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The purpose of this report is to presont'an 1ntroductory overvigw of -
corcepts and issues related to delnstltutlonallzatlon and ‘the dovelopment

of communlty based ‘services for the mentally retarded Spec1al attention

has been’ glven to de1nst1tut10na112atlon in rural areas.

@
A

: Given the fact, that mental retardation often involves a birth to

death candition, various degrees of handicap, and‘requires a wide array ofﬂl

residential and support serv1ces, thls brief report does not pretend to

Hopefully,

. .

do justice to all facets of this very complex subJect(?rea.
this report will at least prov1de-the reader with a better appretiation';

for the many aspects of de1nst1tut10naLLzat10n and pr0V1de some direction

for add1t10na1 study and exploratipn. ’

< -

sionagl aud1ence,'yPere§s;ona1 and technical jargon have been avoided

wherever possible. - : ; RN '

. '
.- . ° .
'
: £ . .
v

- I iii

It Should be noted that thlS report has been prepared fdr a nonprofes—’,

.
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In order to- comprehedd some’ of the prpblems and issues surroundlng

o de1nst1tut10nallzat10n and the development of communlty based serv1ces for

the retarded 1t is necessary to understand-certaln mental retardation

. 4
\ \]

vcoﬁcepts. Below several quotes have been drawn from a standard reference

"/ book prepared.for the American Association on Mental Deficiency by Grossman
(1973). O T ; |

- . «Mental retardation refers to: significantly sub average generdl
_ intellectual functioning existing concurrently with deficits in
y -~adaptive behaV1or and manlfested during the developmental perlod
‘ (p 11) . . ~ 0 »“ ‘
Ve . Y " -
e development‘period extends to ‘18.years of age. The term adaptiVe behatr-
. - s « ) e : C / :
. "+ ior refers to! - ) - ' .
: ‘ : o
, ...the effeCtivenesigor degree w1th which the 1nd1V1dua1 meets
'\ . the standards of personal independence and social respon51b111ty
expected of his age and cultural group. Since these expectations
Y- vary for different agé\groups *deficits in adaptlvefbehav1cr will
| | - Vvary at dlfferent agei These may be reflected rn the follow1ng
N areas: :
‘ Durlng 13fancy and early chlldhood in:
. 1sory-motor skills development and
2. Co unication skills (1nc1ud1ng speech and’ 1anguage) and
3. S¢lf help skills and
4. Socialization (development of ability, to 1nteract w1th
« ' others) and B _
’ Durlng childhood and éarly adolescence in: - , b
. “Application of basic academic skllls in daily life act1v1t1es S
and ‘
-| 6. Application of approprlate reasonlng and judgment in mastery
‘ of the environment and - v
7. . Social skills (participation in group activities and inter-
’ personeh relationships) '
. * and v
Durlng late adolescence and adult life in:
8. Vocational and soc1a1 regponsibilities and performances

(p. 12) .\ o

\t must ‘be emphasizedrthat mental retardation consists of deficits in

-

~

both intellectual functioning and adaptive .behavior. °
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" . .of méntal retardatlon. A 51ng1e source of data (e.
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Both the 1nte11ectua1 1eve1 and the adaptive behavror 1eve1
should be considered in making classifications. While it is
recognized that there is a positive coTrrelation between in-

" .telligence and adaptive behpvior, demonstrations of variability
-in individualg indicate. tha separate measures are warranted.
Only those individuals who démonstrate deficits in both measured

" intelligence and adaptlve beh v1or are ciass1f1ed as Weing

. menta 1y retarded... (p. 13) \

alizagion of mental retarddtion In the past, the class1f1cat10n r diag-

tual fUnctlonlng _f

A wide range of data Ctest’data dlinitalh servatlon, soc1a1 history,

observatlon of everyday behav1or~ etc.) should be utlllzed in the diagnosis
ey-an I Q score)
should not be«used to.establlsh 2 d1agnos1s ‘of menta retardatlon For

these reasons multl d1sc1p11nary teams should be 1nv01 ed in the dlavnost1c

process. For example dlagnostlc teams should consist o phy51c1ans,

- . s

-

mental retardatlon and the condltlon itself. There are, for ex

200 known cluses of mental retardation. e

L)

. Mental retardatlon as deflned denotes a level of behavigra
performance without réference to etiology. Thus, it does\not
distinguish between retardation assoc1ated with psychosocial or

- polygenic influences and retardation associated with biological
deficit. Mental retardation is, descriptive of current behavior
and does not imply prognosis. Prognosis is related more to such °
factors as associated conditions, motivation, treatment an
, training opportunities than to mental retardation 1tse1f

(Grossman, 1973 p. 11)
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Thé‘Ameritan;Association.on Méntal Deficiency recommends that the

terms. mild, moderate, severe and profound be used to describe various

levels of retardation Among those cons1dered to be mentally retarded, °

'S

apprOX1mate1y 89“ fall into . the 'mild' -category, 6% are 'moderate,
3. 5“ are 'severe' and 1. 5°Aare profoundly retarded.

© It is commonly asSumed that approx1mate1y three percent of thq generdl
populatlon 1s\§entally retarded ' The National Assoclatlon of Retarded
C1t12ens (NARC) and the Pre51dent S Commlttee on Mental Retardatlon (PCMR)
“are but two of the. many organizatlons which base theirlprogram and service
recommendatlons on the three percent prevalenc@'rate ‘HoWever, ot euery-.
one accepts the three percent flgure -Mercer»(1973) for-exampl R has argued 1
that _the three percent rate is based on faulty stat1st1ca1 and deflnltlonal

assumptlons and does no conforT to empirical data. She belleveS‘the pre-

valence rate is closer tp one percent ~ Edgerton, Eymon and Silverstein

k)

- (1975) observe that: J S

oL It may'be‘corr ct to state that three percent of the children
: born will be dlagnose as retaxded at, some time during their
" lives. But this is ot true.on any given date; the correct
'\\\. figute is closer to one percent. This 1s so because people
‘who were diagnosed as mildly retarded during ¢hildhood or
adolescence appear to bequite normal as adults. Similarly,

N it s often difficult to i ntify mildly -retarded preschool

children because their behavior is often like that of other
- ~children. - Mental retardation should not be cons1dered an
unchanging or a permanent cond1t n.

It has besn estimated that about 25 perc\ht\of .the mentally retarded

in the Unlted States are found in varlous types oE\1nst1tut10ns Many of -
’1' .
these, however,, are hot 'labeled' retarded and most are not in institutions

w
o

for.the mentallyeretarded. A large number ‘are to' be found in nursing homes,

Py

hospitals “for thE nﬁntaliy i1l and‘correctional'instftutions. For example,

‘ . |

/
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> - in 1971 "...almost 30,000 residents in state mental hoepitals were diag-

1 s : . L () . .
= ; - nosed with mentalrdeficiency as the primary disorder." (Mental‘Retardation-

<

Source Book 1973, p. 3) About~ten _percent of the retarded are in 1n9t1-
’ _tut10ns for the mentally retarded. In 1971 about 28 000 were in private

L | institutfons and approxinatel? 181,000 were in public 1nst1tutlons(for the

. retarded"ég:i\ o A4 . - | - 1 |

DEVELOPMENTAL DISABILITIES e

. . o - . Ve .
4 . . . . : . - . h]

Increasingly, the term developmentalwdisability>(D.D:) is used as if.it
‘were synonymous with the term mental rqtardatlon To avoid confusion, it
is 1mportant to d1$t1ngulsh between th% two terms ALl mentally retarded
individuals are developmentally dlsab%ed but not a11 developmentally dis- -
abled persons are mentally retarded The term developmentally dlsabled is
more 1nclusave than the term mental retardat10n and is a legal deffnltlon
y ~ rather than a c11n1¢a1 definition. Below is a fa1r1y typlcal def1n1t10n of
dewelopmental disabilities, It appears in the Montana Developmental
Disabiiitieé Services and Facilities Act of 1974. E . SR
_ Developmental disabilities means disabilities attr1butab1e to
‘mental retardation, cerebral palsy, epilepsy, autism, or any
other neurological handicapping conditions closely related to s
mental retardation and-requiring treatment similar to that B
required by mentally retarded individuals; which condition has '

continued or can be expected to continue 1ndef1n1te1y and | ) - O
. - constitutes a substantlal handicap of séch 1nd1V1duals . ;.

f'\v‘

It is 1mportant to note that sOme states do not include autism in the1r

v

D.D. definition and in some states.serious con51derat10n has been g1ven to

&iﬁ>, the add1t10n of 1earn1ng disabilities to the def1n1t10n. Thus, the term

» - : s . - o : .-
developmental disabilities lacks precision and is a source of some confusion.
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DEINSTTTUTIONALIZATIONQ GOAL AND. PROCESS AR

As{ﬁsed'here the term dein?titutionalization refers to both a goal ’
and a praéess As a goal delnstltutlonallzatlon refers to a plannod . .
I

reductlon~1n the number of persons resldlng in 1nst1tut10na1 facllltles S

PRERS T

for the mentally retarded. In this sense, de1nst1tut10na112at10n is synon*»

1ymous with‘depopulation. According -to the President's Committee on Mental .
_Retardation (1972 ‘p.'31) at 1east one-chird ofgthose in institutions for N

o L4 N

‘the mentally retarded c&pld W1th proper tra1n1ng, become fully capable of
communlty based 11v1ng and productlve employment s
| As a process, deinstitutionalization encompasses four interrelated

:actlv;tles . . .rr’ T N 3

b 1) Preventing the adm1551on of persons to 1nst1tut10na1 fac111t1es .
"by finding and developlng alternatlve communlty methods of ca1e

and tralnlng,;_ ‘ : ‘ E

2) Returnlng to the communlty all 1nst1tutlonal residents who ha\e
beefi prepared through‘programs of habilitation and training to
‘fun tion adequately in approprlateolocal settlngs, ¢ ,
o S

3) EstLbllshing and ma1nta1n1ng a responsive re51dent1a1 environ- =«
ment which protects human and civil rights and which contri-
u _ butes to the expeditious return of-the individual to normal-
' communlty 11V1ng whenever possible;

5 - 4) Promoting public acceptance of reiarded persons as neighbors,

i \ O employees and as citizens posse551ng civil and human rights. *

-— v

) fore proceeding further, 1@ is important to dlstlngu1sh deinstltutlon—rf "

‘alizatign from two ot;::\éoncepfs?‘ 'institutional refofm' and 'decentraliza-

INSTITYTTIONAL REFORM

U
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- yp- gradlng q&d 1mprovement of 1nst1tut10na1 care and raining‘? ”Inst&tution—

- -

/ al refOrm...lnvolves a mod1f1cat10n or 1mprovemen 7in attltudes zphllosophles,
'EE o p011c1es effectlve utlllzatron of all ava11ab1- resources, and 1ncreased

. .flnanclng~to prov1de adequate programs to mot} vate and’ assxs\Llnd1v1duals. v
-4

L ~ to reach ¢he1r max1mum 1eve1 of“functlonln- in the 1east restr1ct1ve o .

Py \ﬂ' . \
' env1ronment p0551b1e " (PCMR May, 1974 p- 4)\ ’

A

LY A potent1a1 for frictlon ex;sts aetween the advocates of 1nst1tut10na1 .

o »

‘ ’

" reform and the advocates of de1nst1tutlonallzatlon. The basic sources of

- : th1s cdnfllct are the need to compete for scarse financial resources and the

’ v

AN | be11ef th;t resources floW1ng to an 1nst1tut10n w111 not be avallable for

communlty based serv1ces and visa versa. Th1s competltaon may be especlally
' \

oo strong in states where the agency respons1b1e for fundlng communlty based '.

serv1ces lS dlfferent from the one respons1b1e for fundlng 1nst1tutlona1 L

b s
’ N L R . .

x . . )
‘programs. : o ' . .
N N - o : .. -

DECENTﬁALIZATION

"glslatlve proposals to deal with problems of institutions sometimes .

boa

= take the form\of decentrallzatlon rather than de1nst1tut10nallzat10n. In
O .
o other words it is suggested that 1arge state institutions be 'broken up

L ;nto more manageable units and d1spersed throughout the state. An example

s

A mlght be a proposal to ”decentrallze" a 2,000-bed 1nst1tut10n into four

SOO—bed res1dent1a1 units: The concept of decentrallzatlon may appeal to

»1egislators who have used it successfullysto solve problems in other public

- o - s

. service areas. Essenxlally, the decentralization approach creates new

A

* 'mini-institutions' while the 1nherent problems of 1nst1tut10na1 care remain

Y

unsolved. When 500 or even 50 persons live in a,fac111ty it becomes'an
. Lo . @ ' . . . * . . . IR

Fye \
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et . 1nst1tutlon regardless :Eg&ts new name Or locatlon. Fac111t1es of th1s ‘'size T
) requ1re rules regulat1 S rout1ne'w$151t1ng hours, 10ss of privacy, etc. --

all of those. 1nst1tuxlona1 features which are barr1ers to the ach1evement

l L

-+ or normallzatlon and .the ﬂeast restr1ct1ve env1ronment Afterna 1arge ' :

. o
A i * » - 13

expend1ture of money for smaller 1nst1tutlona1 fac111t1es states may dis-
o = '

.cover that‘these too, fall sHort of modern expectatlons and standards

5“ ' _ ' ‘“ ‘ Contemporary professional op1n10nvand parent groups generally con51der : T

c Wt .

large, state res1dent1a1 1nst1tutlons to be an unde51rab1e and 1nappropr1ate,
1f not harmful env1ronment for the mentally retardedA Natlonal Assoclatlon

L for R@terded Citizens has recommended that all res1dent1a1 fac111t1es con-'

. B l'" ’ . 4

"sist of small 11ving units, each“of which is shnilar to a norma}-home
_ 1 o ce
- - environment. At its October, 1972 Annual Conveﬁtlon e NARC passed a .

\

-~

resolutlon recommending that the estab11shme t of these smail 11v1ng un1ts_«.

» ’

Rake precedence over addlﬁlonal_capltal 1nvestménts\;n ex1st1ng or mew large -

- . .
. -, . '
) . . . - S

'1nst1tutlons. D _ ce S

s

s T THEDEINSTITUT,,E&{ZATIONMOVEMENT R S K

Y

’
ik e i pe

)

“‘Over the past decade several forces merged to generate the de1nst1—V
fg)\tutlonallzatlon movement.. In part1cu1ar the scandalous conditions found

N\ S in many 1nst1tut1@ns spurred thefsearch for alternatlves Such cond1t10ns &

were especlally hard to accept wheﬁya S. 1nst1tut10ns were compared fo - . 1 T

successfui communlty programs developed 1n the Scand1nav1an countr1es
) . © In addition, advances in behav1ora1 technology made it possible to train = . ,
. . g

and educate retarded persons to levels\prev1ously considered unattainablé. -

n. [ o

o ,@ i The concept 6% normallzatlon and recent legal trends have been’ s1gn1f1cant

' factors"1n generatlng the de1nst1tut10nallzat10n movement

‘e

’ . . f ’ ) (
N . T
. LN v . ’
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‘or conventional ' This means, for example that the retarded should to

Normalization

4

The philosophy and principles of % normalizatlon have becomo pervasive

~and powerful motivating forces‘toward deinstitutionalization ‘A thorou&h

understanding of delnstitutionalization for the mentally retarded requires
A

_an appreciation fbr and an understanding of normalization. Unfortunately,
. this brief report cannoﬁ‘do-justiCe to this concept and its far” reaching
vimplicatiOns..fThe reader is, therefore referred to works by Wolfensberger

- (1972), NirJe (1970) Zarfas (1970) Gunzberg (1970), and Bank Mlkkelsen

(1969) An October 1973, publication by the National Associatlon for

Retarded Citlzens defines normalization as follows -
0
The concept of' helping t e-developmentally disabled persons to
obtain an exjstence as close to the noxmal as p0551b1e making
available to them patterns and comditions of everyday life that
., are.ds close as possible to ‘the norms patterns) of the main-
f.streaﬂ‘l of society. Specifically, the #%e of means that are as
l culturally normative as possible to elicit and maintain behavior. =
‘that is ‘as culturally normative as possible. (p. 72) '

4

The term normative in the above definition can be equated w1th 'typical’;

+

%

the greatest extent possible, live in typical or conventional homes in

ordinary neighborhoods and communities Moreover, their work, recreation,
i Lo
clothing, transportation‘and other daily activities should be as conven-

tional as possible. The principle 6f normalization rests on the assumption

that adaptive or socially'acceptable behaviors are learned because the

 learner has been given'anioppOrtunity to behave in conventional ways and

has been rewarded for so doing.” Institutional living provides few oppor- -
tunities for learning behaviors which re’adaptive or useful outside the °

o -

institution In fact, institutional placement can greatly reduce the chances"

0
) “,’A' e e Y o

of later adJustment in the community
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* ‘Below are other implications of thedpormgiization principle:
...residential services, like all services geherally need to he
community-integrated and dispersed so that residents will inter-
mingle with tyﬁigal'citizens in typical activities. .

. N ' . . ,-»‘
residential units generally should be within easy,walking distance -
- to major community services such as shopping: centers, public S
libraries, post offices, churches, schools, and recreational
resources Juch -as movie houses, bowling alleys, etc.. They should

116 be accessible to various transportation’alternatives to

facilitate entry in and contact from the community: . ot

..services, and especially, resideﬁtial services. (need to)Lbe .
small.since neighborhobds and communities cannot.absorb large o
_numbers: of (retarded) individuals. ~ R

.. .the normalization principle demands that as few central services -
as possible be provided as part 8f a 'residential unit: . In gther
... words, professional offices, educational space, treatment dreas,
. etc., generally should not be in the same building that sg¢rves &s -

' " a home. Residents should go to regular community resources and
services, such as kindergarten, school, other education, shopping,
most medical and professional services, movies; bowling, swimming
and most other recreation. Only to the degree to which.no alter:
natives are possible should such services be provided even on the
same canpus. p ¢ : Lo e -

: L AR ’
residences should be.no-larger than is typical for-the: nuclear
§  family in the community, e.g., six.to eight members. (Wolfensberger; -
. *.1972, pp. 81-83) N T Co - '

-

Q
.

It is, important to. note that the emphasis on commnity contact, integration

_and smallness are compatible with the need for specialization and continuity .
. . ) . . ) - :~ ) e - e
" in a network of services. ,In fact, smallness facilitates the delivery of

s - o . - / )

individualized service and creatgs the many options which make it possible
. : I

{ f;fbr the retarded to secure the gombination of sexvices needed.

. . . . . < . . ; .
, On occasions, a superficial explanation‘ofnormalization has misked _
N ' . . : ) . . - .

the.puBiig and péfénts into believing that-programs based on these principles
o Qv ’ AN ) : ' .
would "gﬁke.the retarded normal" or undo the, condition of mental retardation.

e el ek e s

. : . . S ’ -
Whether these distorted explanations result from a misunderstanding of normali-

‘zatipn or over-enthusiasm for innovative approaches, they are inexcusable

o .

and irresponsible. e ' ' ’
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Legal Action -

L8

: ) . . 'v R 1 ) ) . .
S In addition to the dmpact of the normaliz#tion pr1nc1pal'on’serV1ces

a

to the mentally retarded, many of the recent cgurtﬂdec1slons have prov1ded

: an 1mpetus for deinstitutionalization.. One ofi the most slgnlflcant was the
L Y . ' .

Alabama.case of Wyatt vs. Stickney. = -

: ' ! ‘.l‘

in, the state's two mental

\ P

The p1a1nt1ffs alleged that re51dent

:'; hospitals and ene institution for the retarded were receiving ’
T BV . inadequate treatment or habilitation and that this Vlolated the1r
o - constitutional rlghts _ x

. ) ,Ih early 1972 Judge Frank Johnson declared hab111tatlon services
' . ‘to “be inadequate .arid issued detailed.orders t® improve the insti-
tutions,jreduce institution populaticns and eventually return
" _ : many men%ally retarded residehts to more appropriate communlty
S habilitative settings. (PCMR, 1974, pp. 9- 10) '

. ) The principle of "1east restrictive altern&tlve 15'3150 Raving a major

yal

¢ . impact. Under this principle, "...as a prerequisite to institutionalization

of a mentally retarded individual, a state can be requlred to prove f1rst

" that the 1nd?¥idual cannot be habilitated in th commﬁnity " (PCMR 1974

p- 14)

Noteworthy is the fact. that pr1nc1p1es su

as the 'right;to treatmentf
and the 'least restr1ct1ve a1ternat1Ve can also be applied to communiti‘
based sernices Unless these programd are adequa ely funded adequately
staffed and approprlate for the retarded, they too| will be vuln%rable to
1ega1 action similar to that which has been direct d attlnstltutlons .For
a re&1ew of other s1gn1f1cant legal issues and cour .dec151ons the ‘reader

is referred to a 1975 PCMR publlcatlon entitled, Compendium of Law Suits

Establishing the Legal nghts of Mentally Retarded Citizens.

iy . . . b
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The Issue of Cost v f S ‘ ' ' )

i

3 .
! v ;
N )

A fairly common ar%rment in favor of delnstltutlonallaatlon has been -
‘ &
the statement thqt communlty based serv1ces are less expens;ye thsn
- linstitutional care. From several perspett1ves the argument seéms ]ﬁstlfled

e Por example Lonley (1973) has attelpted cost-benefit ana1y51s on various

3

)retardat1on serv1ces, including 1nst1tut10nal care. From an eeonomlc
viewpoint, he.favors community based programs over institutional programs.
f’“iigh'dhalitf commmnity based programs are not, however, 'cheap.' In
» order to avoid a taxpayer 'backlash,' the public shou1d not\be led to .
v 5 belleve that delnstltutlonallzatlon w111 reduce’ expenditures for mental
retardatlon serV1ees. The ever increasing demand for communlty based
fserVices is certain to push program budget requests upward.

In considering deinstitutionalization thé focus must be on “what is

-

best' rather than on 'what is cheapest.' This point was emphasized more
than a hundred years ago. In 1857, Dr. Samuel G. Howe, the first super-

intendent/ of the first state. institution for the mentally retarded rn the
/
United States offered the following assessment:

The more I reflect upon the subJect the more I see obJectlons
_in principle and practice to asylums (institutions).. What
» * right have we to pack off the poor, the old, the blind into
asylums. They are of us, our brothers, our §isters--they
belong in families; they are deprlved of the dearest ielations
, of life in being put away in masses in asylums Asylums
v o generally are the offsprlng of a low ordef-of feeling; their.
- chief recommendation is that they do cheaply what w€7ought
to think only of d01ng well. (Schwartz, 1956)

R
% -

A few thlngs have changed over the past 100 years; 1nst1tut10na1“tare is
. s

no longer cheap. Mbreover we now have the knowledge and the experlence

* ' necessary to create suitable alternatlves for most of the retarded.

~
L4 -
. 4




BARRIERS TO 'DEINS’I‘I'I‘UI‘IONALMI‘ION

Desplte the clear natlonal trend toward de1nst1tqt10nallzat10n within

the i1elﬂ of mental retardatxon the movement faces a, humbex of obstacles.
An OVQTVIGh of delnstltutlonalluntlon, even a bxlot oncg must also tocux on
'sour/es of opposition teo the goal and process of delnst;tutlonallzdtlon

/ . . :
‘ 1

/o A
Resistance by Parents , : : -

B t i C ) ’ z‘ . v
. e . R i

Some parents vainstitutionnlized persons have mixe% or’negative .
reaétions to deinstitutionalization. Typically, parents %holplacetheir :
cHild'iﬁ;bn institption exgetience great personal anguishjand conflict evet
"their decision. The placement is made after professional consultation and.

with the belief that it is the 'best thlng or the only thing' to do. }

Once thelr thld 1s in ‘the 1nst1tut10n parents naturally feel threatened

I

by talk of dcpopulatlon and community placements Theﬁpossibility of their
Chlld 1eav1ng the 1nst1tut10n often«reactlvates é:;f\

pgésonal tohflicts. s

| They may fear that they will agafn be burdened with the care of their |
handlcapped ch11d or that thelf«Chlld will bg, placed 1ﬁ an inappropriate
communlty fac111ty where he is subJect to exp] itation br aPuse., Thus,

their fears are quite underst%ndable‘-

Parents of retarded personshln the community may also ftel threatened

by de1nst1tut10nallzat10n ~ Even though they have not placed their child

~

1n an institutional setting, the ex1stence of such a fac1L1ty prov1des them . !
w1th a-gense of security. They lknow that the institution-is there, 1fpand
,Awhen,they_need it. o o - .
::* In order\to allay parental'fears, persons concerned with einstitutionQ
aiﬁaation must work closely with barents and parent greups such as Chapters

LY

o fi »7 7 ‘ "
- B . . [




_reduisite toLfroviding this assurance.,

‘stigmatized by‘ﬁrior institgtional placeﬁent. ,Cheringtony(1974) has noted

that: s . o '

.- ° . ) 9

S

of the Association of Retarded Citizens. Parents need to be informed of
community based alternatives and assured that these programs will® provide
. | . © e )

equal or Eetter care than that provided by institutions. The existence

of successful and stable programs in the.community is, of cours@; a pre- i

Community Resistance

For many years, the National ASsociation for.Retarggd Citizens and other
/ ' , S .
organizations have worked diligently to oveycome myths and misinformation.
about the retarded. Despite these effortsg-many individuals and commmnities

still fear and reject the mentélly retardéd, especially thpsé'whd'have_been

=

...most communities will accept a retarded person Kho‘manages
marginally unless he is labelled retarded, at which point many

indeed will reject him. Experience with déinstitutionalization
efforts indicates that some communities tend to reject retarded
' people who are labelled as such. The ¢ommunity sees them as

strangers from another world.

)

v - ' :
On the other hand, retarded people who are enabled to grow and
develop naturally within their commumnities are seen”as-legitimate
members, and ‘are not so easily rejected. Between outright rejection
. and overt acceptance, too, are many ways of rejecting retarded
- people--subtle, seemingly benevalant ways. Many of the special
restrictions placed by governments on the locations and types of
- residences which retarded people may occupy Or the creation of
' special recreation hours at community facilities are examples.

‘It is interesting to note that- some resistance to community based pro-

grams comes from the fear that living arrangements such as group homes for<§

the retardéd will decrease neighbbrhood property values. In many ways, the

retarded face discrimination similar to that experienced by Blacks and other

8
" / “. \ \
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_in Nebraska h has demonstrated that extenslve programs of publlt education

U

-

minorities. Communltv edycation is necessary to overcome resm—tance.u

Community leaders must be helpéd to understand the need for conmunity

* based programs and the'reasons ehlnd delnstltutlonallaatlon. hxperlonte

-, 5
-
A’ "‘{

cﬁh overcome mdny foars and sources of re51stanc§ -

thy and couity gg@ernments may resist de1nst1tut10nallzat10n because

they fear it w111 result in hlgher expenditures of educatlon publlc health
N

and public welfare. In one state, for example, foster homes payments are -
§0¢”conﬁty funded. Thus, each person transferred ‘from a state institution‘.* L
to a communlty foster home requ1res an, addltlonal expendlture by the county |
Local school d1str1cts are sometimes reluctant to admit formerly |
1nst1tutlonallzed fetarded into" the1r classes._ They often feel that‘these

-

retarded: persons are 1nappropr1ate cand1dates for spec1al educatlon and/or

that the requ1red programs and staff will be costly N )

Resistance'by Economic Interests

A large state institution with hundreds of state employees is an
obvious economic asset to its host community.® Thus, business interests‘

are likely to react negatively to any deinstitutionalization proposal
that may have an adverse affect upon the local,economy. Special problems

exist in rural states where institutions are looated in small towns and
are central to: the economy A s1gn1f1cant reductlon in 1nst1tut10na1 based
programs will have a deflnfte and unav01dab1e~1mpact on such communltles.

Special state and federal assistance may be needed to counterbalance such

economic dislocations.

FN
Lo~
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vloose_certain emploJment benefits (retilrement,’
This reality'may generate,opposition to| community

state funded ‘but not state operated

0 | ' 15

" : Vo ° . x

Resistance by Institutiondl Employees and U%ions
: . A T

.*. Increasingly, purcha!& ofJEerv1ce arrangements are used to create

k]

and operate the c&mmunlty ﬂesed services whlcb ake de1nst1tut10nallzdt10n
p0551b1e Thus the resulting cxpansion of human service employment is more
likely to occur w1tH1n prlvate non prof1t or p of1t making agencies than

within state government. State 1nst1t tional mployees W1sh1ng to work in
these communlty programs f1nd that they| must change employers and p0551b1y

1on membershlp, etc ).

based programs that are .

. “t a )
. ,‘7" /’\é- wtat ‘r}» t?‘-\ﬁ
A

‘Individual employees and employee

allzatlon because they fear it w111 eli 1nate JObS or restr1ct advancement ’
/

opportunltxes w1th1n the 1nst1tut10n 1is concern is most conmon among /
non profe551ona1 staff who have few othe employment opportun1t1es In
reality, staff cutbacks in 1nst1tutlons for the meJtally retarded have been

rare. _In many cases, the,demand for'hlg. quality services which are accom-

panied by thefdeinstitutionalization movement leads to an'expaneion of

’

g ‘ o
institutional [staffing. - For, example, in 1975 Nebraska's Beatrice State

Home had more institutional employees,than it had in 1967. when its resident B

. populatron was twice as large ’

Labor unlons have become a formldable foe to those interested in

deinstltutlonallzatlon. A recent 44-page publlcatlon prepared by Santiestevan

{

(1975) for the American Federation of State, County and Municipal Employees

(AFSCME) makes a Strong attack on deinstitutionaliiation.

1

The philosophy of de1nst1tuti0nallzatlon has provided an excuse
ko cut back on even these meager services in order to save money

=

a
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A _ for local governments and make money for private entrepeneurs
‘- The incentives have come in the form of federal money available
, only to private facilities and crude inducements...to dump
‘_ patients out of mental hospitals and 1nto the streets (p 0)

1

b (institutional) health workers -have had too many negative

' experiences with deinstitutionalization as a shell game for budget
cuts, layoffs, and profiteering not to be skeptlcal of the most .
1mpress1ve sounding plans.- (p 34). *

As reasons for its opp051tion, the AFSCME c1tes numerous examples of
inappropriate-community placements, the overuse of nursing homes and a;lack-
of community based alternatives. Unfortunately, successful deinstitutioﬁ;‘;
alization efforts are not mentioned and the AFSCME public&tion does not'
clearly distinguish between institutions for the mentally ill' the mentallv
retarded and juveniles It does not ‘discuss the pr1nc1ple of normalization

¥ and legal concepts such as the 'least restrictive env1ronment' which have
generated the deinstitutionalization movement In 1ts concludlng pages,

the AFSCME publication formulateSithree recommendations:,

l) ‘Public funds should only by used for non- prof1t and. public
facilities.

- 2) There should be a monatorium on administrative discharges of
mental patients from state institutions until there has been
planning through a public process for a network of communlty'
‘services. v

K3

3) State mental institutions with their proven abjlity to provide
long-term intensive care, must continue to play an import:
role in any (service) system of. the future. (pp. 41-42)-

| _ \\ o o , _

Fear of Failure S ‘

"

) 4 . ) B .
" . N . - ! -

Some resistance to deinstitutionalization stems from concern over

R

whether new community’based altérnatives will be 'svccessful ' In view of
the fact that deplorable cond1t10ns have been. found in sone community

e
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N . ) B [ . .
programs, the concefn is a valid one. On the other hand, there are

-~

nunerous examples of succeséﬁpl prﬁgrams which are superior to ihstitutions

e o e e AT
and/nt can be argued that all ﬁgmmunlty,programs should not be opposed

. B B . - - ‘;A;z' * .
en failurgs. Rather, rigorous performance standards

|

|

because some ‘have b

and monitoring shoul} be used to maintain quality commmity programs.

. 1 i ) .

Wolfensberger (1972) has made an interesting, comment on this issue: =~ , .
We have behind us 50 years of(failure, and we can scarcely do
worse than we have with dur.past patterns [institutions]. Some
people now say that we should not try new patterns because they
are unproven. But in actuality, ...the worst that can happen: .
is that we do as badly as in the past while the best that can

.happen‘is a breakthrough to a new age. (p. 9) Lo e
S . p _ Rl

1

N

WHAT IS AN'¥NSTITUTION?

Not infrequentiy,\g}scussions of déinstitutionalizationabegin"and end

7

with a focus on'probiems and issues related to the expahsipnvof commmnity

based living arrange nts and supporting services for the mentally retarded.

The existence of élte' ftiVes'sgch as‘fostérigomes, group homes, hosfels;
'sheltered?worﬁshoﬁé, HevelOpmental_centérs, efc.,are'éséential to success-
ful deinstitutionalization. Without community based alternatives, deinsti-

;5\tutfbnalizati69_is a moot goal. )

It is, however, igportant to fecogﬁize that .a critic?l appraisal of
deinstitufionalization an reélistic plénning for deinsﬁightib alizatibn

‘must first grapple with th question, ''What is an institution?'| Without a

~ clear answer to this question advocates of deinstitutionalizati¢n entertain

the risk of simply relocdting institutional care rather than reducing it.

v
}33 A -




.act1v1ty centers, day care, etc )v,‘%" ’ - o
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Fhe deflnltlon offered by Wolfensberger (1972) appears to\capture the

[
4+

l . )
essence of an institution: ; o TG

\ ' .term 1nst1tutlon refers to’ a de1nd1v1duallzln reggidence in
' Wthh persons are congregated in numbers . distinctly larger than
might be found in a large family; in whlch they are highly regi-
oo mented; in which the phys1cal or social env1ronment aims at a
. low common denominator; and -in which all or mgst of the .trans-
" .. actions of dally life are carried on under one roof, on one
" campus, or in a largely segregated fashlon (pp. 80 81)

" Large size insulation from the communlty,.loss of 1pd1v1dua11ty andlprlvacy,

. CS‘F

routlne caused by rotating shlfts and.) the prov1slon of all services (meals

tr 1n1ng, recreatlon sleeping arrangements treatment etc.) w1th1n the

’same fac111ty are ‘among the characterlstlcs ‘which d1st1ngu1sh an 1nst1tutlon

from communlty based 11V1ng arrangements (e.g., small group homes, hostels,

- foster homes etc.) andqserv1ces (e g., sheltered workshops, WOrk stations,

14

Unless program planners professlonals and girent,groups are dlllgent

.and attentlvo community res1dentlal programs may evolve into 'mini-

’1nst1tutlons.” In some areas, the 1nappropr1ate use of nuﬁs1ng homes and °

the establishment of largeggroup.homes has done little to effect deinsti- {

. \
alization..,The'National'Association of Superintendents of -Public Residential

‘tutionalization. The result has been relocation rather than deinstitution-

"Facilities for the Mentally’ Retarded have recognized this danger:

L

~_ While the Associatioh advocates without reservation the rights of
Q;\‘ the retarded to live in the least restrictive environment and to
~~—enjoy fully the benefits of a free and open_society whenever = -
_possible, it does express concern over the manner in which -this
. goal is being realized. First, the quality of community programs
- and services being offered to the mentally retarded and other -
. developnientally disabled persons in many parts of the country is
% ~ - inadequate. All too often, ''community back wards' and ''closeting
are being substituted for institutional ''warehousing.' Neither -
community nor residential back wards or ''closeting'' are justified;
the rights of the retarded must=be respected wherever they reside.
In essehce, the Association calls atteption to the need not only

. »
D
6y

b
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for continued upgrading of residential facilities'%owarq becoming
decent, viable, and responsive environments reflectlng normaliza-:
© ¥, tion for those who for some time, will require spec1al1_od
v . residential care, but also calls for a greater interest in quallty
. control for developlng Eommunlty programs. (PCMR, May, 19/4, p.

Some efforts to de1nst1tut10nallze have resulted in the 1napprop11ate

placement ofy. the retarded in, fac111t1es for the mentally 1ll or the ‘aged "

_ﬁf even though these three groups aré quite dlfferent and each requlres a

O

7r un1que approach to. treatment tra1n1ng and care. Most.professlonals consi—'> :

_ . | .
der thi¥ to be an unacceptable pract1ce ThlS'practice is ‘also opposed by
the- Nat1onal Assoc1atlon for Retarded C1tlzens o . ﬁ__ . -&g.
W1thout ‘appropriate recogn1t1on of the s §c1f1c and unlque needs
that retarded persons have according to their degrée of retarda-
tiong "and théir life needs, add1t10ndl problems can be imposed.in
+<the way of competition, frustratlon abuse, failures, being taken
advantage of by other residents, and a general lack of program
aimed at helping the retarded individual reach and dchieve His
‘maximum potential. . (October, 1968 pp. 10-11)

This inappropriate 'mixing' is usually the result of insufficient community

resources or the overuse of nursing home facilities.

5 o ' N ,
Without proper monitoring and standards, even foster homes can become
little more than miniature institutions. 'Regimentation, isolation from the

communlty, and dehumanizing cond1t10ns are not unique to institutions. ~ For

-

example ‘a study by Murphy, Rennee, and Luchins (1972) concluded that:

. .those who think foster home, placements enables‘a pat1ent to .
escape the disadvantages of an institutional life are mistaken.
Foster homes can be as institutionalized as hospitals, while

. lacking the compensatory advantages somé hosp1tals might possess
(p. 14) -

Careful personnel selection, adequate levels of fundlng, training for
\
foster parents and group home personnel, rigorous llcen51ng procedures,

client advocaty and follow-along services can prevent dehumanizing conditions

from developing in community programs. . 2

®
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COMPREHLNSIVL SF&ICE SYSTEM A : :

o To a ﬁery great extent de1nst1tutlonallzatlon is dependent_ppon‘the :

Va e
avallablllty of community based alternatlves ‘to 1nst1tutlonal care. Since’

v

few, 1f any, communltles'or areas have adcduate'“esources for the 1etarded
plann1ng for de1nst1tutlonallzatlon‘must focus on the creatlon of a compro-

hen51ve communlty based serv1ce system The %ollow1ng deflnltlons may help

Ll
8T + LY . -
L .

- (
P _ P SR

‘o J

Serv1ce‘System

- . and other resources required to provide assistance (service) to
/. people. . Thesejinclude buildings, equipment, staff, funds, . etc.

e An important alefment in the concept of a "'system' ts the ex1stence

This concept encompasSes all the phy51cal un1ts

:,luf’_.vof strong "llnkages" between all these service- components. .With-

"out these important linkages, the system 1s merely a‘eollection -
of separate pd ts and resources:’ .

"‘\

Comprehen51ve’ !In order to be ''comprehensive' a ''service system"
must meet the heeds of all different age groups that require :
service, copeiith problems of all dlt%—rent degrees of disabilit
it socio-economic backgrounds -and be available

here” needed“by the individual or famlly

include differ
when needed a%

Means located 1n towns, cities and. reglons where
n a manner which blends in with the surroundlng
ments of local control and management may also be’
1is concept. (Natlonal Inst1tute of Mental . ¢
74,,pp. 64-65) ; i

Communlty Base

communlty EI

Accord1ng to Mayeda (l ) several local and state characterlstlcs must

-

A

be cbnsidered in the d lopment of a service system. These are: (l) land

"“‘X

area, (2) populatlon, }) economlcs, (4) profe551onal resources (5) organ-

izational resources, {6) consumer or client characteristics and’(7) trans- .

,portation. The syste hould prov1de a cont1nuum of care' and a "fixed

point of reﬁerral features that are empha51zed in nearly every study -

of service for the mentally retarded Case management or follow along

services must be at:¥he hub of the service system so as to 1nsure that

‘services are avall ble, accessable-and'approprlate for the consumer. Plannlng

“

<

-
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» quallty tontrol, citizen part1c1pation and cllent advocacy

: Scheerenberger (1974) has 1dent1f1ed five elements essent1a1 for .

., A -

S -~ successful delnstltutlonallzatlon (l) a local or. reg10na1 board With
- . . 3 f o . N :A .
h statutory author;ty to plan,.lmplement and coordlnate programs, v) an™ ;
1ndependent standard~sett1n%,and m®n1tor1ng agency which is Separate from Lo
N v

'the local or reg;onal boards (3) quallty back- up serv1ces and technlcal '::r‘ ,:?fi

- ' & R T
R a551stance &hlch are- accessable to boards and agencles, (4) adequate -
vle&DClal support for both r351dent1aiband communlty based programs and

(5) a strong advocacy program~ . :vr'iﬁf » - v
i A : . DU

! S ,;f.i .Scheerenberger haS‘ ha51zed that the local or reglonal boa ds bea L ;;ﬁ;_
. }»@ ?'fw "*I.';;.’f ]
1ega11y accountable for he serv1ce system as a whole and for each 1ﬁd1vldua1 " R
o c11ent They should be pollcy maklng boards rather than 51mp;y adV1sory A

) 1 L
groups (Leglslatlon was recently passed in Wlscon51n Wthh created commu-:=

A n1ty boards w1th ¥u11 authority, respon51billty and accountab111ty for the N

1

vprov151on of the 16 basic developmental dlsab111t1es serv1ces-~a11 state

i o8 -
Sz =

,.funds except those for publlc schools and re51dent1a1 fac111t1es are chan- i

B - neled through these local boards ). Standard sett1ng and mon1tor1ng agenc1es

or boards must have author1ty to termlnate the fundlng oﬁ 1nadequate or )

=

unrespon51ve programs Wlthout such authorlty, 1t 1s extremely dlfflcult

' to create a comprehen51ve network of relevant and*quallty serV1ces
& . "
Adequate follow along and*case‘management services are essent1a1 to .

successful de1nst1tutlonailzatlon; A recent study of five state programs

A
F

, for the retarded revegIed that . ' v 5 ,
i N ’
A fa1r1y uniform fa111ng among states is their lack of detalled _
scrutiny of the daily ¢ycle of care provided 'to a mentally retarded
.. individual once that person has been placed in a communlty facility, .
. -...A sometimes valid complaint-of instituticnal workers is the loss
]1n “care given a person when that person transfers from a state fa- T,

- cility to a communlty re51dence;;_OWayeda 1971, p. 11)
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' 1nterests values and needs Each is a unique 1nd1V1dual each possesses

-

a-unique potential for development. Thus,'serv1ces,‘opportunities_and
' responsibilities must He individualized and flexible. Each retarded;person
requires a changeable combination of services throughout his life spanQ%kN'

one service or any one- combination of sorv1ces is appropriate for all”

13

retarded persons. Thus, services for the retarded must be planned and
developed as a system composed of a wide array of components All parts of
. th1s system are interrelated and 1nterdependent A simple example may

/serve to 1llustrate this system perspec+1"e
Johi is 19 years old. After many years in an 1nst1tution for the |
retarded he is about to be placed in a community groEp home. In
i .. addition to a place to live he needs a sheltered workshop where .
he can learn basic wdrk skills. In such a program he will make
ome money but not enough to live on. ' Therefore, he needs
financ1al assistance such as S.S5.I. John enjoyed the bowling
program at the institution. He needs similar recreation in the
community. He also needs transportation to get back- and forth
_; to work and recreation. His years in the.institution have not
~ provided much opportunity to learn to handle money, care for his
- clothing or to use public transportation. Thus he needs traihing -
S in personal care and 'survival' skills. He also needs additional
S €ducation in reading and arithmetic. -  Because mowing into the
commmity will require many personal adjustments he may need
counseling. He also needs ongoing medical and dental care. By
“"the time John is 22 he may have acquired skills”which make it
possible for him to leave the workshop and move on to a sheltered
work station in a,local factory. At that point he may -require -
less supervision and be ready for a different type of group home
or for a semi—independent living arrangement. - As John moves w1th1n
the total service system, adequate follow along and advocacg
“is needed to insure that his programs are appropriate, coordinated
S and in keeping with his human and civil rights. This follow-along
" must be cougled w1th an ong01ng evaluation of John's progress, needs .
and desires. »

——y

Checks and balances must exist within the service delivery system.

AR

Advocacy programs, especially legal advocacy, are essential. Advocates : .

4




need to monitor-logal_boards,~agency programs and the services received
by individual clients. Active parent groupsgsuch as chapters of the

“Association for Retarded Citizens, are an 1nva1uab1e advocacy resource.

Celman (1974) has formulated the following pr1nc1p1es that %hQuld gulde

the creation andnuperatlon,of a comprehensive serv1ce system:

- The system'should identify and register needs of persons. The
person in need should be the focal point of the system; the
initial and continual'evaluation and assessmernt of needs would
allow for the appropriate match of the 1nd1v1dual to an array .
of services. :

“The -continuum, of services should meet these identified‘needs.
e - A sufficient range of service components must exist to meet
the variety of known needs. Services should be accessible to
o . persons of all ages and all 4 egrees of’ dlsablllty Services
must be comprehensive and appropriate to the needs of indivi-
_ duals.... This may entail developing different forms and modes
o . of serv1ce delivery, including outreach, mobile teams, resource

: - centers, and new funding sources. v

- The'continuﬁm of services shdhld be provided where possible
- through gefieric service”systems, to which parents and clients
: have guaranteed access. No specialized service should be
L . H‘Veloped to meet the identified needs of an individual.when
' existing agencies could address such needs.. 4 The: system should
_stress the importance of the family in planning and decision
making. - Such an effort will have to view parents as potent1a1
resources rather than as cusitacles to be overcome.
\v‘- .
' Coordlnatlng mechanlsms should exist among agenc1es ‘and ‘service
‘systems ensyring the goals of ine; individualized habilitation
plan. All services, generic and Specialized, must be linkea
together to facilitate coordination in line with the specified
+ needs of the individual... - '

- : , Service settings must reflect geographic dispersal at the com-

‘ ’ © munity, area, and regional levels. The component parts of the

- service system should be located at.levels where clients can
.obtain thenm“readily. Services .should be combined in ways which
will ease interdisciplinary approaches to common and special

. needs Some services should be highly mobile so that dlstant
cllents .can use them.

<
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Service settings should strive to integrate the individual Into

the mainstream cf community Ilife. The service system must strive

“to create new and more appropriate living patterns, for mentally -

retarded Citizens, including participation in the dctivities
of the community appropriate to peopl& of the same age. Such
social opportunities pertain to both children and adults.

A normal range of options should be available for parents and
clients among an array of services. This includes the right to
enter and leave the systowm as the need occurs. This range of
options’ refers to the continuum of care previously discussed.

_ Individuals may move into or out of the service system as

needs arise. Access to and egress from the system must be

o~

. guaranteed. The system must recognize that Some individuals

may need combinations of services fo. a long time, while. the

~majority may "‘only'" require specific serviqﬁs for a relatively

short time? /

i
'

Services should be instituted at the apperriafe,time. Appropri-

-_'ately timed interventions lead to an imprpved level of furiction-

ing. The effectiveness of late interventions is minimal. Age

obviously is a crucial factor in this process. Age is important

not only regarding the initiation of a’service but also regarding

the kind and duration of service. / _ N
’ N / -

The human and civil rights of all persqﬁ;,should continuously be

observed and served, .including appropriate habilitation within

the least restrictive setting, regardless of the severity or o

ing rights and the impact of class action proteedings have opened
many new avenues for mentally retarde

combination of disabilities. The vargbus recent statements regard- -

persons, ...

program efficiency and effective seryice -analysis. Record systems

- must maintain the continuity of individual program planning,

document a client's progress, store reliable information, and
assess the prpogram's effectiveness.  The records system must
guarantee appropriate confidentiality?

Program evaluation should. be integral to-all service systems and
reflect the involvement of consumers, system staffs, and the public.
The input and involvement of persons not directly involved in
providing service is crucial. A provider of a service is not an
impartial and objective evaluator 'of his own interventions. The
agency and the service system of which it is a part must have

 built in and ongoing mechanisms for monitoring the quality of its

operations.

-1
.
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All service systems should be accredited or have plans for s
Jachieving accreditation within three years. This goai will T
become a rcality soon. Mechanisms now exist for all systems,
both residential and non-residential, to achieve the standards -
set forth by the Accreditation Council for Facilities for the
Mentally Retarded, Joint Commission on Accreditation of Hospitals.

+

To assure effective implementation and functioning of the service
system, qualified specialists should hold positions of leadersnip
in the system. Without this prerequisite, effectively meeting

the diverse needs of mentally retarded individuals becomes an
exercise in futility. ) J

Y

Mechanisms should be established between Education/Training
Programs and the service delivery Systems to assure the continuous
availability of enough appropriately trained personnel to meet the
goals of the service system. The relationship between education
and: training-facilities (1.e., colleges, universities, University
Affiliated Faciiities) must be refined to meet the needs of the
‘service systems. Such an arrangement can lead to new methods.
which may more appropriately meet the needs of mentally retarded .
persons. _ . e '

. . y . ,
Laws should be recodified to facilitate the development of services
and facilities to fulfill the goals of the service system.
Fegislation has received a great deal of attention in recent
years because of the perception that new legislation can answer
a long standing problem.. The need very clearly.is one for good, :
adequate, and impleméntable legislation, not legislation which | e

- creates additional confusion. > : . )

Prevention should be an integral component of the service system,
and measures -should be plammed and implemented to reduce the
Incidence and severity of mental retardation... Preventive
services must reflect present knowledge and effectively use
private and public resources. The potentials that exist through
new medical advances (e.g., amniocentesis) and new screening
techniques for PKU and sickle cell anemia must be continued.
Prevention must be an ongoing part gf all components of the
service system. »Inpmany,inStanfes appropriately timed inter-
vention may prevent the neéd for other services. a

An effective means for edutating the public and generating public
awareness and support should be dmplemented. , The need for an
adequate and appropriate program of education and awareness must
be conducted on several levels, i.e., professionals, the public,
and the legislature. (pp. 92-95) -

LN




DEVELOPMENTAL MODEL - | / ~ .

A Comprehen51ve Service System for the mentally retarded should adhere

o to the developmental model and pr1nc1p1es of normallzatlon (Menolasc¢ino
and Pearson, 1974) In the past, retardation programs\end services |have

: 7“ “been ghlded by what 1s often termed 'medical model.' This has resgited in.

an overemphasls on pathology and caused many persons, 1nc1ud1ng maﬂy

}' L ' profess1ona1s, to v1ew mental retardation as a static and rather hopeless

cond1t10n "It has placed the empha51s on 11m1tat10ns rather than on\
.potential Accordlng to the developmental model "...thel mentally ret rded
‘are capable of development, growth and 1earn1ng Each individual has poten-
t1a1s for ‘some progress, no matter how severely impaired." (Roos,’ 1969,. p@,
The Survey}Research Center of’the-Un1vers1ty of Mlchlgan has reported
rather striking differenccs between programs guided by the 'medical model’
and those guiged’byvtﬁe 'developmental modei.' The President's'Commrttee
" ¢6n Mental Rétardation (1972) summarlzed the study as follows:

Those . fac111t1es with an educatigpal tteatment technology, almost
-without exception, provided h1gher levels of care, more balanced
programs, and more equalitarian rendering of Services to recent “
Versus 1ong term res1dents than other facilities did. o
Fac111t1es with a- med1ca1 or psychlatrlc treatment technology
had many residents who actually deserved educational and other

. v therapeutic service, but who received far less than théir share
: ' - of -these.

Residents at med1ca11y oriented 1nst1tut10ns when matched with
those of equal functioning at educational fac111t1es neverthe-
less were provided far fewer educational, social, vocatlonal and . °
even cefrtain medical-nursing services than the1r fellpw re51dents
at educational fac111t1es ‘

» ' ' These and .other structurally -based differences existed desp1te
‘about equal financial and other resources between the two kinds
of facilities. - .

L}
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‘COMMUNITY EDUCATION o Lo - -

¢

c1tlzens and elected off1c1als must un er%tand and accept the rationale f01
a pollcy of de1nst1tutlona11zat;on. Like other publlc p011c1es, it must win
acceptance at the state 1eve1. Moreover, de1nst1tut10na112at10n must find

acceptance at the communlty 1eve1 Community programs based on normalization

. are unworkable in an env1ronment host11e to the retarded ‘or staunchly opposed

‘i

fo the 1dea of formerly 1nst1tut10nallzed retarded attendnng communlty schools,

'l.

living in their nelghborhood u51ng publlc transportatlon using community-

recreation facilities, etc.
- INVOLVEMENT OF. PARENTS I
X . ‘

. . & X r B : \ . ’ .
Pgreqfs of the retarded and parent organizations play a key role in sti-

mulating the development of community based programs. They also do much to

shape commmity attitudes toward the, retarded., 'An.organized'parent lobby can

usuaiiy exert sigmificantly more ‘influence on elected officials than can pro- ¢

Tessionals and program planners. Attempts.to deVelop programs'or effect deinstij

tutionalization without parent involvement is both foolhardy and shortsighted. |
"Planning for deinstitutionalization should involve a cross-&ection of

parents (e.g. & AssociationLof Retarded Citizens members and nonmembers par-.

ents. of the institutionalized retarded and parents of retarded %n the communlty)

- The1r involvement (1) 1ends cred1b111ty and 1eg1t1macy to the plaaning process,

/t(
(2) serves to 1essen communlty re51stance to deinstitutionalization, and (3)
“Wm
prov1des a set of 'checks and balances' which prevent governmental units from

-
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running roughshod over sensitive family issues and values. Parent advisory -

e

\\\ groups should be establ1shed to monltoz delnstltutlona11 at1on efforts. In
S\ order to secure input from low income paxonts state and commun1ty pllnn1ug
bod1es should provide transportatlon and per diems 1f needed.

Because strong parent groups a

.

so valuable and.effectlve, governmental

-units should search for acceptable w of facilitatiﬁg (but not controlling)

.
. ¢ .

their development .and expansion. - Th1s is espec1ally 1mportant in rural areas
\ -
where parent organlzatlons are small in size and tend to be organizationally

P

°
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weak,

I -

INVOLVEMENT OF THE RETARDED

B & .
. Retarded persons, those in the institution and those in the community, =

should be involved in planning for deinstltutionalizatlon._ Their insights,
experienées and resommendations can be invaluable to those designing and"
operatiog communiity based programs. For example, in l97b fifty retarded t
. delegates to ‘the 'National Conference of Retarded Young Adults' in Malmg, /
o Sweden, prepared auset of recommendations related to programsiln Sweden.
‘(Wolfensberger, 1972) Similar conferences at the state and commun1ty level "
o o should be utilized in the United States. Retarded persons should also

serve on adv1sory and pollcy maklng boards

1 .,
. The retarded person can be extremely eé%ectivevin legislative hearings.

2 : T
: Recently, several retarded adults all former 1nst1tut10nal resldents, : 'ﬂ
testified before 1975 Mbntana Leglslatlve commlttees What they had to say

‘had more impact than testimony offered by parents and professionals. In

the’ age of the consumer more attentlon should be given to the consumer of

mentalQretardation'services.
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to their commmities must 1nclude five bioad types of service: (1) Family "

\ ’ Support Services; (2) Child Devel pment rv1ces, (3) Residential Serv1ces

[ . (4)_yocational Services; and (5) entral Bupport Services. _ " N

P q

\l - Family Support’Services

\Numerous studies indicate many retaré*d persons are institutionalized
9 A | i
orxplaced out of” their own home because ofja family crisis, not because of

the retarded person's behavior.  Family support services can often prevent

v

suth placements. Examples'include'genetic counseling, assessment and o

, -individual and family counseling, crisis assistance, respite ‘l, S

care, vis ting'homemékers in'home’therapy, parent/child training, recrea*

tion, tran ortation, p\fizen advocacy, lenfling library, 1nformation and

referral, flnangial sub51dy, follow along, ilot parent programs, ARC, etc.

Child ﬁevelopment Services ‘ i .

. | .
.. Child development services fall into twp areas: ‘(1) developmental

a

- Vprograme for preschool age children and children with exceptional -

~

disabilities; and (2) public sthool educatio;

Child development services must be recognized among the most

important of all services because through early Intervention with ;
intensive programming, handicapped ichildren may ovekrcome many of ) |
the effects of their handicapping ondition. The early develop- ;

. : ment of basic skills give the handi apped child a crucia

N _ start which ultimately can make g difference between a life ‘
handicapped person and a life as a tompetent citizen. Researchers :
and programmers have shown how spectacular gains in measurable ' 5
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intelligence and ability can be obtained by exposing hand1capped
children to consistent, intensive and st1mulat1ng programs.
(thlonal Institute on Mental Retardatlon l)74 . 70)
lxamplos of child development services 1nclude infant stlnuﬂdrlon,
tralnln&, dgy care, school preparatlon behaV1or shaping, malntalnance of
Mwmw-n
life, and developmental max1matlon. School svsfems are often capable of .
prov1d1ng other}serv1ces such, as academlc skill tra1n1ng, language develop—-
ment ‘life Skllls tra1n1ng, physlcal educatlon, recreation, vocatlonal |

preparatlon, ‘career counsellng, cultural enr1chment remedlatlon for special

dlfflcultles, etc. . ,}

Y

Residential Seryices
- = .

A w1de range of re51dent1al,opt10ns need to bé avallable for those
L ki @

‘1nd1v1duals who cannot remain in ! the1r own homes -even with the ass1stance

w -

of - family support services or who have reached an age*where it becomes

~9’more_"normat1ve" to leave ones famlly home. To the greatest extent

:
M ©

poss1ble residential services should approx1mate the typlcal llVlng

T

_situation for a glven age group. Examplcs include adoptlve homes, foster

homes, boarding homes, groug honies end‘apartments.’ In.addltlon, a

2

continuum of residential options should include an array of living arrange-
mer:ts which provide back¥up or supplemental services to those mentioned

above. “According to the National Institute on Mental Retardation (1974)
these might include: -. o . . -t
.- Life support or developmental maximation--to serve children/
adults with profound degrees of mental retardation and multiple
handicaps, ‘where intenslve medical care is also required;

“Infant nursery and developmental programs—-for retarded infants

~and chlldren below school age; ‘ . oo

f

L ey ek e
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“ Child development hostels--fof children within the age range

3 to 18 years who require a typical family- type situation with -
older and younger chlldren, :

Intensive behavior management units--a temporary res1dente for
severely handicapped persons over 6 years-of age;

+  Structured correctlonal group homes--for difficult to manage
“and- antl soc1a1 persons,

Training hostels (type 1)--a short-term service for retarded
- individuals over 16 years, to prepare for' self-sufficient living;

Training hostels (type 2)--a long-term residence for more severely :
retarded individuals; C . :

Training hostels (type 3)--for retarded adults who are able to /
function with minimal supervision;

, A Apartments (type 1)--max1mum independence, .(type  2)--co- resldence/
- ‘ staff apartment, (type 3)--apartment cruster,

Crisis assistance homes--for temporary placement of chlldren
and adults where family circumstances make the removal of the
handlcapped person necessary, . : o » A
\
.- . Habit shaping unit--a spec1a112ed short term res1dence or those
o persons who do not fit into more normative living arran; ements.
and requ1re extensive hab1t shaplng and socialization.

4

Vocational Services

Work is an important part of adult life and an individual's personai

identity. Vocational ‘services, coupled with various support services, can

assist retarded persons to become more independent and productive.

The goals of...vocational services are two-fold: (A) to provide
every individual, no matter how handicapped, with the opportunity
' to become totally or partially self-supporting through vocational
» choice and career; (B) to develop vocational opportunities so
' ‘each handicapped individual is assured of a reasonable chance to
_participate in meaningful and self- enhanc;ng work... (National
" Institute on Mental Retardatlon 1974, p/ 74) - - - :

The range ‘of vocational optlons should include sgéltered work sheltered -

~industry, on-the-job training, work stations in commerce and industry, trades
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employment, etc. A vari%ty of other se1

vocational services. , These 1nc1ude select on-and assessment recru1tment
prevocational trainlng, vocatlonal exploratloh, vocational evaluatlon,
work adjustment, skilljtraining,]placemeﬁt,ﬂfollow along, on site orienta-

tion, job stabilization, retraining, etc.

'
.
4

Central Support Services s - _ g ~ S

e . . .
. v

A comprehensive service system consisting of dozens of diffegent

service units scattered throughout a.regien requires a sound organizational

" and administrative structure. Functions of Central Support Services include

' administration, fiscal control, staff development, public relations, public

4 : . . . > 1y
education, research, and program evaluation.

COMPETITION FOR SERVICE

Of the several million retarded in the U.S. about 200,000 reside in

hhg institutions for the retarded. ‘Most of the retarded do not and will not

‘need institutional type care. tThey do, however, need the services'provided

by communlty based programs. Thus, two groups of retarded need communlty

based services: (1) those 11v1ng in the communlty and . (2) those who could

‘leave the institutlon if appropriate. communlty based serv1ces were available.

In many ways, these two groups must compete d1rect1y or 1nd1rect1y, for

scarce’ communlty serv1ces
As background for considering the issues of demand, and combetition, it
is‘important to recognize that pressiire from parents of the noninstitution-

alized retarded has been a key factor in the establishment_of‘community

N
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based programs. Fewvviable comﬁunity prOgrams-have been.created without
their support and influence In general parent groups and profes51ona1s,

have been more actlve in the creation of community serV1ces-f0r the non-

’

o .1nst1tut10nallzed retarded than for those who are 1n state 1nst1tut10ns

Since the demand forfcommunlty based services usually exceeds the supply,

a public policy of 1nst1tutlona1 depopulatlon can €reate an unwelcoﬁe demand *

- b

.on existing serv1ces. In‘some cases,~the?added demand fOrces provlders of.

¥ ©

service ‘to choose between the retarded already in the communitf and those ,
COming out of institutions.‘ Slnce parents and commun;ty profes51ona1s often

serve as advocates' fon the non1nst1tut10nallzed retarded al programs

- '

B may be. more respon51Vc to’the needs of%the retarded in-the commuﬁity than

o -

o to the needs of those comlng .out of 1nst1tut10ns The institutionalized

retarded seldom have as many advocates willing to f1ght or bargaln for

‘serV1ces Therefore creation of additiochal communlty based services does

not,-in and of 1tse1f, 1nsure that the 1nst1tutlonallzed retarded can be

v . b
-

placed in the communlty ~ ' oo

An'aWareness othhis issue has sometimes pronpted the recommendation
that a quota system' be used to insure that add1t10na1 state. funding for

12

the expans1on of commumity based services will, .in fact, result in depopula-
tion of state 1nst1tutlons.’ In effect, the approach forces community based
programs to provide services to the institutionaiized retarded, thereby
facilitating placement opt“of ‘the institution. This approach.is:usually -
resisted‘bﬂ“community programs. It is viewed as being’too~rigid and admin-
istratiVely complex. They also fear_that quota’ systems will‘result‘in
inapprgpriate comnunity placements. While there is-no completel&‘satisfac-#?

tory solution to this problem, simple infcrmal agreements between~institutions
PR * - a : o ® E #

o
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and‘communityfprograms have been used successfully This solution is de-

A

pendent upon 3 good worklng relatlonshlp between 1nst1tutxonal staff and
¢
communlty program personnel and a phllosophloal co 1tment.to depopulation

\
by parents-and profe551onals in the community. .

'MODELS OF DEINSTITUTIONALIZATION

Stateg or communltles 1nterested in develop1ng alternatlves to insti-

tutlonal care usually seek pollcy and program 1nformat10n from areas wh1ch

h ad expe11ence in the establlshment of workable models This is a

2

oglc 1 and common sense procedure There are, however, 1nherent
\

in 'borrowing' a model whlch was developed within a dlfferent

A model which works well in one -

»_‘area may.not work elsewhere. .Few, if any, programs or approaches evolve

unexpected problerns.

This also applles to the borrow1ng of change tactlcs and strateg1es
used in other states and areas. It is, of course, Melpful to know about
change efforts in other areas but it is much more impojtant to possess a,
‘thorough understandlng of ones own state and espec1ally 1 ferences among
communltles It is a mlstake to assume that an approach which created-
‘ de51rable change in one communliy or area will be equally successful els;—
where. Factors such as char1smat1c leadersh1p, strateglc t1m1ng, pollt1cal /

climate, favorable pub11c1ty, and read1ness for change may converge to’

v generate s1gn1f1cant movement toward the‘development of dnstltutlonal

N » , : Fi}f?.;,}«_

E l C ’ :' » ? h
) ~ . . .
JAFuitext provid: c
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aIternatives guch factors cannet however be created or rep11cated ats .

.

R Will. A degree of opportunlsm and serendlplty is 1nvolved in all planned

X ‘ social change o : v s ‘}T

1

. In dlscusslng ‘the p011t1cs of communlty action related to the develop-

" ment of communlty serv1ces for the mentally retarded Holland (1974) has «

“ éynoted that , : o _ \ : *’ﬁ ' Pt s
e - Changes will come ardueusly and slowly, but these situations
- - are not impervious to appropriate 1nf1uence~carefu}1y applied.
) "+ Strategies for mobilizifg .the needed services are based upon
L .~ careful analysis of the social forces to which the agencies
R -7 respond and the skillful- accumulatlon and application of:such -
U , + influences to appropriate points in the ‘target agencies. ‘
R Soc1a1 and political resources can induce or constrain dec1s1on- )
. _ o . maklng groups to. allocate the services needed By, retarded '
SR  persons. Suchi.carefully plfinned and executed advocacy efforts ,
o W~' ca§ result in marked changes in the availability, access1b111ty, *

pE .
Wiy
N 4

ang effectiveness of human serv1ces (p 181) _ ’
Unfortunately, there are no ""ten easy steps toward de1nst1tut10na112a-'. 't
‘tlon." Rather models strategles and tactics must be individualized to |
’ - local c1rcumstances De1n7t1tut10na112at10n does not occur in a vacuum, R e
"A\whole host of €economic, p011t1ca1 cultural ‘and soc1a1 factors affect o ~-“'
what can or,cannot be doneJat a particular point, in, time in a part1cu1ar'
. ared. =Because Successful/deinstitutionalization'is S0 dependent'upon | ) 7
K _ : public'support_fdr‘neW'programs and community acceptance of the mentally kL

= . }
retarded,| rigid or ill timed .plans 1mposed upon a state, region or. community ’

s . ~
tend to enerate more r851stance than. res‘wlfts S ~ _ c _
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‘EXAMPLES OF DEINSTITUTIONALIZATION EFFORTS

— . - . B . - : a

Approaches - to deinstitutionafization and the~deve1opment of community

based'programs Vary from state to state. 0bv1ous%¥, political and economlc

>

rea11t1es shape strategles admlnlstratlve structures and funding patterms
As preV1ous1y 1nd1cated ‘an approach which works in one area is not reces-

sarlly workable,ln another A brlef examlnatlon of a few approaches does

I
however serve to 111ustrate 51m11ar1t1es and dlfferences

.

. - Connectigut

In the late 1950's crowded 1nst1tut16ns and long wa;§1ng 11sts for

: . P
1nst1tutlona1 care prompted the Connecticut Association for Retarded Citizens

and:other interested persons ‘to work toward,a solutlon_to the problem. An
Office of Mental Retardation was established in 1958. Subsequently, the

State was lelded into 12 regions. Connecticut was one of the first states

.

to reglonallze its services for the mentally retarded Each regional service

e
P

center 1s‘state funded and state operated. .
. R : S .
Most regional centers provide an array of services, including case
services,. diagnpsis, evaluation, functional education, respite
care, short term and long-term residential care vocatlonal train-
ing, sheltered workshops and more.
R Regionalization has been the greatest deterrent to institution-
alization in Connecticut by providing the supportive and program
services necessary to sustain most mentally retarded persons with-
in their home communities. . Regional services available to families
are usually within 20 mlnutgs travel time from home. (Connecticut
Offlce of Mental Retardatlon Oct., 1974, p. 9)

olgnlflcant changes have occurred durlng the past 10 years at. Connecticut's’

T oon

two 1nst1tut10ns‘ _The Mansfleld Tra1n1ng School is'one of these. It has

”‘\'1 « v

adopted a communlty or1entatlon ' i <o g

/ © .
.
/
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e do anything we can to.close the gap between the community and
our_residents. ..The clothing store and the beauty parlor and the
\Snack bar and. the teen club...are not just for the purpose of
making the lives of Mansfield residents more pleasant and more
normal. They are also preparation for the life that many will

o be living in the community. , e

‘ Whéhever possible,’ the children go to local public}sthob}s...Many
of the retarded adults hold jobs in neighboring industries.
) g .

" Residents take train rides into nearby cities to visit museums,
z00s ;parks, fire departments, airports--whatever the cdmmmity
offers that will add to their experience. (P.C.M.R., 1973, p. 39)

Between about 1967 and 1974 the resident pdpulation at Mansfield has been

reduced by about one-third. ' e . .
./~ Connecticut now utilizes a 'contract for service System.ﬂ All admis-
sions to the Office of Mental Retardation Program, whether to a regional

‘center or'to‘a‘training school, require3that a contract for service be

N # > R G . R
- promulgated on each peféﬁnAenyering the program. = _ ; ‘

- The contract for service, which is negotiated with the client and "

" the family'o¥.hisfguardian, requires that specific program objec-

tives be outlined and that a program plan be developed to meet
" these objectives within a designated period of time. In every

case possible, the active involvement of the family or the client's
v guardian is' included as part of the contract substance to attain
= , the program objective. The contractual system has eliminated the -
’ majority of long-term admission decisions and substituted there-

fore residential care plans for shorter periods of time with the
focus on returning the person to the community s soon as feasible.
(Thorne, 1973, p. 2) . .

In addition to the state gperated regional centers and residential

oY

. N N - - - N - ’ \o - - A -
facilities, Connecticut utilizes a grgnt-in-aid system to provide financial Ct
i LC . rant> 1 N | c L

assistance fér the‘deV¢1opment of commmity-based programs by the privéte

P

sector. |
These programs include preschool activity programs, day care, o
.Y vocational .and sheltered workshop programs, social récreational |

y . . programs and diagnostic services. All of the programs are non-

s profit enterprises receiving, aside from jrant-in-aid funds,

’ .
» .

. . . .
.f - v
N p .
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support through United Funds, donqtlons, fund.drives, and profits
from qheltered workshop contricts ,

The Connecticut statutes spoc1fy responsibility to the Office of

Mental Retardation to administer the grant-in-aid program and to

develop certain standards of operation to ensure the adequqcy of
’ the services provided. (Thorne 1973, p. 3)

Comnecticut has also instituted a computerized information system'which

. connects the 13 Regional Centers, the ttaining schools and the Office of

°

Mental Retardation. This system prov1des comprehen51ve 1nformat10ng

..on many program and client elements that are essentlal to plan-
n1ng, developing and supporting a system of services d851gned to
‘keep people from having to enter institutions and to enable persons
: , - presently residing in institutions to return to the communlty
; - : (Thorne,. 1973, p. 2)

Recently the Office ozﬁgental.Retardatlon compieted a 5-10 year service /

improvement plan titled Project Challenge. MaJor goals include the reduction

in size of the two traifing schools and the enhancement of residential care

s : ' . .
o , systéms which provide short-term and respite care. To/the greatest extent

possible services will be moved out of the_inetitutions and into the commu-

. y . -
.nity.

Nebraska

In 1967 Nebraska could be described as ".;,one of the least progressive
of the United States as regards provision and funding.for mental retardation.

services." (Welfensberger,'1972, p% 95) During that same year the state's

average daily institutional populatioﬁgwas 2300. By 'the early 1970's H

* Nebraska had become a national pace setter in the development of innovative

[y

and quality cemmuﬁity based programs. By 1975 its ihstitutionalvpopulation

had dropped by more than 50% to less than'1100. A state plan calls for '

.

El
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further reductfbn to 850. A waiting list for institutional care has not
equted since IQ

1h1\ remarkqble gecord and near revolutlon in the delivery of services

q

A
to the mledlly retarded has been ‘termed the 'Nebraska phenomenon K

Nebraska's experience is especially impressive when one considers that it
L):' . .

is essentially a rural state and conservative, both fiscally and culturally.
It is not a State that has a reputation for.'jumping on the bandwagon' or
impulsivity. One can only deduce that a great many Nebraska’citizehs and
elected 6f£icials cortcluded fhat,alterhatives'to institutiongl cdare for the
, mentally retarded were desirable;.pecessary and economically feggible,

fThe Nebraska phenomenon began with a 1967-68 study of the State's

»

institution. The study was requested by the Nebraska State Association for
Retarded Children and was a response to overcrowded conditions and a concern

over~the quality of ‘care provided at the institution. The study\was.con—'

dueted by @ c1t12ens commi tee app01nted by the Covernor - -

Durlng the course pf this study, the Committee concluded that the

problems of the Beatrice State Home were not soluable except in

the context of a radically new approach to services to the retarded

generdlly In consequence, the Committee then drew up what was,
- in effect an entirely new state plan... (Wolfensberger and

‘Menolascino, 1970, p. 20) :

An importéht feature of thé'study'processlwas Governor Tiemann's willingness
ang gagerness for the Comhittee to ha&e access tovall institution wards,
~pérsonnel and materials such as budgets. .Nothing was hidden fromwthe
Committee. According to Wblfensberger and Menolascino (1970, p. 20)

The report evoked much controversy...it also evoked massive
‘ . publicity and extensive support from all levels of social \

. organizations: from.citizens® on the street, to gounty
comm1551oners, state leglslators, and the governor himself.
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Thesnew plan fdrmuléted by }he Committee was a break with the past. v

Wit .

It laid the groundwork for the rapid change that followed.
‘These committee members, infused with the spirit of the human
dignity movement, the developmerital model, amd the normalization
principle, altered the state's approach to its retarded citizens.
Parents and professionals joined forces to write a plan for a
system of commmity based services which would meet the needs
of all retarded persons within the normalization concept. °
(ENCOR, Historical Perspectives, R. 1) v

,

A massive public education campaign was waged by the Committee and‘parent

vgtoups'in'1968 By 1969 the Nebraska 1eglslature had passed fourteen blllS

relévant to the new State Plan, one of Wthh establlshed six reglons 1n the” v
[§ * »
»  State respon51b1e for serv1ce dellvery One of these, L B. Saa contained

:thc followxng

#
= a

‘ It is hereby declaredqto be the public yOllCY of the State of
' Nebraska that a pattern of facilities, programs and services
should be availablé to meet the needs of each mentally retarded
person so that a mentally retarded person may have access to
facilities, programs and services best>suited to them through-
out the 1ife of the mentally retarded.person. The complexities
of mental retardation require a coordination of the facilities,
programs and sérvices of the various agencies of the State of
. . Nebraska and those of the communities. Programs and facilities
: : should be planned and provided as a part of a continuum of
' service to mentally retarded persons.

*Each region has a board of directors and a téntral_office résponsible
for the development of cdmhunity baséd services. The‘State Office of Mental
Retardation contracts with the regions for the delivery of service. Each
i | is funded byta combinatién of countf; st;te'and federal monies.b State
! guldellnes and standards empha51ze¢the pr1nc1ple of normalization.

. One of Nebraska s six regions, a five county area of Eastern Nebraska,, ..

is admlnlstered by the Eastern Nebraska Communlty Offlce of Retardation.
‘ENCOR is known/beth naticnally and 1nternat10na11y for its innovation,

’
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" implementation of the normalization pr;nciplé and quality control in
- programming for the retarded. The}Prbgram Analysis of- Service Svstenm,

a toof for performance assessment which stfesses aécountability and.

nofmalizétion, was developed by persoﬁs associated with ENCOR. . PASS

is now fairly widely used within the field of mental retardation. It is. “9 ‘
noteworthy ‘that ENCOR staff has taught PASS to parents as one means of =
enhancing their role as advocates. ENCOR has developed a wide variety ._'., .

of community based services so as to individualize the services utilized
e . :

by-the\retarded. Persons with all levels of retardation are served by

ENCO&? including the profoundly retarded with mﬁltiple physical handicaps.

B . "™
California. - : ' e

o ' ’ y R :

’ o

. /’-"" .o
B " The last California hospital for the mentally retarded was completed
in 1956+ ‘At that time the State's institutions served about 14,Q00
rétarded persons. .According to Pye (1974): |

...questions began to be raised as tofwhy California could serve
its citizens only through this hospital type of system.. These
- ' questions became more challenging as the State was pushed to
' ‘include service concern and responsibility for the mentally
retarded in its new commmity mental health Systeﬂ’in 1957 and
© its expanding mandated educational system. It was, however,
- not until 1962, when the President's Panel on Mental Retardation
published its report that we began to ponder and to formulate a
Ao State plan for services to a long-neglected and deprived popula-
tion. This development induced a shift away from a patchwork of
haphazard sedytions to that of well-conceived and organized
-~ approaches. (p. 2) ' o )

California'’s -first Stgté plan for the mentally retarded«#ds completed.
'in 1965. That same year two Regignal Centers were established. Three years

later the Regional Center programs were expanded to cover the entire state.

@

& ) —

O - . . } % b
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ntil 1965, the State Hospital and. post-hospital leave program
were the only alternatives open. to families, whether .or not
hospital care was needed by the individual or desired by his
family. (California Bureau of Mental Retardation Services,
June, 1969) S |

In 1968 the California Legislature authorized a comprehensive study
_which identified seven problem areas. According to Pye (1974) the study
report noted the followilg problems.

. 1) Lack of a'single agency with responsibility and “funds to-
. assure seyvices to those in need . '
' 2) Lack of funds to purchase services
.- . 3) Lack of essential services in"many parts of the-state '
. 4) Excessive reliance on the state hpspital system , !
5) Lack of coordination and planning on regional and state levels. i
6) Inequities in fees imposed on parents of mentally retarded ;//”)7
persons A ) o
7) Failure tb fully utilize federal funds available for services
for the mentally retarded ‘ :

Tk : Additional legislation to correct theéeoproblems was introduced and
passed. The Lanterman Mental Retardation Services Act of 1969 is the basic
document now guiding the provision of services for the developm@ntaliy dis- -

abled. Seventeen Regional Centers are the key featufes of the service

delivery system.

In order to provide fixed points of referral in the community for
- the mentaily retarded and their families; éstablish ongoing points .
_ of contact with the mentally retarded and their families so that
they may have a place of entry for services and return as the
" need may appear; provide a link between the mentally retarded and
. services.in the community, including state-operated services, to
- * . _ the end that the mentally retarded and their families may have
access to the facilities best suited to . .them throughout the life
" | of the retarded perSon; offer alternatives to state hospital place-
> ment; and encourage the placement of persons from the state hos-
c pital, it is the intent of this division that a network of regional
- » diagnostic, counseling, and service centers for mentally retarded
¢/ persons and their families, easily accessible to every family, be
’ -established throughout the state. (Lanterman Act) S ’

In°1974§4these 17 Centers were serving ovér 1@,000 individual clients. The

. ~ [ Ce s
o o o o . | : | ! | |
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t
@

institutional population has dropped to about 10,000. One of the unique

T4

features of the California approach'is that all of-the Regional Centers

are private nonproflt dgenc1es but pllmarlly financed by state funds.

T i

Each works under ngtract with the StatebDepartment'of Health.

- The Legislature finds that the services required of a regional
center are of such a special and unique nature that they
- cannot be satisfactorily provided by state agenc1es Therefore,

i private nonprofit community and local public agencies shall be

utilized for the purpose of operating regional centers to the
end that the unique relationship which these agencies enjoy with
both the mentally retarded and their families and the providers
of services in the community may enable the mentally retarded to

 receive seérvice in the most direct, efficient and effective
manner possible. (Lanterman Act) 5

The Regional centers are dlrectly involved in the -admissions to and dis-

charges from the State Hospitals. : - S
.except for those mentally rétarded persons placed in state
hosp1tals pursuant to the Lanterman-Petris-Shert Act, no mentally
retarded person shall be admitted to a state hosp1ta1 except.
upon the referral of aﬁ{ gional center. Upon discharge from a
state hospital, a ment&ll y retarded person shall be referred to
an approprlate regional center. (Lanterman Act)

" S

Pye (1974) of the Golden Gate Regional Center in San Franc1sco notes that:

% .
We consider admission to the hospital system around the program
need of the client, and the hospltal as part of the community
resources avallable to him. It is our policy clearly enunciated
by our Board ‘that we will not approve any discharge from the -

T hospital unless an equal or better program is available. This

o has reduced dlscharges and highlighted gaps in community services.

Accompanying the development of Regional Centers and the emphasis on

o

- community based services have been changes in the role of State Hospitals.

- In contrast to the typical custodial institutions of the past, the Hospitals

have oecome highly specialized. Greater:emphasis has been placed on time

o

1imited care and training as a means of facilitating the retarded person's
adJustment in the communlty The Hospitals have also broadened the1r ’

serv1ces to include developmental dlsab111t1es in addition to retardatlon

/ . &

”




I “FUTURE OF INSTITUTIONS

Judging from deinstitutionaiization efforts such as thdsefin California,
Nebraeka; and Connectiqut, depOpulat;on by one-third or even one-half apnears
both feasible and desirable. This raises queetions about the future“of
'1nst1tut10ns for the mentally retarded

N Some budget and policy-makeYrs are conv1nced that institutions-are
so outmoded that we can forget them, while we devote all resourcesg
: to new community programs. However, institutions have existed for
o over ,a hundred years. It |is unllkely that legislatures will -
" - _51mp1y throw away the buildings or that staff will dlsappear over-
> .. "' " night. (P.C.M.R. 1974, P- 10) : :

' How can states respond to this di'lemma? ‘The Presidents Committee on Mental
W . ¢ _ S Lo PR

~

Retardatdon (1974) suggests that institutions greatly modify,their purpose.‘

Institutions must come to 'be regarded as special purpose.units.

They can be re- -oriented to offer emergency and temporary services;
 intensive care and treatment for the severely d profoundly .
‘ - _retarded and for" thehmultiply handicapped; re e care for -
v families of the Tretarded; and highly s ec1a112ed habilitation

' services for selected ret yrded persons.on a non re51dent1a1 ba51s

(p. 11) -

. The.Mansfield Trarnln School in Connectlcut is an example of .a dynamic

i
\

. K '1nst1tut10n whlch has changed its program and purpose Other retdrdation .

SR _ _ fac11;t1es, like the Callfornla Hospitals, have expanded their functien to

) e include service to other develOpmentally'disabled persons ; e.g.; those with

B epllepsy, cerebral palsy and ‘sther neurologlcal condltlons A |
Inst1tut10ns in isolated, rural areas may find it extremely dlfflCUlt

o -to modlfy their purpose and -programs. The Boulder Rlver School and Hospital

'in Montana, for example, is located in a town of 1,: 0n Such facilities find

it dlfflcult to attract the sk111ed professlonals needed to provide 1nten51ve

training and treatment and their 1solat10n and 1naccessab111ty make them

- 7 'unlikely 1dcations fer respite care-and non re51dent1a1 programs.

N . " - . ‘ 4 . . N
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DhINSTITUTIOmALIZAIION FOR THE SEVERELY AND PROFOUNDﬁY RETARDED .ot

N -
@ o . . DR "

It is often assumed that large custodial institutions. w1ll always
be needed for persons who have very severe handlcaps Alternatives are,

however possible. For example Nebraska s ENCOR system has developed

both commhnlty residential and supportlve services for

e profoundly
retardedyand for thoSe who have mult1ple physical ‘handicaps. ENCOR's
Developmental Max1matlon Unit (DMU) in Omaha serves sever ly and profoundly

#retarded persons who. may be nonambulatory and have multiple hand1caps

' 1nclud1ng selzures phy51cal 1mpa1rments .and sensory hand caps According

to a 1973 ENCOR publlcatlon, the DMU prov1des

l) A comb1ned re51dent1al and. developmental program geared to Ry

‘basic developmental stimulation and to foster aequisition of
self-help skllls, ambulation, soc1al personal awareness: and
small group 1nteract10n K :
2) Services to chlldren who have complex med1cal challenges
*‘whith need treatment and/or management models (such as inten-.
sive physical therapy) to further embellish their develop-
mental potential.

3) Stimulation of the ch11d's development so he can move on to
and participate in more advanced programs in the future.

INCOR staff believe that early intervention and#stlmulatlon.such as
that provided by the DMU can actually prevent_the de;dlopment of.profoundﬁ
_ retardatlon (Further descriptions of the DMU concept'and related 5
programs are found in Menolasc1no and Pearson, 1974, ) Because smaller
cities often lack sophlstlcated back -up services, the establlshment of
slmllar programs in non-metropolitan areas faces some obvious problems.
This ,does not mean, however, that such programs could not be created in‘{

rurhl areas. In late 1973 a service for the severely/profoundly retarded

was initiated in Wayne Nebraska populatlon 5,379. : ?“

\ '3\4.%\
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Undoubtedly,‘the potential of ?ersons:1abellaﬁu§évereiy or profound?y |
retarded has been underestimated. 'In dramatic fashidﬁ, Dr. Mar@wGold of
the University of Iilinois Childrén's‘Research Center hag-shdwq-that
g profoundly retéﬁéed iﬂdividuals could be taught to aségmble“avbicytie
brake within a few hours. .On.e individual trained to complefe this task

had a measured I.Q. of 1l. While they work slowly, these individuals

often make~fewef errors than’norﬁal factory'workersbperforming'thebsame” N
- task. o o - . . s @
. DEINSTITUTIONALIZATION IN RURAL AREAS .
P A ‘ . v . : A
. . . . & . 5 . ey
R~  Deinstitutionalization efforts in rural states must grapple with a

" *set o} problems and issues somewhat different from those encountered in

/

urbéglareas. Popp (1974) récently noted that the:

...special needs of rural areas seem to have been neglected in
the nation's efforts to recognize and cope with the- problems of -
mentally retarded persons. When the federal government arranged
in ‘1964 for ''comprehensive'' State-wide mental retardation studies
: throughout the country, only a very few states ever mentioned
. ) * the specific needs existing in rural areas. - Yet rural areas
‘ still comprise a large part of the nation... (p. 129)

A 1966 Wiscons{n'project identifieqw§ number of special problems

relating to the development of community based: alternatives in rural areas.
' “w . . ﬁ .

These characteristics need to be considered in planning for de?hstitution—
« 4 |

alization. T
¢ ' * ‘A. In a rural area the understanding and awareness of the .
.- retarded's needs and the subsequent impetus to serve him has .,
sufféred from the relative lack of exposure to publicity, -
information, and educational effort. ' .

B. Services for the retarded have not developed in rural areas °
due to the mechanical problems involved in bringing people
thqther in an area of low population density. .
Ty T "o .

4

<
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' nidt'and programm1ng must be bullt upon rural culture, éresou es and

- reservations present an even greater challenge since the usual approaches

» ~ ‘ 47.
. i '
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! C. In a rural area there is often a lack of- fac111t1es such as.
day care, sheltered workshops, and spec1al classes to serve
the retarded

D. g Most rural areas lack d1agnost1c and treatment centers.
E. °"Rural areas lack an organizational structure for proper

' 1dent1f1cat10n, ‘treatment, and referral of the retarded and
‘their families.

o F. ~There is an extreme lack of trained professionals, such as

v« psychologists, social workers, public health nurses and
a - physicians, who can offer service to the retarded or their
- - families. :
G. The rural retarded and their families have long been unaware N
of any alternatives to strict custodial care in .the home.
* H. People in rural areas often have low expectations for their
; mnormal child, as well-as the retarded, and are unable to see
* the value of training and education. -
I.- There is often a stigma attached to family counseling in a
.+ rural area, and the fixed point of referral may be located
< in alcllnlc or welfare department. Where little stigma is
e attached, such as: the public health nursing service, th1s -
3 office is understaffed in a rural area.
J. Neighbors in ‘a mpral area often have less experlence w1th
' arid understanding of the retarded chlld than their urban
_ counterpart
K. Parents of ihe retarded in a rural area are often poor and
cannot afford the cost .involved in transportatlon or the child - -
y - care necessary to attend parent group meetings or take advan-
tage of counsellng and diagnostic¢ services for their retarded
Chlld (cited in Popp, 1974, pp. 129- 130) g

If de1nst1tut10nallzat10n is to be accomplished 1n rural areas, plan-

characteristics. Strategles and programs developed 1n urban are
be s1nply ’transplanted' 1nto rural areas. Recent;contrlbutlons to ocial
service llterature (Buxton, 1973; Segal‘ 1973 Koch, 1973, Mermelsteln
Sundet, 1973) have 1dent}f1ed several features of serv1ce dellvery whlch

are unique to rural areas. These also apply to commmity based programs

for the mentally retarded. The prOV1s10n of serv1ces on rural Indian

~

the tradition of noninterference wh’ch is common to many tr1bes. (Good Tracks,




The Rural Community* .

%

o : .
Incre351ngly, the. rural community resembles urban or suburban commu-

e ‘nities (Warren, 1972). While traditional urban rural differences are _
becoming blurred remnants of a rural cultufe still ex1st Rogers and |
Burdge (1972) note that "Ruralwpersons (mainly farmers) exhibit\certain
attitudes and values.whrch are different from those of urban persons " ;

v

“(p.’267) In areas where, rural culture still per51sts, 1t,must be d%n51der—

a i .

« ' '/ed in planning for de1nst1tutionallzation T ft A;
A : a . .
- Lo Whether in an urban‘or rural areg, new plans for;%ﬁg/dijivery of-

mental retardation services must take into account pre-existing human

1

' services. While it is true that rural communitiesbhave‘fewer formally

a5 e

organized professional services and agencies, it is a serious error to
. o N\
~assume that a particular serv1ce is not being prov1déd 51mply because a

T

_ formal organization does not exist to provide that service (Ginsberg, 1973)..-
[ -

Informal systems of service are common "to rural areas. Patterson and

e A L e A s AL N EhA A . Aren

e e e e AR A A o st s s I g

Twen;e (1971) term these 1nformal arrangements 'natural service systems' or-

'natural helpers ' They tend to develop F“the absence of . formal services.

S

" These 1nformal networ%b lack the sophistication and 'knowledge base of

» it

profe551onally organized programs but they do perform a valuable fUnct1on

-

»and are usually supported' by influential c1tizens and dgmmunity leaders. ‘-. "

If a new formal plan for the development of human services poses 4. threat _ o 1]

N L+

- to these informal service structures, 1t may encounter con51derable re51s- : j
=00 ) : 3
s

- tance. Wylie (1973) has observed however, that this 1nformal help1ng e .

network may be more of an asset than a liability in developing a new formal é

v

.serv1ce system in rural areas. ‘ ‘ _ \
3 C . . ! v !
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o : " Here is a ‘mighty resource for the'soc1a1 planner—-a pool of people *
’ accustomed -to helping each other, a pool of people already atcept-
ed and identified by the COmmunlty as-helping agents, and people _
‘who can'be easily identified..,the challenge 1s to strengthen and -~ . .

expand‘thls natural network by~preserv1ng the Naturalness rather

. }' : o than imposing professional stdndards and nomms. In other words, .
= ; .what we have there’already may be quite good 1n its own right,
(P ) : : S e —_— s

I : ; ’ ‘ R : ' Co AT A
Desp1te some obstacles to change in. rural areas) unlque potentlals~are

;ﬁalso presentl One 1s the sense of pr1de and communlty sp1r1t that ex1sts

. in many - rural areas. These elements are espec1a11y strong in relatlon to.

‘ self help act1v1t1es and 'taklng care of our oym.. voIf ‘new program 1deas .
/

and plans are generated from w1th1n the community and are supported by Cot -

'ctrespected c1t12ens the rural communlty is capable of rap1d and surprlslng-

ly innovative act10n On the other hand plans or proorams wh1ch are 1mposed

upon small communltles by outslders often meet reslstance or. fa11 to win

N

support necessary for 1mplementat10n Because successful-de1nst1tut10na11— ,: ';.. 7
zation is so dependent upon communlty acceptance ofxthe retarded and support
“for new prograns, it is essential that local c1t12ens elected off1c1als ’ : a
' parents and the natural helpers’ be 1nvolved in any plannlng process wh1ch R

affects rural communities. Not only is. the1r 1nvolvement necessary to wrn .ot

R acceptance of new concepts and new programs but many of tnese same 1nd1v1-

" duals are needed to form the nucleus of volunteers whlchﬂare SO necessary -

to rural programs. AsQone might expect, it isfno small task for regional

or state planners to str1ke a balance between a communlty s unique desires I
and values and the bureaucratlc requlrements of large scale social plannlng

, _and funding constraints. . - '
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Regionalization

!
TR

Essentiallyt a rural area is characterized by a large land mass coupled
.with 1ow-popu1ation»density;: Montana;vfbijqnstance, is the fourth largest

4

' U.S. state in 1and area. It averages sgg miles in length and 315 miles in
w1dth - The “states of Iowa, Indiana, Kentucky, Maryland and New Jersey H @

could all 'fit' in Montana. Despite its phys1ca1 size its 1970 populatlon
was only 694;409. These éharaeterlstlcs affect not only the nature of

ra
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service delivery but also the cost of services. It is commonly assumed

for example that a unit of soc1a1 service costs about four times morein

-

a rural area than in an urban area. The expense of t}me and travel are key
h factors whi;h 1ncrea$e the cost of~serv1ce. The small number of tetarded
persons in an;uone commynity makes it economically unfeasibledfqr all
tommunltles to develop a total serv1ce system. Rather, services must be

A

i tcglonallzed Ideally, services should be planned and adm1n1stered at the

;-

‘regional level. | _ S
A lack of coordination among community programs is a fairly common

problem within all human service networks, including the mental retardation :

: serv1ce system A maior.cause of this problem is the multiple sources of
prlvate county, state and federal fundlng utlllzed in the provision of
services. Each source has guidellnes which regulate the use of funds, the
type of service which can be provided and eligibility. Coordinated funding

" appeatrs to be a prerequisite fox a coordinated service deiivery system.l "

. As deinstitutionalization takes place many retardation services which were

formeriy state administered within'a central institution have to be~adm;n¥

istered on a decentralized basis. In rural areas, this usually means the |

-

I
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utiliz atlon of multl county organltatlons bNebraska's highly- successful

reglonal programs operate within such 1nterlocal structures. :

I

. Professional Resources o ‘ .- /

opportunltles to functlon as members of teams and have less access to

consultatlon For these reasons, rural juman service workers, including
mental retardatlon profes51onals need /to have a broader knowledge base and
a greater range of skills than their, rban.counterparts, A very 1mportant
set of skills are those related to jthe tra1n1ng and ?tlllZlng of the

volunteers and paraprofess1onals who must often carry heavy respons1b111t1es

‘1n‘rural programs Programs of continuing education and staff "development

‘are vital to programs which are staffed by many nonprofess1onals and be

.

‘ profess1onals who must carry a wide range of respon51b111t1es

It is also 1mportant to note that the professlonal in rural areas must

T

- often assume roles quite, unlike those he m1ght have in a lalge metropolltan

area. In comparlson to urban areas, rural area re51dents place less valye :
on professional credentlals and 'expert opinion.’ Whether or not a profes-
sional's suggestions are accepted often depend on his informal behavior.

“how he relates to 'ordinary people' in social situations.

2

L . Y, \‘,, )

a

A constant service dellvery problem in rural areas is that of the
phys1cal distance between consumers and prov1ders of service. Traveling

teams of mental. retardatlon profess1onals or r0V1ng program consultants are

e
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conmonly used ifi rural areas. For example, within Wisconsin's Portage
Project specially trained teachers travel to the homes of preschool children
with mental and physical impairments. It is, however, often difficult for
traveling teams to maintain continuity of service and handle Crisis situa-

tions. Moreover, constant travel tends to 'burn out' personnel and results
[
in a fairly high turn over rate. In some instances, closed c1rcu1t TV,

radlo and conference telephone calls have been used to deal with the prob-

lem of dlstance Utah's Project TELEPAC, for ekample ‘utilizes the tele-
. X A
phone. Further experlmentatlon will be necessary in order to dlscover
. ' . . v N
effective and feasible approaches to service delivery in rural areas.

Y
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Organizational Resources | : I
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Organlzatlons prov1de the structures through wh1ch serv1ces are, dellver-‘

ed. Basically three types of organizations provide the community hased

services which make de1nst1tutlonallzatlon p0551ble: (1) public,: (2) private

nonproflt and (3) prlvate prof1t Whlle most retardatlon programs are
publically flnanced many are prlvately operated. .For.example, a recent
nation-wide study’ of 475 commuhity residential facilities for the retarded
(e.g., group homes, hosteIs: boarding homes, etc.) showed that 475 were
nonnrofit and 329 were private profitgorganizati'nsb Only'22% were ¢
publlcally operated (O'Conner and Sitkei, 1973(

Purchase of serv1ce contracts are commonly used to provide pub11c

funding to private organizations. The purchase of' service mechanism is

essentially an -arrangement whereby a public agency pays for service (e.g.,
foster care, training in sheltered workshops, counsetdng; diagnosis and

?
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evaluatiop, etc.) rendered by private organizations. It alldws governmen-

tal units to dovelop contracts with organizations, both profit and nonprofit,

~for the delivery of specified services and/or to develop and operate service
programs. ‘the mechanism is utilized, "for example, in the Federal Title XX

programs and in mmerous state funded programs. Gilbert and Specht (1974) . .~
note that the purchase of sérvice funding mechanism has both advantages qnd/”'
disadvantages. o
The major virtue of these forms of subvention to private and -
voluntary orgénizations is that they provide a varied means for | ~
starting government programs quickly. They avoid the’ rigidities
~of civil service and bureaucracy. Such charactcristics are '
advantageous for public programs for small special groups of
clients and for experiments or demonstrations. '

For the voluntary agency, “the obvious advantage of these arrange-

' ments is.access to the public coffers as additional sources of
income. But they pay a price. To the extent that voluntary -
agencies .are supported by -government funds, they forfeit some

- degrec of autonomy. Consequently, these agencies are limited in
their ability to function as agents for the expression of new or
unpopular ideas, as critics of public services, and as the
guardians of pluralistic values. In the extreme, voluntary
agencies may simply become an instrument of government policy.
. 150) o ,

n rural areas the flexibility of this mechanism is especially attrac-

tive because it permits the shaping and molding of programs ‘to fit local
situations, traditions and values. As previousiy indicated, programs

designed and operated by local people are more likely to be accepted and

supported by the commnity even though they are state funded. The ébmmunity

tends to view them as 'our programs.' By comparison, state operated pro-

@

-grams have a harder time winning commimity support.

The purchase of .service approach does, howevér, face some special o
" " _‘}; J'-

problems in rural areas. The mechanism presumes that private human service
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organizations-cxist and that they arc capable of modifying or expanding

their -program so as to provide DUILhdSOdble serv1ce>. Well established

pr1v¢te d&@ﬂClGS are rare in rural areas. Those that ex1st tend to be

small and fraglle.‘mgny are operated and staffed by volunteers or have a

!

paid staff of one or two peépl@ Not -infrequently, agency board members and
key dec151on makers w1th1n thesa small organl ations are unaware of success-

@

~ful programs in other parts of the countrv Innovatlons or program changeq
: argbmore l\kely to be based, on the experience of a program in a nearby
communlty than on ideas derived from national conferences, natlonal trends -
or professiohal literature. Because they frequently lack adequage prqfes-

~ sional resources, these organizations are seldom c;%able 6f planning énd .

| developing the ;hphisticated traimihg and behévioral shaping'programs

. -
needed by the more severely retarded. or those with behavioral problems.

In some cases, a new nonprofit corporatién is credted for the specific

purpobe of securing public funds for the ‘provision of badly needed services.

Unfortuﬁ\tely, a newly created organization must devote much of its time
and energy to maintenance functions. Only after it . gets on its. feet’ is |
1t capable of devotlng full attention.to prov1d1ng service. Thus, a new
private service organization in a rural community may. have a difficult tim¢
adhering to performance standards established by the ‘state fuhding égency.
This places state agencies in an awkward tosition of funding programs which
leave much to be desired. To reduce these problems to a minimum, new
service organizations should have ready access to technical assistance ;hd
“‘brofessional,cohsultatioh. As.soon as possible, new programs should be

'required to meet-performance standards such as PASS (Wolfensberger and Glenn,

1973) or the Standards for Community Agencies (Joint Commission on Accredi-
- ~= )

g

tation of Hospitals, 1973).

a
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© FINAL COMMENT

This report has éttemptedqto present an introductory overview of kéy
concepts, problems and issueS‘reiated t@gaeinstitupionalization and the
develobment of community baééa servicesyfor‘the mentally retar&ed. Factors
which have given rise te the deinstitutionalization mqvgment and factors
‘which remain as barriers were priefly summarized. Several-ekamples of
deinstitutionalization efforts and an.overview of desirable service delivery/

system characteristics w%re_also presented. Special,aﬁtention was given
to key issues in ruialwareas. | -
On the basis of this brief review, we-ha;;"feason to belhopefml but
\ a iong way‘to go. Many problems remain to be solved. Currently, we khow
more.about what needs to be done and what can be done in order to achieve
deinstitutidnaliiation than about how to overcome some of the ba;riers which
%umper rapid progress and the implementation of plans and concepts.- Many

of these barriers reflect myths about the mentally retarded and an ambivalence

A Q;\‘: about their rights, théir citizenship and tlieir membgrship in the family of
o mankind: 7 o , ; ‘ )
Over the pag;,dgé:de:we have‘seen'thé‘development‘of some'outstanding

and inhovative programs for the ﬁentaily retarded. These. developments have

shown what can be done and thag success is possiblé. We are also seeing

- a gradual change in public opinion toward and a greater acceptance of the - S i
s ,

person who is mentally retarded. Needless to say the change has been pain-
fully slow, éspecially for the six million retarded persqés in the United

5States who daily encounter a 'mix' of paternalism, discrimination, over-

protection and rejection. - s . : .
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~ Far- reachlng court dec151ons have 1a1d the ground work for change

- away from the use and overuse of institutions. Most states havexum~
establlqhed programs which will encourage deinstitutionalization and the

expansion of communitY’based services. Needless to say, however, many

*

funding and administrative issues remain. Significant attitudinal changes
‘must occur at the éommunity opiloéal level; changes which permit the ’

retarded persons--especially former institufional residents -to live and

function as citizens, neighbors,’students and employees. Such changes wil%

*

" need to be solved community by'community; neighborhood by neighborhood.
More than ever before, local eitizen interest andkinvolvement,is needed.
It is important to emphasize agein the fact that an apﬁroach‘which

works well in one community Qr:area‘may not work well in anoeher. Apbroaches

-to delnstltutlonallzqtlon and the development of communtty based alternatives

(

~to 1nst1tut10nal care} &must b 1nd1v1dua112ed and address local needs, values

{
b

and traditions. _Thisﬁ&S-espe‘lally true in rural areas.

o
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