confidential.
So here was a community group of citizens who -
wanted to do something, and conflden'nal of
course was srupld

MS. KAPLAN: Dennis and | have been
through this for eight years now, and everyone
.around us talks about,quality, and not quantity. .
You know, we have all heard that. | am really
becoming more and more.convinced that the
quality comes in voluminous paperwork..
Oregon’s got a great program. They have -

programmers, programming everybody 19 7,'~
‘hours a day. e

MR. HEATH : Everybody has their own -
- clipboard in the bathroom, the ||vmg room,
and in the klfchen .

e ™

MS. KAPLAN Its become very much like the
institutions which-have obedient, manageable
people for the benefit of the institution. | am  ~

__beginning to believe strongly in the consumer

reaction that all this’ prOQrammlng is Ot -t~
their benefit, at least to some degree. Now we

“have got to find a common meeting ground. -

MS. ROBINSON-= | have this real fear as | am K
sitting here, because in Wyoming we started
the People First program and the com:iiunity
program. First we put them on a bus, and away
they went to work,:and then back from work. Vs
Then they sat in the group home. Then we put
them on the bus again and We_tcok them to the
People First meeting, and then they went back -
to the group home again. We ought to look at
the consumer movement. | have a real fear =

_that everyhody will jump on the bandwagon

and immediately program in a consumer

" - movement, and we'll see it all over the

country.

Now, your consumer organization hasn’t
worked that way because your helpers are very -
dedicated and willing to stand back, but 1 did
see it happen a different way in Wyoming. | -
have heard that what happened in Wyoming
also happened in Monrana and some other
places.

MS.KAPLAN: The role of the helper is

- critical, is what you are saying.

MS. ROBINSON : Okay. That's one thing. The -
other thing is that we may be critical of the
regulations, but we are the very people that
asked for them. In'Wyoming we may be farther
behind than other programs, but the consumer

~ movement is the strongest right now, and the

consumer 'rep_'resen'ra'rives are the peopvyle that-
are asking for lots more regulations and
standards. :

- It is the standards that are horrible, | agree,
and they are a problem. But, | think we have to
look at ourselves, because we are the ones that
created them. You know, most agencies don’t

"just pullstandards out of the air. They wait

until somebody starts coiplaining;” orthere s~
a lawsuit or sorr)e'rhgng

MR.HEATH : |n that whole'process in
Oregon, the cart was before the horse. The
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people were in the community before the
programs ‘were there. Then when everybody
started yelling because all these people were
sitting around in boarding roomfacilities and

——had endless-time on their hands, the standards
came as a ‘rea"_c'[ioh to the looseness.

. .o P
MS. KAPLAN: The People First consumers,
in Oregon meet naturally at work, and meet
naturally at home. We don’t bus people any-
- where. We have natural gatherings. In fact,
several of the activity centers and‘workshops
have their own People First chapters right there

as part of their day. The people in group homes .-

meet together. They are within walking dis- . -
_tance. They do it-at:night. Some people doit =
both day and' night. | mean, it's in natural
gathering places. It is not separate and apart A
* from their life activities. * ) .

. MS. ROBINSON : The very point is that if we
had & chapter in the work activity center, every-
“body in the work activity center, whether they
like to meet in groups or not (and | am nof a
group person), would have tosit in on the People
First meeting because it is in the daily schedule,
the work activity.- ' ;

-

“MR. HEATH: | appreciate what you are
saying, but the reality is that people that we
“have known, . both people that have been at the
institution and people that have not, need a
basic process where they can make use of each

other to get their-basic personal needs met. In

the nursing homes where | am a consulfant,

Il do everything | can to get a person out of

his/her room and down to the activity center

room; to bring some orange juice and sit down
- and start talking to ancther person. I'll

manipulate them. I'll seduce them. I'll do that

because | know that a group process will be

helpful to them. They will always say, “No,

| don’t want to'go to a. group, | don’t want to

be a part of that.” I'have seen similarities with

senior citizens and the consumers that | have

A

worked with, that the basic reaction to anything

is no. - —

MS. KAPLAN: Part of the problem the
consumers are having is translating their own
movement. For example, when registration for
our annual convention happens, we get re- *

A
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sponses from group homes that hone of their
people want to go. Then Valarie will go out and
ask how come no one wants o go and the
people will say that they weren't asked.

MR. MAUTHE: | know of nothing in Title 19
regulations or in Wisconsin's comrhpnify‘resi—
dential facilities’ regulations that would prevent
any individual living in a community residential
program from exercising’his or her rightto
‘advocate for themselves. I'd like to go on
record, too, incideritally, in saying that | think

~ People First. is one of the best things that has
-happened in recent years. | think one thing

. that has to bé recognized though, is that an
agency must be held accountable for the ex-

- pendlitures of tax dollars. If an agency isn't |

programmatically and physically accountable,

then it is subject fo public exposure, or at least

open to investigation. : : ’ :

Group homes are subject, then, to liability
and are heavily influenced, for example, by

the insurance industry. There are many, many ..

influences. | think there is a lot that can_be
accomplished through People First and other
self-advocates. That's where the major impact
is going o come in terms of changing regula-
tons, But | think the provider of service is sfill
going to have to be accountable programmati-
«cally and physically. '

MS. KAPLAN: What you are saying makes
sense, because | understand the talk about
documents et cetera. But | have watched the
evaluation processes in Oregon with much
amazement, because there are tremendous rules
and regulations and there are-teams that go in_

~ and evaluate and look at records and charts. - -
When do they talk to the consumer? What does_
‘the consumer think about what-is happening?

- MS. SCHAAF: When | was in the institution,
back through the years of 1956 through 1972,
| was not-programmed. It is very, very funny
for me to see some of the programs going on °
now in the institution. Some of the things that
| could always do is what some of thesepeople
are now being programmed to do. When | left

.+ there, | 'went to school. | had a job in one of the

cottages,-andthen | came home. Then | had
some time of my own. | wasn't really pro-
grammed. '

29
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When | left the instifution in 1972, | went .
into a group home. | was not programmed. |
had a lot.of time, and | didn’t really know how
- to-deal with time. Whenever | did have time, « -
_ | didnt want to do the same thing that others
" were doing. | felt like | wanted to be myself."
This is generally what a lot of them want fo do,
but they also want to learn how to deal with -
their time in their.own way. A Io'r of peOphe are
- not given that chance.

Nowadays they are programmed from
morning to night, and then the next day it
starts all ovér ggain. It gets tiresome, | believe,

" to these people, because they do not have their
own willpower to express themselves during’
the day. It's just overwhelming to see how tired
some of these people are, some of them that .

TN

v

are working out in the community on their job" -
to earn money for spending, or to earn money
to pay for their own group home. A lot of these
people would like, more or less, a program to
deal with their free time, how to do some of

these things wisely. If you don’t help them with~ =~~~

this, you are throwingrthem hack into the days -
of idiotness, of being depeﬁ{:ien'r on someone

else. If you don’t want this to happen, make -

them as independent as possible. _
| think we need to change a lot of the con-
cepts in institutions and in the community, fo

" let these people do their own planning and

make their own decisions. Let the. peers, the
group home providers, and the staff sit back:
and watch them. They need a lot of encourage-
ment to e%en give |'r a 'rry

\
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” | ~ Philip Raos

 “Our society offers some subcultures which deviate significantly from ‘the dominant
. normative patterns, yet they are available to most nonhandicapped people. For example,.
¢ communes-are an available option to most people, although theyiare not exactly the nor- AR
mative pattern in our society. The same is true of ‘multi-family aggregates or homosexual e
communities. Should such options be available to mentally retardéd people as they are to .

- nqnha'mlicapperl'pop_ulations, even if they are not normative?” i’

b
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" The -only constant in the universe is change.
The universe is in tonstant flux, and this certainly .
applies to society, which is rapidly changing all
_about us. Thus, to talk meaningfully about nor-

‘malization and society, it is imgortant to remind -

* ourselves that society is not a static phenomenon, |

- but is highly fluid and dynamic. . +{ R

_ Some futurists propose, for example, that:

' within the next 20 years society will shift from™
an- economy of scarcity fo an ecofnomy pf -abun-.
dance. The Protesfant work ethic will be replaced

by a psychological model of work. There will be |

a heightened value of the individual.and a.blos--

soming of humanistic values. The coricept of total

.employment will replace the currént emphasison ..
- full employment,” with the goal of work being
—that of maximizing human potentials.

_ Other futurists predict a shift from,.competi-

tiveness to cooperation,.résulting in.Jimited in-
. dividual objectivés, humanistic goals and greater
* emphasis on self-fulfillment. Still others empha-:

size new. approaches fo satisfying basic human

fieeds. They feel, for example, ‘that society is

B
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minority subcultures, so that speaking of a nor-" " .
“mative society or a “normative pattern of life”

may becorrie less and less meaningful.  Instead,
society’ will provide an incregsing range for indi-
vidual choices ‘of life patterns, -greater mobility,

more frequent career recycling and a.wider vari- -

hed .

* ety of personal,roles and lifestyles. e

Some social scientists anticipate more alterna- -

tives to the nuclear family, such as. communal

living arrangements and symbiotic relationships

“between people with different handicaps who

are able to. complement each other. Biological
parents may increasingly be replaced by pro- ..

_fessional-parents; i.e., individuals who will be .-

trained in parenting and who will be’paid for

 raising children.

Society may ‘also shift foward a greater em-
phasis on information, so the possession of infor-

_ mation may become more importantthan  eco-.

nomic growth.: Communications systems may
largely replace transportation systems, leading fo
a decenfralizafion of work forces and a return to

«
N
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the local nelghborhood as the focus for work and |

social life. .

Shifts in ethics and values are already appar-

ent. Thus, some fundamental concepts are being
reevaluated, " concepts such as independence;
self-sufficiency, sexual roles, and the importance

~

i . . .

" Normalization has,become the subject of .a

- great deal of fuzzy thinking, so that it is now

difficult to clearly identify the issues relating to
this concept. One sofirce of confusion is that nor-

- malization has been given at least two major in-

terpretations. Each of these interpretations has
‘different implications and leads to different con-
sequences. Failure ta differentiate between 'rhese
two definitions has contributed to consuderable

- confusiori about normalization.
The first interpretation of hormalization is as a -

means, i.e., as an approach to mentally retarded

people. Thls is the definition ‘which was origi-

nally developed by Beng'r Nirje in'1969:

The Normallza'non Principle means making
available to all mentally retarded people,

patterns of life and conditions of everyday .

+. living which are as close as possible to the
_ regulan crrcums'rances and ways of life of
society. (17, p. ]81)

Based on this deflm'non, we do not normalize

people, we normalize environments. This definj-

- tion-also implies that the process of normalization
. is inherently desirable for mentally retarded peo-

.. pleas we|| as for society in general. Bengt Nirje,
in 1977 sta'red “It (normalization) gives society

@ chance 'ro kn“ow and respec'r men'rally retarded .

'rhem” (8 'p.5)..

. "'5 - U'nllza'non of meaps whuch are as cul'rurally ‘

The second m'rerpre'rahon of normallza'non res

*-fers to a process (i.e., to a means) as well as toan -
endhor goal Both of 'rhese elements are in¢luded

olfensberger s 1972 defmmon

normative as possrble, in order fo establish
SN

.~ Confusion ReguvrdiqgﬁNQrmdizution- o e

L4 .

_)of achievement ard status. Indeed, the meaning

and . the definition of life itself are being-reas-
sessed. These are the kinds of dramatic changes

. which can be anticipated within our society. They

will have obvious |mp||ca'r|ons for 'rhe concept of

normallzanon

and/or mam'raln personal behavrors and

‘characteristics which are as cul'rurally nor-
ma'rlve as possnble (16, p. 28)

This definition implies that we do normaluze peo-
" ple, since an important element of normallza'non
is to generate behavior which is as normative as
possible. Obviously this setond definition-leads
to a different interpretation of success. Success.

" is now determined by the degree to which the

goal of normative behavior is reached. The cri-
terion_for evaluating success differs ‘depending

' on which definition-is Used. Success is based on

the degree to which thé process itself is norma-

~ tive under the first definition; it is based on’the

degree fo which behavior is normative under the
Secend definition. ‘
Another major source of. confusron is that
normalization is often confused with some other
popular concepts of the day. First, normalization
is not- synonymous with the developmental

- model. The basi¢ concept of the developmental

_.model is to approach every handicapped person
with positive expectations that they can grow,
learn and develop. The model does not claim that.
“everyone can grow, learn and develop, but that

~each individual should be approached wr'rh 'rha'r

posmve expec'ra'non
_The developmental model. emphasrzes the po—, :

. tency 6f the environment and the. malleability of

the. individual. It emphasizes the objectives: or

‘.\“\goals of services rather than the process for
reaching the goals. It specifies three goals of pro-

grams=(1)-i lncreasmg the individual’s complexity

- of behavior; (2)_ enhancmg the capacity to cope -

with' the "total envrronmen'r and (3) enhancing
of human qualmes as_these are cul'rurally de-
flned The specrflc means wach are used to reach
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these goals are irrelevent to the dhewhprﬁenfal

model. The means might be normalized or they
might be non-normalized. The model focuses on
the person, not-the environment, nor the cendi-
tions that are used. - '

The second concept with which normalization
is often confused is least restrictive alternative or -
least, restrictive environment, which is a legal -
concept (2). My interpretation of least restrictive”

- alternative is that alternative which provides the
individual with the greatest freedom, with the °
greatest option' tomake choices. The criterion
then, for least restrictive alternative, is the indi-
vidual’s options for choices, and not the degree
to which a given setting approximates:;a so-called
normal setting. '
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tion or self-enhancement. The first, individualiza-
_ tion, refers to meeting the unique needs of the

- “individual. The second refers to providing the

indiviaUal\\_Ni'rh a maximum opportunity for.

choice so that s/hé can shape his/her own?future

" to the greatest possible-degree. o
These concepts do not stipulate any specific
conditions or settings. The person’s'needs are the
“preeminent consideration, and no assthpfiQns
are made about the means which will be used to’
meet the individual’s needs. For example, if a
given individual would choose not fo participate
in a group, or not to live in a normalized setting,
this may be compatible with the concepts of indi-.

~ vidualization ‘and self-actualization, but could
violate at least some interpretations of normaliza-
_tion._. ' .

It is often assumed that the normalized alter-
native is, ipso facto, the least restrictive alterna—
tive. This assumption js a naive position which

“may or may not be trud It's an empirical question.
" The physical as well as the psychosocial freedom
- of the individual must be considered in assessing.
‘the potential choices’ which actually exist. .
'The third concept with which normalization is
sometimes confused is the concept of individuali-
zation and the related concept of self-actualiza--
{

[

-
.
—

Finally, the concept of deinstitutionalization is
often confused with normalizaﬁon.__Nor'maliza-_
tion is often used as a justification for deinstitu-
tionalization. Buf according to the second defini-
tion of normalization (i.e., Wolfensberger's defi- -

_nition), it mighf be argued that some institution = '

settings may be more successful in generating so-
called normative behavior.than would a commu-
nity-based residential setting.  Thus, the two -
terms are not synonymous. -

FETY

Normalization Goals and Their Application

y

Normalization has.been used primarily as a
reaction against the differential- treatment of
handicapped people. The whole concept of not- .
malization first evolved to neutralize the destruc-

- tive tendency to generate deviancy. o

‘Normalization includes at_ least three goals.
The first and ideally, the most desirable outcome . -
of normalization is to have the mentally retarded
person become invisible, and to have him treated
. no differently from anybody else. The second,
and somewhat less desirable outcome, is fo have
the mentally retarded person remain visible, i.e.,
~identifiable, but-treated no differently than any-
* one else. The third possible goal, generally con-
~sidered the least desirable of the three, is to have

the mentally retarded person remain visible or

-~

Al

ider;'rifiable and freated differently from others,

but only fo the degree that is “necessary.” Deter- . -

mining. what is. “necessary” remains a clouded
issue. Is the person Tieajs differently from nor-
‘mative patterns to the degree that jsrecessary .
to protect the individual’s life, to protect society, .
to be economitally feasible, or to. be happy? The - -
-question is complex. o '

It is"a fact that most mentally retarded people
do become invisible. George Tarjan ((14) claims

“that two-thirds of the mentally retarded school-"-

aged population disappear shortly after they
leave school. They are ho longer identified as
‘members of self-advocacy groups or ‘anything
else. They become part and parcel of society.
Thus, the term “mental retardation”.is applied to .

S .
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a Iarge extent as an explanation for scholashc '

failure.

Likewise, Canley (4) teports that 87% of
mildly retarded men are productively employed,

only 4% below the national average. So, most

mentally retarded men are working productively,
and only a small fraction of mildly retarded men

are not employed. The figure is 33% employment

for mildly retarded women, but even that is only
12% below the national average.

So normalization focuses primarily-on the rela-
tively small segment of the mentally retarded

population that remains. visible, primarily those

"“\people whose behavior differs most ocbviously
from the so-called cultural norm..Severely retard-
ed peple, profoundly retarded people, and mul-

™,

o iR
N N

Thus, normalization has been primarily focused
on these specialized settings, expliciflyd‘ésignéd'
to meet the alleged extraordinary needs of men-
tally retarded people, as well as their families

and society in general. Criticisms of these three. . _

settings have been based on the premise that

they do not provide the best alternative to meet
the needs of the population being served. By

!

“best alternative,” critics mean ejther the most
normalized alternative, or the mos'r effective

" alternative, or sometimes both. Criticism of these

setting$ has also been justified on-the basis that

" they violdte ethical, legal or moral principles.

Finally, criticism has beeh based on claims that

these se'mngs aré not as cost-effective as alterna- .-
____tive models... . oo

tiply handicapped people are primarily the types

of individuals who.tend to Tetain a clear identity,

What conflicts might exist abou'r normalization
relate specifically to these 'rypes.of people. There
" is little disagreement with applying normaliza-
tion tenets to mildly retarded persons, but there
is considerably more conflict regardmg the ap-

plication of the concept to these more severely

handlcapped individuals.~

Normalization has been applled prlmarlly to
institutional settings, settings which currently
house primarily severely, profoundly and mul-

tiply handicapped popula'nons (12). The role of
" the institution has, of course, become highly con-.

troversial, and normalization has been used ‘ex-

tensively to challenge the legitimacy of the in- -

~ stitution.

Normalization has- also been applied in 'rhe
area of education, where mainstreaming has be-
.comethe focus of controversy. Part of the conflict
relates to'the desirability of specialized curricula
as opposed to the general school curriculum.

Some.educators claim, for example, that forcing
severely handicapped children to participate in’

regular school curriculum does them a dlsserwce
(1, 3,15). ;. .

A third focus for applymg ‘normalization has
been the sheltered workshopana the day activity
center. These two service delivery mechanisms
may become the next major target for advocates
of normalization. They have been described as

exploitative, fostering infantilism and failing to *

recognize the-individual's po'ren'nal for growth
' and developmenf

Normallza'non is rela'nve rather 'rhar absolute

That is, normalization is meaningful only when jt

is related to a specific subculture. Hence; what .

-is normatiye for some people may not be normia-
tive for others, depending on the subculiure or

mini-subculture within which they are expected .

to live. Some of 'rhese subcultures may be norma-
tive in the sense that many people participate in.
them, and yet they may foster segregation and
isolation from the mainstream of society. For ex-
ample, nursing homes are normative, in that fhiey

are used by large segments of the population, ‘
 but they foster segregation and certainly isolate

their residents. Likewise, general medical and
surgical hospitals foster segregation and isolation
from the mainstream of society. They are also
dehumanizing and affix labels to their residents.

Senior citizen centers are another example. They

have become normative but they also foster seg-
regation and Use labeling.

The question is this: Should mentally refarded'
people be segregated into these generic settings,

or should they be assugned toless normative but -
more integrated and more humamzmg options?

Our. society offers some subcultures which de-

~viate significantly from the dominant normative

patterns, yet they are available to most non-
handicapped people. For example, communes
are an available option to-most people, although
they are not-exactly the normative pattern in our

/- society. The same is true of multi-family aggre-
gates or homosexual communities. Should such -
options be avallable to mentally.retarded people -
- as they are to ‘non- handlcapped populanons,

R
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even |f they are riot normahve’? That is, should
all mentally retarded people be subjected to nor-

mative patterns?.1f not, under what conditions '

‘should they be grovided alternative options?
As already suggested, ‘some ‘normative pat-
“terns foster regimentation and restrict individual
freedom. The typical educational system is a case
in point. Most schools are quite reglmenfed and

they certainly curtail the pupils’ indi¥idual free- .

dom. Classrooms, ‘transportation systems, many
" work settings, the military, etc., are all examples
of models which confine the |nd|v1dua| and im-
" pose certain restrictions upon him or her. Should
men'rally retarded people be encouraged to par-

an

Normalization has been iuéfified on a number
.of different rationales. Each of these rationales
is based on implicit values,“bu'r since the values
are seldom made explicit, the ensuing argumen'fs

~ .are seldom resolved.:

. At least seven basic |us'r|f|ca'f|ons of normalrza- '
'non can be |denhf|ed '

® |'r is the preferred approach becaUse it -

is inherently desirable. It is ethically and

morally the right thing to do, based on -
Yo

an implicit humanistic value sys'fem

@ Itis legally desirable, based on consti-
- tutional and statutory principles, includ-

o ing the prmcrple .of the |eas'r restrictive

al'rerna'nve

It is the mog} effective approach to nor-
malizing people. This contention is sub-
ject’'to empirical tests. Thus,.sfudies can
.compare the degree of success in “foster-
*ing normative behavior using a variety
of-approaches, including normalization. -
: .The implicit value underlying this ration-
.. " aleis that it is desirable to be normal.

@ |t is the most effective approach to fos-

tering development and growth, i.e., the

best way to implementthe developmen-
-tal'model. Again, this is subject to em-
pirical validation. The implicit valué on
which this justification is based is that"

it is desirable to reach optimum develop- .

¥ ment.
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'ncnpa're in these kinds of se'mngs or should 'rhey
not?’

There are some who argue that rmposmg nor-
mative patterns on some severely and profound-
ly retarded people is dehumanizing and indeed,
cruel: It is argued, for example; that some severe-
ly and profoundly retarded people may have a

. different rhythm of life than we do, and that their

sensory preferences may differ from ours. Nor- -
mative settings may deprive them of the most
meaningful sensory experiences. Such considera-
tions raise the question of what values predomi-
nate. Normalization? |nd|vudua| choice? Devel— -
opmental goals? ~

R

Justjflcatlons of Normullzutlon

‘It is the mos'r cost- effechve approach
Thus, expert witnesses testifying in
" courts of law have claimed that group
* homes cost less than institutions and are,
therefore, more deSurable Again, this
premise is subject to empirical valida-
" tion. The implicit value is that economic
efficiency is desirable. :

@ Normalization is the most beneficial
option in terms of its effect on hon-re-
\\'rarded people. Bengt Nirje noted that
normalization is desirable because it
helps non-retarded people to develop a

better understanding as well as a greater ‘

acceptance of mentally retarded people
" (8). Parenthetically, the empirical data
to date do not support the validity of this
assump'non bu'r agam, it is. sub|ec'r to’
- empirical fests. The implicit value in this -
argument is that understanding of men-

~%  tal retardation is desirable or that greater
» acceptance of retarded people is_desir-
able..

© Finally, normalization is desurable be-
~ cause it produces the grea'res'r happiness
for the retarded mdlvrdual Again, this
contention is subject to empirical valida-
tion, although evaluating” happiness is
a very difficult procedure. Again, there:
is an implicit value assumption; namely,
that it is desirable for people to be
happy. In short, this argument is predi-
cated on a hedonistic value system.

’
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Normalization then, raises several fundamen- " gent from that of their culture to be treated like
%al questions regarding the nature of mental re- non-handicapped people? For example, what are -
tardation  and society’s response to handicapped . the relative merits of using generic versus speci-
persons. It has been used to criticize labeling. Yet - ‘alized services? Of course, advocates of normal-.
do we really want mentally retarded people to ization stress the’ use of generic services. Yet,
* become invisible? Some argue that labeling leads: _ there is increasingeyidence that generig services. -
to devaluation and self-fulfilling and self-limiting often fail to serve wétarded people adequately.
prophecies. There are others, however, whoclaim Frequently, they lack the sophistication and ex-
that it leads to improved understanding and pro- _“pertise to provide-for the extraordinary needs of
vides the basis for plans’and programs.: The eli- " some retarded people. B '
mination of mental retardation as a distinct entity . What are the implications of eliminating labels
might reduce or eliminate ‘bénefits to retarded - for-legal concepts which have special relevance
people. Many benefits have been designed speci- © - to retardation, such as competence, diminished
fically as compensafory mechanisms to enrich or competence, consent, diminished responsibility .
protect the life and welfare of mentally retarded. and 'guardianship. These -constructs have been
people. T developed to protect and/or to give preferential
:;t‘Aﬁimjlar;qu.e.stibn‘ca,n-b_e_»r.ajs,eg-.r.egarding:adf;gtreatmem;to:per-sons:.vv_howhave_men'ral retarda- -
vocacy. A very potent and effective advocacy ‘tion. : - . .
system designed specifically to advocate for men- . What are the implications for entitlements of
tally retarded people has been developed in this . financial assistance to help compensate for handi--
~country. Advocacy organizations successfully caps? ‘How about the implications for technol-.
generate considerable political influence, helpto - ogy? Do we want, for example,’ to abandon or
modify public attitudes, press for human rights . to avoid technological approaches which differ:
and so forth. If the target group of that advocacy from the so-called normative approaches, even .
effort were to become invisible, what would be in the case of severely and profoundly retarded
the impact on the advocates?_Likewise, if menta | people? ls.it-desirable, for_example,_to_discard
retardation were to become -invisible, what . the toncept of a survival skill curriculum in favor -
would the result be on the self-advocdcy move- .. of the standard academic school curriculum for
" ment? Without an identifiable group, how could severely and profoundly mentally refarded stu-
retarded people join forces™ info -self-advocacy " dents? Should we avoid the use of chemical in-
groups? Furthermore, could integration and dis- - tervention, biofeedback or ‘mnemonic fraining
persal foster loneliness,” i'solati? and loss of (i.e.; training people in ‘how to remember)?
intimacy? . . . . o What. about the application of prosthetic devices
Eliminating the label of mental retardation - which are not normative in our society? .
may also impact negatively on research. Without " Finally, what do we want from the public?
an identifiable condition, it could become much . - Of course, we want them to “accept’” &nd "Junder-
more difficult to justify funds for research and to stand,” but do we want them to accept behaviors
bring together researchers working on mental *which may be in gross violation of cultural norms - -

. ‘without qualification, or do we want them 1o

retardation issues. - .
Another challenging questionrelates fo wheth- ~ ** accept these behaviors because they understand.

er or not we really want mentally retarded peo-. - that they are manifestations of mental retarda-
ple whose behavior is obviously widely diver- *  tion and, therefore, should be tolerated?
i 0
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In conclusion, | wish to propose some guide-
lines for the implementation of ndrmalization.
First; | suggest that mentally retarded people

“should be provided with normalized settings and -

patterns as defined by their own subculture, un;
less a deviation is: (a) more successful in foster-
" ing developmental goals; or (b) preferred by the
individual mentally: retarded person after a fair
exposure to.alternative choices. | am proposing,
then, -that the principles of self-actualization and
individualization and the developmental model
take precedence over normalization.
" The second major conclusion that | propose is
that we identify individuals as'mentally retarded,

f
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The third tentative conclusion | am proposing

_is that we retain mental retardation as a visible:.

category, and 'fha'f we. educate the puﬁ\jﬁc to its

other words, IJ
tigh does not exist and that there are no retarded

‘implications, sges'sing the positive elements, In
|

P ople, | am propesing that we affirm that men-

tal retardation does exist, that there are people
who' have mental retardation and that these
people are valuable human beings. _

| have attempted to present some unresolved -
and sometimes controversial issues. These issues
all relate to normalization, an extraordinarily’

=—=when=doing-so-islikely 1o o be-beneficial o the-

- person, recognizing labeling as a mixed blessing.

What | am proposing is that the benefit to the =

individual . take precedence over philosophical

principles regarding |abe|in§ and itg alleged de- -
r’ . ’ .

structiveness.

menial refardation today..f_is not my purpose

thoughtful daliberation.
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A .
MR: KRAUSE: 1'd like to comment on one of

the last provocative questions that you raised.

| think from the government standpoint we are

somewhat dependent upon various entitle

ments. | think if we look just at the last decade,

__if we were not able to pass specialized legisla-

~ tion, we would not have advanced to 'rhls

par’ncular point. .= v

~

~ MR. ROOS: Whaﬂ”am hearlng you say is in
terms of the question: Should we do away wu'rh
the.term ““mental retardation?” Are you saying ”
that fhere\\e/vould be some-very negative, prag- -
matic cons quences by dongha’r 'roday”

MR. KRAUSE: 1 think we can hardly afford
_ to do that af this point in time. We would find
ourselves possibly with less funds to function
and opera'reTsome of the programs which we
feel are bengficial. ~

MR. ROOS: So doing away.with the |abe|
‘could have de'rrlmen'ral consequences on 'rhe
consumers.

I,.

MR. KRAUSE: | 'rhink at this point in time, L

yes. . ‘ ' e

MR. MARCHAND: ‘There was an ad on T.V.
last night-about disability-and disabled kids, -
- and there yas a baby in-a-crib. | said, “Gee,
somebod / is doing a good public’interest spot.
. here.” Anld lo and behold, it wasn't a public
interest spot. It was a paud ad by the United

~

about ] that,-Gunnar, but WZZ

Purhcupunt Dlscussmn

States Census Bureau urging 'rhe population to

“be frank in identifying disabled children and -

aduits, on the basis that that data:is goingto be
vital in developing:future governmental pro-
grams for people with handicaps. There is a

. fear that the census data is insufficient because .-
- there has to be an awful lot of unreported

handicapping conditions (epilepsy being a prime
one) that-are greatly under-represented in the . .~
census. | believe that that ad might have been-

~. . pushedto a||eV|a're some of that. There is -

serious question as to the va||d|'ry of some of =
the census data. /- [

MR. DYBWAD What has the mforma'non
given to the census bureau_got to do with
labeling? I think you are:just screwing up the: ;
English language. This is not |abe||ng—pu'mng az
labél on the.child. This is information that goe’s
into a computer. A |abe| is some'rhmg that's on

the can, not what's in ’rhe can. To me it's com- -
_ pletely confusing. | just cannot see what it has -

to do W|'rh |abe||ng when a mo'rher says'| have a

* - child. . A

& T
MR. MARCHAND | don’ 'rzargue with you
about the mildly

- retarded child who was labgled retarded be-
_ cause of a placement in's
- school. That adult is now- possibly raising a -

cial education in -

family, and does he want to identify himself as |
handicapped now when 'rhere is no particular
reasoq to doso? :

s Y.
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MR..DYBWAD: Why should he? Again, not insist that people say that he is a person who™ )
- ‘what has that to do with labeling? has hypoglycemia, just as | do not.insist that you
.o : - say that'he is'a person who has a degree in
~ MR.MARCHAND: 1t doesn’t have anything ' psychology, but does not practice now. The
';B_do with labeling. I'm just talking about the problem is that being called a hypeglycemic
act that the census data is not completely true has no negative connotations, but being called ..
or valid when folks who may have a'need for "~ mentally retarded does. ‘

. some kind of supportive service in their adult

lfe are unreported. . Although | am sympathetic with the thrust of

what's being said, | feel the basic issue is that we
" needtochange the connotations of our terms
and avoid using other terms. Developing a
phobic reaction fo certain terms, | don't think,
really addresses the issue. If my neighbor walks
uptomeand says,"What's the matter withyour
daughter, why doesshe talk so funny?" and |
~ saytohim, “She’g mentally refarded,” | would
like him to say, “Oh, | sde, now l'understand.
She's alovely girl.” That's where | think we .
. should be heading. | don’t think the solution is for
me to say, “Well, you see, she'sapersonwho -
. learns slowly and hasn’t developed language, .
and so forth.” He's going to be thinking, “Now
what in the world is he talking about?"”

MR. DYBWAD: But, you see, that is a ‘
problem. | still say we are confusing things. | = .
don’t want anybody to be called mentally re- -
tarded and certainly not this word “retardate.”
That'¢ absolufely Unnecessary. Why should we
call anybody retarded? But there is a problem
when it's called epilepsy, you see. That has no
relation to anybody being called an epileptic.

So'| really see your problem, but it's not a prob-

lem with labeling. It's a problem of. keeping

" accurate statistics and so on. But | certainly feel

“_ that our strong campaign to change our labeling
habits, not to refer to it, will only.hurt if we

insist that we cannot identify conditions such:

a,? cal?ce.ar, epilepsy and e O " MR.COOKE: |tend to agree with that. There

MI% VARCHAND: 1h he - is a hockey player named Bobby Clark whois a
' : D: 1 hear what you are say- very good hockey player, and a diabetic. It says

g b e s beome v ot bl it Wel
' . Y Yy N} oo that's the’best thing:that ever happened for -

' 'a_n‘d .exp,ec'r_ljc‘) adverse re.percussioh's frpm 's,ay_: ~z;  ‘diabetics. It is a great thing for Bobby Clark and

1ing-it, you P.e°P'e are“going fo confinue fo avoid so forth. People don't have a negative connota-
saying i, |ust ||k.e the mofhgr of @ re'r.ar.ded tion of being diabetic. But if people said Bobby -
person will continue fo avoid saying it if there. Clark was retarded, then thatwould be a dif-

is no immediate value insaying it. ' ferentsort of thing. | tend to agree completely

MR. ROOS: Let me respond to 'r.his whole with Philip. It's not labeling individuals that's
Iabelin:mg issue' for just é-selzond | don't think bad, but rather the conriotations of the label. |

" it's too profitable for us to get buried in it for think we can be |r3c||ned fo n'.lag.mf'y 'rhe.damagfa_s
- : ' . : : . : from labels by doing these circumvolutions, by
too long. But as| have listened to discussions Ctrving t EUDhemisms at fimes. :
on labeling for years, | have reached a con-. . rying-o yse, uphen " B Imes. '
~ - clusion which will not make'me any more . S, SCHAAF: To me, | think the label of MR-
pop'_l_Jl.ar wi'rh.'rhis group. My conclusion isu'rha'r 4 or mé;'x'rally‘r‘.é,ta;ded hasl been used so mahy _
the problem is not labeling. The problem is the times that people-are used to it. Besides these, . -

negative connofations that are a'r'reiched :'ro gobs of different names are being used ds labels.

-

speclfnc |abe.|s‘; o | think once we get away from using mentally
You do not object if I call you an administrator, retarded, a lot of these handicapped people will
which is a label, or a lawyer, or a psychologist, feel more human. A lot of these people don't - -
or mother, or a violinist. These are all labels.” like the word retarded or mentally retarded, or -
- . Now, ifIsay toyoulama hypoglycemic, mostof - anyother label. If we can just pull all of our brain- |
you probably would say “Oh, that's cool.” | =+ storming together and come up with a realistic
don’t mind being labeled hypoglycemic. | do: . name that we could start using instead of MR of ;

oA .




<30/ Normaliza!ipn Re-Examined

mentally retarded, | think we could-really make a
good change in normalization. | think that is a
basic start for normalization, that we start usmg
a different category of names.

“MR. COOKE: You say that you should provide
normative settings unless, and then you put
down two conditions. One was that other
settings may be more successful developmen-
tally and, Id like to ask, as judged by whom and

“thror'gh what means; and two, persons prefer
other possibilities after alternative choices are
presented, I'd fike you to describe what sort of
process you have in mind regarding alternative
choices and so forth. Could you amplify those
recommendahons’? '

A -

"MR. ROOS: Thank you, Bob. |gu'ess we could -

probably write a book on those situations be-

. cause they are very complex. Let’s take them one
ata time. The first is that I'm suggesting that
normative patterns, or that deviations from nor-,
mative patterns, can be justifed if these devia-
tions are more successful in reaching develop- -
rhental goals. Now, | define developmental goals
‘operationally as increasing the complexity of the
individual’s behavior, increasing his or her
capacity to cope with the fotal environment
(which includes the’ self, and the social and physi-"

" cal environment), and as enhancing human

- quality asdefined by the subculture in which the
individual lives. What I m 'rhmkmg of is 'rhls klnd
qf situation.

Let us tak S for example, a profoundly
.retarded pefson whose behavior repertoire is
limited essentially to swallownqg, breathing,
and opening and closing the eyes. He is placed
in a normative setting. We take him out of bed.
and put him'on a couch.during the day and we
put him back in bed at night. We move the
couch next to the table when we all eat, and.
'rhere ain’t much happenmg Let us assume for
© a moment now that-as an alternative model,
“we put him in a prosthetic environment in
_ which his eyelids are connected to microelec-
trodes, microswitches, whereby he’s now able
-fo control various electrical dewces in his envi-

MR. FOSS: QYour point is that the label has
been so negahvely used for so many years that
. you think a whole new term needs to be us?d’-’

MS. SCHAAF : Right, right.

ronment, such as.turning lights on and off,
turning off the television set, or,what have yoU.
Let us further assume that using biofeedback
techniques, we teach him that by twitching a’
muscle in the abductor gluteal for the right
thigh he can control an‘electric vehicle, making -
it move forward, stOp, or move back. Now, we -

propose that these kinds of modifications, those -

deviating significantly from the rormative
setting, are more successful in“enhancing de-
velopmental goals. This individual is develop-
ing some control over-his envnronmenl His

X " behavior now is becoming increasingly com-

R
sy A

plex, and human qualitiés, in‘terms of inter- .
acting with his environment, are certainly being
increased. So ghis is the: kind of thing | have in’
mind, Bob. The definition would be in terms of
rather operational descrlp'nons of Spec1a|
behaviors. ron

The second pwint concerns.the issue of
" choice. Let me give you a c9ncre'fe ‘example of -
what | have in mind there."Here's an individual
who is living i in an instjtution, and we are pre-
paring him for the usual alternative of living in

~ a group home. | ould propose that we. provide

this individual with an oppor'runl'ry to fully
experience the group homé by spending some
time there. | would also éncourage us topro- *
vide him or her with some other altgrnatives as;
well, sheltered apartment living or what have

~ you:But in thefinal analysis if that individual -

said to us,“’Hey, | have lived in the group:
home, | have lived in the community, and

" man, | want to move back in the ms'ntuhon, .
that's my 'rhmg Inthe |ns'r|tu'non I'm somebod\,, ,

“here I'm nobody, efc., etc.” My proposition to
you here is that | would then place that indi- -
vidual’s decision above 'rhe prmCIple of
‘normalization.

MR. COOKE: But 'rhere are a lot of o'rher
alternatives besides the'group home. How far

_do you pursue the tracking of alternatives?. *

10 -

.0

-
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MR. ROOS:"1 would try to provide the indi-
vidual with as many alternatives as are realistic
for that particular individual at that particular -
time in his or her life. Ultimately 'rhg individual

“““should makethe choice-ratherthan*the profes-

~sional, and the choice should be made on the .
basis of choice rather than on the prir:ciple of -
normalization.

MR. KRAUSE: 1f we allow a person who is
able to possibly function'in a community,

“setting to withdraw from challenges'into an

isolated, protective environment, we may not
be doing well sither by that person or by the
tax payer who has to pay the cost.

MR. ROOS: Fred, are you saying that you
would not agree that the individual should have
the ultimate choice in these matters? You
would suggest rather that the professionals
should really make the ultimate choice?

MR. KRAUSE: No, I'm not saying that. |
don't think that the professicnal or anyone has
the prerogative or right o say that'someone.

‘must live in a cértain place or be forced |n'ro a

particular kind of situation. | am saying,
though, that.at a point in the transition from an

“institution to the community, | dowbt if anyone .

making the transition doesn’t have thoughts or
considerations that, ”Hey, my friends"'are back

there. 1.want to refurn 1o the. ms'n'ru'non

‘MR.ROOS: Who makes the ul'nmate

’decnsnon'? - L.

- MR. KRAUSE: I'm just saying that the per-
son may say he wants fo return to the institu-
tion merely because he wants a safe haven, he
wants the protection and isolation. We may
very well not be doing him much benefit by
saying that this is the only choice he has and
that we will allow him to-do it.

MR. ROOS: Okay. You are poin"fi'ng out that
there might be a lot of psychological factors.

.MR. KRAUSE: Oh, | believe there are, yes.'

MRB. ROOS: That might work towards the
individual’s ultimate detriment..

MR. KRAUSE: That's right.
~ MR.-ROOS: Am | hearing you right?”
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MR. KRAUSE: Yes. -
MR. ROOS: Therefore you are saying we

N

“make these kinds of decusnons'? '

should ot be too quick to let the individual

e L LR Tt Y L Aty 3 B

MR. I\RAUSE Tha'fs righ:t.

MR. ROOS Then you  added a second vari-
able. | don’t want it to go for naught, and that
is the economic variable, right? ™~

MR. KRAUSE: 1 think we.have to be prac-

_tical about it, and the economic conditions are a

prevailing part of tfoday’s programs, particu-
larly socjal programs. | don't believe that we
can continue to expand on.the medical institu-*
tional model in which costs are going fo rise
considerably over the next decade

MR. ROOS: Okay. S0 you are saylng you
consider two variables, the psychological one
that might be working against the individual’s
ultimate goals and serondly, the realmes of
economiics.

MR. FOSS Wha'r if those costs were the

- same and the person had gone fhrough_some

extensive counseling? |

MR. KRAUSE: Then, of course, it's his
choice. Suppose a person leaves a correctional.... -
facility and is out.in the community and he -
goes to the probation officer and the judgeand————
says, "'l want fo go back fo jail.” Is he allowed
to do s0?

© MR. FOSS: Sure. All he has to do is violate
probation.

MR. KRAUSE: That's rlgh'r or take a gun
and stick some place up.

! MR. ROOS: He has that option.

MR. MAUTHE: That's the only option ava||-
able to him.

MR. KRAUSE: That's rlgh'r That's my whole
point. He has to go to the extreme extent,
which is antisocial action on his part to achieve
whatis basically psychological overprotection
from the various problems he cannot face in

_ society.

MS. SCHAAF: But there again you have to
look at how long the person has been in the

+
'
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institution. If he's been in there for a long time,
one day he may become bound and deter- '
mined to go back. But there again, we got to

at least give him some time fo readjust. Maybe

we put him outifitothé é&dmmunity ‘foo soon.
We have got fo be able'to look at these points
and that person should be the one that makes
the decision of whether to re-enter or to stay
out, or to say something is wrong. He is the one
that should be able to pinpoint his own decision.

MR. ROOS: It sounds to me-ijke you are
both agreeing that ul'nma'rely)he individual
must make the decision.

MS. SCHAAF: Yes, yes.,

MR. ROOS: But you are also both saying you N

should not accept the decision prematurely, you
should glv‘e the individual ample oppor'funl'fy
to experlence 'rhe al'ferna'nves :

MS. SCHAAF: The profe,,ssional,‘.l believe,

. should not even have a say whether that person

should be let back into the institution or stay

...in the community. This is the same way | feel
about all residents that are-admitted-to-all- of semmrri

these institutions. They should have the say at -
that time wbe'fher 1hey eveh want to be put :
there.

MR. ROOS: Okay. | think you are agreeing
with each other, but what | am hearing is that
Valarie is putting more emphasis on the indi-
vidual than on the profession. | think Fred is-
putting a little more emphasis on the profession.

'‘MR. KRAUSE: No. If a person is truly a
well-trained counseling professional, s/he will
not-make the decision in-a matter that is a
personal choice.

.........................................................................................................................

MS. KITT: 1'dlike to raise an issue that
didn’f necessarily come out in your talk, Rhil,
but | think is one that you'd be interested in
discussing. It's in the prospectus that was sent
__out tous.in.advance 6f-the conference dealing
with the rights and responsibilities of parents.
| am a parent of a retarded child. | just want
to read what it says in the prospectus, and then
make a couple of comments. It states that “The
normalization emphasis on service provider

philosophy and practice may have lessened both '

the need and respect for parental opinion and
involvement. How is normalization ideology
.and practice affec'nng the families of men'rally
retarded persons?”

| think probably that’s an area to which pro-
fessional people have not given very much
consideration. The normalization concept is very
threatening and very frighfening to parents. |
. know some of you can identify with what | am
saying, but when you finally come to grips with
" the fact that you have given birth to a retarded
child and this is going to be your responsibility
from now on, you can hardly look forward to

the day when this person'will grow up and -

become an independent individual like your -

other children. You assume an attitude of pro--
Tecf)veness that riiost people call overprotective-
ness. As the person grows, it's very hard to
cometo a point in time or realize that a time
has come when you have to shed that profec-
tiveness and let this person experience the
dignity of risk, so to speak. -

| think that one of the reasons the normallza-

‘fion concept has been threafening and frighten-

ing fo parents is that they don’t understand it.
The more | learned about it, the more | began
to personally accept it. Over the’ past six months
we have begun letting our boy, who is now 15
years old, come home from school in the after-
noon, use his own key, open the door and come
in and spend an hour or so alons before anyone

~ else gets home, You have no idea how frighten-

'.)\i’ »

ing that was to me. There are neighbors around. . -

He knows there is someone he can call on if
he has a problem. But boy, thinking that he
could possibly come home without me being

there was a real educational process for me.

"Anyway, | think it would be helpful if we .
could put more emphasis on realizing that
parents do have a responsibility, but they have
to know when to let go. They have to have -

s
f
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some kind of help in deallng wn'rh this whole
process

- MR.ROOS: I'm glad you raised that point,
~ Alice, because it is a difficult concept for
parents'to accept, and there is,no question of
.that. | think parents get particularly anxious
‘when they are faced with the rather extreme
.positions which they can interpret as the denial
{of the realistic limitations of some retarded
'people. Again, we must be responsive to the
~‘comments made, earlier that mental retardation
is an extremely heterogeneous condition, and
‘what applies to the mlldly retarded may not
apply to the severely retarded.

MS.: KITT: | have heard parents comment so
often that ius'r putting a child in a normal en-
vironment isn’ t going to make him normal.
Mariy tiles we have gotten the ‘attitude, that
that's what the professional community thinks."
We worked many years, very hard sometimes,
to accept the fact that he’s handicdpped and, by
golly, you can't erase it overnight by- pu'mng
him in a normal envnronmen'r

MR FOSS In my experlence in working

with service provuders | have seen many cases

where they do not have the proper, respect for
where parents are coming from or for how weII
a parent knows the child.

MS. KITT: And very qu1ck to assume that all
parents are.overprotective. By golly, you mus'r
be if you are a parent..

MR MAUTHF AII parents are lnmally

MS. KITT Initially, yes ‘You are right. Some
of us outgrow it:

" MR. SOENNEKER: It's almost an identifica-
~ tion-of nermalization with a civil libertarian
position. It is another curious 'rhmg that occurs,’
pdrticularly in a lot of dlrec'r service facilities.’
You know, the poor kid nlsf turned 18, and by
God, hgis a cons'n'ru'rlqnal adult and he can do.
. any dafhn thing he wants. They would not
make the same argument for their non-handi-
capped child coincidentally, but they would
‘make it for a retarded person. That is, the
parents get nothing to say about what happens
'ro that kid and he should be allowed to do -

—

s -
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whatever the devil he wants. Séxualify is the .
classic thing thatalways comes ‘up inthis area.

| recall a speech that Gunnar gave up in
Madison a couple of years ago in which he
raised the question of what has-happened to

is something to be said for that.-So frequen'rly
under the guise of idealistic kinds of concepts
we SImpIy lose track of all common sense.

MR.HEATH: How do you feel as a parent -
about your son or daughter banning together
with other consumers in order to get support

and feedback? How do you feel about that?

MS. KITT: |feel very excited about that. |
prefer to think of him as becoming part of a
group, at least for awhile, rather than bemg

* , thrust out in the community on his own, be-
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cause | think that would be a vefy lonely exist-
ence. | think that we choose grou ps of people .

‘that.we like to-associate with. We choose our

churches because we have.something in
common-with those peOpie | believe \iery
strongly in your attitude about groups. It would

~ be very satisfying to tMink that my boy could

become a part of that. But if the day comes .

.when he doesn’t feel like he needs to be a part

of that group, then | think he should have the

" right to live some other way.

)

MS. ROBINSON : | think it's important tc

_point out that parents who are in ARC are what

| classify as active parents. They are interested.
They have obviously joined a consumer meve-.
ment to brmg about social change. There is also
a'large group of parents that | call reactive -
parents, and that brings us back to something«
| was going to mention earlier. Although Phil
doesn't liké to deal with the Wolfensberger
definition. of normalization, a lot of reactive
parents like that definition. That is, they like
'rhelr kid looking normal. They don’t care if the
kids are having a good time or if they are pro-.
gressing. They simply are satisfied if the kld

looks normal

MS. KAPLAN: Does 'rh at meet their needs'?
| have spoken with some parents who are
wanting their kids to look normal because they
are embarrassed that the kids are . . .
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* the common sense of professionals. | think there

t
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MS. ROBINSON: Of course it doesn’t have
anything to do with the wants of the consumer.
The state training schools are often classic. Staff
walk around and tell everyone that they have
one of the finest institutions in-the country. Yet
review feams.come in from out of state and
repeatedly say they do not have a very good
institution. It may be a horrible institution. But
the two things that they do at the institution is
keep everybody clean, and have their teeth
* flossed three time a day. They have four den-
tists on staff,-and that is normal and they like
that. That's very popular, and it's very well
funded So | think that although we don't like
fo talk about that because that’s not our goal, it
“is a major goal of the public when they think
about normalization.

L

H

"MR. ROOS: Well, that's a good point, I'm
glad you raised it, and I'l] react to that as a

~ parent, too. | think there is some real validity

to the statement that parents want their kids to
look normal to decrease embarrassment. That's .. -
true, but in addition to that there is, | think,
the very valid concern that to the degree that -
an individual looks and behaves in a very ab-

~ normal way, that individual is less likely to be’

accepted, to be understood, to be reacted to
positively by the general public. So | see that as

. a very legijimate goal, to have people behave

and look in a way which will be generally
acceptable. If one of us were sitting here in our

“swimsuit or wearing a huge purple tie and
‘drooling in our cup, I'don’t think most of the

rest of us would like to engage that individual
in a warm, cuddly and reinforcing conversation.

—t
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. tioned, benefits weighed against dangers

and new enemies tdentified.”

“Assessment of the efficacy of the legal system to promote social change and imple- - '
ment an ideology (normalization) is fraught with controversy. Motives have .been ques-
, future strategies debated, divisions created '

'In an attempt to make a problem more man-
ageable there is often a tendency to seek single
path solutions, to focus on an apptoach which
assumes the obvious problems are the real ones.

.

. . ot o 4. \
and articles, but the same words in similar se-
quence to define the principle of normalization.

| then talked to people with much experience . -

" in this business, who had a commitment to and

- The tendency is to:deal with problems-and iden<— —

Q

tify issues on a .symptomatic level rather than

- searching for an underlying, often less obvious,

real problem. My responsibility is to present a
paper that.stimulates a discussion of issues-and
implications of normalization as they relate to

_the law. My mission will be accomplished if my .
remarks and comments suggest to you opportu- -

nities, alternatives, new approaches and ques-

—

tions rather than answers.. . ‘ 7

L

To prepare such a paper, | fifst turned to the
professional literature. | read and re-read books,
articles, présentations, briefs, decisions and Law
Review articles 16 try to formulate some sort of

_approach to identifying issues. Materials deal-

ing with legal rights and legal procedures were
helpful; materials.relating to normalization per-

*plexing. The more. | read, the more confused |

became. All /iy sources were somehow mesh-

iing info one. In checking footnotes and refer-
ences, | realized | was reading the same thing .
over and over, different.authors, different books

>
el
PalE

‘ . . .v 18

Aruitoxt provided by Eic:

. vergence-inrelation to the issues they felt should |
be raised at this conference. A sample of thecon

€, .
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“belief in"the pri n'ciple"bf-"h‘o‘[m’a lization: I"asked——
"these people about the issues they felt should be.

raised in.this paper. | talked to attorneys-involved
in major litigation, as well as people involved in
the implementation of those decisions; to service
providers trying to develop community pro- -
grams, as well as recipients of those services; to -~
people involved in legislative reform, and to edu-
cators. The results were astounding.

. Contrary to my perusal of the liferature, there

‘seemed to'be little consensus among these pro-

fessionals regarding what normalization implied

“in relation to legal rights, and an even wider di-

_cerns expressed included:

® "You need to talk about the problems,
issues and implications of the day-to-day
implementation of normalization.”

@ "People can't apply the principle to indi-
. vidual cases.” L S
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.

© "Do you know what some fdlks are do-

ing in the name of normallza'rion? Peo-
ple don't kfow what it means.’

-® "You need to pom'r out the mconsus'fen-

ciple and the court orders and Ieglsla'non
we have to 'rry and implement.”

° ,_”People don t recognlze the underlymg’
- values.” :

The only consensus appeared to b_e a lack of con-
sensus. To raise issués regarding normalization
asa principle and practice in relation to law be-
. comes, by necessity, a task of |||us'rra'r|ng con-
trasts, paradox and analogies. _ -

Normalization has been expressed as'a human-
managemenf model. It has been defined in terms
- of processes and goals for social change. It im-
plies certain methods and potential outcomes. It
- is based on implicit values. As people attempt
" to put an ideology ipto practice, the uniqueness
of each sifuation leads to confusion about what
should be done, and how and when it should be
done : S

Assessmen'r of the efﬁcacy of the |ega| sys'rem

 fo promote -social change and’ implement an -

idedlogy (normalization) is fraught with contro-

versy. Matives- have been questioned, benefits

weighed against dangers, future strategies de-.
‘bated, divisions created and new enemies iden-
‘tified. ‘Even "attorneys and advocates have be-
- come suspect as part of a system that has broken
promises and des'rroyed hopés.

it is dissatisfaction with the status quo 'rha'r
leads people to use 'rhe legal system in the first
_place, and ir
~ legal system that leads people right-back—Fired
“of losing endless battles and debates, people turn

and return desperately to a system they little un--

- derstand, to right the wrongs, end the sufferings
and finally provnde justice for those they care
about so deeply. They continually encounter the
powers and limitations of a system with its own

2 . - - oy
e - - U

_.cies. between. some. aspects-of.-the-prin- -

Socml Change

and ironically, it is dissatisfaction with the ..

B

Even when 'rhere is no apparent resistance to
the original doctrine, disputes and controversy

occur because-of differences in interpretation. -

_ Some people appear to perceive the principle as;”
_implying rigid,.inflexible s stryctures.and me?ﬁ%d
to be applied to all persons and situations in the
same manner. Others appear fo percelve it as a
guiding principle that stimulates the creation of -
innovative services™ and service ~models- with
flexibility and adaptability.

- Consequently, the question of whether or not
the law supports the principle of normalization

is, at best, an over-simplified approach to a com-

plex issue. Certainly, the major court decisions.
and legislation on behalf of mentally re'rarded
persons use the language of fiormallzation, e.g.,

SR I R A

education in the most infegrated setting and ha- -

bilitation in the least restrictive environmeny. But

as these court decisions, legislation and regula- -

tions have been implemented, numerous prob-
lems.and conflicts have arisen.’lt is not surprising
sthen, that what were heralded as major accom-
plishments, may be only “paper - victories dnd
hard realities” (8). - :

purposes, procedures and |anguage ‘
Lois Forer, in her excellent book, The Death of

the Law, speaks of the inconsistency between the -

chronicled history of the law as the oppressor of *
the. poor and powerless, and the persistence in

- the belief of the American promise of equal. |us- .

tice under law (5). She expresses concern abodf
the mistaken belief.that a court can bring about,

rectly .decide compléx matters of economics, bi-
,ology or- psychla'rry She states:

Lawyers devuse |mga'non to obtain Cour'r

rulings in order to effettuate what’ legisla- "

- . widespread social thange or that a judge can cor—\ )

tion has failed t6 accomplish ™~ - "Wecast———

these complex problems of behavnor into
"the old molds of Constitutional issues, often
obscuring. the difficult economic, biological |
and social problems that intractably refuse

- to conform to the procrustean bed of the
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B||| of ngh'rs
the basis of dlscre're individual cases to es-
tablish rules for the _operation of innumer-
able institutions . .. Every question from

institutions to the ecological dangers posed
"by .the underground- explosion of nuclear
devices, is litigated in the courts. (5, p. 40)

We neéd to recognize that the law is inherently

limited 'in-its ability to ptomote social change.

These'limitations raise serjous issues regarding
‘the use of the legal system fo implement normal-

ization. First, the adversarial nature of the court °

system creates strong divisions between partici-

pants. Battling in the courtroom over one set of

issues may well prevent fu'rure parfnershlps

' needed to address the resolution of the present

~conflict as well as-other problems and concerns.
It may. even result in re'ralla'rlon in other arenas.

- Second;-although-courts-may-be-able-to-bring

fo socue'rys attention some of its most serious’

abuses, they are limited to considering individual

- ‘cases. A specific set of facts is presented leading

to a specific order of relief directly affecting only
the people involved in the suit (). Lawyers must

", insyre some way of.measuring defendants’ com-

pliance with the decree, hence the need to quan-
'nfy the” underlylng |deo|ogys Attention is fo-

-.cused-on-more-precise definitions and measure-

. We expec'r 'rhe Cour'rs on
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_ . As difficult as these issues are by themselvés,.
the difficulty is further compounded by the fact "

that courts’ are backward-looking. Asked to re-
solve conflicts after they have arisen, courts look

stated so well by Rutherford Turnbull;

ceemeennenn-INE.GUANIUM ofucare,torﬂpattems in.mental.........to established_precedent. for_ the solution._AS. ...

The law has a.strong bias agalns'r inno- —

vation andchange...Therole of the lawyer
is his creative uge of preceden'r
suade us that which is new is really not new
but an extension of. old norms and beliefs.

(14,p.143)

The use of the |eg|s|a'r|ve process to promq're
social.change is also limited. The -precision de-
manded in statutory language may inhibit the

flexibility needed for practice and result in little -

allowance'for individual differences and needs..
Once a law is enacted it takes substantial time
and effort fo reshape it to conform to present

. fo per-_

~—-conditions-and-knowledge--This-time-lag results
" in people’s lives being regulated by antiquated | -
laws. Thus, for example, while our society has
always held liberty.and equality to be two of our .

fundamenfal values, at times one or the other o

may predominate. In the 1930's much of the New

Deal’s social legislation (an attémpt to promote

economic equality) was overturned by the.Su-

preme .Courtbecause it interfered with economic”

freedom. Recently, some. courts and L.glsla'rors

ment tools. This, in furn, leads to difficult-ques- __———(as-welLas—mucthhe_pubhc)-hwe—beeeme-sus-—f

tions, such as, what are normalized environments
for the people named in the suit? What is the
least restrictive alternative? What methods need

' to be employed to make those decisions?

. v

o

o

| Protection of Righ’t\s' ]

Thelegal system has been concerned with pro- |
__\'nagﬂng_bo;rl'_\_'rhe ||ber'ry and equality of mentally -

picious ‘of the results of économic freedom; the
anti-trust suits and the ever expandung area of -

governmental benefits are responses to a move

" toward equality.

:

least "fesfric'rive alternative doctrine is that 'rHe

- state must restrict the person’s liberty only as

retarded persons in recent-years—The-cases_ ancg__much as is necessary to achieve its goal and no

statutes requiring increased procedural safe-:

guards for civil commitment and residents’ rights
in institutioris are attempts to protect-the liberty
of mentally retarded persons. The essence of the

more.

- The-goal of equality is ewden'r in' such .anti-
cjuscrlmmahon legislation” as Section 504 of the:
Rehablllfa'non Ac'r of 1973 (9) and 'rhe Educa'non

a
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for ‘All Handicapped Children Act (10).. These The concep'r of affirmative action was formu-

acts are designed o give handicapped individ- " lated as a response to a dismal record of failure
vals not only an equal employment or educa- . to promote equality. It 'rakes inta account past
_tional opportunity, but in.a broader sense, an . discrimination and requires remedies that at-

- equal ‘opporfunify fo live a Fulﬁlhng,’b“rdduchve RS (- 111 <] i (oA =Te (V1] [P status by requiring” entitizs tor
life. Unfortunately, in the movement towards en- take positive steps to offer minorities equal status
suring equal opportunity for all citizens, the term - by giving them special opportunities. Sections
"equal’’ has taken on different meanings. There " 503 and 504 of the Réhabilitation Act extend
are a number of laws which single out mentally ~ these concepts to handicapped persons. Seciion
retarded people as a'group receiving special pro- 503 requires an affirmative duty on the part of

" tection-under the law: These laws appear to grant fec'aral-contractors to hire handicapped individ-
‘mentally retarded people freedom, but it is an 7 wvals. Section 504 prohibits discrimination by re-"
empty sort of freedom. None of these laws pro- | cipients of federal financial assistance on 'rhe sole x
mote equality. with the-rest of society. At best,. basis of handlcap L -
they make one equal ‘with others to whom' the -

( , With 'rhe advent of this |eg|s|a'r|on discussions
‘as to the meaning of equal opportunity take on
“hew dimensions. Because of the parallel aspects
of the civil rights movemen'r for black people and
handlcapped people, it'is not unreasonable to
“assume that the goal of attaining equality for

~ handicapped people in society may be sought .

- through the legal strategy of affirmative action.
Whether or not that strategy is compatible with
the philosophy of normalization is an issue which

law applies.

Apar'r from 'rhe|r goal in terms of |ega| rights,
_do.these protective’ laws carry: out. the principle .
of normalization? Certainly most of us aren't
prohibited from marrying or childbearing or mak-
ing ‘important decisions on our owr. Clearly,

. men'rally retarded people aren’t the only ones
‘among us who have .difficulty understanding
marriage, raising children or managing money.

If normalization calls for a life as typical as any- must be fully explored o

one"else"s, then these laws give retarded people - Some people see normalization as placmg em-
advantages others do not enjoy, as well“as re- " phasis onminimizing the deviancy of individuals,
s'rrlc'rions--o'rhers do not have. They are npt con- ignaring the fact that acfions are also necessary
sistent with either the concept of equal protec- or.the societal level for acceptance of deviancy .
tion of the laws or of only necessary abrldgemen'r - to occur, They would, therefore; take issue with

/

" of liberty. the methods of affirmative action because of the

.:--. . ff d f‘_”»
This.effort on behalf of handicapped individ- potential for calling aftention fo the ewancy ©

. - . the mdlvndual . : _
uals grew out of the struggles for equal rights on ‘ : ,
behalf of racial minorities, and more regcently, ) O'rhers see the normallza'non prmcuple as en-
women. Until recen'rly, the struggle for equality ‘compassing | bo'rh the minimizing of déviancy-and | ‘
has concentrated on attacking the existing struc- societal acceptance of deviancy, but with the lat-
tures of society- that impeded equalu'ry, and the" - ter being a h0ped -for outcome in the distant fu-
solution sought has been to prohiBit (or preverit) ture and not sémething. demanding - attention
~discrimjnation, e.g., with legislation’ rela'red to - now. Therefore, they would see a consistency be-
educa'non employmen'r and housing’ (12 . Civil " tween the goals of affirmative action and nor-
libertarians often argue that this systeméof pre- malization. There may, be a dulemma, however,
vention does not go far enough; the effects of |~ as.to how both dimensions of the principle can = -
past dlscrlmlnanon place minorities in a socially -~ be dealt with simultaneously. These issues and- .
“dlsad\{anfaged position: They further argue that others will become increasingly important if af-
. to achieve genvuine equality, W we mustremedy- fheHM'nve action becomes the primary legal stra-

effec'rs of past societal dlscrlmlnanon (12) , _ 'regy in this ar area, T

b
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institutional Care

/

The question of institutional care has perhaps
been the most controvérsial area of the legal

and community placement found. for all resi-
dents.

“"rlgh'rs ‘movement:*David Ferleger-and-Penelope— --As-this-cycle-progressed,- the.- necessity.for.in=..........

- Boyd have noted that litigation-in the area of

mental disability |aw"began with suits over civil _

¢ommitmeént procedures (how one gefs into the
institution), then concentrated on conditions with-
‘in the institution, such as the right to treatment
(what happens once one is in), and is now ad-
dressing the question of the rationale for the in-
stitution (whether anyone should be in &t all)
(4). Abrief review of some of the cases will con-
~ firm this trend. The civil.commitment cases such
.~ as lessard v. Schmidt (7) brought about the in-
troduction of due process safeguards; such as no-

tice, the right to counsel and a hearing. Courts
ruled that because of the conditions at an institu-

tion, commitment was a deprivation of liberty

‘which required procedural profections’ agams'r
‘ unnecessary commitments.-

With Wyatt v. Stickney (15) the condmons at
the institution became the subject of lawsuits. The
court in that case foup@ that residents of the in-

- stitution for the

htally retarded had a right to’

habilitation in'the least restrictive alternative. To ..

implement such a right, the court formulated
standards to raise the quality of institutional life
—to-a constitutionally acceptable-tevel—the-under

volvement of professionals became paramodnt.

In- addressing commitment, the subject matter

concentrated on a legal process. In the develop-

ment of a theory to the right to treatment/habili-
tation, social goals were translated into legal con-
. cep'rs, i.e., "right to the least res'rrlc'nve alterna-

tive,” and "right to freedom from harm.” In order

- to frame such legal concepts, attorneys needed

to know what could and should be done to pro-- -

vide adequate habilitation. Thus, the process of
educating the a'r'rorneys and evenfually the cou rts
began.

Professionals told them about enllghfened
prmcnples as they applied to comprehending and
solving the probleéms of mental retardation. They

talked about the developmental model, normali-

zation, individualization and self-actualization
(11). The professionals also told them about

!

processes to implement these principles and such -

things as individual program plans,- interdiscipli-
nary teams, training methodologies, staffing pat-
terns and community alternatives. The attorneys

‘believed them. The decisions and standards es-

tablished in right to treatment/habilitation cases.

‘reflected the principles and methods expressed.”

lying objective was to improve the institution,
and although the court decreed that residents
were entitled to habilitation in the least restric-
tive alternative, the judge appeared to have little

"doubt that adequate habilitation could be pro-

vided in the institution. Other cases either fol-

Iow Wyatt's reasoning or developed other ra-
'no e for ordering improvements at state insti-

'ru'nons

Six years after the standards in W\ att were
issued, Halderman v. Pennhurst State School and

“Hospital (6) was decided. Here the institution
was on trial, literally (since . Pennhurst was the

first named defendant) and figuratively (since .

the plaintiff’s lawyers- ‘hoped to show that any
. institution, by its very nature, could not provide
* adequate habilitation). The judge foynd that con-
"ditions at Pennhurst violated the residents’ rights
.under the U.S. Constitution, and federal and state

—_——

x . T ———

gk

law, and ordered 'rhe:ins'ri'ru'rion gradually closed

" As Dr. Roos pointed-out:

Although much of the litigation has been .

" bitterly contested . . . the conflict was al-

most always over the feasibility rather than -

the desirability of the reforms advocated by
plaintiffs. (11, p.615) '

~ With the advent of Pennhursf, the movemehf, '
shifted from considering the conditions in insti-

ever had been viewed a% some sort/of consensus

tutions to questioning their very'ex‘i;'rence. What-
quickly evaporated. The backlash’ many feared

-seemed imminent.; Accusations and condemna--
tions were hurled at attorneys, professionals and

49

parents alike. What attorneys and others inter:
preted as a logical legal extension of what pro-

'rarded persons, was any'rhlng but' logical to
many
We have only to ||s’ren to the reaction. We hear

- assertions that the reason Judge Broderick

——————
. —————

-

e ————

fessionals told them was best for mentally re-
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reached the decision he did .and ordered such
sweeping relief .was that the expert witnesses
were wrong. We hear defendants experts’ tesfi- -
mony, six years after the initial Wyatt decree, as-

..serting.that.the expert.opinions.underlying.the. ..
Court's least restrictive alternative/deinstitution-’

alization standard were “fully recognized as un- ~
wise at the time by those most knowledgeable in -

‘mental retardation” (13). We hear pleas for more
‘résearch, calls to study the matter more fully.

We hear stories such as the following, related
* by David ferleger, the plaintiff’s attorney in

Summary : L

3

We are at a crossroads. References are'made
to the first wave of litigation and the impfications

~ for the future which raise new and more contro-
__versial issues. People speak- of deeper ‘divisions

“and more difficult battles ahead. Strategies on
how to deal with reactions, backlash and resis-
tance are being discussed.

These conflicts and issues " should not have

been unanticipated. They did not result from: .
Pennhurst,. or* other “legal” interpretations of -

normalization, but rather have been hidden be-

neath the rhetoric of the past decade. The lan-'

guage ofinormalization for many has focused on
the processes, not the implied values. We have

Pennhurst. As Judge groderlck was developmg
his order f3F relief in that case, he asked David
if there was a need.for some sort of hearing for

" class members before placement in a particular

.community.residence..David deferred-to his “ex-
perts.” The first he contatted replied, “Of course.
We have fo ensure a-freedom of choice and the

" individual’s- knowledge of and consent to the
community residence he will be entering. " The

second one stated, “Of course not. When | look

for,"and make a decisiori about a place to live, |

don’t go through a hearing” (3). .

]

To announce belief in a phllesophy without ex-

~ “ploring its value_base is to deny the moral and.

ethical implications.of such an ideology. To avoid
dealing with interpretations of right and wrong,
good and bad,; results \ﬂ'\askmg the wrong ques-
tions and arriving at simplistic conclusions. = .
We are being asked for more precise defini-
tions, criteria and measures for designing reme-

dies, for legislative reform. We are being asked

for answers when we have yet fo ask the ques-

" tions. We need to carefully consider the nature

of the questions. In the words of Burfon Blatt:
There are two Kinds of questionss, one that
seeks-an-answer_ard one that gives an an-

“been busy defining, labeling, and categorizing

environments® clinical interventions and social

interactions. The questions askad reflect our pre-
occupation with the methods. '

Many have been asking others “how” when
they should have been askmg 'rhemselves ‘'why."”

swer. And, further, there is a_third:-kind of -
~ question, a question that both seeks and -
\, gives, a question that's both cynical and
hopeful, both not curing and eager for new -
evidence and & way to retreat from dead
center. (2, p. 176) '
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Partic':ivpa_nt Discussion.

" 'MS. KAPLAN: Questions that | have been
. dealing with in our courts in Oregon relate to
a recent reinterpretation as to who does and

. occurred because of things that we have

wanted. Law’s and policies that address deinsti-
tutionalization result in a lot of debate about

"
S

| F
-

e

‘does_not fit in the mental retardation category. |

There was a mass exiting from the.institution -
recently based on a ruling that they no longer
could be classified as mentally retarded, as
well as the least restrictive alternative argu-

. ment. The attorneys and.the courts are saying
that as an advocate for normalizdtion, | must be
in favor of that. But, | am also the person who
does the follow-up for the people who are
© going out in this dumpmg process, and seeing
these people under the brldges and in the {,

.jails.

. The state institutions have not taken the

responsibitity- for preparung these people to B
leaves You just can't institutionalize somebody
for 20-years and the next day | tell them that
they are not retarded anymore and are ready to
leave. But how do youlaffect that process? The
courts are saying these people have to be out,
and the institutions are saying they can’t keep’
.. them because they will be liable for lawsuits.

MS. BROWN: Certainly a Io'r of dlsbufes have

"

- - )
.) vy .

to

!

-whe-ma kes-decisions-and;-of-course; whatis™
there in the community. The most blatant ex-
ample of such a movement in this country is
the one which js trying to change statutes for
limited guardianship. None of them are going
to work unless community alternatives are

there, unless advocates are-there, unless support:

'systems are 'rhere : -

MS. KAPLAN: Bu'rl don’t undersfand why
the laws can't reflect an insistence that before
anyone is affected by a law, certain steps have

/'ro be taken. For example, the institution will be

responsible for giving special training, this .
training will be evaluated, and when it-is con- .
sidered effective, that person moves out. Then

~ those that are prepared will go out, and those

that are not prepared to handle the commum'ry
will not.

MR. KRAUSE: \tis not &queshon of de-,
sirability, it's feasibility. In-many s'EFe‘sT'rheyf'
have not reached a point where the service.
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deli\/ery systems or the array of comprehensive
commumfy services exist. Certain states in
particular have for.many.years. been. very: slow

in the development of community services. A

. I may have misunderstood or mlsmferprefed
what you were saying about how we are not

‘ ‘;makmg progress. But, | fhmk wg have been

making tremendous progress. As one who has
been in the field for over 25 years, knowing -

; the limited services we had at one point and
/. now traveling around the country and examin-

" decade, a decade in which legal rights have been

ing data and communicating with many people,
| believe that growth has occurred in the last

a principal push by the various frustrated and

. concerned parties, including parents who have
said-they will no longer accept the brutality and
abuse of the institution, and the warehousing.

Now, absent from this conference, unfor-
tunafely, are some of the superintendents who
have been faced>with some of these questions
of legality, and they would be the first to say
that they wanted this change to take place. But,

" the point is that the growth has and will con-

tinue as a matter of supply and'demand in
terms of how much push there is for some of
these services,

population in’some states. We had sizeable |
-numbers of children with autism’placed-there, .

of people. So | think that we maybe can learn
from this if we have a little bit more exchange
of information. But, | just wanted to say that
you need to anticipate that we may get varying

~ answers when reports are based on the experi-

.ences of different states. | fhmk wha'r we need
to consider is: what kind of accountability and -
legal responsibility do we have for the people
that have left the institution?

" MR. NOBLE: Going back to the limitations

of the law to court decrees, | think the law has

. certairfexpectations about the ability of the
other institutions to'do their job. And looking at
the history of our implementation methods in

and around these class actions, that will be /
where we are going fo be struggling; I think;

for the next 20, 25, maybe 2,000 years. If you
‘look at the history of dur common law solutions
- for these populations, we have typically insti-
tutionalized for purposes of assuring long-

term outcomes, assuring that certain very diffi-

- cult types of problems in the community will

be looked after. The laws establish all sorts of -
institutional solutions for dealmg with difficult

-who-certainly-constitute-quite-a-different-group ===

pch!a.ions—BUf——l—don—f—mirm thetaw Under-

—— MR- D¥Bl%4£)*—?he-re‘rcrmbf‘pecp|e torin-

stitutions who have been allowed. to leave is’
minimal in sdbme states. With respect to our
discussion yesterday, | believe we can afford to
provide maximum leeway o anybody who
wants to come back and wants to go out again,
and-then maybe-come back a second time. We

are dealing with complicated human problems. -

You.don't tell a guy who has a cardiac problem

that he can’t be admitted back into the hopital

" because he had his chance, you know. So Why

should we make such stupid decisions wit

. mentally retarded persons?

But the point | am making at the moment is -
that in some states the return of people to he
institution is a tremendously important préblem.

“In our state, it's not at all. | was very intey-

‘ested that you reported this activity with the '

_ people'yol took in'in the first place. .

prlsons(@-ﬁ\‘d soon, and | wondered what kind of

One of the difficulties is that we have some-
thing we call mental refardation institutions
which used to be catch-alls for a widely varied

Y

stands-or-can really control the hurly burly of
community life. :

As Gunnar pom'red ou'r each state is dlf-
ferent, but even within states, each commu-
nity is different and it's unpredictable as to -
what any set of agencies or any. set of' profes-
sionals will do. It's just unpredictable. | think
that's the dilemma, because in the institution
'you could stick it to an individual supervisor -

" ‘because s/he was legally responsible for taking
care of this individual for the rest of his/her

natural life. Now we are trying to put people

into the least restrictive alternatives with the
expectation that somehow these least restric-
'rive alternatives will take care of the person.

" I'm not as op'rlmls'nc as Fred is abou'r how
far we have come. | think we have come a
.great way in terms of ratification, but | don't
think we have come out.on the community
level beyond where we ever were. What we -
deliver with assurance is a work-up and a re-
ferral, a little bit of information, some of which
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is accurate But | thlnk the, (hame of lhe game

R

is ping- pong|ng When | wasa case worke,r fhe o

“tradeésyou had 16 Work out between agencies”

-~ used to drive.me-crazy—"I'li take care of your
client if you will 'rake care of mine:” | think that
con'nnues, and I don 't think courts understand

' MR. SOENNEKER: | wanted to take a dif-

' ferent tack if | might and pull this thing back to )
the core. ‘of Cori's presentation. | thought she ~

make an incredible statement near'the end of -
her talk regarding the need fo analyze the ethi-
cal or moral content of beliefs. Now | feel that
/ with normalization, as qur technicians are im-.
plementing it today; there are two completely -
separate and dittinct beliefs that are operating,
and they go back to a point | was frying to
make yesterday in terms of the difference -
between respect and beneficence. For one

‘group.of people, the severely and profoundly” _'

retarded, we attempt to implement beneficence.
":We attempt to do good, but we do an incred-
“ibly bad job of it. We spend a lot f.our time
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* (nor do | think the ma$ters or-the receivers fully

understand) 'rhe llmlfs of the community, net:

“work ‘'of services. So there we stand;with the ™™

decisions requiring least restrictive care alterna-

_tives, but no real legal instruments to enforce

assured outcomes.

we talk about.the legal system that's one of

_the first things that people think of.

The analogy that you are giving is the
analogy I'was trying to work through for

 myself, What is it that we are doing as a society
. in terms of how we perceive individuals who =

are handicapped? We have.got to take care of .
people who cannot take care of themselves. *
But how do we balance the doctrines of the
general welfare and profectiveness when we

" ‘talk about individyals? | think Phil Roos has
very well ‘pointed out, in an article in the Stan-

ford Law Review, the need for professionals -
to start talking about capabilities and-to look at-
people as people. We haven’t done a good job

- of protecting people in terms of their:

-

doing that for 'rhem ‘and all you have to do is
look at the history of abuse in our institutions
to know exactly what | am talking about.

On the cther hand, for the mildly re'rarded N

we are implementing another set of beliefs y
that talk about respect and least restrictive al-
ternatives, etc. Mildly retarded persons are

_ getting completely screwed:in the service

~ system because their needs are-not being met.
In other words, the normalization ideology
contains, in my view, two inherently contra-
dictory sets of beliefs for two inherently contra-
dictory groups of people. That pbint in your
talk struck me and | would like to begin to
examine normalization and wha'r we are doing
at that level. :

MS. BROWN: | would really like to respond
to that, because | picked up on your statement
yesterday obviously in anticipation of 'ro\clay
We talked about labeling in lots of contexts, -

~ but Id like to bring it back to a value base. | ' -

~ struggled with talking about protective services
and how to do 'rha'r because I know 'rha'r when

‘ q(s

capabilities.

MR. NOBLE: Unllke 'rhe other professions, -
the lawyer is a peer advocate: First and last
comes the interests of the.client. They don‘t go
crying about the system they find themselves
in with their client. Their job is fo manipulate
the system that exists, the categories, the labels

if you will, to assure their client’s entitlements

and rights. That is the good they give, to listen

" to the client from wherever s/he is.

Now, | don’t know whatever happened to
case workers in the process of becoming case
workers, but the case workers of today don’f

seem to be the advocates that’| remember.
They seem to be much -more bureaucrats, imple-

menting the interpretation of the’ regula'nons
that are imposed by their bosses .

- MR; :DYBWAD: Case managers.

“MR. NOBLE: Case managers,. whatever. The
thing is that the rehablllta'non system is a very
adaptive system. It never gave me any prob-

E lems when | was 'rrylng to get college educa- '

2
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" tion for some of my clients. So | hadto bring in
“a_psychiatrist to_classify.them as behavioral.
disorders. Butr’the)’ got into the rehabilitation
system, and | got the funds to support college
education. But at least an outcome was assured
that was consistent with their real capabllmes
and desires. :

“Now, | just think that.normal i competmve
Normal is hustling. We all have to do it. Our
clients, are going to have to do it. The thing
that we can offer to our dlients, | think, is that ..
we can hustle for them, and we can teach them

-to hustle for themselves in a system that’s ever
‘changing. So CETA's got a lot of bucks. Okay.
hehabrlltatlon didn’t do that well this year. ’
Well what yoy do is hustle the CETA bucks for .

* your clients and so forth. This is not goingto

" be a perfectsystem, but | think that in the
hustling process the comgetition, you come out
with a rough measure of equity, perhaps.

Maybe even cost eﬂ‘ec'rlveness depending upon, .
how good the players are in the system.

MS.KITT:: | think somehow we have to get
- into the modd of-individualization more; con-
srderlng people as |nd|V|dua|s | 'rhmk we, are

]

as a group, and what s good for one is good

for the Wh\§ group. | think this applies to
normalization as well. | don't think we can’ -
assume that either all retarded folks need
guardianship or all bf them don't need it.
Well, my child may need it. Another may not.

| think one of the greatest things that’s hap-
pened in qur whole system'is the developmen'r
and: |mp|emen'ra'r|on of the individual educa- °
tion plan and program plan. | think we have
seen a real change in the structure and the.
- behavior of services as a result of that, and we:

_need to apply it to the very basic idea of nor- .-

malization in determining how the law- should
~ apply to fhese people.

MS. KAPLAN I'd like to reflec'r on a|| this
conversation from - what | guess might sound
like a consumer, because | think it's. important
to focys back on what we are talking about.

g hearg\w the laws are4l! interpreted nega-
tively in terms.of their impdct on handicapped
pe ple. | hear how we have to label somebody
. a "“pehavior disorder” in order to get services -
‘ for them. | hear ‘talk abou'r mentally retarded

N

.
v

kinds of training

, some pzople start to take this responsibil-

' consumers, as well as a lot of the social work-

"¢ N
.
r

offenders.‘We are saymg that we have con-

. ~sumers living in group homes that they have. .
had little choicesin getting into, doing programs ,'

in which they have-had no input, getting ‘
labeled in order to gét services, doing a day
plan that they have to be in because they have
tn be out of the home five hours a day, Jearn- -
ing work that can’t be translated into regular .,
employment, and if they make too much
money, wmdlng Up getting the services ‘they -
need cut off. What are we all talking about? -
We are looking at normalization for the 80's’

"now and what we are going to do about it:

How can we change some of this total negative

- impact on the consumer? | hear no “posm\Ie -

expectations. These people.cannot survive. \7\7e
have got to start working at changing how we ~
are talking. It's not okay that we call people
""behavior disorders” to get a service. It is not
okay that rehabrl\";a‘hon will not chahge the

ey are giving. It's not okay
that these people are windingwup in court. The

“consumer doesn’t know how to say, “l don't

know how | got here. | don/t wanttolive -
where | am living.-| don’t want to do useless

: work Nobody is 'rransla'nng anythmg to me.’ .

and I V\)anf to make it known that | insist that

by

ity. Youlhave'got to see how what you are '+ *
+-falking

bout is actually affecting the consu-
mers. | don’t wantto come across totally nega- -
tive because | really do agree that the laws -
have had a positive effect in a lot of ways. | |
have seen tremendous growth in the whole -
concept of normalization, but what we were
trying to make clear yes'rerday was that'we
have not gone far enough. We have got to stop
-saying how great we are at this point, and we
have got 10 go to a point beyond and change
some thirigs and go forward. | 'rhmk we have
got 8. " a -

MR. DYBWAD: | absolutely am seﬁous that
the major change agents of the future are going -
to be the condumers themselves. | was amused
Kere today tha said we need to'educate
the lawyers. 1 think-the lawyers have a lot to.
teach the psychologists who have failed the

ers. | don’t want to go on an anti-professional - -
blnge | make my |l’ve||hood by tralnlng pro- :
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o i . . : :
__fessionals, but don’t forget, it was the Child . MS. SCHAAF : | want to bring up something
Welfare League of America, the National " about normalization and the law and judges
League of Social Workers, the Family Service p and courts. | have had a similar experience my-
Association, all of which were years behind the * self when | have gone through courts. What |
American Dental Association in recognizing’ found through my experience was that the
there is even such a problem as mental retarda- ‘- court-appointed lawyer or the judge that is
tion. The professionals by and large have failed . hearing your case don't really let you in on it.
us. If you look at what is printed-in text books They will just come up with some ideas or-
today, if you look at what young people still . something that has to Be dealt with, and then
learn, whether they are in pediatrics, psychol- they will bring it to you later and say we
ogy, or social work, the kind of stuff they are * recommend this or we would like you to do
beind fed is so negative. ~ that. But, what | felt during my time in that

court was lost and sort of confused, because
they didn’t really bring me in on the whole
... —planning or-on the whole deal in the court.

| really feel that the confrontation which is
going to come’ by the consumers is something |
have hope for because it will confront the-pro-

fessional community with a'need for change. . Other times | was asked, if l knew what ~
* | am anoptimist.| think for the Alabama Ten, - court is, and if | kriew what they do in these
it's the 13st.hurrah, because they are bankrupi proceedings, and | said, "Yes, | do now.” But
inthe hegative amtucfes they show by sayirg - - when you actually ge through it, they block
there are human beings you can't train, who half of that qut. They don't really let the con-
yau can’t do anything with, throw them in the sumer know what is really happening. This
‘wastebasket and so forth’ I'm an Ophfiisn but judge, and it wasn't his fault, was soft spoken
| think the change is not going to come out ot . and | could hardly hear him or even under-
the’professional associations who have failed us stand what he was saying. You have fo learn
miserably. - to look at all of these aspects.
You also get-a-lot-of-individuals that'are court
MS. KAP[,AN | had to iustify and be very ~ ~committed and they don't even go to court
angry with someone in-this room who asked sometimes to find out why they are court
/lwlgh*’WhY the helpers for the consumer committed. We get a lot of individuals that
movement are here. | wish | knew. | think I'm have done some wrong in the community, and
" starting to figure it out. If | were here repre- " they dre told, “We don't feel that you can sur-
senting ai agency, | would probably feel very vive in court or understand what is going on,
_-confused and be unable to respond openly and so we will put you in the institution to fulfill
honesTIy. The fact is that | am not tied to any- ) yo“Ur pun|5hmenf Buf | wish that fhey would
body in my roletoday and | feel close enough be able to make the consumer feel normal like
to the consumers to believe that | am not other human beings.
going to screw them when 1'open my mouth,
though | have been told that | have done that. ' MS. BROWN : | think Valarie has very elo-
| don't know if anybody can get out of their quently talked about the bottom line in terms
roles enough to see, to just be kind of pure , of the problems in.the legal system. The attor-
about what we are looking at. I think that we "~ neys’ responsibility is not to look at what some-
need-to do that, because if | had to somehow - *one €else thinks is in the best interest for some- .
‘represent some agency that | came from, | don’t body. Their résponsibility under their canon of .
know that | could make any statements. Maybe ~ ethics is to talk to their client and find out what
that's a conscious or unconscious kind of it is he or she wants, to learn how to commu-
struggle that.everyone,in this room.is going ~ nicate with that client'so tha: they can com-
through. | feel very glad | ‘m not tied by any municate what it is that is happening, what
money or agency boundaries or anything ex- possibly’ could happen, and represent those
cept impact right now. | think that’s a hard «things that the,cllgnt wants, whether they agree
thing to do, but | think we are going to need with it or not. This often does nat happen for a
to do that if we are going to look at the issues. lot of reasons. N . ,

-, ' .
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MS.SCHAAF: Thereis just no communica-
tion, it doesn’t seem.

MS. BROWN: Some of the results of some of -

the court cases have been a requirement that
the individual has to be there, that they cannot
hold a proceeding without the individual, and
"~ that this has to be a court proceedlng There
has to be an attorney who is there to talk abo:;t
things that Valarie is talking about. A judge
said to me, "'That doesn’t-happen in my courts.
Granted our statutes aren’t too'great, but that
‘would never happen here.” Yet, | could cite to
him five times that it happened there. | mean,

&

it's a real problem. | think it's something that
we are starting to make a little progress with.
But, | think your points are so well taken and
something fhat we really have to consnder and -
look at. . -

Those attorneys who could do what | suggest
have a lot to teach us about "best interest,”
whether we are advocates or social workers cr
psychologists, whatever "helping profession”

we are in. We are not there as best interests,

but we are there to try and understand what it.
is that the person wants, and to try and fight to

* find a way to make that happen for the person.

‘/:ér/
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“The sometimes perverse uueractwns among programs stand as a warning to well- .
intentioned persons to resist the temptation of rushing ahead with simple policy change . .

e — —prescriptions—The-more-sophisticated - policymakers and - lobbyzsts know /ull well that.
yesterday’s reforms are very often at the root of today’s problems

o -

G

The provnsuon of normalizing services to men-
fally retarded persons frequently involves ini-
“tiating or expanding community,_programs that
are tax funded. In these times of taxpayer.dis-
content, considerable legislative resistance to
funding these programs is likely to be encoun-
tered, parhcularly if 'rhe costs are uncertain.

-The goals of services'to men'rally reta rded per-
sons, and the. phllosophles of "normalization,”
"demshtutlonallzahon, and “least restrictive
" care’ must be grounded in how services affect
both the well-being of the persons being served
and the costs involved. For example, |fl,a. men-
tally retarded person is moved into a different
living situation, the reason should notbe because
the place is smaller, or less restrictive, or more
normalizing, but because it increases satisfaction
.with life. If mcreased costs are/envolved then |'r

must be' sh‘own (or at Ieas'f belidved) that the re- .-

sulting increase in personal well- belng exceeds
the increased cost of achieving it..

.

Assessing the eftects of services on weli- belng
can become very complicated. Ofteh the goals
of services will conflict with one another. Moving

~ the person to a less restrictive location will usu-

ally increasé hazards to personal safety and. in-
crease the likelihood of undesirable events, suc

as assault or. ou'r-of-wedlock pregnancy. In addi-
tion, the person’s possible’ desire to avoid work

must be weighed against the soc»al respon5|b||- :

ity that a reasonably .able person has to-work

" and contribute to self-support. Finally, although
difficult to avoid, it is very important that we ~

not impose our values of normalcy on mentally

retarded persons any more than we would per- _

mit others¢o impose their values on us.
: o
/ . .
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o

'Commun_ity-Based Carq_,a

The trend in services to mentally retarded per- ' prowsuon of needed services in a comprehenswe
sons for over 20 years has been toward less re- “or coordinated manner in community residences.
- liance on-institutional care and increased reliance Responsibility for all services in institutions_ is
on community-based care. This trend has been vested in one authority, and funding is mainly
motivated by infense dissatisfaction with insti- derived from one source so that the provision of
tutional care. Unfortunately, it has not been ac- " needed resources can be easily arranged if funds
. companied by a clear understanding of the goals are sufficient. Once a person leaves the institu-
of community-based care or howto achieve or - tion, however, funding often must be pieced to- -
measure these goals. gether from a wide variety of sources, e.g., in-"

A rore simplistic goal has often been selected, come maintenance from Social Securlty Disabil-
that of depopulating large public institutions. " ity.Insurance (SSDI) or Supplemental Security In-
Sometimes mentally retarded persons have been ~ come (SSl), medical care from Medicaid or Medi-
placed in nursing homes that are as restrictive as care, socual services from the Social Security Act

“the institutions they left, or more so. Sometimes . Title XX pfogram, and employment services from

they have been placed in community residences ~ state departments of vocational rehabilitation.or
with little or.no provision for transportation, re- - sfate employment services. ‘Generally, no single
habilitation.and other necessary services. - - agency has the responsibility or authority to en-
" These deficiencies resulted; in part, from a fail- . surcthatall neededservicesare given. Moreover
ure to understand what the movemen'r\'ro com--  many operators of community facilities are un-

_munity-based care required. It did not requure : aware of all of thé"available programs or of -how

the abandonment of all institutional care; rather " to go about®btaining needed auxiliary services.

- it required the creation of many alternative treat- The Intermediate Care Facilities for the Men-" -,
—ment-modalities.-Yet,-increasing=competition for _tally._Retarded_program (ICFs/MR) under Medi-
~~-~the nation’s sfock of housmg may cause a critical caid-avoids many of. the difficulties of providing

shortage of normaliZigg community residences -CO‘nprehenswe and coordinated services, as it
for mentally retarded persons. Datel, Murphy,- can provide most needed services through a sin-

: "'"é'h’d‘Péllack"(B)"cléé'Fl’{/dé’chheﬁEa‘hcw largea gle open-eénded funding source. Not all mentally
role housing plays in the successful deinstitution- _ retarded per§Ons, however, are eligible for ser- .
alization of mentally retarded and men'rally ||| vices in ICES/MR. Major deterrents to develop-
persons and juvenile offenders. ment of ICFs/MR are'the requirement that the

These investigators found that nursing homes states share about half of the costs of ICFs/y/
were prescribed relatively infrequently asanap- - with the federal government, and the ‘uncl
‘propriate “placement for mentally retarded and* 'y  limits as to the types of services that can be pur-
mentally ill people. More frequently prescribed . chased with ICFs/MR funds. In contrast, if basic
were placements in foster homes, halfway ~“room and boa sts are paid for out of SSDI or
-houses, group homes, boarding homes and resi- “SSI beneflf{ there are no matching requirements
dential hotels, or with relatives or guardians. All or restrictions attached to these funds.
of these alternafives usually cost less than nurs- . Despl're the convenience of the ICFs/MR ap-
ing home care. These first-choice housing and . proach, 4t does present dangers. Placing all au-

~ care modalities, however, were often unavail- . thority fordecusuons abou'rmdwudualservucesmfo
able and led to many compromises in the choice the hands of a _single authority, paying for all
‘of housing for deinstitutionalized persons. services 'rhrough a single funding source, and —

Although community-based care is usually de-. - . adopting @medical model that implicitly assumes
fined by the type of living arrangement (e.g., something is wrong with theindividual, may lead
greup home, halfway house, supervised apart- .~ . to creation of a de facto institutional environment
‘fent), it must be emphasized that each should . in a community-based facility. In fact, the prem- -
provide appropriate vocational, social, medical ises underlying the. concept. of normalization .
and transportation services. Unforfunafely, we would seem to be inconsistent with the use of
have not as yet developed a system that ensures - ICFs/MR faculmes for many. men'rally re'rarded
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~ costs of its different modalities, for men'ral_ly re-*
- tarded. persons. Research and evaluation aré in

-
:

persons, in that it is more normal to obtain needed
services from generic agencies than to be placed
in a 24-hour care facility funded by -a smgle
source. i~

Despite the |eng'rh of time in which commu-

‘nity-based care has been developing fnd the
ding its

strong convictions of its advocates rega
merits, little is known about the beneflfs and.

process, but it will be no easy task to interpref
the data that are‘being-collected. If one follows

the following guiding principles, however, it .

m'ay‘b'e possible to avoid foolish mistakes.

@ All costs incurred in a particular residen-
tiai modality must be identified, regard-
less of whether they are incurred in one.
or several budgets.;A common mistake "
made in comparing costs of various fa:

“cilities is to compare the cost of a facil-
ity providing a full range of services with
one providing only limited services.

@ The cost of a particular residential mo-
its meaningful dlternatives. Everif the

cost of a community. residence is high, -
it may stjll be less than the cost of insti-

-~ = tutional care which can run to $60 000

\v

*or more per year.

) One should never Iook at costs wnthout N

simultaneously examining the benefits
of each resndenhal alternative. Even if

communlfy care is more expenswe than

o " institutional care for some persons, it
‘may still be justified from.an economic.
standpoint if the increase in cost is mere .
than offset by the increase in benefits,
e.g., if the deinstitutionalized person is

- able to engage in remunerative work, or

can enjoy grea"rer life satisfaction.

e When comparing costs and benefits
" among different facilities, we must be
‘careful to compare costs and benefits for
‘the same.types of residents. We cannot
compare the low cost of a community

+ facility serving persons that require min-
imal .supervision with the high cost of

- more restrictive facilities serving per- .
¢ . sonsthat reqU|reex'renswedevelopmen-.

v_) v
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tal or medical services. Nor should the -

low ‘cost of an institution providing pri- -

marily custodial care.be compared with

the high cost of commum'ry faulmes of- -

fering extensive services.” -

® Definitive- conclusnons about the value

.of normalization or deinstitutionalization

can be made only if those persons being

placed in the community are placed in ' -

_residential facilities that appropriately
meet their needs. One can always make

community-based care look bad by com- -

paring the costs and. benefifs of caring

~ for persons placed in institutions' with

_ the costs and benefits of placing them in
,mapproprlafe communl'ry ||V|ng situa-

- .. tions, e.g., nursing homies ormadequate
T board and care fac\fmes

plete’ or subject to a wide*“margin of

 lyqualified.
Public pollc,y is ‘at'the crossroads with respec'r

strictive environments for the menfally re'rarded
and developmenfally disabled’ populations, as
well as the physically handicapped, mentally ill,
and elderly populations. Several circumstances
are converging fo create ferment and increasing

. pressure on pollcymakers to take. positions for
or against further development of communl'ry- '-

based care facilities.:

Fiyst, there is rapidly developmg suppor’r for

© If data on benefits and costs are incom- . -

-error, any fmdmgs must be approprlate- ' "

_dality.must be.compared to_the costs of . ___to_the provision-of- normalizing-care in-least-re-_..

‘ removing persons from restrictive environments

in institutions and nursing homes;,as well as legis- L

lative manda'res requiring it. Many people be-

lieve that community-based care is less costly as
- well as more normalizing than ms'n'ruhonal care.

The-increasing tax burden for all social programs, . -
however, has created political barriers: fo its fur- " :

ther expansion, largely because of the substantial
caplfa[ and transitional costs |n\)o|ved in develop-

ing communlfy-based care.

Second, the percep'nons about what consti-"

tutes appropriate care and treatment are unequal- -
“ly shared by the thiree branches of government

(legislative, execu'nye, and judicial) causing con-
flict among them on a’ number of #ssues. Similar-

ly, professionals, caretakers, unions, family mem-
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" bers and the laity also have riot assimilated the
rapid changes irr perceptions that have ceecurred

concerning appropriate care. and treatment for -

_severely disabled persons.
~ Finally, the multipli€ity of programs some-
-times overlappmg and duplicative, makes it diffi-

cult for service providers or the families of the

developmentally disabled to bring sufficient re-

sources together to méet the needs of specific’

“individuals. The Guide to Federal Resources for
the Developmentally Disabled (5)-lists 104 sup-

port programs ranging from income to service to,

support for planning and coordination activities.
" This bewildering array of programs is authorized
“through various provisions of the Social Security

.-Act, Public Health Service Act, Elementary and -

Secondary Education Act, National Housing Act,
~Comprehensive Employment and Training. Act,

Developmental Disabilities and Bill of Rights Act,
and Rehabilitation Act. Each of these legislative
authorities falls under the jurisdiction of different
and: often competing committees of the House’
and Senate in the U.S. Congress, and each is de-
pendent on a multi-layered {federal and state bu-
reaucratic structure. Further complication is
added by the wide variability of interpretation

.and usage of these programs by state and local

authorities. The sometimes perverse interactions
among the programs stand as a warning to well-
intentioned persons to resist the temptation of
rushing ahead with simple policy change pre-
scriptions. The more sophisticated policymakers
and lobbyists know full well that yesterday's re-
forms are very often at the root of today’s prob-
lems. * ‘

o o ' ' T vEmpI_oyment_

A major goal for menfally re'rarded persons
. living in the community is meanmgful employ-

. ment. It is clearly “normalizing.. *Work increases
the ‘material goods that mentally retarded per-
sons can have. Moreover, it is.socially- desirable
to make productive use of all of our labor force
resources.

The voca'nonal success of nonlnsflfuflonallzed
mentally. retarded -persons is-far greater than

generally believed. It has been estimated that - B
87% of noninstitutionalized men identified as .

mlldly retarded while in:schdol are gainfully em-
ployed as adults, four percentage points below
the norm for all men. In addition, it has been esti-
' mated that 33% of noninstitutionalized retarded
women identified as mildly retarded while in

school are gainfully employed as adults, 12 per- -

-centage points below the norm for all-women

(2). The employment record for mildly retarded

women should.not be interpreted as reflecting a
o |ower work capacity 'rhan that of mildly reta rded

S
AN

men. Some of these mildly retarded nonem-
ployed women decide to become full-time home-

“makers rather than accept the menial jobs that .
otherwise have been available to them. '

These conclusions are based on the results of .
27 follow-up studies, most of which reported

~ substantial lack of employment arhong mentally
- refarded persons. This, however, was an artifact

of how the data were collected and analyzed.
Most of the studies were conducted within one

. or two years after the mentally retarded persons

left school, when most were teenagers. Their
earnings and employment were low, but’so were
the employment and earnings of all teenagers.

When the data were properly analyzed accord-

ing to different age and sex groupings, the earn-
ings and employment records of mentally.refard-
ed persons were found to rise rapidly as they
reached their early twenties. -

These findings refute the generally accepted
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belief that limited intellect decreases employ-
ability. The range of jobs in industry is vast; and
there. are many jobs within the capabilities of
mentally retarded persons. The main problem is
fo ensure that they are provided with the oppor-
tunitytowork. '

“Meaningful work, howevér, means work-that

is stable.and pays a living wage. It does not in-_

clude jobs in workshops or activity centers pay-
ing minimal wages. Sheltered workshops or ac-
tivity centérs should not be relied on.to provide
suitable work. They incorporate too many fraits
that promote inefficient operation. That is, they
are often toosmall, are not businessoriented, and
do not have sufficient skilled labor to combine
with unskilled labor. ’

Too often the low earnings of sheltered work-
shop and activity center clients .are ascribed fo
their inability to work, whereas the inherent in-
efficiency. of the workshop or activity center is

- what often causes the poor productivity. Robert’

Haveman's study (4)-of sheltered work in the
Netherfands drew sharp reactions when it
.ih_ov%‘/ d that providing sheltered work oppor-
Fonities to an increasing segment of the working
_age population was costing on the order of 7,500

to 10,000 Dutch guilders (U.S. $3,000-$4,000)

per participant year. The validity of sheltered
work as a vehicle info competitive’employment

can be questioned both in terms of costs to the
taxpayer and benefits;to the mentally retarded

individual (6).

Meaningful work can usually-be found in reg-
~ ular employment channels, although some de-

gree of special accommodation in terms of super-

vision or work arrangements will sometimes be
" needed for mentally retarded persons. Yet, pessi-
mistic attitudes are often displayed toward the
work potential of mentally retarded persons by
many professionals. If this pessimism relates to
the inability of many mentally retarded persons
to engage in meaningful work, it is unfounded.

If it relates to the generally poor programs that-

this counfry has deveéloped to place severely
" handicapped persons in meaningful jobs, and

negative attitudes of private and public employ- .

ers, -however. the pessimism is unfortunately
. well-founded. . .

The question is often raised about whether it

- is desirable to employ mentally retarded persons

~ LG
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_if there are non-mentally retarded persons also.

seeking work. If there are both mentally retarded .
and non-mentally retarded : persons seeking -
“work, the logical solution is to create jobs for both
groups. .The number of jobs in our economy s
not immutably fixed; they can be increased -
.through appropriate fiscal and monetary action.
The Full Employment Act of 1946 laid the respon-
sibility for maintaining full employment on. the
federal government. If the federal government
through ineptitude or deliberate choice fails to
expand the number of jobs, the disadvantaged
segment of our population should not be made
the scapegoat of such actions. -

It has been asserted that we may some g:fay
become so affluent as to render the productivity

of mentally retarded persons redundant. This is .

idie speculation, as there are many reasons to
doubt this opﬁmisfic forecast. Also, we must act
on the present and not the future. There can be
little question that any increased output should
be welcome in a society that restrains social pro-
grams -because of inadequate resources, pays
minimal social security and supplemental secur-
ity income benefits and complains bitterly about
the level of taxes. ~'

Although some mentally' retarded persons
would prefer not to work, as do some persons
who_are ‘not handicapped, mentally retarded
persons have the same responsibility as anyone
else to work and contribute to their own main-
tenance. If work provides very meager earnings,

~however (in ‘some activity centers earnings

scarcaly cover the costs, of going to and from
work),-then it is not at all clear.thatwork should
be compulsory. Work that has only symbolic -

meaning for some while affording others ahand- ™ '

some living is really a form of exploitation. *

The key to good jobs is the development of ‘
job opportunities in private industry and govern-
ment. Although hundreds of millions of dollars
are spent on vocational training through. voca--
tinal rehabilitation and employment service pro- .
grams, we have not as yet developed good job
placement programs for severely handicapped
persons. Nor have ‘we won general acceptance of
the fact that jobs can be developed in regular .
.employmeht channels for severely mentally re-
tarded persons. The prevailing defeatist attitude
is that they cannot do the work. _ g

61 M
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Lo . GovernmentActlon o

The Office of Managemenf and Budget (OMB)
has requested the Secretary.of the Department of

Health- and Human' Services (HHS) to develop

“strategies . to reduce costs and to improve the

management of services in federal programs that

benefit mentally retarded persons. OMB has ex-

pressed particular concern over: (a) the size and
rate of growth of Medicaid expenditures; (b) the
high cost of care for residents of ICFs/MR, par-
ticularly in large institutions; and (c) the financial
biasin federal programs toward placing mentally
retarded persons in unnecessarily large and re-

- strictive facilities. The following are some of the

questions to which OMB seeks specific answers:

@ What are the costs of providing care for
mentally retarded persons in dlfferenf
types of facilities?

® How many men'rally retarded persons
are there who should be placed in the
- different types of facilities?

.® How many mentally retarded persons
-are not receiving appropriate care in the
different types of facilities? .

® To what extent will providing high-
er quality. care and support services in
less restrictive settings at public expense
induce increased. demand for care and
services? :

@ How can the costs of care in large ICFs/
MR be controlled?

The. OMB also wan'rs to examlr/e existing hlgh

' quallfy state programs, parflcularly the success

of New York and Minnesota‘in moving mentally
retarded persons into small community-based
residences and into competitive employmen'r

- The OMB is- consudermg several financing al-
ternatives including: (a) permitting or even man-
dating Medicaid coverage of case management,

day care or habilitation services for Medicaid

* based services to mentally retarded.persons, such -

_eligible persons not residing in ICFs/MR; (b) pro-

viding federal financial assistance for services to
mentally retarded persons through some pro-
gram other than Medicaid; and (c) developing a
whole new approach to funding _community-

as through a capitation system which would pay
a predetermined amount for each person receiv-
ing care. While the attention of OMB is welcome,
we must be circumspect if we are to avoid build-

.ing still another set of “’pigeon holes” into which

people and dollars are ‘poured in the name of
normalization or any other shibboleth.

AN .

The federal government is involved in other
related research ‘and evaluation activities.. The
Office of the Assistant Secretary for Planning and
Evaluation of the Department of Health and Hu-
man Services (HHS) is conducting studies to eval- -

vate the results ‘of deinstitutionalization into an.

alternative living arrangement. One study will

.document the outcomes and costs of deinstitu-

tionalization at Pennhurst State School and Hos-

_pital. Another study will exdmine the adequacy

of care and services given to mentally ill, men-
tally retarded and aged persons jn board and
care homes in-10 states. .

In cooperation with the Department of Hous-
ing and Urban Development.(HUD), a major eval-
vation is being undertaken by HHS of subsidized
housing for chronic mentally ill persons. In this
demonstration project, Medicaid funds:(under a

- grant of waivers) will pay for both supportive

services and access to all needed services in the

surrounding community. Emphasis will be placed

on “normalized” or "off-site” consumption of
services. The evaluation of this approach will es-.
timate the tangible and intangible benefits in
order to compare them with the costs of provid-
ing combined housing and services.

As part of a broad study of training and em-
ployment services for handicapped persons, both
the service and housing neéds of the handi-

- capped population are being examined. The

study” will describe the character and types of
services likely to be needed by major categories’
of disabled persons, the resources needed to sup-
port them: and the funding potential under
existing programs. Recommendations for pro-
gram changes w1|| be made where indicated in
order to provide ‘more appropriate sources of
funding where current sources create disincen-
tives to the development of least restrictive care

~and/of independent living arrangements. Final-
ly, a project is-being funded to ascertain the feasi-
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Bility df'Eanducﬁng-a large-scale study of private
employers with the ultimate purpose. of finding
ways to open more job opportunities for handi-

capped persons. When all of these research-and ...

evaluation studies are completed, the federal

-

_ There are a number of reasons why we are
concerned about how normalization will develop.
in.the 1980’s. Elizabeth Boggs reminds us that
public policy is made by many kinds of people
and its raw materials are values, soft and hard
facts, -and golitical "and other contingencies
(1). Unfortunately, few "hard facts” about nor-
malization and its practice are available. Hence,
nsoft facts” (e.g., hunches, -over-simplifications,
extrapolations from inadequate data) and politi-

- cal contingencies, are likely to prevail in influenc-

-of making facilitative changes in law or regula-
_ tions. We have already witnessed state officials

ing policymakers o vote yea or nay in matters
relating to nogmalization, deinsfi'ru'rionalization,
and least restrictive care. © :

Publi¢ and private resources available to sup-

~ port and help developmentally disabled persons

are limited, and entail opportunity ‘costs which
prevent attainment of other beneficial social

~goals. These opportunity costs and the usual

Summary -
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governmehf'will be better. able to make policy
choices to improve the community living and,em-
ployment.options for mentally retarded persons

_in the United States.

“or hedging promises to comply with cou_r['r orders |

by pleading:the unavailability of funds. These
same officials also rationalize delays in promised
implementation of court orders on the basis of
their unwillingness to see developmentally dis-
abled persons “dumped” into inadequate or non-
existent community programs. :
Against such rationalizations, protagonists can

be expected to fret over the failure of govern-

" ment officials and the public to comprehend that

_ economic rationality dictates that investments

proceed at the margin and continue-as.long as
benefits exceed costs. They will argue that when
constitutional rights are involved, these rights
are; by.definition, the greatest possible good.and -
therefore deserving of the fullest investment. By

~ this logic, "normalization” could be accorded the

status of.a constitutionally protected right, de- -
serving of the highest priority in public funding

competition over the use of scarce Tesources
evoke arguments against investing in normaliz-
ing programs. Antagonists will undoubtedly
question the cost-effectivenessand cost-efficiency

defending themselves against class action suits

decisions: - e
- More than information or even*’hard facts” is
needed, however. There'is a great need for the
- political will toact. Hopefully this can be achieved -

through the concerted action of professionals and
other constituencies who share the desire to see
the normalization of mentally refarded persons.

/
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MS. KAPLAN : | predict that at some time in
“the future consumers are going to verbalize
their discomfort with our attempts to give them
economic choices. | think that sometime in the
future consumers will organize and unionize.
lalso fhmk that it will happen in conjunction

with some legal action, because people will say -

they are not getting paid. anyfhmg | think that
we are then going to look foolish because we
- will have to say that we wanted to give people
. a normal task, but we could only pay 12 cents
an hour. ‘

I'd like to know, first of all, if unionization
and legal implications started hitting the shel-
tered workshops, would we lose them because
they wouldn’t be able to pay normal wages?
Second, does it matter if we lose them? Third,

if the. writing really is-on the wall, what are we
" going to do about it, if anything?

MR.CONLEY: When you talk about sheltered

workshops being the next target for legal action,
understand that’s in the context that there is a
feeling among some people that you shouldn’t
_be increasing the number of people you place in
.. sheltered workshops making 12-cents an hour.
. Rather, 'we should be trying to open up jobs in
regular employment channels where the produc-

tive potential is so much greafer and the work is

meaningful. Work at 12 cents an hour or 25 cents

“an hour or 50 cents an hour is not meaningful.
It'sonly in this sense there js some question abou'r
sheltered workshops..

MS. KAPLAN: | can't speak:'for all the states,
but in Oregon we are fighting for. more shel-
“tered workshop slots. We spend all our time

fighting for them. People think we need some- |

thing for these people to do.

MR. MARCHAND: Can l'interject one thing?

Let us be clear about our terminology..No one

who is employed in a sheltered workshop is

~ earning 42 cents an hour, because by defini-
tioh,.sheltered workshops must pay their em-__°
ployees at least haif of the minimum wage,

~which is now $1.55 an hour. So when you talk
about 12 cents an hour, you must be talking
“about work activity centers. There is a dlffer
ence, a big dlfference

a -

Participant Discussion

MS. SCHAAF: But not all of the people that
are in sheltered workshops are able to make
that amount. A lot of people that | know don't

reven get half of the minimum wage. -

MR. MARCHAND: Well, they are not in
shelfered workshops.

- MS.SCHAAF: They are in shelfeféd
workshops

-MR. MAR.CHAND They may call them .

"shelfered workshops, but the license the labor

department gives them is not for a sheltered
workshop. It is a work activity cenfer, and there

~isa dlfference

MR. CONLEY A few years back a law was
passed that required sheltered workshops to
pay one-half the minimum wage. Those that -
couldnr’t pay thi§'wage were to be designated
as work activity centers. So half of these facili-
ties that were once called sheltered workshops
promptly called themselves work activity cen-
ters. This has led to the ridiculous situation
where one side of a shop is an activity center,

“and the other side a sheltered workshop. You

still have people in facilities-that are work
oriented that are making miserable wages. Are .

“they making miserable wages because they can’t

produce (which | don’t believe), or because the
workshop is small and oriented towards single-

. types of disabilities and incapable of providing

the type and amount of work that enables
clienfs to make a meaningful wage?

MR MARCHAND: That's why the crisis is i
commg

MR KRAUSE: Unionization is a fwo—edged

sword. On the one hand, blind and deaf peo-

ple and others have been bringing legal action.
The Wall Street Journal and others have indi-
cated the problems'and indicated what-the =
blind particularly feel'about the problems of
working in workshops. But, 56% of those em-
ployed in. wogkshops 'roday are menfally re'rarded

- - people. 7. . .

Regarding the union question, we have been

. doing a quick study ‘around the country on *
unions, particularly as fhey deal with the insti-
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tunons In certam parts of the country, parncu-
larly where unions have had long-standing’
involvement like the New England states, they
are today influencing the policy and the opera-
_tion of the institution more than they havz
“the past, because the management of these -
facilities has been subjected to heavy demands
of union personnel. They cannot fire people.

They cannot manage their operations without the -

consent of the unions. | am gravely concerned
for the future about how much union influence
‘will dictate policy and maintenance of some of
our public residential fac1|mes

MR.CONLEY : Lef me 'emphasize.one thlng,
_Fred. I'm not arguing that there are not some

good workshops, but | would argue there. area’

great many that are poor. One thing you could__
argue for is to get rid of the poor ones and
replace them with those that are more busmess
oriented. :

The second fhmg is that there is a big dif-
ference between a workshop that's training a
person for eventual job placement and one
that's keeping a person there indefinitely and
making no efforts to place hlm/her Anyone

can earn one-half the minimum wage-in private

industry, unless they have a serious behavior
problem -

As far as the issue of unionization, remember
there are limits to what unions can do. They
can’t take what's not there. If the produchvuty
is not there, they can’t force wages to the point
where people won't be hired, and usually -
unions are not totally irrational. One thi
unions might do and wlh'at they tygically do
“elsewhere is to have a voice in thé working

conditions, -which would be exifemely valuable
I think. ' :

MS. KAPLAN My concern is that | thmk|
‘that institutions are having a difficult time |
justifying themselves to the legal inspectors at
this point, and it's my guess that this will also -
be e case with the vocational services that we
offer. If the people working there start saying
they want a union, then the legal, people will
become reactive to that, and | can see where
we might wind up in the same boat as we did
with deinstitutionalization. The legal people -
will represent the consumers and will point

in .-
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out that consumers work hard, have no choice
in the kind of work they do, are being taught
work that can’t be translated into employment,
that they are not being placed into competitive
employment, that the conditions are dangerous,

-thattconsumers are.not adequately paid, and on
“and on. Will we be able to |ust|fy the
workshops'?

MR. NOBLE: Why shkould you want to?
MS. KAPLAN: I'm askmg this queshon

MR. CONLEY : Incudenfally, if a workshop

really is that bad, it really shouldn’t be justified: >~*

MS. KAPLAN: The lawyers, though, will be

'saying that a mentally retarded person cannot
' be'given workshop as emplpyment unless x,

'yr'and z happens, which may just. rule out
workshops;- and\hen where will we be? We
are already in a fix-with residential services and
the law. We are going g to be\ng a fix with voca-
tional services and the law, and That's the
economics for the person | am talking about.

MR. CONLEY : Somehow | just can't see it
getting to that point, but maybe | am mlssmg
something. . o

- MS.KAPLAN: | didn’t think we would see
the residential services gettmg to fhe point

they did, either..

MR. FOSS: Recently | saw some figures on
what the placement rate is out of workshops.:
if the people,in there are training for competi-
tive employfnent, there aren’t many of them .

“finding it. It seems to me that if all these

things are wrong, it ‘could be a place for con--

: sumers to be pushmg for some acnon

MR. KRAUSE You have to understand fhe
type of placements that are going into these -
type of facilities. it has- changed over the years.
The workshops today are serving a population
of clients whitch has o prior work experi-
ence. It is queshonable as to how much training
they can undertake in the setting that a workz_

“shop provides. Personnel in those workshops-

are unprepared and generally not well trained
for provudlng |ob skill frammg ;o a group Wthh
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is basically severely, and in many cases, multi- -

ply handicapped. | hava seen some places

where all the young man could do was hold a

paint can and spray it. If he were asked to do

“anything else or if you tried to train him; you

would have serious difficulty. But, we are find-

ing through Tom Bellamy'’s studies and those of
others, that this happens because we don't;

" know how fo train these péople. Mark Gold and
others have done some exceptionally fine work,
and we haven’t been able to properly dissemi-
nate enough of this information and train
people in the workshops to be able to use what
are possibly better methods of training in that

.environment. I

MR. FOSS: My comment is not-to suggest
that the purpose of consumers looking at these '
workshops is to put them out of business. |
know from my experience in in-service training
that workshop people don't get.trained nearly
as much as a.lot of other groups, but something
has to happen to get that started.

", MR. KRAUSE: This is a++ s problem. At
one time we had at least five - viversities in
this country which trained vsorkshop personnel.
To the best of my knowledge, today we have
two, possibly three. | know San.Francisco is,
and | think DePaul is still doing it. I-don’t know
if Rutgers is any longer. -

11er. LITVIN: We have one in Greeley.

MR. KRAUSE: There was a funding source
for the training of workshop personnel, and
through economic cuts, the amountfof funds
~ for that kind of training has declingd over the
_ past few years. :

MR. NOBLE: V'd like to get back to the basic
question here. What are we talking about,
economics and normalization, or are we frying
to justify what in the hell we are now doing
under certain constraints? .. o '

| went across the seven northwestern Euro-
pean countries on a study | did a few years
_.ago. | talked a great deal fo economists about -

" sheltered work: provisions. for the severely =

. handicapped and got a pretty good idea of
what they-think they are frying to achieve. |
think the public policy question comes down to

this: If you have an objective to achieve certain”?

A

K

) n,})'

————

transitions into unsheltered, unsubsidized em-
ployment and that program fails, then you

have to decide what function;-what benefit,

that particular program serves. When you look -

at the overhead for maintaining those work-

shops and you think about distributing that ‘
overhead in terms of cash payments to the
workers, | think you could pay them a much,

- much higher wage for just staying home doing

nothing. .
" There is a demonstration model being run
by the Department of Labor and they have esti-
mated that the overhead per prson is between
$9,000 and $12,000, compared to about a
$6,000 overhead in training job corps partici-
pants. So we have got some question of who
benefits and who pays here. C

MS. KAPLAN: Well, the courtssay ...
MR. NOBLE : Wéll, the courts will raise hell,

of course, especially when they find, as Claude

Whitehead did in his analysis of the Depart- S
menf of Labor’s own studies, that about 20% of
the regular workshops classified as such (riot as

- work activity centers) were paying less than one-

half of the minimum wage. One ofthe major™ "7+~~~

" recommendations from those studies was that -

the Department of Labor begin to enforce com-
liance with the Federal Minimum Labor Act.

IR. MARCHAND: Just another reason why
| was arguing with Gunnar earlier about the
Labér Department not being a whole lot better
than any other Federal agency for enforcing

A

“these programs.

MR. KRAUSE: Then we could say, as we :
did in our discussion of Title 19 and the Medi-_>"  »
caid ICFs/MR funding, that sheltered workshop
programs are not enabling our policymakers
to pursue a normalization program. They are
possibly disincentives to normalization more
than incentives to normalization.

MR. NOBLE: \f these 'workshdps are not
producing what they say they are, and we are

_playing games, trying to get some bucks from

Rehabilitation to keep people in work:activities
because it's considered good for them, then we
are doing this under the table. What we should -
be trying to do.is identify that problem to see

if the activity is justified: If it does not result -




"thing that is good an

el

in transition intq unsheltered. employmenf then
we call it occupatiopa
de5|rab|e for a certain
portion of the developm ntally disabled popu-
lation, and it promotes: b%ter feeling about
themselves and normalized behavior, then |
'rhmk/l'r s legitimate and should be funded as a
|eg|t|ma're activity.

al therapy. If that is some- "
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MS. KAPLAN: That's ri'gh'r but from the

- consumer’s point of view, they are hearing -

and they are told every day that if: they-goto .
work at a wBrkshop or activity center they wnlf
learn how to work and be put in a job soon

. and out of this progre m. Imagine what-it's like

from their perspective, because it isn't working
and it isn't their fault.

-------------------------------------------------------------------------------------------------------------------------

MR.SOENNEKER: In terms of the future, |
suspect that we will get approximately the
same amount of money to do the job well for
everybody that we now get 16 do the job .
poorly for some: What | am trying fo say is that
as we look at alternatives to do the job that
needs to be done in the future for the men'rally
‘retarded, I'think we are, in fact, not'talking
“aBout a massive infusion of new resources. If
we keep up with inflation we will be lucky..If

we are unlucky, we will be in California’s posi-

tion of a 25% reduction. So | think it really
becomes critical fo begin to talk about alterna-
tives. How are we going to do the job that

. needs to be done through re-allocation of re-
sources rather than a massive infusion of new
monies? If's at this point where the more long-
range human systems management (not human
management but the management of human
systems) really begins to take on a critical
‘priority. We have got to learn how, for exam-
ple, to analyze our budgets, not interms of a-
one-year cycle, but in terms of long-range *
savings in the system: It's these kinds of issues
- we are going to have to struggle with, because
'I think we are naive if we believe that we will

. have any major new expansion morey, beyond

‘keeping even with inflation.

- MR. MARCHAND: That leads me to.where
| was hoping we would be tfowards this time of
day in the area of economics, and that is sys-
tems change and getting bucks and the poten-
tial for dollars. | have to approach that from
“my own day-to-day perspective, which is deal-
ing with the United S'rafes Congress There is

-~
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no greater frustration when one thinks about
“systems change than looking at how the United
States Congress treats handlcapped people in
their progranis.

//When | 'rhmk of any po'ren'nal solutions'to the .

myriad of issues that have surfaced over the
‘last couple of days, it absolutely-boggles my-
mind to think that we have an inkling of a
chance to-make changes in Congress, based on
the jurisdictional issues that we will have to

" face and the enormous job of education that

- we would have with these powerful |nd|V|dua|s

who run the comml'r'rees

We have an entity in 'rhe United States Senate
" called the Subcommittee-on-the-Handicapped.
Now, one.would think that that would be the
committee to go to to discuss many of the
issues that we have discussed today. As a
matter of fact, the Subcommlﬁee on the Handi-
capped has. |ur|sd|c'r|on over lessthan 15% of
the Federal dollars that somehow or other get
funneled out to assist handicapped people.
There is no way that we can deal with these

- issues. through a systems process without deal-

ing with these peoplé who-hang on to their |
|ur|sd|chon and territory. Just how do you get
‘Russell Long, Ted Kennédy, Harrison Williams
and at least two or three other people to sitdown
at a table like this and talk about those isSues?
Then, if you are successful, you have a bigger
problem in the House. Then it's got to all come ~
'foge'rher *‘We have enormous, enormous

" difficulties. :

I would advocate 'roday 'rha'r we have abso-

_|u're|y too many programs for the handicapped

NP
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already enacted by the United States Congress
and I'm damn well part of that problem. It's
my job to do this.-It's never béen more evident
to me than it is today, because | spent two full
days last week analyzing the Predident’s

- budget, and would you believe that there are at
least five programs authorized in the Re ablh-
tation Act Amendments of 1978 that don’t'even
exist in the budget. They are absolutely zero
funded three fiscal years after the program was
authorized. T'«« handicapped community and
their advocaies have so'many programs_to worry
about that we can’t even go.out and get the -
money for them anymore. It's the truth.

| attempt to bring together the Washington
. handicapped community to try to evolve rea-
sonable priorities for appropriations for these
programs, and we try to allocate leadership
roles to cerfain organizations who have vested
interests in some of these: We flat ran out
of leaders. We ran out of organizations, and we
" ran out of interested people'who are willing to
go out and fight for a parhcular program. .
An example is the Community Services Em-
ployment Program out of Rehabilitation that is
» supposed to be administered by, the Labor De-
partment. | have yet to hear a single handi-
capped individual or organization representing
handicapped people address that program ,
from a money standpoint, and yet that law was_ |
put in place in 1978. The President has put no
_.money'into it and will never put any money
into it, and probably the next President won't
put any money into it because there is nobody
to advocate for it. That's how far'afield we are.
The biggest problem we have is congres-
sional jurisdiction, in my opinion. We can't get
past that. It's something that has evolved. It
hasn’t, by any means, been shaped through a
sound public pdlicy perspective. It has been an -
~ incremental process that's been ‘made to-evolve.
" If there is a little problem, we solve it with a
band-aid. If there is another problem;, we solve
it with a much bigger band-aid. If there is an-
other problem, we solve it with a smaller band-
aid and on and-on.and on. 1 don’t know that
we are capable as a society today. to solve the
problem. | don’t know that we are all ready to -
do that yet, certainly the Congress isn’t ready .
to do it. It's absolutely not ready. In fact, in my’
_ opinion, it.will resist most of what we try to'do.
i . . 14

ot
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“applied. Mark Litvin, under a contract with' .
~NARC, put a Federal resource guide together

4,__th|r;k some form of a system change along the
.seriously considered for aging, could also be

" disabled people .

If we are successful, it W||| take years, maybe S
decades of edlucation. .

MR. KRAUSE: Paul is completely accurate
on that. It's extremely frustrating for him, and .
he's extremely knowledgeable about these
problems. The few Congressmen who do know -
somethmg about it are in a position where they
‘can’t do one hell of a-lot about it themselve's

or they don’t have enough seniority or they are .
not on the right commiittee, etc. | think weegit ~ "~-—§
start off with Paul’s comments about s ten ' - 4

change because that's where | thlnk/We should
be able to try to address some kind of recom-
mendations to this or to other groups. One of"
the system changes which | don't think has’
been given enough consideration and thought
is how possibly brokerage systems could be

3

But it is such a multitude of resources, and yet
funding is at a scarcity, or people are not aware
of how to reach thiose sources..That's where |

lines of a brokerage, which is being today very

applicable for programs for developmentally

MR. SOENNEKER: Let me‘Eomment on
Paul’s point a little further. In- preparahon for
putting together a proposal to the United Way,
| did some study that | think follows up on:
some of the things that Ron did a number of .
years ago. That is, when you.start adding
together all of the various federal programs,
state programs, local programs, and so forth, -
you are talking about a heap of money that is :
spent on this group of people in this country.

MR. KRAUSE: Overthree billion.
-MR. SOENNEKER: Fow.much? -
' MR. KRAUSE: Over three billion. |
MR. MARCHAND: That's only federal.

MR. SO'FNNFKFR By the time you . add it b
all together, if our state parallels what is hap- o
pening nationwide, you are probably talking b
about something on the nelghborhood of 20 e
b||||on dollars a year minimum. R P

68 |



-

MR KRAUSE: Spem on handlcapped
people? .

- MR. SOFNNFKER No. Spen'fon mentally
retarded people, including in that those people
-who have traditionally been-considered the DD
popula'non You are talking about all your spe-
cial education money, $SI and on and on and
on. The amount of money from the federal
budget alone goes consnderably above three
billion dollars by the time you add it together.
Now, that's a heck of a lot of money, but it's
in such diverse programs that if we had that
money to do with what we wanted, rather than
playing ail the hoops and circles, | have a strong
suspicion that we would have the resources

to do the job right for the ‘handicapped. To me; -

the ultimate problem we are struggling with i is .
how do we get that combined federal, state
and local system turned around to a point
where it can have an effective impact on the
handlcapped -

_ MR NOBLF We. never have enouqh money
to do all of the good 'rhmgs we want todo. *
Most of the good things we can defend, as to
their effects. It really comes down to trying’to
understand what goa|s we have, what we
warit to achjeve for handncapped individuals
and then using our resources o achieve 'rhose
things. y BRI

When the uses of resources are not produc-
tive, they should be curtailed and the money
spent on 'rhose sets of activities that are de-

. livering goods ANe do not seem to have i«
system of accountability. That partly,'| guess,

is our inability to manage. But we do not have
a system or ethic that forces us in that direc-

_ tion n'the publrc sec'for We ﬂéver go out of
.busmess

MR. COOKE: "Weil, | think part of the prob-
lem’is that what we are doing is very difficult
to measure. | think it's easy for the economists
to demand accountability, but accounfab:llfy.Qf
' resul'rs is very difficult to come by.

: MS. "YARON:. Well, not really. In the last

~ three years the Bureau.in our region funded a
series of contratts to the tune of a million
dollars to come wp with what is called DDS,
._Development Disability System, that would

. N_Qrm‘alization'and Economics / £9

- cover bo'rh process and outcome accounfablllfy

»

< .
-

It was done with good repUtable research out-
fits and with a representative body of experts.
from DDS.that served as advising panels. The
problem was that it was limited by the DDS |
to the former grant moneys, and when the
states were requested to come up with a plan
and a design to meet the specifications and

_ criterion of this system, the states said that they

didn’t want that kind of accountability because
it was oo cosﬂy for overall programs.

MR. COOKE But what | am talking about is

. a very selective program. For example, for over
five years the Kennedy Foundation has been

frying to give away some of its money to-Uni-
versity Affiliated Facilities to carry out compara-
tive cost-benefit analyses at different modality
levels. We know that there are literally billions
being spentin certain rehabilitative approaches
without any documentation whatsoever that

- ‘any of them accomphsh a-damn thing. Certa|n|y.

there is very little evidence of one approdch
being superior or inferior to another. They all

go on. They are all funded. They are part of

the cost reimbursement formula, and so forfhl .

| have been trying to get the National Insti-

. tute of Health to support this. | hope that the

+

new Institute of Handicapped Research (for
God'’s sakes we must change that name, it's
hard enough to do research without doing

handicapped research) might be able to do it,

¥

but we must do it with certain selective ap-

proaches. But, both the investigative and the
funding conifnunities put these things at very low
priority. The National Institute of Health thinks

it is just ridiculous for the investigators to spenc!

their time finding out whether or not one way
is better than ano'rher way.

Y

MS. KAPLAN: lf you are ever inferested in
havmg the consumer look at what the services
look like, we have a few People First members
here. | mean, you talk about giving away
money to @ University Affiliated Facility to
research services. I'm just saying that maybe
some mo-iey | needs to start going to 'rhe
consumert.

. MR. COOXE: I'm all'in favor of putting pur-

chasing power in the hands of the consumer. |
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think that's very important. On the other hand,
you have got a lot of treatment modalities going
with very little in the way of apalyses of bene-
fits in relationship to costs.

3

MS. KAPLAN: Yes, but you can ask the‘con-
sumers if they think they are getting-what it is

we fhmk we are g|V|ng .
 MR. COOKE: Well, you can do that, but you
have to do both.

A

MS.SCHAAF: But | fhlnk Bob, that if you
don’t want to give money to the consumer or
to any ofherprogram or club organization, you
are buildifg a fence of igndrance to these
people. YoU're wanting to ignore them and

look to others that you<can dwell better on and

forget about fhose people.

MR. (,OOKE I'd like fo give the hahdi-
capped purchasing power. They don’t have it
- at the present time. That's the free choice prin-
ciple that we talked about earlier. The second
" thing that is needed, however, is a better
identification by professionals of what's good
. and what's bad in terms of product, in terms of
results, so that the consumers have a choice as
to whefher or not they ‘want to spend their
money on something that doesn’t do much for
them. For example, in the medical area, it is
. possible to buy vitamins ‘that cost a buck a cap-
sule, and you can'buy.others that cost probably
a penny. The dollar ones mlght be better, but
if you do some investigation, you wil| find ‘the
dollar ones don't do a bz‘f more for you than the
‘penny ones. ‘

MS. SCHAAF : So you fhmk n sa wasre of
money. .

)

‘ MR COOI\F Many. of these thinys are a
waste of money, and the consumer oughf to
know about that. Even the professionals don’t
know it's a waste of money because nobody
has bothered to look at the problem-irt medl-

" cine. We do it all the time:We introduce all -
sorts of new freatment approaches without
ever finding out whether the add'anythmg at ”
all to the well being of the patienfs. They are
all accepted right away and the government .
.agencies go on paying for them on'a cost reim-
bursement basis. Bills just get higher and

higher with very little evidence as to whether
anything more is being accomplished: \

MS. YARON: By what authority are you ~
going to ask the states to show you where the
money goes? N )

MR. COOKE: I'm not - askipg the states to do
anything. Take Medicaid for: example Before -
Medicaid should pay for some&-new activity or
procedure, there ought to be evndence thatithe
value added will be commensurate to fhe addi-

tional ex ense.- .
| exp 7

MS. YARON : But it has to be provided to
ﬂzme"fundmg source by the states. How are you
going to ‘make the states do it? By telling them
if they o not, you're not going fo provnde the

money’-’

MR. KRAUSE: You could take some pllot
programs from certain chosen areas and depart
from the traditional\way of doing things to
see if new ways are more effective. One of my
concerns is admlnrstr'a'nve costs. | think those .

- who are today supportifig Proposition 13 and

other such efforts are'fed up with government
waste that's going to high salaried adminis-
trators. They see it when they go to welfare
offices. They see it when they go to unemploy-
ment lines. They see it as they go to the various
facilities and institutfbns for the mentally
retarded. This is where they are wanting to cut.

| think we need to choose a few areas, aban-

* don the traditional way and start over. The
assistant federal evaluatdr cold very well take
that as a serious recommendatlon and pulot

1

4

s

some new studies that would probably be cOst- _'

. effective'in savings, studies that aren 'r bemg
~ done today in any ‘other manner. ! SN

MR. CQNL EY I'd like tS make one commeént
, about the probiwrs of defining operational =«
goals It's diffizylt, It's also possible. It may take
ten years, but it's kbetter to start than to spend
the next teri years saying how difficult it is. If

. we spent’ some time defining opera'nonal goals,

mah;atlon means, because it would fall right
out and possibly. qunte a few of the-other prob- .
lems we are talking about would begm to settle .
out as well ‘ .

o

4

’



R. NOBLE: The accountability system we
s#fe talking about is a difficult task to undertake,

Kbm consider where we are today. Paul hustles *

the Congress. He looks at a bill in terms of

. whether it’s likely to'draw more.money for the

mentally retarded. A lot of us who analyze in-
- side HHS belleve in funding handicapped pro-

grams or programs for the mentally retarded.

Yet, we don’t know what's really going-on with

the funds that are being spent-When we do -

special s'rudles we are fmdmg that very, very little
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is going on that is productive in the sense of

" accomplishing the goals which are embedded in

the legislefive intent, and‘we are not sa'nsfylng
the consumers.
So how do we play this Yame? Do we begin

1o investigate by getting'a few professionals to
"o take some of the dolla

the Kennedy Founda-’
tion has offered, or do we just continue to vote
wnh our hearts and for our interests, and fal
}zher and further behind with respect to_
{’i eving the goals of normalization?
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ERIC

Aruitoxt provided by Eic:

An Advocacy Manual for Persons with Disabilities

Advancing Your Citizenship Publications

A manual intended to assist disabled persons in exerci's'ing their rights of citizen- .

-~ ship. Presenfed in a question and answer format, it is expressly ‘written for handi-
capped individuals, their parents and their advocates. The first section.on Legislation

covers the three major federal acts which have direct implications for handicapped

persons and their advocates in terms of obtaining a broad range of services to which

they are entitled. The second section on Consumer Protection Mechanisms includes
the major fypes of protection required by federal legislation. Individualized Program
Planning, Non-Discrimination, Least Restrictive Alternative, and Procedural Safe-
guards in Education are “tools” with which disabled persons and their representatives
may advocate for services and equal opportunity. The final section, Case Studies,
demonstrates the interpretation of federal Iggislation and the application of con-

sumer protection mechanisms in terms of real-life problem situations. (78 pages)
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An Annotated Bibliography on Consumerism/Advocacy
for Persons with Disabilities ' o

A comprehensive bibliographic document comprised of 289 references on con-

sumerism/advocacy drawn from over 100 different periddicals, books, monographs, -

reports, and proceedings. Covered are a wide range of fopical areas as reflected in
the subject index, e.g., consumer involvement/client participation, civil rights/legal

_rights, protective services, self-help groups/organizations, client assistance projects,

types of advocacy, individualized program planning, legislation, vocational rehabili-

tation, public welfare, business/marketing consumerism, research. Each coded ref-
erence is followed by a detailed descriptive annotation. Designed as a-working
tool for professionals, consumers/advocates, and students of the advocacy consumer
movement, this document will direct the reader to a wide range of literature on
consumer/advocacy theory, research and practices, as well as a variety of training
manuals. (241 pages) ' ' : .
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Advocacy and the Developmentally Disabled

A monograph which.provides'a;frémework for ljnderstanding advocacy as it

relates to dévelopmentally disabled people, and conveys the significance of the -

advocacy movement to this population. It is also intended to assist developmentally

disabled individuals, their parenits, professionals, and others in becoming advocates.
The five chapters define advocacy, examine its origin and development, discuss

federal legislation relating o its evolution and implementation, and outline a model
support and advocacy system for developmentally disabled groups. Current and..

Fen

- future trends in service delivery as they relate to advocacy are discussed. (127 pages)

E,-"SPYS On Consumer Involvement of the I{andicapped

A monograph which .refleéts on the development of consumerism for the handi-
capped during the decade of the 1970's. Essays in the first section on The Advance-
ment of Consumer Involvement discuss and analyze the history of the consumer
movement, consumerism practices, the role of retarded people in the consumer
movement and issues in need of empirical pursuit, Essays in the second section on
The Emergence of Consunierism Through Congress address the legislative making
of civil and consumer rights of the- handicapped. These essays are derived from 57

congressional documents which represent Congress’s activities in regard to rehabili-,
- tation Iegjslation during the period of 1972 through 1978. (49 pages) s
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