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are i:lmbulatory and (lnly mildly to moderately retarded, the pOlentlal t"or ,Ill
kmds of developmentaUy disabled individuaJs IS very excitLng mdced. Usmg Hie
~NCOR approach with appropTiate supervision and baLkup support and Irylllg
different mixes of nom,;)) families, coUege stuuenlS, menL<:llly retardeu, phy"I­
caUy handicapped and epIleplic individuals the posslbiJitJes f,.r developing IpprJ·
priate patterns for residential living in communitIes seems endless

Hotels and Motels

Some expeTlential knowledge is avauahle in thiS area. Motel 66 In. CalJiornia
and the Hotel Experience or the Divl~lon of Mental Retardation In IlhnoJs Jrc
two illustratIons of using tills type of faciHty f,n residential care. Ollce again the
key not only to success but to the avoidance of catastrophe IS an accountable
monitoring service which will watchdog the cart: and programs of the residents.

Own Home

Some information is available from places like ConnectIcut where olle uf the
regional centers took responsibUity for settmg up a srnaU group home lI:'!mg lhe
personal home of a retarded middle aged woman whose famUy had died. With a
responsible agency and a backup monltOTlng system tillS cntamly pranJcs .w
acceptable solution for long term care. It also has the advantage of keepmg Oll(

of Iitngles with zoning ordmances and code legulallons Jf the number .)j 1111·

related residents is kept to fOllf.

Summary

In summary there seem to be plenty of options for thl;: development lIf
alternatives fOl communtty livmg. Adliltional resource pieces that have helpful
information are. "Residential Needs of Seven'/y Physically Handicappeu Nun·
Retarded Children and Young Adults 11/ New ]"ork State (Fenton'). ReSldent'al
Care Needs: Handicapped Persons Pilor Projec" California' : and the chapter e,n
residentIal services in Vol. lIT of the hook, Menlal Retardation(Helsel S ) Two
excellent publications that include up 10 the mmute reports on current acllvltll:~

in the area of long term care and services are The Record l
'I publication of the

National Association for Retarded Children's ResidentiaJ Sen/ice Commltke and
New Directions, a monthly newsletter 01' the National ASS'JCIi:ltlOfI of Coon.1l­
nalors of State Programs for the MentaUy Retarded, lnc. s

PROTECTIVE ADVOCACY

Of the basic essentials for long lenn care, three art' fallly well undc]sloud
and usually Included in long term care plan~- J) alternatives for jiving, 2) day Il)

day programs, and 3) fumling reSUlJrces
One absolutely essential COil ,pon~nl-a pro'_eclive advoca,;;y service-is ::lpt In

be overlooked. OJ, as has been the case with m,tilulIonaJ pJal:ements, It IS apt to
be considered unnecessary b~calJse the superiJlIendent or tfte opclato[ of the
facility can provide protective advocacy, Such, unfortunately, IS not usually the
case. EspeciaUy when dependent indIviduals art' Involved, some type of monitor
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mg system must be built in. Someone outside of the service delivery agency or
system must be responsible and held accountable under law for the well being of
the dependent developmentally disabled and for the adequacy of programs.

In response to the recognition of this need and also in response to the SUIts
In court to insure protection of civil and human rights, a new program compo­
nent of long term care with new structures and new patterns of delivery of
service is emerging. Several models are being used and at this point in time no
one model seems to be the way to provide protective advocacy servlce_

Some of the elements that seem to be essential in any model, however,
include:

I. Clear separation of the service delivery function from the monHor­
ing, protectmg and advocating function.

2. ResponsibiHty and accountability assigned by law to an agency and!
or an individual outside the service system and with no conflict of interest.

3. Provision for varying levels of help with decision-making from mim·
mal counseling through varying degrees of case management to maximal full
guardianship.

4. Protection of civil and human rights with regard for due process.
5. Protection of human rights with due regard for confidentiality of

records and right to privacy that is in the best interest of the client.
6. Mechanism for follow-along tracking WIth due regard for civil and

human rights.
7. Provision for personalizing and individualIzing the advocacy service

through a program of personal advocacy.

Ohio's Case Management Proteclive-Advocacy System

In Ohio where a case management protectIve services system went into
effect under law July I, 197:', the various responsibilities are defined and
assigned as follows:

J. Case Management -- Case Management selVices provide or see that
the selVice is provided: intake, counseling, diagnosis and evaluation, prescriptive
programming, referral to appropriate servlces, regula} assessment of outcomes
and modification of program prescriptions. In addition such a selVice has the
capability of responding on a 24·hour, seven days a week basis to client needs.

2. Protective Service - A Protective SelVice is a monitoring, tracking,
appraising, counseling, and adv0cating servke for individuals who need help jn
managing themselves and/or theIr affairs.

3. Per,oMI Advocacy Service - A service in which an individual
assumes responsihillties for loo~mg after, as if they were his own, the interests,
TIghts, and personal needs of a d"velopmentally disabled individual.

Other states have different ways of defining and assigning responsibilities.
The trnportant fact to note heft~ is that a long term care program must address
the problem of seeing to it thai aU of the responsibiltties are assigned and that
someone IS accountable.
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Ohio DDA Coullcils Involvement in Long Term Care

The OhJO Developmental D1S<lbLlIties Plannmg Jnd AdvIsory Cnunc1] desJg·
nated as Its top pnoIlty a Iesjdential model of st: rviccs wluch mcluded protective
servkes, case mJnagcment, personal advocacy ard a commltmCnL to [he develop­
ment of commumty alternativc:-. for Jong term cae.

In order tu get this proJect off the ground funds were given tu i:l comO! tlUlll

of OhIO Association for Retarded Children, Epuepsy FoundatIon of Anwrlc<I,
and United Cerebral Palsy of OhJO lo conuuct a residential semmae WhICh would
involve as participants st<lte leaders, statr adnunlstrators, plofesslolldls III the
field, volunteers and the handicapped themselves. The semlnaf was to -oeLl'';

attenllOtI on the program nerds JIl the residential servIces area and to la~1 Oll t
some philosophical positions dnd gUldeJmes for the State of OhlO 10 take wuh
regard to residentJal serVJCcs.

In additJOn to draftmg 12 working assumpllOns for a state resldent1<ll ~erv

ices program, the attendees at the conference passed a resolution recommendmg
that over the next 10 years tht' present institutlclnal system be phi:lsed oul: thdt <L

system of community ba~cd residential units be developed, and that any mOIlIC:,

earmarked lor construction for InstJtutlOns bl: reaUocated 10 construction (J'i

such units. The confercnc.:e further recommended that funds be requested f rUIll
the DDA CouneLi for a ReSidential Planning Project to develop' ,tate plan
which would be a compJlatlOfl and coUatlOn of 10 grassroots dlstflct plaw.
developed by reactIvated citIZens committees in each of the 10 dlstru.:ts of OhIO

Governor John J. GiUlgan addressed the c1using session of the semmar Jnd
endorsed the recommendatlon~. In order to gei the cItl/enS ,:.;umlmltt:es rC~Qctl

vated and the eftort roUlng at the grassroots, DDA prOVided funds for the hll mg
of a State Coordinator. The DDA Council alst! agreed to fund the resldt'ntlal
plannmg project providmg tht: consortIum of tluee agenCIes would Incorpolatt
In order to provide a sound ddnllnistlatlve structure for the supervIsIon dnd
carrymg out of the proJect. At tmlc of IhJ5. Welt ng the groups have mctJrporatcd
under the name of OhJO Developmental DisabilIties lncurpOJiJled, have ell:tfed
officers, have appomted board members, and are In the pruces:; of hli mg staJ f

Backmg lip this efforl the Develupmental I lisabLlitles Cuuncu has a]su pro
vided funds to the [)lVislon of Developmenta! DisabilIties 10 expand Jts lase
management system so th~t the entire state JS (overed. This :;y'item provlde'\ If)

each of the 10 distrlct~ of Ohio, a Distlict Offl:e whIch IS the poml of re;errdl
for all indlviduals and famJiie5 who need or thi:lk they need Jesldentlal or nther
servjces. After intake and cVilluation every effo~ t wLlI be mad,~ to find a sUltablt·
residential placement In the (ommunity. If th s 1S not posslble the mdlVIdual
may enter the institutional system. All entries .md departures from the mslitu
tiona] system will henceforth be made through the distnct offices. Some tundmg
for residential placements is already aVJilable through family care funds 111 tht,
DivisIOn's budget. To proVIde more adequate fundmg for thls endeavor, the
Division of Mental RetardatIon and DevelopmentaJ DIsabuIltes will include alme
item in Its next years' budget for addJtlonal funds for purchase of resid'~ntlal

care. The Guvernor haS already Indicated hIS 'iUpport uf thiS request.
As mdivlduals arc placed either III comlllullJty placements or III the Imtitu·
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tion, a referral will be made to the protective service of the state authorlZed
under House Bill 290. This bill provides for ongoing follow-along mOnitoring
)ervices to check regularly on individuals in its care and report in writing at least
annually to the Dueclor of the Division of Mental Relardation and Develop'
mental Disabilities on the condition of the individual, his response to the pro­
,~ram, and the appropriateness of the placement. Also Juthorized under this bill
IS a public guardianship program for Ihose indivIduals who are felt to need this
,:lnlOunt of supervision and contwl. Parents can apply for this guardianship while
they are living or ask for it as a successor guardianship in their wills. A computer­
Ized tracking system will be used to follow individuals in the protective service
';0 Ihat Ihey do nol gel lost. DD,\ funds have already been allocated to develop
[he system.

The protective syslem has I,een operational since July I, J972 wilh 12
workers plus an administrator aUlhorized. Although this program is budgeted by
lhe Division of Mental Retardalil)n and DevelopmentaJ Disabilities, some DDA
funds have bcen assigned so Ihal this program can be expanded as rapidly as the
Division is able to hire and train workers. Workers are mservice trained in a
Irammg course conducted by the University Affiliated FacIllly In Columbus, the
Nisonger Cenler. TIIC Irainlng program IS funded wilh DDA funds.

In Ihe meantime, with DDiI Council "nudging," the DiVISion of Menial
Hetardation and Developmental Disabilities and the Departmen[ of Welfare have
negotiated a contract lIsing social iervices funds to hiIe 100 additional protective
service workers and 100 additional case managers.

As a watchdog on Ihis stale c'peraled protective service, the DDA Council is
<lIsa funding a project for the dt~velopment of a statewide personal advocacy
system. Funds have been assigned to the incorporated consortium to hire a
statewide personal advocacy coordinator to work with the reactivated cilizen's
committees and with the volunlarv agencies at the local level in the development
of this system. Once again DDA funds have been allocated to the University
AffLIiated Facility In Columbus to train the personal Jdvocacy workers.

Thus DDA funds have been used 10 help pul in place a resource. Salaries of
the state citizen's l:Ommlttee coardmator and the stale personaJ advocacy co·
ordlflalor will be ongoing commilments on the pari of the DDA Council. DDA
Council funds will also provide ,)ngomg rraining support for Ihese programs.
Initially some project monies will be used to help agencies get then personal
advocacy projects off the ground. However, in the long run these programs will
be expected to be stJffed by the 3gencles themselves WIth volunleers serving as
advocates.

PAlTERNS OF FEDERAL SUPPORT

Long lerm care for a developmentally disabled indIvidual is expensive. The
cost of institutional care over a lifetlITIe has been estimated at somewhere be­
tween $300,000 to $500,000. At present no type of help or catastrophic insur­
ance is available to help families ml:et such astronomical costs.

Recent acts of Congress hav", however, prOVided bits and pieces of help
"'lth some of [he elements.
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Funds for Construction or Living Arrangements

hi addltlOn to DDA funds there are thrc(' major rcsoUlccs lor constructIOn
funds for long term C:lre faculties.

I. Housing Jnd UrhJIl Development funus under Sedlun 2 ,] ,232, :JllU
236 of the NatIOnal Housmg Act of 1959 are <Ivajlable ror construction, rl~hah~l­

lalinn and equipping of long term care facdille ... such <.IS Hurslng hOllle:; dlHJ

leFs.
2. Health l EduL3tion, Jnd Welfale lunds are av,ulable ulIJer [he Hill·

Burton Program which provides grants, loan:, Jnd loan gmlrantees lor tile LUII­
struction, rehabilitation Jnd/or eqUIpping l)[ long term C.iff fdcUltlCS. For thus~

hving in Appalachian arc.:l:-, Appalachian 202 3Ild 214 funds <Ire also 3vaIlJble.
3. Under Sections 502 and SectIon VIJ-A uf the SmaU Buslll~ss Ad

loan guarantees and dueel loans are ava~able from the SmaU BusJnes~ Admllll­
stration to construct) expand, rehahilltate anl/or pperate long teml care f:lclli'
lle~

Federal Funds for Ongoing Operating Costs

Resources for oper:Jltng costs of long terlT1 care CiCln corne trOll" rTIJny
sources. The primary fundmg resources arc Medicaid, Soc1al SeLunly, tlllrLl
party payments mcluding health Insurance, patlent or famiJy payment<;;.!ocaJ lax

levles) and general fund appropnatlOns.
Under the Social Security titles there are several possIble fundmg rcwurces,

For those indlviduah in call.:gorical assistance programs or hYing In state'> Wh..;'fC

the merncally Indigent are covered, McdlcaJd funds aTe avauable for UIl' III
skJUed Ilursing homes or in inlennedlJte I,;dre faCllllies. Under PL Y2-2~3 fcdl'T;ll
match..ing under MedlLilld became available fer Lare ot the mentaUy retJrdc'd In
publil,; instItUtions whIch qualIfy as ICF's prL>vlded thJt health or rehJbulIJtlv,,:
services were avaI.lahle and pruvlded that the reSident was lecelvLng actIve tr(al·
ment, In additIOn, eat.:h such eligible person In J public IIlStltullon Of nur:-.lng
home or LCF who IS gettmg Medlt.:ald fund~, also qualIfIes for up tCI s.;'2"i per
month for mcidental ex ]H.'nses.

Aid for the Pennanently and Totally Disabled

The 'recently passed JI1ICIlUI1lCnts to the SUL.I,II S("curl1y Act (1Il1lal'l <J ll'JI
breakthrough fm SupplJr t of ongoing (lists lit" L.ace for disabled InUIVldll.ih.
Begmnmg In JanUJfj', 1974 the AId fOI the PClmanently ,wd Totally [IISJhkLl
program Will be "federalized," alld adm1l1lstert>d by the 501;1<11 Securlly Adlllllli'
stratian under federal L.Iitella and guidell1les At (his time there will he f~ul'T,tl

baSIC support for disabled mdlvlduab of $130 per month In addItion, the dls­
aUowances have becli liberalized and mdlvlduals lIlay keep up to :b:2U per Illt'llth
from any resource. They lllJy <llso keep tip t) $65 per month of e,Hned lrlC\IIllt'
and h<llf of any addlllOlldl eill ned Income up I 1 Ihe 1llJ XUllU In allowed The:h 1.1 0
per month IS reduc~d hy olle·lhird If the mdi'lidual TClllam c at horne Hw hrtdk­
through insof"r JS long tCUll (<lrt' IS concerned IS Ihal p<:lrenlJl Ilabllli} {llr

indiViduals above the d~t' of loR w.tll be r~m wed No! only will evelY dl'>Jhkd
indiVidual above tht, Jgc ul JX 4ualify for support fUI1t1~, bUI CllgLhlll[y fCH
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categorical asslstance programs usuaJly implies eLigibiJity for Medicaid to cover
health costs and eligibility for social service programs including protective servo
kes, mformation and referral services, homemaker selVices, nutrition services.
adult education services, trairting and employment services. chore services, and a
whole host of other benefits. States are expected to add to these federal funds in
order to provide an adequate supporl base for appropriate long term care.
[Ediror's Nole: See also dIScussion of the provIsions of the Social Secunty
Amendments of 1972 (P.L. 92·603) in Jerry Turem's paper entitled "Services
Under Titles IV and XVI."

Social Security Benefits Under Tille II

Childhood Benefits (formerly Adults Disabled in Childhood). If parents are
covered by social security or railroad retirem~nt, at the time of retirement of the
parent, the dISabled son or daughter is eligible for an amount equal to one-half
of the parent's social security benefit. At death of the parent the disabled
IIldivldual is eligible for th[ee·qua~lers of the benefits of the parent. After a
24-month initial period beneficlarres of Ch~dhood Benefits become eligible for
Medicare. As basJc social secu_rily benefits increase, therefore, so will children's
beneflls.

Disability Benefit:s. Disabled workers in sheltered workshops can qualify for
dlsabilily benefits on their own earnings. The amount of work needed to qualify
depends on the age at which the indi\'iduaJ b~comes disabled. If disability occurs
before the age of 21 the individual must have credit for I h years of work In the
3-year period ending when application is made. Mlcn an individual becomes
ehgible for disability benefits, after an initial 24-month waiting period, he also
becomes eligible for Medicare.

Federal Funding for Day to Day Program

Smce other sections of this Conference are addressing indepth the funding
resources for programming, thi:; paper will merely list some of the resources:
Titles J, UI and VI of the Elementary and Secondary Education Act: the
Rehabilitation Act; Titles I, IV. X, XlV, and XVI of the Social Security Act,
Comprehensive Health Planning, Vocational Education Act, the Adult BaStc
Education Act, in addition to th~ Developmental Disabilities Act.

Protective Services

The new Social Se~UTi!y Amendments con lain helpful provisions for social
servit:es-including protective services for aU recipients of categorical (welfare)
programs. Since permanently and totaJly disabled indi\'iduals o\'er the age of 18
wilJ now qualify fOJ aid for thf' disabled if they ha\'e no financial resources of
Ihejr own, they become eligible for social services. ]n addition, there is a special
prioTlty coverage with open-ended funding (up to the limit given to the state on
the baSiS of its populatIon) for children anil adults who are mentally retarded.
Although there was some confusion and misunderstanding on the part of some
members of Congress concernini~ the use of Ihe term "mentally retarded" rather
than "developmentally disabled" Congressman Mills has assured us that it was
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the intent of the Conf~rel1ce Committee 10 lIlVI,lve them. Congressman Mills III oJ

speech on the Floor of the House ,:ollccrnlng the definition tlt '"rnenLally
retarded" explained the lIl(en1 of Congress thus. y:

"The term 'mentaUy retarded' does not apply to (j spcl,illl
ailment or disability dS known by th ~ medLc.1I profe'iSlOIl It
normally describes pl'fsons--and this IS our tntenll0n - wh,l.
because 01 neurologLc;]1 l)f other cau~cs .::It bLI[h ,-'r In edrlv
childhoud have Increased diffIculties 11 thUT ,,"o(lal IUJlcll()ll '"

(CongresblOnaJ RecOId'2)

Hence all developmentally disabled lIldlvldual:, sJlOuld qualify fnJ lundlng 1\>1
protective servkes from socI31 serVICes rund~. [/~'ditur's Nore See further OI~Cll,;'

sJOn of this poml Ln Jerry Turem's pdper enllt1cd "ServIces Under Tilles IV Jilci

XIV"
CONCLUSION:,

As Developmental Dl5ablllli~s Ct.")unciis re<llly get Il)Uing Jnu the IndIVl(.lu.Jl~

administering the various rederal-stak program~ al Ihe ~tate level wnl k lPgel!lfl

around specific problems. It IS obvluus that ro;: fly nt:w possmllitles tur UlI)PL'1 il
tive i.1ction In the provision nf comprehenSive long term CalC pr{)~~ldlll~ 1,1'111 he
found. It would seem we <lre limIted only by (>ur CftdtlVe IlIli:lgln<1TI0rlS ard (lill

will to accomphsh OUT goal.
There are lots of optlum for developing bing telm caJ€' servIces. There Jrc

few models. There IS a gre .. t need for ~;01neIJne 10 Js~'Umt' re\ponsibdlly h-,!
pUlling It all together

PresIdent Nixon has asked thi:lt the large 111~tltutiollS he reduced III pllpUJ<t"
lIOn by one·trurd. Those peuple can't Just sit or nuhstones" Commuility <llternil"
Lives must be develupe-d for them. Hopefully voc wtll not repeat TnISLlkrs ,II the
past. HopefuUy we WIll Iwt exchange Chnstma~ In purgatory LTI large LIlSlltlll1\llb

in Ihe country for doz.cm. of srnall Chrl"trnases In purgdLory In group 1101111. \ In
the CIty,

In clOSing the resIdential services semillar in OhIU, Governor GIllIgan perhaps
put his finger on the key to the whole problem. He SJiJ

"The one thUlg thJ.t [ would mSIst upc,n, [ will [cll you now In
response to your I ;~-polnt platform 1\ that lltat' be cltJz.en
partlCIpatlon In th.ese programs .It all levels trom plannIng [II

implementatIOn I wlil say that unl,ss 'V~ have that, we drc Ill'l
gOIng to make allY redl or lastIng progrl 5S" I don"1 (dre how the
system IS designl:d, It w.L11 have a Nay of "hppLng mto ;j

bureaucracy more concerned WIth the wcllbemg of !he people
operating it than the people It serves It's (he nature of Ihl.:
game. Full t:ltIZen parlIcJpatlolJ at dll evels, at 311 tunes, is Iht~

only way we aTe gOIng to make progrrss dnd the only way wo.:
are gomg to pTOleL[ what we have achu.;'ved (OhIO ReSldentJed
Semllldr, Proceedlngs l I)
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Acknowledge with me that the developmentally disabled of this country
receive inadequate care from residential facilities for the mentally retarded.
There is no doubt that they do. You can see the inadequacy of our nation's malO
resIdential services for the developmentally disabied any day you choose. You
can see it in the ledgers of your state's treasury. The state, which spends the
most per day to provide total care for the residents of its institutions for the
retarded, pays less than one-third the average required per day to receive only
medical care in our nation's general hospitals. ]f you believe that it costs less to
provide all the care required by a disabled child than it does to treat the
specifically-diagnosed physical informities of people in hospitais, then you
should look more directly at the problem. Examine the photographic ev,dence
of Christmas in Purgatory. Thh document by Burton Blatt and Fred Kaplan wIll
rend your heart as it shows you the failure of our residential facilities to help the
developmentally disabled. If you believe that the frightful conditions portrayed
by Blatt and Kaplan no longer exist or are not representative, go to your nearest
residential facilHy for the retarded. Observe, if you are allowed, each living UnIt
in the facility. Ask yourself whether the activities you see seem beneficial for the
children who are participating in them. Observe their food and how It IS pre­
sented to them. Determine how many reSidents are seen, let alone served, by the
professionals who are retained by the facIlity and mquire about how many of
those professionals are barred from practicing on the general public. Ask your­
self whether what you see outrages your human sensibilities. You will answer
that it does. You will be convinced that action is needed to improve residential

. care for the developmentally di;;abled.

l This paper was presented and has been revised in view of irs discus.sion at the National
Conference on Services and Facilities for the Developmentally Disabled, Washington. D.C.,
November 16·18, 1972.
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R~SJst the temptatIon 10 blame anyon.e for LIll? Jeplurdble CllnUl1luns Jill!

Jack of treatment in residential facIlIlles for the rctanied. You may ha\'e d glCdl

urge 10 damn and pUnish those who seem most J.mmedlJtely responsible, the
administrators and employe~s of the facillties. They seem responsible usually
only because they have renlJJned at the scem 01 the cnme, and they 113\1('
usuaUy done that beci:luse (hey recognize the size 01 rhe problem dnd arc (lYing

10 improve the SJtUiJtlOll. RecogUlz~ :.It least, thaI powerllli sO'~lal and ('con{llllIL

forces have 3Lted for g.enerallorb 10 mold Ihe 1n5lilUllonal sy~,[em I,'.llllse sln'r1
rommgs ale so readIly apparent ludi:ly. The eUl!emL- mlwenwnl 'lnll 1111" ~.IL'dl

depreSSIOn, to name only lwe, social lTIovemerts, ~JIISed many l)f the Ill~ 01

today's leSldentlaJ faclhlie~ Blaming tho:-.e who flOW S]1 111 pusJtions of du1h(lTlf.\
for the consequences of such forces, which acted hefore their tellule, ]S un­
productive at best. At worst, 1t results In defensIve mancuvers tlldl furthcl
reduce the effectiveness of those vcry people who lTIU~1 do most 01 rhe wUlk til

Improve residential service::.. MUleover, those people wh{\ are now In the lidO·

guard of reformers, 1l10rC fJften thJIl n(lt, draw their IIl:"plr<HIOII Jnd prop')<.ed
innovations from experiences in ~xl:..ting lacuitles for the rctardeJ

Do not succumb 10 the hellef th",! nothmg :an be done. It I~ till) le,llh illl
excuse 10 concJude thai because welJ·meJnJng people hi:lvr faiJed for genelalll)l)'.
Lo find ways to provide humane care and h<:tbihtatlng ~rvice~, for the develuJl
mentally disabled, that you cannol now rise abo\'e the lorees thaI have pUT thelll
down. Our knowledge IS greater, our resources Illore abundi:lilt, and fhe ,",odal
c1unate more conducive to helpmg the affllctec thall it has been tor decades
Thus, ...ome residential facilltle5 are dramatic<Jtly Improving their condlllum ;Ind
services. The task now is (ll InlreaSe the numbef of belittles that arc 11l1prUVIn~

and (0 ac~elerate the pare of (hange

INCREASING AND REfiNING KNOWLEDGE

Some of us, and I put myself squarely In thiS gftlUp, believe lhalmcreasmg
and refifllng knowledge is a key to unprovmg S( rvlces for the develupmenlally
disabled. We have sought several kinds of kJlmdedge For example, we rl,)(U

men led that residential servlce:-; were Imperfect hy ::.huwmg that some faClllIIC<'
had more benefiCIal effects UPOII their residents than ()(h~rs, ,Ind thJt evcn !hl'
most benefiCial programs fell slll)rt L)f re,Lsonable ~tand<.Jrds L)f reSident l!llp' )Ve

menl. lllUs, when IQ r1li.lllge is the ullerlon fpr q JillJlV ')CrVIL:e, the 1110)1 H'IlI11rk­
able improvements have been m the vkmily of 5 IQ POllltS The chlldrcn will.'

showetl these "large" IlTIprovements generally LamL' ff(lm such adVl'rs~ pie·
jnsliluuonaJ environments thaL the most reasunable LonduslOll Jbout why lhey
improved was that they were removed from a bad situJIIOn, not that the IIISlllll­
tlOnal program was better SUited to them than te children who came frpm more
sJtlsfactory backgrounds <lnd -showed either nc, lOneJ::;e or actually lust 10
points.

TIle work of Mli.:hacl Klab~r IS an exccllenl eXdlnplt' uf Irylllg )0 Im[1woJe

residenllJl treatment by lflcrca511lg ill\d rdmmg K.J\{Jwledge Dl. KIJbel i;':->dlrlH1Cd
U11clleeIUi.Jl, self-help, ;tlld !J;tpplfless behaViors ul lJrcfully·matched sever{'ly f{'­

larded people In SIX dlHerl'nl re\lden!lal fa(llllie~. He demonstrJtcd lhal t1ll><;t'
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facilities which promoted residents' happiness also promoted their self·help and
Intellectual behaviors. One call no longer justify failing to provide educational
programs on the grounds that it decreases the happiness of the retarded. Klaber
also concluded that the resident-employee ratio is a useless statistic, because
there is a qualitatively diff.,en! kind of interaction between residents and
employees in different sized groups. One employee in a group of 10 residents is
better than 10 employees in a group of 100 residents. Moreover, the presence of
volunteers transforms tramlng programs for the better Klaber's research pro­
vides many other clear guides to particular ways of improving the delivery of
residential services to the develnpmentaUy disabled.

MANAGEMEl'IT AND INSERVICE TRAINING

DUring the last 20 years, nJany researchers have gathered information which
clearly shows how residentIal servlces for the developmentally dIsabled can be
lmproved. Until very recently it has been dlfflcult to justify and maintain the
belIef that this research contrihuted anything to the improvement of conditions
in resIdential faclhtles for the mentally retarded, because its implications were
not used. lust accumulating Information had not improved residentIal services.
The reason, some have concluded, is that conventional research reports do not
reach the people who mfluence resldentLaI service programs. It follows that if the
Implications of those reports were disseminated to the proper people, they
would change residential servkes to make them reflect research fIndings. The
question is, who are the prOJer people and how should the information be
conveyed to them?

The people who can influence residentiai services can be divided crudely
mto two categoCles' managers and service deliverers. Managers mcJude superin­
tendents dnd other administrative personnel within institutIOns, as well as their
Immediate extra-mstitutlOnal :mperiors. ServIce delivery personnel are profes­
SIOnals such as physlcians, psychologists and teachers, and technicians who are
usually c:alled aides or attendants. The technicians are far and away the largest
group. Many efforts have been made to L:onvey relevant infonnation to both
managers and delivery personnel. Managers have been invited to participate in
conferences and workshops. For exampJe, Michael Klaber, WIth the asslstance of
the Social RehabIlitation Servl,:e, convened a three day conference at which the
results of his and other research on effective institutional programming was
described and discussed at length. The goal was to design ways to Import the
Implications of his research mto the mstltutional systems of aU of the UnHed
States. The Southern Regional Education Board has implemented a more formal
and long-term management trainmg program whJch combmes an of the best
features of management traming employed m industry. PersonneJ from many
instItutions participate in this orogram. ServJce delivery personnel regularly par·
ticlpate in mservlce training programs of many sorts. PracticaUy every residential
facUity for the retarded has ar jnsecvlce tfiJimng program of substantial magni­
tude.

The effects of all of these efforts to change residential programs by convey­
ing information and attitudes are negligible. Practically everyone who has tried
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10 assess the Impact of such efftJrts has conduJeo lhal [he Ullpact wa~ small. lhl'
consensus is that the delivery of servKes depends LIn local tradition, and thai the
infonnal power structure Ilf ft'SldCnllJI tacilltle:, functions 10 prechldl~ InnOV;J­

tion and change of that Ir<Jdiliol1. I believe thl'; cl\ncluSlon J also bellCve lhljl the
power structure which impeue~ InJlovation and Improved service IS, [rum lTlany
vantage points, a constructive response to ClmdlllOns Jnd events In reSIdentIal
facilities. I do not know how milch wor ...e the conditIOns of reSidential facJlitle..;
would be if these infoqnal power struL"lures uld not aflse withIn them. But I Jnl

certain they would be worse. The problem IS til Isolate the ... aluable lunctl(lnS
these seemIngly conservatlve structures perform, and to deVise ways to continue
to meet these functIOns whlie removing the barrIers to change which 1he sl rHe­
tures present. I am convinced that systematic and creatIve approache~ tl) Ihelr
understanding their internal structures Jnu proi esses will produce orJclly 1m·

provement In our reSIdentIal facilities SImply (onUnumg the present In'ielvicl~

and management traming rouunes will nut. The chalJenge IS to nlOunt :;uch
creative and systematic efforts.

ACCREDITATlON OF RESIDENllAl FACILITIES

When J concluded that the results of rese,1f( h into reSIdential programrnln~

affected that programming negli!;!;ihly, I hegan IO\lking for an llpportunlty r'l do
something that would have i.l more substanual impact. J thought lhar OppOI­
tunily had ansen when J was asked to work Will, the JUlnt CDmmlsslon on lhc
Accreditation of HospItals 10 develop proceL!uJl;s and standards that would hl'
used to accredit residential faclJllies for the mentJlly retarded. The work 01 the
Joint ComnusslOn had earher 1I1 thiS c~nlury revolu1JonJzed treatment and carl'
in general hOSpItalS, and r enviSioned them doing the same for r.slde'llral
facilities.

All of the early indIcatIOns ,He thi:ll the aCCIeditallon progriim at 1he J,)1rl1
Commission will be a umquely powerful force for revolutIOnizIng reslJcntl<.lI (ine
for the mentally retarded, at least, and perhaps tor all development,lly disabled
persons in this count,ry. This probably stems m th~ first pl<:lce fronl the vulul1lary
character of the orgamzatlOn. Interested groups like the AmeJlcan Psydui1tm_
Association, the AmeTlcan ASSOCiation on Mentel DefiCiency, and the NatLOlldl
Association for Retarded Children, volunlarLly agreed to work out mutually
satisfactory standards for the evaluallon of rcsld~lltlal facllitlei. Large nUlllbcls
of facilitIes are voluntarily submitting themsclvt"::i tu the evaluatIOn procedure.
lhey are even paymg for It. ThIS slgnal'\ thac the facuitles themsrlw:-. ~re

enthUSiastically in favor of ch'lrlging. Wllhout tllal t'llthusiasm, change w(lulJ
indeed be unlikely.

The second reason for the Joint (ommls!iioll's probable !iucces<;, IS thjjt lhey
have departed from the entIrely struclural appr'JiJch they employ to eval1l31e
general hospitals for accreditatlun. TIley rely uI,on measures of the pLoces, 01
delivering services and upon indIces of the outcomes of services, as well as upon
the structural features of the facility when Ihey {'valuate reSidential faCIlities for
the retarded.

Let me illustrate the structural appftlach WIth an exampJe. People uften dIe
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in hospitals. An important questIOn is whether the treatment reL:eJVed by
patients who die contribute~ to their death. A hospl!al where it frequently does
should not be accredIted. The structural approach to coping with this probLem IS

to determme whether each hospital has an established procedure for revlewing
the causes of death of its palients. If it does, and if Ihose procedures involve
review by people wlth specific credentials, then the hospital meets the struclur.<tl
standard for this problem. An allernatlve wouJd be 10 observe a sample of
patients who are receiving cale, and to evaluate the extent to which the prol:ess
of delivering that care meets specified standards. Yet another alternative would
be to survey the outcome c·f the treatment uf patients falling IOta dlfferent
categories, and to determine whether actual death rates meet specific standards.
Hospitals in whlch the outcome IS more often death should be denied accredit<l­
tion.

Take an example more appropriate for a reSidential facilIty for the retarded.
The questIOn is whether the lesidents are receivmg minimally acceptable specI:l1
education. A structural way 10 answer this question IS to determme whether a
facility's teJchers prepare les:,on plans and whether lhose plans are apprOpflalf'
for the pupils she teaches. A process way wouJd be (0 observe the teacher as she
works with her pupils. An oulcome way wouLd be to assess the knowledge of her
pupils before and after she ha:; taught them to see if their knowledge Increases an
ac(:eptable degree.

Structural, process and outcome standards all have shortcomings. They aLso
all have strengths. The basic problem with structuraJ standards IS that meeting
them, particularly If they ar'! relatively low stand:lrds, does not guarantee nor
prob,biy even markedly increase Ihe likelihood rhat , facility's program ha<
desirable outcomes. The baSIC problem with outcome slandards is thai specifying
them is often diffIcult, and satisfactorily assessing outcome is more difficuh and
lime consuming than assessin~: structural cflteria

The appropriate respome to the various advantages and difficulties is 10

employ a mIX of structural, process and outcome standards. Even a dose reading
of the Joint Commissions' statement of standards for reSidential facllrtles for the
mentally retarded suggests that they do not do that. The standards document IS

composed almost entirely of structural statements. In fact, however, the Joint
CommiSSIOn does observe pH1cess and outcome durmg ils evaJuation procedure,
and It weighs these ubservatilJns very he:lvily when deciding whether to accredll
a faCility. Thls is a radkal departure from prevIOus accredning efforts, and if this
practice is maintained, I believe that the Joint Commission's accreditation proc~­

dure will contlfiue to be a lICllquely potent force to Improve residentIal services
for the retarded.

There are movements 10 give the accreditation procedure more formal
authority. Thus, Senator lavits has introduced leglslallOn which will tie Federal
support which reSidential facilities receive to their accreditation. Other such
efforts will be made, and judging from the history of accreditatjon for general
hospitals, they will make it irnperatlVe for residential facilities to seek and secure
accreditatIOn. As the accrediting procedure becomes more important, (he pres·
Sure to relax standards below their currently high level will grow. Those pres­
sures are already great. I am .:oncerned, therefore, Ihat the process and outcome
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portions 01 the e"alUJlllln Jre ',0 lIlUl'h (es,", pUbll..: and SIJnJ,lrdIL~d th,m the
structural standards. They appe~r. al lea~t, more corruptible

M~ny more resources were put mto df~"clopmg strudura "tand'Hds than
plOces~ and outcome standards. The ratio of time md money SP'~nt on ~[ructLlal

as compared to horlL process and outcome e'¥alllJLlOn must have bl:cn 1I1 the
YlcinJly of 100 La J, LlIeraUy hundreds of thousarlus of dollar~ <'Ind rlwu ....o:tnd5 uf
professional hours went Into the preparatlOJl of Ihe structural stand<J1ds. They
were worked on by well o'¥er 200 professIOnal pel sons, Leo,s than $5,000 dolJaLs
and the lImited tIme of only two professJUnah went Illto plannIng pos~lbJc

plOcess and outcome measules When, at the tll1lC It hJ.d to ael, tile JOint
CommiSSIOn was L.ll:ed Wlt11 IIll' Oh'¥lOU .... djscre~,ancy III detaJI and r(JfI';cJl')US
concerning the three kJnds of sl,lndarus, It hi.ld lJltle ~Jternatlv,e but Iv publish
more complete struc.tural standards th~1I pro~ess <lnu outcome .... tandards The
questIOn ;lbout why the differentlJ.1 Investment m the vannus klflds nf ~Llnd<Hd ...
lemains unanswered. Th~ answer IS undoubtedly LI1mplex and nllny ()f It;.. det.Hh
surely reflel.:t a reaJlsllc recognilion of dIffICult plOblems The lacl remalm, thaI
If the accreditatIOn procedure h;l .... i:lny weaknesst s, they Inust lie In the prllcc
dures for ~valuatHig process and I)ulcomc,

The opportunity to unprove the eValUi:ltlHn )f prol.:ess and out\, (lIl1c IS .+1
hand. The work of makJJlg un-Slle evaluatIOns of the facIlJlIes that have appLcd
for acoedltation hi.ls JU~j begun Only SIX h,we at tUi:llly bt'cn VISited, JilL! O:V':rI·

tually mOst of the fJCl..htles III the country Will be exalluned The ljue .... tlor IS
whether Ihe [(Ire OppOllunity implIcit HI thiS LIlt can be rCll1led I'he r,lle
opportunity b to coLieLL truly replesent.ltlve and cOlnprchell'iIVe dalJ. 11rl tile
programs of resldL'nllal facl1ltH?S and La condllLt f(;scarch on how to CVJILJdte the
process of deltveflng residential services and the outcomes of those serVli..tS whIle
examining the facilities to uetelTTline whether thl'y should be iLccredilt:d. I ~.ee

two obstal'les to such In t'nde3vol. One IS the f1JturJJ reluclJnce to dl.:l<;nllwle<Jge
that so Important a procedure d'; 3c..::redltatiurl ev.Liuatlon 1<;' so Impnf':ll 111:11 1t
needs III be Improved, and yel Sl) robust Ihal nperullenllng ..vlTh II wul rot
cause allY deserving facility to mIss belllg accredlled. OvercomIng thiS llbst3de
WIU require an act of Luth based 111 part on the lecogllltlon thdt process Jnd
outcome WIll be evalu.lted, eIther With current technll..{ue ... llr Impl o'¥cd l)1l~"",

Improved ones w(.uld be better II)! everyone, so lhe LlIth \'ILlI (t'lllt" when ";,)n1C­
one speciJies how he WIll develop improved plOcedurcs willie lTISUrIllg Ihat thiS
development wiJl not degrade our current Imperfect ones The second ob'i.tacle IS
to find the resources fOT such <.in effort. The f~cs paId fur eVi:lJu~tll)ns L.n­
doubtedly C.lnnot support the exp~nse of adulng ce~earch auivltll)S to tile evallld­
Lion procedure, I \:Vell question Ihe Jairnes~ of tryIng 10 flll.lnCe such ,.HI e(fort 1Il
tills way. The obstacle must probJbly be SUllTIoullted by a grallt franl ('Ithel a
Federal agency 01 pnvate fuundatIOn. SlTIce the [<lte of evalwltlng rcsldellllJI
faCIlities wiJl accelerate, the lIme to secure sUl.:h furdlllg 15 sJrpplllg away

COURT ACTION

Recent court deUSlOlls m dass <:lelIon SUlts on behalf ()f tht: retarJed shllw
that the courts have become an lInportant s([mullj~ for retormmg InS(l(lltlorldl
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services to the mentally retarded and other developmentally disabled people.
Despite the courts' inherent exucutive weakness, they have shown In such cases
as kyatt VS. Stickney in Alabama that they can instigate massive changes in
residential services for the retarded.

From my viewpoint, the most astonishing feature of the courts' decisions In

favor of institutionalized retard(~d people is their reliance upon research findings.
I observed earlier that research fmdings had not had an appreciable impact upon
the service programs of residenl ial facilities for the retarded. These findings had
not, for example, been used elfectively in Inservice training programs in resi­
dential facilities. The courts have changed this by relying explicitly upon the
best interpretations of empirical studies. In the process, they have created a need
for additional research whose purpose should be to determine how to best
tmplement the broad mandates handed down by the courts. The court action in
Alabama illustrates this need. The chief bases of the complaint in lI'yatl Vi

Stickney were that the physical plant was unsafe, that the facuity was under­
manned. and that the facilIty's staff had not prepared nor executed a plan for
the rehabi.htation of each of the residents in Parrlow Slate School.

Documenting poor physical provisions and prescribing the cure for them
seems Simple. Safety and health codes are explicit. and failure to comply with
them can be assessed easily. T0 correct substandard facilities seems to require
only the appropriation of funds, because the technology for constructing and
remodeling buildings is straightforward and available on the open market. But
even tlus relatively simple parI of improving residential facilities has pitfalls
which are obscured by our ignorance and nught undo our best effort to rehabilj­
tate the retarded. There IS nrst the question of what kinds of architectulaJ
arrangemenls are most likely [0 enhance the development and foster the habiJ!la­
tion of the developmentally ,Usabled. Will SImply renovating any partLcular
facility's old and dilapidated buildings serve our greater goal of habilitating the
retarded, or Will it have only ;1 cosmetic effect? Is the care we provide condi­
tioned so heavily by the phySIcal structures in which II IS given that we should
build relatively low cost structures so that we can afford to replace them as our
understanding of curative care evolves? How shall we prepare reSidents and
employees who have lived and worked in outmoded and inadequate facilities 10
care for and mamtain new ones to prevent them from being turned into new
honors like some of the urbm housmg developments with which we have
attempted to eliminate slum conditions?

Determining that a facility is understaffed is more difficult than diagnOSing
its physical defects, but there <ire some gUideposts. [( there are too few service
personnel to cover all building:, on all shifts, then more employees are needed.
But, what if all shifts are covered so that the employee to resident ratIO falls m
the vicinity of that recommended by the American Association on Mental Defi­
ciency, and residents are still not receiving adequate physlcal and education
care" Are the recommended ratios too low, as many belleve, or are the em­
ployees not working efficiently and wisely? Each facility probably has a differ·
ent employee/resident requirement, dependmg on [he character of its reSIdents,
its physical layout, the number of unpaid workers it attracts, and the qualily and
quantity of its leadership. Nei ther the courts nor any other social mstitution



368 SynergIsm tor the Sf'Vt ntIC:,

may have the wIsdom and resources to assess these taclOl ~ well Recoglllllng
this, the naturaJ hUnl:Jn reaction IS to be eha'ltable and cc,nservatlVe, Jlld tIl
prescribe more help for the faci\llies willi madequate programs. Thl~ 1$ il clJJJlld­

ble rcacLLun If more help IS needed, but If thl: problem IS poor LJIllJzrlIJ·)11 (If
available help, then tillS reaction may worsen the situatil)n. At the very 1t>.ISI, H
will take funds that might be used for more rdevant changes. At the wo ·st, It

will mcrease the prohlem"i of utilIZing the abilitJes of Ihe available persl,nnel,
because a facility which LS usmg Its present employees Inefficiently can Ol~ red­

sonably expected 10 use more employee ... even le'i~ ellil:lently. We net"d solid dal.i
on the numbers and kmds of personnel required for dIfferenT Ireatm~nl pJi:lIlS for
different kinds of resIdents.

Recognizmg the absence of treatment plans tnr residents IS simple PrO\ldrng
the will and expertise to formulate and Implement such plans lS much 1l10rc~

dlfftcuh. The biggest problem lies in our conceptIOn of huw to do these I Jsks.
Simply put, the cunception 15 that In mrerdl;ciplmary team uf prufe<j":llonal,
apply their vanous dIagnostic arts to each relalded person, ~Iool thell fln(hngs,
and develop an integrated plan to habtlJlate the mdlvIdual The stlcklllg pOinTs Ln
this conceptIOn are the lack of enough professlonaJs In resIdential seltlllg~, the
Irrelevance of llIany of theH assessment techniques to the human and behaVIoral
problems of the retarded, and an incredible mYrIad of Inlerdlsclplln8ry dIffer­
ence~ and mutual misunderstandings ahout how to Implement 3 Illultl·fa...:t:led
treatment pJan OIlL"e 11 js formulaled. lhis moclel JIlay never have heen given ii

fair test, and perhaps it should. But III addition, radically new and less expens.JV{~

approaches must be tried. Tlu"l prevai.ling model IS probably no more feaslbie fo!
solving the problems of ,II the developmentally disabled than ps)'chuan;dytlC
therapy is for solvmg rhe problems of all the mentally III Group dppro.lche:,
involving nonprofessional personnel musl be perfected, <Ind h(,w tu do lhdl Il1U",I­

be the subject of intenSive mvestlg~lion. The courts have "erve,j Ian warnlllg Ih:J,'
we must act III thiS directIon soon.

ALTERNATIVES TO RES1DlcNTlAL CARE

Many states have recently begun (() try a r:ew snluuun [0 rhe pf(lblerns n!
resldcnua\ programs for (h~ de .... elopmenli:llly dis;\bled ThJI So\UIlun J\ 10 reoli:lu'
resJdcntJa.l care 'Nlth L"nmmuniry·based cale. The cell[r~1 Slldtegy 15 lp remo"{
the developmentally dls,abled trom inslitutions and to place them III halfway
houses, foster homes, condominIUms, or even tJlelf own hum~s whIle proViding
them With economIC aSslstance In the form (,f welfare payments, workshop
placements, and Jobs and social assistance in the fornl of legal .ud, rneJI~;11

advOl:ates and organized companionship and recreational opportunities (Ithel
state~ have developed combinatIOn resldenliaJ and day Caft: centcl~ thdl ale
located In urban settings and whICh draw on communIty resources lath!?1 thall
un inhouse serVIces. These are heaJthy developments, and dose ob~ervers of
them hold great hope lor their success. So do I but I du not expect establIShed
residenrial facihtle", to wilt away as these Ilew alternallves hlnssom, nor du I
expe(t the new altern •• llveS to fluurlsh Wlllwut ,I major ne\\; effort Il' re<;t·Jrd-1
and remove the obslacle~ thdt confront [hem fherl' arC prohlems 1,1 711nlllf
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regulations, transportation to dispersed services, coordinating administratively
separate agencies, spelling out for parents the advantages of community over
resldentiaJ treatment, and so on and on.

I believe that these innovative alternatives are our brightest prospects for
change. As in any area of human endeavor, it is easier to recruit the enthusiasm
of talented people for the buildIng of a new institutIOn than it tS for the chang·
mg of an old. Undoing the errors of past innovators requires energy that mlght
be used to help more directJy, and it seems negative and unrewarding. But when
the old Institutions preside over the noncare of disadvantaged people, can we
justify putttng all of our energy into new systems? I think not, largely because I
belIeve that the success of these new efforts stems from the commitment and
effort of their developers to meeting the needs of their clients. These pioneers
have not found one clearly superior alternative to one clearly evil old system. If
they are successful, It will be because they are experimentIng with many alterna­
tives, and they are tailoring these aJternatives to the particular needs of the
people they serve using the lesources that are available to them. That same
strategy could and should be applied within existing residential faciliues for the
developmentally dISabled. Those faCIlities are not bankrupt. They are peopled
with able and humane people who have great economic resources at their com­
mand and who can command the ideas and labor of talented outsiders.

I have reviewed four ways that have been tned to Improve residential serv­
Ices for the retarded, and I h:lVe stressed the shortcomings of each. But these
ways are stili useful:

I. We need additIOnal and more refmed knowledge, and research can
provide it. But that research needs to be refocused on the problems of changmg
mstItutions without undOlng their good features. To achieve that, research will
require a new partnership in action between scientists and employees of residen­
tlal facilltles. Too often, sClentists have treated reSidents of lnstitutions as cap­
tIve colonies of research subjects whom they have exploited for the purpose of
answering questIOns that haVE' no bearing on the human conditIOn of those
residents. Too often, administrators and employees of residential facilities have
aided and .betted this sterrle approach. Both SIdes of this potential partnershIp
should seek the help of the other, and offer their cooperation 10 return. It is
time to recognize that residentlaJ facilities are not laboratories for socially un­
comnutted SClentIsts. It is time- to recognize that the responsibility for changing
mstltutions lies with their current employees, and that one resource which they
can tap to help them change i~; the talent of the scientists who lurk m secluded
laboratOries on their very grounds. I have at various tlmes in the past enlisted the
cooperation of perhaps a dozen different residential facilIties for research proj­
ects T wished to perform. Onl} once in the course of negotiating their coopera­
tion did an admlnIstrator ask what 1 would do in return for his help and that of
his staff. I hope that in the fmure Twill find more administrators seeking a quid
pro quo, and that the request will be for something that will benefit the reSI­
dents of the facility in which [ :'ieek to work.

2. Management and inservice traming must be made more effective. It
should probably focus on ways of changing eXIsting patterns of care and treat­
ment. It might start from the premise that those who work daily with the
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developmentally disabled know about them in the ways that <ITt" lmpnr1an1 11)

know, and reject the didactic approach of instructing them In the Jargon WhlCh
the various professions use to convey their understandIng of the disabled It
might focus on both the needs of residents and ways to surmount obsl.icle~

which the institutIOnal !iystem puts In the path 01 meetIng [hos.~ needs
3. All residential taci.1I1ie"i should seek [0 be accredited, ;md (Ile~'

should participate actively In evaluating and ImprOVing lhe procedure" u!ied til
decide on accredltation. ParllcuJi:tT emphasls ne~d~ 10 be placed on JII)W 10 :."\'iJl­
uate the process of delivery upcln the outcomes of reSJdenlJaJ SfTVI(;eS

4. More court actions should be imtJated These should Include mdlvld·
uaJ liability court actions as weU as class actIom. BUI we should rccognJze thai
the main values of such actions are to stlmulale reform anc formaIJ7c broad
princIples to guide that reform.

II was probably mevitable that the most e'<.l.allng plospeds fOI 1J1lprcvmg
treatment of the retarded would center In residential facilities, because llose
facilities have been our most e<fensively develo~.ed treatmelH lllodalilies r"1I1 lht'
retarded. In the eyes of many I reSIdential facilltlCs and then pl~lsonnel haw Jbp
heen one of the most rcactioniJry forces In the hatLle to Impmve the treatr:lenl
of the retarded. The 0ppoilunily is here to chan~e thiS. AJJ th;Jt I~ requHeJ 1:, for
these facilities to lead the way In Innovating new services, whetht:r the~1 bl'
institutional or community based Inadequate (are can be provided anywhere
Institutions do not have a curner on ilS market They should be allowed to help
the newly emerging communuy-based programs reach Jnd mJlntaIn excellence
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The Developmental Disabilitles Services and Facilities Construction Act of
1970, P.L. 91-5 L7 contains two major sections. TItle I addresses itself to the
problems of direct service to the developmentally disabled. It creates a mecha­
msm for pLanning, establishing priorities and meeting the needs of this group.
Title II. the UniversIty Affiliated Facilities portion of the law, extends the con­
cept of Interdisciplinary trainmg to meet the complex manpower needs of the
field. Although presented in separate titles, the two components-service needs
of the developmentally disabled and the manpower reqUired-are inexorably
mtertwined. ThIS paper will explore that relationship and the extent to which
the Umversity Affihated Facilities (UAF's) can selVe as a resource and as a base
of technjcaJ assistance to the D,~velopmental Disabilities Councils and service
agencies in thelT states or regions.

B<\CKGROUND

In 1962, the President's Panel on Mental Retardation issued its report on
the needs of the mentolly retareed_ One section of that report recommended
that skilled manpower must be developed so that adequate services could be
provided for the millions of mentally retarded mdividuals in Amencan society.
As one result of this report, Congress passed P.L. 88-164, Mental Retardation
FacilitIes Construction Act of 1963. Part A of that legIslation provided for the
development and construction (If mental retardation research centers. Part C
provided for the development of a wide variety of needed community facllities.
Part B of P.L. 88-164 created the University Affiliated Facdities Program. The
mltiaL concept of the University Affdiated Facilities, as embodIed in Part B,
provlded for the construction of facilitIes to house those exemplary and innova-
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live interdiscIplinary tralnlflg programs. Ihat w~re designed to meet the complex
manpllwer needs In this field. InItially. tht>re \'.'as a slrong emphasIs 011 lm·diLlI1e
and clo'ely related dlSciplme,.

The primary mISSIon of the University ft.ffiliated FaciJities IS 10 ~eIVC [Iic
developmentally disabled of all ages by provldillg: (I, mterdl~;clplJnary trailling ,jf
adnllnistratlve, professiOnal, kchlllCal, dlred care and other personnel who pro­
vide the spectrum of servkes requlfed by the target populatIOn: (2) research
trainmg for carrymg out approprIate resear..:h (3) assistance In the pTO,;ess of
estabHshmg state and reglOnal objectives dod evaluating the effer.:tIvene~s wlth
which these are bcjng met. and (4) ({ochnlcaJ aSsIstance to commullity ,1geTll:y
personnel.

By ]965, jt became dear that the con~tru,:t1on authority was insuffk:lent to
fill the legislatIve mtent <Jnd that pruglam sUPI,ort money W,IS ne~ded to provIde
both staff and trainees III these facilities. Accordmgly, In th,~ 1965 amendmenls
to the SocIal Securiry Act, the Childl"n', BUledu (now the Maternal ano ChIld
Health Services of the Heal1h ServICe and Mental HeaJth AdminIstration) was
authoLized to support tramlIlg programs in UrlverSlty Affl.llated FacilItIes under
Section 511 of the Act. The major mten1 lJeTl" was to provIde support ru' lram­
109 uf physlclans and other heiJlLh related per~,onnt~l. These Iunds form orlC IHse
of support for UAF program <iClivlties.

Twenty such faCl..lll1es WNe constructed .......lth funds from P.L. 8~·lb~. In
addition to the conslfucred r;l(:ilities, rherc ar,' approximately tune l.Jrl!er upela­
tiollal programs, some with lJcilltles \)f their own which were not LOllSlrllC[I~d

with these funds.
In the Spnng 01' 1968, a group 01 directors and admimstri:ltor') oj the de"'I~I·

opmg University Affiliated Fa~i.1ities TIlet during th~ A/lMD conventi(ln In

Denver. Out of thLs Informal gathering grew the Association of Unl"er~lty

Affiliated FacilITie,.
The group organized: (l) to share informatIOn about common problems and

strengths: (2) to provide a more unified app oach to funding agencies; (3) to

assist in the process of infonnation, pl.:fsonnel, student and data exchange. and
(4) ultimately to have an Impact on the development of nt~W leglslatlOll in the
field.

While the UAF's onginally had 'l"I'd thw development m dITcel
relatIOnship to mental retardatIOn plOgrams. tley, 111 fact, adopted the prJnclple
of the developmental l.hsabililles concept iJ, a IrJinjng reality prior -0 the
language change in PoL 91-517.

The Association defines a Unjversity AffLlI,Jled Facility as a unlverslty·based
or university-afftliated interdisciplinary program for the development of sktllt'd
manpower in the field of mental retardation and other develupmental disabilliles
which meers the foUowing criteria. The facuity

(1) Leads in the demonstration of Improved means for provISion 1)1"

exemplary services fOi the developmentally disabled.
(2) Meets the criterion of an adminl5tratlve IdentificatIon within J

university which demonstrates significant lung tenn commItment to the cnncept
of mterdisclplinary lraining m mental retardatIOn and otheT developmenlaJ d1s­
abilities.
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(3) Provides training programs which are of an interdisciplinary nature
and encompass a broad and comprehensive range of disciplines.

(4) Provides a program designed to be relevant to the manpower needs
of the area or regions served by the university.

(5) Is intrinsically related to exemplary service functions in such a way
that such functions provide practica of academic excellence for the students.

(6) Insures that the UAF is responsible for interdisciplinary programs
which demonstrate a capacity tt) utilize the resources of the university and the
region:

(a) to develop new approaches in utilization of the disciplines of
mental retardation and other de\'elopmental disabilities, and

(b) to identify new roles for new disciplines.

Currently, over 35 Univelsity AffIliated Facilities which have received
funding from the Division of Developmental Disabilities in the Rehabilitation
Services Administration, the Maternal and Child Health Service and the Bureau
for the Education of the Handicapped are either m constructed buildings or are
functioning prior to such constIllction. As these facilities proceed in developing
their complex and innovative programs, it becomes Increasingly apparent that
there is a greater need to sharf experiences, ideas, and objectives in order to
enhance the operation of each facility and the services that the facility can
provide to its states and regions. The UAF's themselves are in a unique position
to offer certam services to federal and state governmental agencies concerned
with program planning and development, program operation and evaluation and
direct service.

Because of the delays incurred in construction and securing staff, and in
recruiting students, the University AffIliated Facilities are just beginning to make
their presence felt in the field. The funds allocated to Title II of P.L. 91-517 are
not drawn from Title I, but in fact, may be the mechanism to insure that the
efforts intended under Title I ale achieved because of the manpower trained by
the USAF's. These programs are just beginmng to demonstrate their value to the
field. Nevertheless, there is the need and interest in the University AffIliated
Facilities providing (a) the data base which will offer a measure of the contribu­
tion of these individual programs to the nation; (b) data on the nature and
variety of existing services and (In new, relevant services for the developmentally
disabled and their families; (c) mformation on the quality and impact of inter­
disciplinary training; and (d) an exchange of information, experiences, and ideas
to aid and improve aU aspects of the admimstration of training and exemplary
service programs.

The Association of UniverSIty Affiliated Facilities has, as a goal, more effec­
tive communication and cooperation between the independent units. To achieve
this, annual meetings of the directors and administrators have been held.
Furthermore, for the past five years, one of the regions has operated a con­
sortium of programs within the region including seven University AffIliated
Facilities, one training program funded only by state rather than federal govern­
ment, and two training programs in Canada. This regionai concept and the close
cooperation of regional office staff help insure a close coordination between the
UAF's and the needs of the various states in that region.
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In 1970, Congrei~ passed P.L. YI· 5 17. Titl,~ I ut th,H law amended Pour C \J1

P,L. 88-164 and nlandated, among other thlllgs, the establtshmenl III ..... lll(f'
Dewlupmenlal DISability Councils. TIlle II eXieuded Parlll 01 P.L ~~·Ib~ and
aulhnrlled core SUppllfl for Unlver')l1y AffilIated raL'llJtle"). A forrnul<J glltlll
progJ8m was established to provide support [,)1 stJles III plannlllg, adrnl1l1stl.l
liun, services, and constructlOn of facIlities fc>r the developmentally dJs:lhled
The formula grant program operates through IWQ main rneChCln!SmS The 111"[,

the Stale Planning and AdVISory Counl.:11 Jnd the seconJ, de~ignQtcJ ~rJte JgCl1

Cles. The CJuncil IS responsible for l'sl:lbh~hmg rTlllll\le~ r'J1 lilt' dlTl' ..'lllllL

development, and gIowth uf programs. In ordc to receIve Ihl~ federal ..tlJUUllll'll,

the "tare musl havc a state plan thai wa~ ar'proved by the SeclcLuy III the
Department of Health, Education, and Welfare. The AdVIsor',! Coullul J~ rt'spill]
Sible for reviewIng aflu evaluatIng tht' ,>tate !Jlan and subrnlttlllg Clpproprwk
revisions. The state plan. must comluet .::III ~rngri1l1l areas IrIdudln~, but !lIlt

limited 10. vOl:ational rehabl.htatlon, pubh(. a~slslanle. sOl:!.d ')eIVlre". crlppl~d

children services, education of the handll.:appcd, rneLiical.lssls1ancc, 1ll,I1t>rllJ] ;JlId
child health, comprehenSIve health planning, anI mental heallh

The new program of federal support for IliterdlSCJplmarv Irdlnmg progr<lIlls

at Ulllversity AffiHated FacUltles Ullder Title JI was ~en a" a Way lJf tYing
together prOVIsion for lhe on·gOlng mJnpowcr need Wlth the prup(lsed exp,IIl:-'lon
of services (under Title I) 10 developmt'ntaJly cllsabled lhrou~(JLl[ Cdl:h st lte .. \
great potentIal eXists lor the UAFs It) mreract with slate i:lnd IcgwntJl pl.1I1rung
agem:ies. for the IDlprovement of the quaJlty and quantlly of ~;eTVlces aV<lilable 10

the developmentally dlsahled and thell falllllH ~ Therr needs to be a (,0111,11(1]1
awareness of methods by whICh the UAF'" can provldf technlcJ.1 d""I~IJIICe lu

planning and admjnistrJtlve personnel III -"tate agem:le". ApproJ<.:he .. [\I me,~l lhe
state llIanpower l1eed~ slwuld he rcfl~Clcd, 111 pall, tltrouf}l the lJAI·· ... Tile

UnlvcrsJly Atfibated FacLiille:; alsl) Cdll help tu genC'TJtc mudel progldl1l .... ·.\IhILh
could be used both 111 the .!ugh densily cJjf.ahih1y aredS as well as the Its.... d~ nsel)!
populatcd regions of the "talc.

THE CURRENT ROLE OF THE UNIVERSITY AI'FILIATEH
FACILITIES

It should be helpful to explore the lule d Unlver.... lty AflJII'lled FalUttles
and cJetermlne what then potential actualJy IS, and the extenl to wluLll th~'y i:lll~

providing service tu 111.: field. In the prep.::Iratlon uf thiS paper, a re'-lue~l wa, "elll
to University Affiliated FaeJ.1itles to obtalll Jn1Clrmatiun 011 Ilow each relaled III

the Delr'elupmentaJ OlsabilllY Councu JmJ tu Ire ~crv\(e agcnCH:~~ In tilt' ::,1.llC '\1

reglOn served by the l.::lcillty. Thb pJper wJ.11 lot Identify l1 pJrtlcu!;H al'lIV1IY
with a specific faCIlity, but rather WlII use the utfornli:ltl0n cullected L(l JlI~l1lJght

some of the ways Ln wluch UAF-'s lelate to their geogri:lphic areas

Training

The UOIversllY AlfU"led FacUlty lepresen's " unique "(,ncepl and 3n ,,,I!.
standmg resource for the sta1es and regIOns in whIch 11 eXists. While lhl~rC' ,~
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much variation in organization and structure among the UAF's, there are some
common factors which enhancl~ their value to the field. The first, and perhaps
most important characteristic, IS that the University AffIliated Facilities draw
together a number of highly skilled individuals from a wide variety of disciplines
who have common interests in the field of mental retardation and developmental
disabilities. Tills collection of illdividuais with concerns in a single area may be
seen as a critical mass, the existrnce of which stimulates activities in the area and
also attracts additional resourCI~S, students, and community practitioners, and
the attention of the general ci'.:lZenry to the field, its needs, and accomplish·
ments.

Rather than merely providmg additional training, the interdisciplinary nux
of staff and students selVes as a basis for Improved community service to the
field. That IS, students are traint:d in conjunction with other students from other
disciplines. They are able to see and understand how other diSCiplines function
and the most effective way for them to use each other. In addition, the general
Umversity Affthated Facility rattern is to maintai 1 a very strong outreach
effort, seeking to provide in-service, contlnumg, and adult education to the wide
variety of practitioners, volunt"ers, family, and interested community persons.
Tlus effort is significant both in upgrading the skills of personnel in the field and
also m providing them with models of service which they can adapt to their own
practice.

In response to the requirement in P.L. 91-517 that the University AffIliated
Facilities relate to community coUoge programs, most of the programs have
developed mechamsms to work with this group of individuals who are starting
careers as support personnel in eOnuTIunity programs. A SIgnificant portion of
this thrust is in efforts with p,Ha·professional workers in residential facilities,
dental hygiemsts, as well as other personnel involved in a Wlde variety of com­
mUnity-based programs. The fonnalization of the relationships with the com­
munity coUeges has enabled community coUege students to obtain part of theH
trainmg at UAF's and, probably even more important, has provided professionals
m training the opportunity to work directly with support personnel as part of
their training expeflenee.

Technical Assistance

With the large number of individuals representing a wide variety of discl·
plines available within their programs, the University Affiliated Facilities have
served state and local agencies and State Developmental Disability Councils by
proVIding technical assistance Jnd advice. Expertise in these UAF programs
ranges through a wide variety of disciplines and, since the programs are essen­
tially training rather than service agencies, they have been able to participate in
the process WIth minimum rolt~ conflicts. University AfnJiated Facilities staff
members have assLsted states ill the development of the State Developmental
Disabilities Plans and, in many of the states, there is a representative of the UAF
on the state council.

This can prove to be a m05.t important CouneLl appointment as the Univer­
sity Afmiated Facility can represent one of the most significant resources to the
planning, evaluation and monitoring efforts of the Council. In addition, in many
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of the states and in several of the regions, staff of the UAF's have provIded
training programs for the members of the Developmental DisabL1lties CIJunl..:U ttl

enable (hem to funcllon more adequately In then assigned relies. Because or 'h,~

need to coordinate the University AlfiJlated Facilities' activities with those
operated under TuJe 1, because of the potentia] vaJue of th€:' input of the Unl·
versity Affiliated FanJities to the entire (ourlci] process, and because of the
flexibility and vafIety of services provided thHlUgh University AffilIated Facili­
ties programs, J believe that each Counnl should have, as members, (j representa­
tive from each of the Umversity Affiliated Facilities that serve it< state

Outreach

Unlike many University programs, the con..:ept of the U1f1iverslty Aftlilated
Facility has Included a very strong community outreach component. Thl:, out­
reach has been marked by a number of signilJcant efforts. FHst, rather than
merely providing preservlce traming fur profeSSIonals, inservll;e and (.;OJlU1lUnHY
education has become an important part at most UAF activitles. Mort·ovel,
models of service have been established whld permit a great mvolvement ~)f

community agencies and personnel wilhUl Umversily Affilialted FacilitJe~. Fur
example, in several of the UAF's which are s~rving rural, ~,parcely populated
parts of states, a number of approaches have bet n designed to assIst pr<lclitloners
from these areas In obtaining Ihe more complete services of the developmental
disabilitIes team. There has been e""tenslve use 01· video tape, uavelmg leam~, and
telephone consultation to dernonslrate what c,ln be done in these areas and \1)

provIde a back-up support fm the local praclltione!.
Concerned with the nationaJ goal of returr.ing as many resIdents as possibll~

from institutions to the community. the UAF's have fOCUSt.d on two areas of
activity. First, there has been a major effort to address themselves to the needs
of institutional personnel and to upgrade mstitlltional programs and serVKes so
as to enhance the likelihood of residents bemg returned to Ihe commumty, i\t
the same time, concerned with the lack of community support agencle~" the
UAF's have worked to demonstrate what kinds of services are needed 111 th.~

conununity and ways m whIch personnel from a wide varll~ty of (ommunHy
agencies could be trained most effectively and effiCIently to meet the need~ of
individuals who are returned to the community. As another aspect of thl:S eflon,
there has been an emphasis on the preven(ion of Institution,ahzatltm With pro­
grams designed to assist parents and communi'y agencies to mamtain develup­
mentally disabled individuals in the home community.

The outreach concept was extended (and reversed) to mclude planning for
the development of the University MfUiared F.lciJi(y. In many of the univl~rsily

settings, the original planning committee conSIsted of indiViduals representlllg
(he university, various state agencies, local agencies involved in delivery of servo
ices to the developmentaJly disabled, and consumer representaltves. ThIS type 01"
input has, in many instances, been maintained through the establishment of a
facility state advisory committee. These adVisory comrruttees include representa­
tives of the various state departments who are I"esponsible for selVmg the devel­
opmentally disabled as weU as consume, groups. Thus, th,~ relevance of tht:
activities of the facility in providing !raining for present and future professional
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slaff is monitored by the continued input of the service agency personnel and
consumers.

Service and Consultation

While the major concern of the University Affiliated Facilities IS in the
tramlng of personnel for the field, a conSIderable portion of their activity is
designed to provide service and consultation to service agencies. Generally, the
UAF service component is relatIvely small and is designed to meet training needs
and to provide models of chnical service activities which could be rephcated in
the field, not to provide a major service to the state and reglOn. Nevertheless, a
Significant number of Individuals and their families ale served by the programs.
Because of the depth and variety of staff, the UAF's frequently are caHed upon
to provide consultation and/or service for specific cases and to assist in develop­
ing management plans for difficult to diagnose Lndividuals. In this regard they
work both with state residen1iaJ fac1.lities as well as with a wide variety of
community programs.

There IS some emphasis 011 work with individuals with multiple handicaps
who present particularly challenging problems for sen'ice agencies. For example,
~ few of the UAF's are working with Deaf-Blind-Retarded persons; others with
severely and profoundly relarded who also have severe phySical limitations.

The University Affiliated Faclhlies prOVide consultallon and referraJ services
for regIOnal mental retardation clinics, and in some settings they operate a field
team which maintains liaison with ~omrnunity programs, provides consultatIOn
U1 the field, and makes provisHln for continuing education of the staff of local
agencies. ThIS mservice traming componenl is an unportan1 adjunct to the clini­
cal service activity and demonstrates an optImal use oj cases to improve practice.

Without a control on the nllmber of individuals served directly, It would not
be possible for the University Affiliated Fal.:iliUes to perfonn their vital traimng
function. If the contributions of the program are vlewed only m relationshIp to
the number of mdividuals and families directly served, the cost per case would
appear to be extremely high. However, when the University Affiliated Facilities
are viewed in the light of their true purpose, that is trammg and using the cases
served to upgrade community programs, then a better balance would be seen.
For example, it is not unusual for a single case to be seen by a number of
students from a dozen different diSCiplines. The experience of the students
would vary and their contact might be directly with the family or they might
observe the process via obsen;afion rooms or monitor it by television. The same
case also could be used as a basis for inservice trainmg of agency practitioners,
and to assist them In unproving their seJVices. nol only to the individual being
directly served bU[ to many othas similarly constituted.

A video tape of the case could be used for training other students, practi·
tioners and for community education activities. Thus, a single case is used many
times over to meet the needs of the individual and the family, to affect the
service system, and to providl~ for the training ne~ds of a large number of
preservice and inservice individuals. To cite one example, a severely retarded
cerebral palSied youngster of J 8 months was referred by a commumty menta]
retardation semce agency for evaluation by a University Affiliated Facility in



378 SynergLSrtl for tl!l' S~v'~ntles

the university &eltmg. The entIre staffing process was video 1aped and the tapes
used in student trainmg. In addition, the tapes were broughl back to the hume
commumty, which was a sparsely settled section of the st~lte. A meeting was
scheduled to show what the UniverSity AffUlatel! Facilny team hal! dOlle, then
staffing conference and the H~commendahons they made for the chlld. In Jddl­
tion, the meetmg was seen as ;j vehicle for mseIVice traming and for stimulating
cooperation and coordination among the local ·.;hLld·service agencle~. lndivlduals
representing most of the health, education, and SOCial service ,lgenclcs In th~ area
participated. During the conference It was found that four different physlCCJ
therapy treatment programs had been desIgned by four different agencies ,11 the
communIty, each without the knowledge of the other. It should be noted that 111

some regards, these treatment plans were JD ,onfllet with each other. [t was
found that the family had been ut.Liizing a )remendous portion 01 the very
limited resources of the communIty and that agency efforts were not Cl)ordl:·
nated at all. The case provided a basis for examming the problems of COOl dma­
tion m a rural commulllty with lImited resources and the neecl to coordinate and
cooperate among service dctivltiCS. During subsequent months, there have been
signilicant changes made U1 the professional pral tlce in these rural counties

How is the impact of this case evaluated" From one pomt of view the
University AffLIiated Faclhtles served only iJ sULgle mdlvldual. Howev~r, It IS the
multiplier effect of the UnrverSlty Affdlated Facilities activilies which makes It
such a significant aspect of the totall.:ommunit) program. The role in preventll1g
the duplicatum of services, as exemplified m the sltuatlon cited, IS an Lmp(lrtant
one, as is the extended use of the case for trainIlLg.

Service to Developmental Disabilities Councils

The University Affiliated Facilitles have a Feat potential in direct service [()
the Councils In their states or regIons. They can assist 111 estabhshing pfiOntle~"

developmg, modifying, and monitorIng sti:lte plans; and in proViding tralJllng
experiences and various additionaJ services dt'sIgned specifically to meet thl':
prionties and needs set forth in the state pJan. Already, this IS being done III d

number of states and regions. However, thiS t:'pe of InterrelatIOnshIp between
the UAF's and the Developmental DIsability c.,uncil should be an Integral pro­
gram activity of both agencies. The UnIVersIty Affihated FaCLlltles are UnIquely
situated to assist in efforts In disseminating information to the fleJd, coUectUig
and organizing data, and supporting service junctions. They can 1J11tlate the
sharing of ideas and the exchange of models of practIce and service.

Because of the existence of the ASSOCiation of UniversIty Affillaled Facili­
ties, activities which prove to be successful in one regIon of the countr~ arc~

berng transferred qUIckly to other reglOns where they can be dpplied. Umwrslty
AffIliated Facuities have provided direct con:-.ultatLon to state developmental
disabilities councils and have, furthermore, slaff from the facilities servmg on [he
councils. [n some states, the University Affiliated Facilitles provldt' essl~nual

infonnation and library service for the Council and other iJlteresteri pel sons.
While these kmds of relationships now exist, they must be developed much more
fully, and new ones must be explored and created.



Conference Proceedmgs 379

Each state plan addresses itself to needed services in terms ot priorities
established by the Developmental Disability Council. The University Afftliated
Facility has the capabilities lor developing and administering training and
selected service delivery programs for these priority needs. For example, in one
state, the need for regional fixed points of referral was determined to be the
number one priority item. The University Affiliated Facility developed a model
plan of fIXed referral that had been submitted for state support. In other situa·
tions, because of the variety of audiences to which the UAF's address them·
selves, the training of parents has become an important aspect of the total effort.
A variety of programs have been developed in this area and have done much to
assist in maintaining families at their optimum level.

Research

The research capabilities of the University Afftliated Facilities is an impor·
tant adjunct to their total value. Through their research activities, both basic and
applied, new approaches to the problems of the developmentally disabled can be
developed and evaluated. The programs range from basic research into genetic or
other biological factors to the development and evaluation of curriculum for
educating handicapped developmentally disabled individuals as weli as practi·
tioners in the field.

SUMMARY

The interdisciplinary trainmg concept reflected 1Il the development of the
University Afftliated Facilities has been in existence for almost a decade. During
that time, major efforts have been extended in conceptualizing programs, con­
structing facilities, and in organizing a substantial funding base for the programs.
Throughout the early years of the program, there were relatively few trainees
and the impact of programs was not very significant.

However, during the past st~veral years, there has been an increasingly strong
thrust by the University AffIliated Facilities. Their outreach activIties and thm
efforts to assist state developmental disability councils in identifying and meet·
ing the needs of states and regions have represented one of the most significant
advances in the field. The training of preservice students at all levels, inservice
training to upgrade and modify patterns of practice and selVice, and the develop·
ment and utilization of a wide variety of teaching approaches has begun to have
an effect in many of the regions throughout the country.

While the immediate number of families and individuals selVed by the pro·
grams is not large, the spin·off effects of University Afftliated Facilities programs
are great. A single case may selVe as a model which will improve selVices to many
families. Preservice and inservice training have a long range ripple effect which
may take years to fuliy assess. The Umversity Affiliated Facilities are willing and
able to become fuli partners in the implementation of the Developmental Dis·
abilities Act. It WIll be prirnaIlly by close coordination of the needs addressed
under Title I, and the manpower which can be provided by the UAF's under
Title II, that the greatest progress will be shown. University Afftliated Facilities
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representation on Developmental DisabilIty Councils wlll help to lJl<;ure (Iuseh'
coordInated eflorh. The Umverslty Aftdlated I-al:uities IS a ';mgular leSljuru~ In

many states ;Jnd regions wlm.:h must be utIlIzed is fully as pos'lhle

INPUT FROM THE CONFERENCE

This paper was presented at two ~ession" dunng the National Cc,nteren·;e tnr
State Planning and Advlsury (OUIlI:IJs on Services and FacilitIes for the Del/elop­
mentally Dlsabled. The audIence at each ...essioll was SpJlt equally be1weeJI Indl·
viduals from state councils, and staff frum University AffjlJated F.JClIJtic:'
Rather than reau the paper, the authOl presen ed a 10 to lS-Il11I1UtC SUlllllJI)

The following three pojnts were covereu ll) .:ulmnon aspects of 1110st 01 the
facUlties programs; (2) problem areas, and (3) future trends allL! dlrectluns

The common aspe<:ts Included a pnme faclnr the facUlty beln~ <J unlverslty
related trammg program. In all Instances the pJOgrams are mterdlsupltnary In
natuIe drawmg together students frUni many dis(.;lplmes. The exlent ()r (om­
munity outreach of the programs was noted as wa~ lhe extenl to WhlCh they C.Jn
serve as new models ot servIce delIvery.

The prU11aJy problem area cited W,lS th,tt llf evaluating the effectlvcIE~~ d
the University Affiliated Program~. The cOlllmunIty is I1lterc,ted 111 the FlL moer
of persons actually served, USLlillJy a relatively ;mall number wlthLn IJl.:l1lt:1 pru­
grams. The University usually IS interested In re~,edrch ,md publications. drCdS nnt
stressed within the programs While there IS a ~t'nerdl agreer:lent thaI the'.: ,He
conslderable manpower needs, the Umverslty AffIltaled F"cully IHogrdllls dlC

Just beginning to demonstrate then abLiity to tram slglllflcallt numbers of pel­
sons. Because of the extended delays between ImtlaJ leglslatlon and lhe currellt
stage of development, the programs are haVIng s )mc dlfflCuHy as their etTOI Is Me
being evaluated.

Another plOblem area that was presented 1:-- Ole lack of a clear, lllillld~tl(:d

relatiunshlp between the University Affiliated FacilIties Jnd the stdle plan. Whlk'
thert' was close cooperation Wlth Ihe facility in the develupment of the p'<Jo III
some Slates, In others stale planners welC wllhout knowledge ot the cXI~ler'L'e l)f
the program or Its mandale to help serve the manpower needs uf the sLlte nlerl!
was also some feeJmg that the TltJe II momes would be added to rIlle I r th(~

Umversity Affiliated FacIlitIes progr<:lm did nOI eXISt. Our pre~ntatlOn erlphd­
slzed that thIS was not so, and moreover, the fJl.:lhtles dId nOl have ,lny furds LO
do what the st<:lte counclls mIght wanl of thelll. Most actiVIties undertaken tIl

assist the council and Implement the st.lte plan would require adultlllfiJI SOllu."es
of funds for use by the faC1.htIC~.

The future uueclions of the programs weJl' pOinted OUI as caplldhzlIlg un
the strengths of the Universltv Affl1Jated Facililies programs lor pruvldmg 11a10­
109, technical aSSistance, advice and service con~lIltallon. The unpol lanC02 (lj thl~

outreach activities was stated as well as the programs' ablllty \0 ibnw Dlher
models of service delJvery

Following the bnef prescntatlon by the author, there was (In L:d(h ~e~.sloll)

an mtense oiscussion In which almusl everyone partIClpatnL The JIScus~lon
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highlighted several factors whj,;h both University Aifiliated Facility staff and
statel:ouncIl members must keep in mmd:

(1) There is much con fusion among some people concerning the role of
the UniversJty Affiliated FacilitIes.

(2) Many council members did not know of the program and did not
have j] faclhty within their state

(3) A method must be evolved to insure that each state count:il has
access to a University AffLIiated Facility program.

(4) Having learned of the resourc~s, several members of the audience
IIIdicated that they would work toward the development of a relationship be­
tween the programs in their home states.

(5) The fundmg sources currently available to the UniverSIty Affiliated
FacUitles do not insure that Stare Council needs will be met.

(6) Some questions were raised concerning the viability of an inter­
disciphnary approach to manpc'wer development which can only be answered as
lime permi1s research regardinp, on-the-job functioning of individuals trained in
this manner.

t7) The UniverSity Affiliated Facilities require additional resources for
the development of long term Inanpower, and an ongoing reJationship with the
State Council should be a requilement.

(8) As does the National Advisory Council, each state should have a
University Affiliated Facility subcommittee to insure the fuli utilization of the
program.

(9) In an effort to provide a broader understanding of each other's
activities, the State Councils should schedule a meeling at the University
Affiliated FaCIlity with which they are or should be working_
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The "developmentally dISabled" obviously do not present a smgle constella­
tion of lirrutations, mental Or physical. However, in order to develop a perspec­
tive on the tOpiC of transporlation, we may l:onvenienlly address the questIOn by
assuming that the limitatjons may range on a continuum from severe mental
relardation with no physIcal limitation to gross physIcal limitation with no
mental retardation_ In the one slmplil1ed case, many Dr the transportation prub·
lem~ can be overcome by traming of the indjvLdual so that he can perform
regardless of any mental deficit; on the other hand, gross physLcal 11iTIltatiolls
may require specLal vehicle mod ificatlon and personal assistance.

In practice, of course, the problems arc not all that dichotomous. Further,
the age of the individual under consideration affects the nature of the problem,
so that very young children of any physical or mental condition are not gen­
erally held to be fully capable of independent travel.

TRANSPORTATION AND THE PHYSICALLY DISABLED

The problems faclllg the phySically dlsabled jn regard to transportation Ln

this paper generally have been identified as to the types of transportatIon avat..l·
able: use of the automobIle, anti use of mass transportation.

Judge Sherman Finesilver of the University of Denver Law School has been
among the persons who have bren studying the problems facmg the handicapped
driver; that interest beginning flIst with an mterest In the deaf dnver, then
extending mquiry into the more ,everely phySICally (orthopedically) disabled
person.

The must baSIC physical requirement for driVing seems to be VISIon; compen­
salion fur most other conditions can generally be achieved through specialized
equipment or specialized t1aining. Examples are extra mirrors to help the deaf
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person be more aware at olHonllllg allL! ,-'russ qred IrJ.ffIc, l r hand ((lTlllld" k,r
person~ whu have losl the use or their k'Wfl extlt'lllirics

A symposlUl1l helt.! III Denvel III 1\)6"-), undt'r the Ic,ldcl,JlIp l11 Jlldl?~ rlll~··

sliver, focused 011 IlCel1SJllg. rl' II ,lllling (1 olll)W, ng onse I or dISabL.!Jty,l, <Ill Idrlll
recolds, driver wedkne~s~~ illld "hprtCOIIlJllgS dnd ]lISUrallce cOn<ilderallllll\

Among the findings nr the ('\pelh ,lIld the slu,jJe5. reported <it the I)t'llver ~YIJI

posium were
• PhysIcally lllsabled drivers JTt' :.J1110ng 1h: must salety (()IlSl.lUU~ anl ha~e

safely Iccords as good or better than lIther drJve:: IS.
• Insurance cumpamcs r~pon IH1SIIIVl' attl \llJes tuward disabled <.ITlver,> anJ

no ChSCflillInatory treatment, ~t1thnllgh the JIsJhled themselves lepml lllslanu.'s
uf ddlicuJty In obtainmg J!lSUlance at stJndarJ rates

• There IS marked lleed fur drivu Iramlllg fucused 011 lhe Ilet'd~ l,1 the
disableJ.

• There IS J need lor umforrn tcslUlg anu evaludllon of speclClI eqllwrnellt
(hand controls, ell,;) needed by disabled drivers.

• SpecIal parking prlvtleges are J Inu;;t If the dlsahleJ Ul iver IS III make lull
use of the mdependenl,:e the autolTlohlie LJIl glvl·llLlll

• TIle lllsabled driver needs SOIlle Illeans uf SLlllllllOnLrl~ aSSlstam:t In thL:
evenl o[ an automublle br~akd()wn.

Increasmgly, attention IS bClng given hy thll~~ ctJlll:erned WIth reh..Jbdllatlllll
to (he llllportalli l'onlrlbulioll lln aulOlllUhllL: C,II1 lll"dke 10 tht" \UllllIJl'pl'lldL11l.~

of a severely iJIsabled person Several COJ1lplehcnsl1;e rehabllitatlOll lellkl~, as ,I

maLlcr of routme, evaluate prrsons for driver traming, dnd llIay evell offel slIlh
traIning as part of the overall program. t\hu, se\ eral states mclude 111 high s..:houl
dnvlng traimng courses special tralJllJlg for disi:lbled dnvers. A study dune III tlk~

Los Angeles schools lIldlcates lhat· (I) knuwledge of safe drlvmg lequllelnents
and i:Itlltude are the pTlmc requlsile Inl SLJl:ces:, as they are \'I1lh <III drivers en
the rate of SUl:cess amollg the dJsableJ sluuent group (YS or 182 or 82 I pc/cent)
more than Justifies the auded expemt' and erJort to provide driver lralnlng tIl

this group; anl! (3) the rale ufsuccess, <:IS detcfIllmel! by being ahle to quallly hn
hcensing, was Iughest In those qualJfyrng as 'orthopedlc," but I SlgllIllLJrlt

numbel of persons With Cerebli:d palsy Wert' <:Ilso 'iuccessful
A very slgnif1canl stuuy on the needs III the physically ul~;abled III the LIse 1)1

public transportation was conducted Ill! th~ Department 01 TranSpOllCltJon hy
Abt ASSOCIates of Cambridge, Massacllu:)efls. TIle report prouuced by lhl.~ study,
"Travel Barriers," exaJllmed all mude'S uf trJrlSllurlatlOn available III [ravel 110111
Boston to Washington, with a focus 011 the elem~llls of each mode 01 llansJ, thd 1
posed problems to those With mubili[y lllll,latic,lts. An InnovatIVe appru3ch u::.cd
m the Abt study was the filming of a llltitlon picture 1.-""11" eJlh mode, so thilt .1

person who lTIay 1101 have e;-.pelienced, SdY, the problems Df cmplal1l1lg Pil ,III

auJineJ cuuld have the VIC;HII)lI~ cxpcrIL'nc:e ur seeing a night uf steps requlled
for boardmg.

The Abt study H!cntlfJed the follOWing pr )blem~ foced by [he dJsdbleo In
use of public transpol talJOn, any ofle of whJ.:h could prevent the U'ie uf ,j

particular mode. As the number uf thesl: hurdlt,s accumulates, the posslbllrty nl
success becomes lTIore and more problerndlll:
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• Sudden movement
• ability to ride standing
• ability for rapid self locomotion
• ability to move in crowd:,
• ability to wait standing
• ability to change levels (I e., steps)
• escalators
• narrow aisles
• long walkmg distances
• baggage
[n additLon to the problems directly connected wLth the mechanics of trans·

portation are such related problems as lack of well defined signs for those who
are visually handicapped, or the lack of accessible restrooms.

Overcoming the problems mherent in present mass transit clearly calls for
redeSign of equipment and syskms. Problems stiJl remain, especially muvement
from the transit stops to the passenger's ulrimate destination. Of course, these
problems ex.ist for all users/systems, as seen in the term "kiss and ride" used by
transit designers to describe the person who is dropped off at the transH station
and [ater picked up by their sp.,use. However, for the physically disabled, even
short distances of a block or two may be enough to use of an accessible system
unless there are such design fealmes as curb cuts, dose parking, etc.

TRANSPORTATION AND THE MENTALLY RETARDED

A recent publication of the President's Committee on the Mentally Re­
tarded enlltled Transportation and The Mentally ReTarded provides the most
thorough examination of this tOpLC that is currently available. Though offered as
the anonymous wOIk of the (ontractol, 11 is chiefly the work of M~. Linda
Sadler, who was with Harold F. Wise AssocJates at the time of wnting. 1 AJ·
though the focus of Transportation and the Mentally Retarded 1S more narrow
than the developmentally disahled In total, many of the concepts discussed
therein have relevance, especially when addressing the problems of dependency
that may accrue to the indJvidual who IS dependent from birth.

Independent VS, Dependent Travel

Transportation and the Mentally Retarded makes a dislinction between in­
dependent travel performed by the person, and travel in whlch the individual is
highly dependent on others, or on a specially deSigned system. Drawing heavily
on the resuhs obtained by Arnold Cortazzo and Robert Sansone at the Sunland
Training Center in FlOrida, it is pointed out that most mentally retarded people
have the potential for developing independent travel capabilities; that is, trawl
using modes regularly used by "norma[" people: wa[kJllg, pllbltc buses, bicycles,
trains, even the automobile.

Transportation and the Mentally ReTarded makes the case for developing
independent travel in the indiVidual through several approaches interrelated to
the different modes of transportatjon. Firsl of all, the potential for success ICI

] Ms. Sadler has revie~d lht' portion of this paper dealmg with her earlier publlcatiun.
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lrainmg the bulk of lhc menially retarded IS l"lled. (urtazzo and Sansune lepnrl

that in work wIth traiIldbJe rel..Hded adllle'icenl'. :md young adults aged 17 LIl 40,
and with measured I.Q.'.;, from J7 1040, 1S>9 uf 378 lraine~s learned III tlClvd

independently. I.Q. W;JS 111.11 s~en as J partIcularly Important Ullerld lur d~h.'1

minmg independent SlH':CC'SS. rne IInpol tant chJraclerlsllcs were sOi,;Jal J1IdIUrll~l,

emohon<:ll 'itabUity, and parental l.:I.JOrerallon. It I::' reported that mdlvldu;Jh

labeled as boruer-Iine or mJldly rel:J.lded (.;dn be successfully tramed to 1Tave]

independently. Even for those IlH.Ht' retard~d, :,uccess can generally he obt<:lIned
The desIre to be as lIldepcnLienl as pos::'lbk motivates the ment<:lUy Jelardcd

as strongly as others, and thiS dTlve 15 cited a) one of the positive elements III
support of training mentally retarded In Indepelldent travel skills.

Another reason to encourage independen I travel whenever possible J5, tILt'
burden on parents. Keepmg mentally retarded youth and adults transportanoll­
dependent defeats the provIsIOn of Dthe1 services to encourage IIIdependence
One of the major problems facing any program I~ the expet:tatlun lhallrldtpend­
ent travel is impusslble for the mentally relarded. Many plograms, reportedly,
have never given consideration 10 this pusslblhly and are surprlscd at the lesul[s
obtamed by Cortazzo and Sansone.

The major bamer to independent travel IS lhe lack of suuable public [rans·
porli1tion, especially in IUlal areas. In many art as of the country, thele IS sImply
no public transportauun. (The extent 10 which sUllable publll: trallSpoltdlJOn IS
available [or speCIfic [<lCllllle,\, IS ..:llllllht'r qlleslHHl TIlls should be (ol1sidercd Ifl

planning when facuilles are luc:dled. Most Americans are dependent, psyd,ulogl·
cally as well as physlCaJl y , 011 the aUlolllobile. People who are mentally relarJc::d
are, again, no exception. TransportatIOn and the Mentally Rttarded (ltes dt ledsL
two programs wtuch have been successful III tl~aclllng ment:dlly relarJeJ peoplt:
to be sUl.:cessful dTlvCls. One concern cited IS tllat the retarded dTiver may lack a
capacity for makmg (orrect deciSIons when ar emergency arises. ThiS ha" been
countered by provldlllg VIsually orlenled IralTllng and more behind the wheel
traming.

In addition to buses and the self·t1Tlven a1ltomobue, other modes of trans­
portation are available to and used by the mentally retarded, and all of Ihe .•e
modes may require some special attentlUn and Irdinmg III thel'r lISC

Walking is likely to be the rna '" I frequently used mode of Iri:lll~p\}rIJtJOI1,

though seldom thought of In thIS manner. SpecIal "SlIfVlVal" slulls should be
taught. Systematic investigatlOn has begun III Ihe area of special needs III men­
tally retarded youths and ,dull' in wallung 'Irafflc hghts, jUdglllg speed and
distance of on-coming vehicles, ele.), though 1l11h.:h Icmams tll be done

In addlhon to Infrequent bu'i. selVlCe, thi: Illenlally retarded persoll Illay
become confused over change..; in ~chedules, tr.lIlsrt"rrJng, delermlllJng Whl'.:h bu..,
to take, where [0 get off, and [he like. llwse s~ Ills laD be (:dug.hl by agencles anJ
parents. In addition, bus drivers can help, If they reeognue the need, W~lIdl

suggests that training III these rllJltCIS should lIe PdTt of the regular lrallllng Illr

bus unvers.
RecommendatIOns uf the report III regard to Independent tli:!Vel <Ire (I)

provide suffiClent staff and tlmc fur Independent travel tralnmg In all dgency :dnd
school programs serving the JIlentall~' let:dH.leJ (2) provJde ~.peclal driver I~duca­

tion to mentaUy retarded mdlvlduals who are c.lpable and desuous of dnvlllg: (3)
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train public transportation personnel to recognIze mentally retarded individuals
(teach mentally retarded persons to seek help from transit personnel whenever in
doubt); and (4) require that all handicapped children be educated, especially in
"social survival skills" such as transportation.

Improvement of Dependent Travel

The second major focus of Tranrporration and the Mentally Retarded re­
lates 10 systems for dependent !ravel, that IS, travel services in addition to or in
lieu of (he travel modes used by "nonnal" indiViduals. Considerations cited
apply equally to special supplementary systems for the physically disabled.

Several concerns emerge .... henever a special program for transportation IS

launched, among which are funding, staff and volunteer resources, safety, insur­
ance, and scheduling, as well as whether to tIe up capital in purchase of equip­
ment or to lease. Further decisions must be made as fa mode of transportation:
automobiles, vans, taxis, buses.

There are perhaps as man~1 ways of paying for transportation services as
thert" are plOgrams. Among those reported hy Transportation and the Mentalfv
Retarded are state per dlem/sludent payment, stale opera led smaU buses, can·
tracted carriers, and full or partial assumptIOn of costs by parents. The very
diversity of payment sources makes it difficult to make itn estimate of the actual
costs incurred. One agency reports that 30% of its budget goes for transporta­
tion. Other programs limit costs to giving out bus tokens. California will allow
public funds for transportation for trainable or moderately retarded individuals,
but not for the educable retarded, feeling that educable persons do not have
transportation needs different from other students. The foUowing chart indicates
costs hy various modes of transF-0rtalion:

••••••

By car-$.IO a mile .
By bus-$.40 per tflP .
By contracted public transit
By small school buses
By vans-door to door .
By pnva te car

Per Person
Per Day

. $ 1.00
. 80

........ 1.60
. . . . . . . . 2.54

3.00
.......... 2.80

Staff and volunteers are snmetimes used by agencies to transport clients
Ihose agencies. Sometimes aides accompany a driver to assist in emergencies and
help maintam disciplIne. Volunteer groups such as civic clubs and fire depart­
menlS have been enlisted to provide transportation services and/or equipment.
Car pooJs organized by parents are frequently formed.

Jnsurance looms as a problem. State laws differ, as does the wiUingness of
dJfferent firms to insure volun!l~er or agency programs. Transportation and the
Mentally Retarded quotes a New York firm (IS determining from experIence that
msurance coverage is most needed lD "third party" situations-public liability,
auto liability, and malpractice Workmen's compen,atiotl, which covers em·
ployees, should be extended to volunteer workers.

Automobiles, vans, taxis, and buses are all used in one or another of the
programs. Parents and voluntecl s frequently use cars, while small agencles may
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use vans. Sometimes taxIS ale lIsed 011 <l (ulll rJl:t basIs. Bust's, wIllIe 01 h-'J1ng
some- economy may requlIe lengthy Inps.

Among the recommendauom InJdt' III T'ransp0rlo/l,Jn and thi' Ml'nrol/l' R(··
larded <ife. (1) use uf t1anspuIlallOI1 lime In CC'lltlnue lnstru( tlOll thruu!!ll L-Ipt·J
lessons and the like; (2) J.~\Iel()rm~nl of SpCCIJllled sysl<:ms ~,uch a') dl(jl-a-hll~ "I

taxi-bus comblnatIOlls, (3) cOlllblnulg (If Ifdosrlortatlon servl.::es for the re(,Hd~d

WIth other speclahzed tranSpllltaliOrl Syst~IllS, 4) provIsIOn of bette! Iralllingn!
transportation personnel. (5) se~kJng legislatllJn, espe":lally fOl opelatlllg sub­
sidie~ for specialIzed systems; (6) centrJllzlng all services programs ~il "upl1catlve
systems with different destmations Jre nut nefded, and (7) mtegratJUIl 01 Iraw;­
portation mto other actiVItIes

(One participant at the Natronal CunJerence of the Natwnal AdVisory COUll
cil tuld of a simple adjuumt'llt made in buse\' used to transpon children the
seats were raised and turned to face fhe windows, rhus giving the children an
opportunity to observe City life as !he)' wellt 10 and from their respective de.\'ll
nation. Boredom [and resultant misbeltal'iorj decreased. and tht' long triP wa.\
trans/onned into a .'1timulatmg experience.}

COMMENTS

In providmg lramporlatioll for speCliJll/.ed SL'rvJCe~, transportation need; <11C'

somewhat simplIfied. The service ~elHel III ea..:h case IS sometlllng uh. ...• Llit: hllb ,II
a wheel, with spokes ladlating to pOInts a..... ay trom the hub. Howevt~r, a Il1Jjor
adult activity for many developlllentally dIsabled WIll be ..... ork. 11) the ex tellt
that the individual can enter Into the competitive labOl market the huh­
perimeter analogy does not hold. In OIlS case, Iravells more likely 10 bt; 11uIYI

one pomt to another somewhere 'Nlthln rhe ..... heel WJth few traveling the :>.allW
ruute. Even withm well defmedJob rIlalkets such as the Wa~hmgton, D.C. l11~tlu­

politan area, data shuws that 40 pel cent of th'Jse hvmg In the subur b') Jlu ..... ..ll~,o

work in the suburbs, and tlus ratio IS expected tu Ulcrease.
Time is another factor delmeatmg transportation needs for agency ~t'IVICC~

from those needed iur non-agency 11f~ actlVJtles. Many serVlce agclLcles begin
operations later IJI the mornlJlg than mosl employers, and end carllCr m the U<-i'y'
Some transportation actlvltie:), which are aueq,late for servICe programs, such as
use of volunteers and extended bus 1allIes, Will not meet tht~ tHne requlrement"
of employment. It is one thing 10 fInd it volullker abJe to gel a chLld 10 a servl(~e

program at 9.30 a.m., and qUIte another II> g.'1 illl adult to work ~[ 730 a,m.
Attendance presents simIlar plOblem~. Neither J servll;e pro~:ram 01 the Ir,dlvlLj·
ual client is damaged much by an oCl:aslOnitl ab~ence when lranspurtiltlull (ads.
An employer, on the other hand, Jeljuires a lllUI h bt>tler recold

The solution to lIlany of these plOblems Ite~ III the development ul Irh_k­
pendent travel for the IndiViduals Involved. rransportatiotl and the MOl!ail'~'

Retarded suggests that trarlsport.dtllJll problellls lould be s'Jlveu II the l.dmtly
would move near a bus stop. ThAt IS nm, perhaps, such a bad suggesttoll. The
Post Office reports that one 1I1 three aJdresses are changed eal:h yc.:Il. Very lew
people live in the same house while their duldrell ale growing up In lIght ul tltl,)
mobIlity, families of a developmentaU~ dIsabled chLld Illight be adVised tu COIl-
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sider the availability of transportation whenever they make a move. If the child
is only five at the time, this may seem Ifrelevant. However, If he IS abJe to begm
to use pubhc transportation from time to time as he grows up, there wilJ not be
a transportatIon crisis when he IS age 16 or so, when Jt would seem to be asklng
too much to move merely to :mlve the transportation problems of one family
member.

Service agencies, also, should keep the availability of pubhc transportation
m mind when locating programs. Even if these programs serve children of par­
ents who can dflve them in for serVlces, the availability of nearby public trans­
portation would facilitate training In mdependent travel.

(Discussion at the National Conference clearly showed that most attentiOn
has been given to transportation in the urban setting. Problems relating /0 mass
transit have little relevance to many states and areas. One participant pointed
out that the most ubiquitous publlc transportation mode was "the big orange
bus" that rolls down the rural I,ighways and roads bringing children to scl,ool
Makmg public education universally available to all would do much to solve the
transportation problems of the lUral area, tMs participant felt.

Participants from several of the developmentally disabled In rural states
indicated that a good portion of their DD funds are directed to development of
transportation in their states. One indicated that thelT DD Council would not
approve any proposed service program that did not clearly specify how they
would accommodate the transportatIOn needs of their prospective clients.)

Public Policy

Major questions are bemg posed regardmg the extent to whlch transporta­
twn systems built for the masses should be usable by those with mobility prob­
lems Tlus questIOn aTlses becawe of the funds, avaIlable through the Urban Mass
TranSit Admimstration, wtuch ,Ire bemg spent on helping communities develop
transit systems, and the laws that govern UMTA actiVIties

There WIll perhaps be some for whom specIalized sen'lces win be necessary.
Should that number be kept as small as possible, or should public policy be to
develop "separate but equal" systems for a substantial portion of the popula­
tIOn, such as the aged and handil:apped?

Representatives of the transportation Industry have made their position
rather clear. In testimony before the Senate SpeCIal CommJttee on Aging,
Herbert Scheuer, assistant to the executi"e VIce preSident of the American
Transit AssocIation, stated ... even if urban tranSIt bus systems couJd afford 10
make buses totally barrier-free, we would question the adVIsability of domg so.
The goal of mass transportatIOn IS to move great numbers of peopJe from POtTIt
A to pomt Bas quic.kJy and efficiently as possible.. . The problem of movmg
the handlcapred-a very small percentage of t,he total ndersh..ip-Is of speCial
concern, outsllle the realm of mass transportatIOn, and rather a commumty and
welfare responsibility."

A spokesman for the Depal tment of TransportatIon has been a bit ambigu­
ous on the question of speCial fystems In testImony before the Agmg Commit­
tee, mentioned above, John E. Hirten, Deputy Assistant Secretary for Environ­
ment and Urban Systems, respc>nded, "We believe, withm the Department, that
there is a need to serve the elderly and the handicapped through a variety of
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methods. One method that cerl<t1nly deserve: cun.sld~ratlon IS a SystCIT thd[
would enable eIther tJ;t(i service or millibus Sf rVlce III go III to areas whell' the
elderly live Jnd take them wbere th~y nt'f'd III ~o, 1hal IS h\}spltals, c!lnlC;, ;]\\,j

what have you." 1

One umque demonstrj)lioll proJecl Jevclu )cd through funding Irom burll
UMTA (DOT) and the HlW :)\)(101 dnd RehabllllalJon Service, IS III the ;',-IUg~l­

tuck Valley of ConnectIcut. The ('ollne-cllcul JHO]Cct IS In an area In whh:h [h)

public transportation now eXists. In Je\e]upmg the proJect, d'~slgn cOnSJdelatIun
has been, first, for the needs of the j]grd ilnd h:JIldicapp~d, and secunJly , lor <tIl
othels. Some twenty-slx local Jgenclcs Me Involved and SUppOTtlllg the proJCll
The HeggJ Tralnlllg Center In Derby IS, seJllIIg SIX of the se ....en huses It 1I0W

operates (one IS beIng kept for emergency) dnc funds equal to the cost of lhelr
ser....lce are bemg allocated to the proJecl for trarlsportatlOn ot clJel1t~

Smce the project WIll also pro.... HJe ~er .... J(.:es to the public at large, Il may be
able to a.... otd the problem or "separate hut eLIIlaJ " Already, the Conncdlcut
project IS providing useful IllfOrmJtlOn Iu orhe' agencies In areas ~Il..:h dS equlp­
ment design and fare colleCtlon and Ird.CKlrtg ~ys[ems

There is no question that rhere l~ C1 v..:ry IMge public cornnlltmenr to [rans­
portation throughout 1he country The /TlIIS[ ot'vLOUS e.... ldence IS the p[eserlce 'II
the IlJghway Trust Fund Jlld the dnlllUrlt ol lJ\ munles In ll, The real queitl'JIl,
then, is detcrnuning priorities wlthm this pUbliL Lommirmenr Many Pilr(IUpJn[S
al Lht: NatIOnal Confrrcnre fell thaI lIw HIghway Trus! Fund s.hould he l.'lI't'IIl"d
up lu provide fundmg dllectl:d towllrd J grCJle vllrJety l)f trcnspOrrJtlOJlI t'eLl~

By foclIsmg so closely on the JevelOp1l1enl of '1l<)rL' <1m] better hlghW.1y-', It ""IS

felt, many needs of partIculllr groups wele ~ubm~rgecl

Add.JtlOnal questions were poseLl reg,lrdlll! th~ rule uf the Depar1ment 111'
TranspnrtatlOn 111 meetmg the needs ul the hal1cllcappccl ane i aged D1SllPPOllll­
ment was exprt:sscd that the Blagg! al1lendlllell~ to the Urban Mass Tr,lIl~poltd­

lion Act merely provlded permlsslve l:IuthlllHY tl) direct one and one hill! percent
of available research and cllpltat gr<lnts funds to lransportatinll of tilt' eldrrl.,; and
the handicapped It was further pOinted out 'hal, retlecu .... e of I[S Ilame, tJl'~

Urban Mass TranSit Art dld not provlde t"or flllal transportatIOn and th,ll thell!
was, as <I cunsequence, no major public locus on the needs 01 the rIlral Hed~.

Any assumption thllt the automobile IS sutTlclcnt III these dIed:>; d'le" no1 lake
mto account the speclailled needs of parrkular inuI .... luuals and gr'lul's "Llch (J:\

the developmentally dJSabled.

SUMMARY

CIt'Jrly there are more (IUeS(loll<; Ihan Jn~wel'1 III It'gard to trJ.Il'plll[J(1t1l1
and the devclopmenrllJly dlsJbleJ. rht' k.nowledge thdl IS gc:neIJll ... J .... arl.lbl,_,
relales Lo the U1bllrl Sl!uatJvn, ledvlng (he furill a,eas [0 lhe CM ponl

Even so, there IS rnuL"h 1hiJl (",til he Jone In [trillS vi de ....elopJrlg Indepenuent
transportatIOn capabilities 1Il develt1pl1lenlally ,hs(lhleJ mdividuals. It there IS :i

problem that seems (() range ClCWSS all caLcgorlts of developmentally dlsc,bled,
the problem of dependency would seem LO be~,~~__~__~~ ~

I "A Barrier Free rllvnOllment lor tht' 1:.1derly and the HanlhcappeJ," t-!t>armgs before
the Spe~lal Comnuttee on Agln~, Unltt'd Slall's Senate October 20, 1<J71. Part ~
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On the other hand, the approaches to solving the transportation problems of
the developmentally disabled seem to share many commonalities, especially m
terms of the specialIzed system. Funding, eqUipment, personnel, scheduling,
services, use of time, all seem to pose similar problems, whether the presenting
disability is phySIcal or mental.

Finally, the chief polJcy Issue-transportation systems usable by all vs.
"separate but equal" seems to be relevant to all with special transportation
needs.
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DUring the decade uf rh.~ 60's one of the foremost jssues expressed by
per:-,ons with organiz(Jtions interested In the developmentally disabled person was
that of educational opportunJty. Wlule educational opportUnity IS still a prlITIe
objective, the most frequent!} discussed issue at tlus tIme is that of protective
services.

The deSire for a system of protective services f,)f Ihe developmentally dis­
abled person can best be stale:1 as a desire for a legal and SOCial system that wiJl
assjst those persons who do not have adequate menial and/or physical capacity
to direct and controJ their Own lives, to hve, grow, and develop to their fullest
po[entlalitIes through the gUldance and protection 01 another person or persons.

The goals for such a program can be illustrated by referTIng to the followlng
statement from the "Task Force Report of the Wisconsin Mental Retardation
Planning and Implementation Program"

A broad program of protet"tJVe servJces for the rt:tarded should serve the
goals of (L) secunng hIS C)'iiJ rights whether in an Inshtution or In the
l"olllmumty, (2) actmg on hiS behalf In securmg necessary or deSirable
servin·s. (3) repre"entmg him in SItuations of conflict with agencies provJd­
mg servIces or With Institulions 10 WhlCh he is committed, and (4) man­
agmg hIS estate. Every retarded person who needs guardlansh.Jp or pro tee­
live services '\hould have th~ m, no matter wha t his age, degree of handicap,
~)f ranancial resources."

The need for such a program IS pflmar~y a result of the success we have had
m mitigating some of the other problems connected with developmentally dis­
abled persons. As is frequellily the case, the solutjon of a specific problem
eventually leads to the creation of additional related problems.

In recent years, the com:ept of instHUtionalization and custodial care has
given way to the lmplemenlalion of communily-based programs of education
and rehabilitatIOn for developmentally disabled persons in order to achieve the
mdlvidual development of thet[ capabilitie,. With thrs newly placed emphasis on
keeping the developmentally disabled person within his own family unil and
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local ~omrnunity, he must be provIded with gUidance and .supervisIOn III th ..Jse
areas of living where he cannot care for himself.

While great improvement has been made III the educatIOn and Iri3IJlUlg 01

such persons dUrIng the lasT decade, our society has changed so rapidly Ihal d

person who may not have required guidance aIld supervisIOn in a mure simple
social system must rece1Vl~ such protectIOn if he IS to functwll III the sXlal
system of today.

More important, huwever, JS the fact that lhe longeVity ·Jf such persun;; l::i

being increased and frequently they are (lutllvlng their parents LInd the ~oc,a' anJ
t~conomlc support or gUIdance parents provIde. Thereforr, If' society" doe".llIJl
provide a system of protectlve servJces [0 replace the support and gUldanlc ot
the parent or family umt, the return uf the dewlopmentalJy dlsabl~d PCIS(-·Il III

the "community" may 1I0t be of long duration.
lhe purpose of trus paper is to discu:">s some 1)[ the reasons for thiS ch;mge III

t~mphasis. the role and relatIonship of case management, p~rsunal advocacy, JilL!

guardianshJp In a program of proteLtlve servjces dnd [hI? requirement" rf 511Ch ,I

program is to be effectl'r'e.
At the present time, the law of gualdiJnshlp JS the only ~vstem availablL' tn

provide protective services to the developmentally disahled person Howl'veT,
dissatisfaction IS being expressed that the law of guardianship as presently (.per­
ating does not provide the framework Ihat IS reqUired to develop Ihe de,,,ed
program. In order to under~iland the re,Hom. for these frequenL expresslolls ur
dissahsfaction we must conSider the form and hl·,tory of the Jaw of gualdlanship
in the United States.

TIuee plans of legal guardianship are generally prOVided by state laws. One
extends to the person of the Individual under guardIanship (guardian 01 the
person), another to tus property (guardian of th,' estate) and a thlId to both tho
individual and his property. A guardian of 'he l,erS{m IS \)ne apPolIllt>d by the
courl to have the care, custody imd ..:-ontrol oj the person l)[ a mmor 1',- an
incompetent. ]n general. the term refers to the person having the nght to Iliake
major decisions affecting a ward, mcJudll1g the right to cnnsent to malrlagt, t(,
enlistment in the armed forces, to major surgery. and to adoptIOn UI tn mak.mg
recommendations as to adoption. The legal clIstody 01 the ward IS given by the
court to the guardian of the person. A. guardia}/ of thf estate IS. ont> appoJnlct! by
a court to have the management of the {'stille 01 a mlllor I an Incompetent )1 a
spendthrift. A guardJanstup of the estate of any person, ollce granted, extenus. to
all his estate and excludes the Jurisdiction of every other court. Estate refel:'; to
the interest whIch one has In land and other prcperty, sudl a~, a bank aCCI)lllIt
bonds, mhentance, etc.

The underlyrng theory and ph~osophy 01 gl,ardlanship is denved Iroln twu
legal systems, the Roman and EnglJfJ1. Under Roman )<lW, guardianship wa~

viewed as a concept of blood relatlOnshlp- a cOlltJnuatlO11 of the power ~)r the
head of the family over tus descendants. The lav of guar~ianship,derived 1,0m
the Enghsh common-law rules, grew out 01 the '-eudal law of the land with Its
system of land tenure dnd was essentiaUy an instItutIOn eXIsting 111 regald to rhe
propertied classes. Early English law had many different type, of gua,dlanshtp
but on the death of the farher, the type of guardianshIp wluch re,ultl'd de·
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pended on the nature of the plopelty. Unproperlied children were substantially
ignored by Ihe law of guard,an,m,p.

In those slates that h:lYe it guardIanship law derived from English common
law, which 1S the maJonty of the slates, the specific provisions of that law are
concerned prmcJpaJly with property mallCrs. Therefore, the law of guardlanshJp
as applied by the courls In the,. slates has followed' fisc,1 approach rather than
a social approach. TIlls emphasIs on property values over human values is one of
the major reasons for the dissatisfactIon Wlth the law of guardianship as a deliv·
ery system for protective services.

Under the law, the courts have a twofold functIOn JI1 guardianship. The fust
is a judiCial one. It entails the detenmnal ion of the need for guardianship and
when there IS need, the apptlll1tment of a SUltable guardian over his person,
estate or both.

The second function of the court IS an administrative one. It entails the
maintenance of a proper record of the mdlvidual wardship and contmumg super­
vision over the guardian to make sure that the IIldlvidual's interest and welfare
are being served at all times The courls l:arry on thiS administrative responsi­
bility through the process of app0InLlng, ",upervising and discharging guardians.

In selecting a guardian. Lhe courts place reliance on the prinCiple of kmship
and in the device of bond and surety for holding him to hiS responslbilJty. SocIa)
standards and social-study pH.cedures are iJlmOsl never used by the courts m
discharging these respunsibLiltil's.

In addltion, the courts conduct practically no follow-up of the persun
placed under personal guardianship unless or until a petluon for the removal of
the guardIan is presented. EJo.cept fur lh~ requirement of bond, referred to
previously, the guardian of th(~ person is completely outSide the superviSIOn and
control of the court appomtmg hun. The guan.lJan of the person IS under no
requirement to ~ubmlt a periodiC accounting of hiS stewardship. The court gener­
ally mamtains no contact With him and for all practical mtents and purposes,
permits personal guardianship 10 be exerCised at the guardian's pleasure.

However, the guardian of Ihe estate IS subject to several legal controls by the
court. He must fIle a bond and periodIC accounts, usuaUy on an annual basis. He
must submit for l:ourt approval lus plans Lo lI1vest, selJ or disburse the assets of
his ward's estate.

It IS readily apparent th,JI the law "I guardianship, as developed in the
Umted States during the last two hundled years, IS pmnanly directed to the
protection of property rights. The interests of Ihe person are consldered only
infrequently and m those mstances It is prU11arLiy through the deSire to pruteci
1lurd partIes from the person under guardIanship.

As the disabling conditIOn' of Ihe developmentally disabled will vary In type
and degree, the needs of such IIldivlduals wlll also differ. Some IndIviduals will
require fuUtime superVISIOn while others will only reqUire occasional help WIth
minor problems and deCISions. Also the needs of anyone lI1divldual may change
dunng a hfetirne. Therefore, LI1 seekmg to prOVide a cont1l1uum of protectIVe
services tadored to the mdlvldual needs of the developmentaJ1y dlsabled client,
the delivery system for such a program must be Ilexible enough to respond to
these varied needs.
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The law uf guardlan~lllp doe:; lIot PILWldl fur thl" fle'<.lblltty becau~ d

guardian cannot be appointed f(Jf;1 perS~lr1 untt! ~uLh pelson has been declareu
IIlLompetent by a courl of lay,.. SUl'h a pelsun 'ut only <,;ufll~ls Irunl rhe stl~m,1

of beIng considered mCOll1pClelll, he ]{)")c<; Cl:rlam CJV11 Jlghls- 511ch as the rlglil II'
marry and the nght to C0nlr;lel

The pre:o.ent legal sranllaTds 101 L1elermInlng whether a pelson L~ "JnLornpe­
lent" do not recognize degret'~ Dr JlH.:LJnJpetellcy lIor do they IccognJl.C Ihe
different types of physJcdl anl! menta] UllpaJTlllenl:o.. ThereJore, we <Ire f Jced
with In "all or nothmg" situatIOn whrrrby we (dOnot obtaIn the plolcctlun ol
lhe guardlJnshlp system If a pelsun JS 1101 legally Incompetent.

It IS obvious that there Me many pe,son~ who could benefIt frolll a p]{)~~lam

of protective <;;erVlces. but are nut "IIlCOlllpetent" amI should nl1t sutler the loss
of their ":Ivil rlghts.

As a result of tins mflcxlbiluy III the guardla'l:-.hlp system and the prevlOLlsly
mentioned m<ldeyuacles, alternative systems hav ~ been proposed to provide the
deslfed lIIuJvlduallLatlOn. Propt)~als have heen mJde tl) estabh~.h a legal st.-1tus 01
"prolonged minority" fur persons who l\luld benefIt Irum a prutectlvt' 'ien'lce,,;;
program but are not IIlcumpetcnt by kgaJ ':>tJlldards. Such persons would be
consHlered a~ mlllors, and there/me ~ubJelt tu ,Ill the protectIOn of lmnClrL[Y
status, even after reaching maJority. No detefllllriatlOrl of IIlcompetellly W'llild
be required to Impose guarUlarl'5l11p. At tillS tLllle no 'iLdtes have enacted thl~ ypt·
l)f legJslallOn. however, :-ouch a sy:,-lelll I" uperalin! III Swt'uen dnd BelgJuJlI.

In addition to the po~slbJe changes III l)Ur legdl sy<;lem, several progrJlll.'­

ha\le been developed which pHI\'lt..Ie rllr ~yslcms _11 ad\loc<:Icy thaI are bJsed oJ,] It

non-legal rather Ihan a legal basl~

Under the concept 01 Cast' MiJnagement a SOCial worker relJnqlllshe<.; hl<.,
traditional role Wltll a direct ~ervlCC i.Igcllcy and:: ssumes the role of advoc:lIE lor
a chent. [t IS the soc1al worker's responslrlliity tl, ~eClJfe the apPlOpnare "iCr ... I(,t's

for hlS client Lhroughuut the chenfs l1fe cyde. Ttl be dfective the socia] workel
must have organizatIOnal au tonomy f rom a pal t1cular serVICf: agency and the
abihty to obtain the desned services on behalf of the developmentally disahleu
client. The Developmental Disablllllcs Act, PL [)1-517, ,efer~, to Ihl~ llCW role
of a socia] worker as the "Follow-along Service' The State of Rhodt hlimd has
already implemented ~lI(h a program bUI It h IS not been In opelalloll long
enough to determine jt~ level of suc(ess

A PersonaJ Advocacy System seeks tl) prOVide a developmentally disabled
person W1th a fflend (l.(~. advoc<Jtel who Wlll ass IlTIe the responsib,lHY for pro
teetlng the interests and rights of th:Jt persorl

In most cases the per~{)nal advocacy syslellls th:H have been lmplemen[~d

are Informal and volunldry Huwever, a Personal Advlx::acy Sy~.tem was recclHl y
crealed ]n the Slal~ uf OhIO 3S a supph~ment t·) lhc "Slate J'rotectlvf ServJ("t'
5yslern" through the cnorulIlatt>d ~tTprl ot the OhiO Associatlun for Kelalded
('luldren, the Epilepsy f'ounuaiJOn of AlllellCa, 1he United Cerebral Palsy Ass(l·
Clatiun of OhIO, and the OhiO [)evell)pmeIlLal Di."'JbdJlleS CouncIl ThlS system IS

umquc III that It IS formah7el.! anl.! has ht"~n Jmplf llIented un a 5,tatewlde baSI:; A
synopsIs of thi'\ program is attached dS AppentJLX '\ tu thIS paper.

TIle Case Management and Pelsollal AJ\lOGlcy Syslems d,.) have all lmpllr-
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tant future Iole in providing a program of protective services. However, it is thi~

writer's opinion, that their effectiveness is limIted because the supervision of the
"advocate" is conducted by an entity that derives its authority from the volun­
tary assumption of responsibility rather than a statutory responsibilIty. It is also
my opinion that without a "atutory responSIbility It will be difficult from an
"advocate" to discharge his responsibility to his client with any degree of
authority.

It IS my opinion that a rl~V1Slon In the legal concept of guardIanship holds
the best promise for an effective delivery syslem for a program of prolectlve
services. The required components of such a system were best expressed by the
participants In the "Symposium On Guardianship of the Mentally Retarded"
sponsored by the International League of Societies for the Mentally Handi­
capped In San Sebastian, Spain in 1969.

Some of the conclusions r,,.ched at the SymposIum are as follows:
.. that guardIanship should be viewed posItIVely as a means of un ple­

mentmg rights and opportunities. wlth as much partiCipation by the re­
tarded as is praclicalln aU decisions affeclmg him .

.. the participants also IJelieve that, In addition to the institutlOn of
formal guardianship, a pardUel service of person:..tl counseling IS reqUired,
avaJ..1able to mentally handkapped persons who. if they receive appropriate
guidance and adVice on a contmumg basIs from a counselor who has
earned their conhdence. may not require formal guardianship.

The fact that a retarded person IS receIVIng. or has received seTVlces from a
specializ.ed agency for the rdarded (school, workshop. residentIal facihties,
etl;;.) or has been diagnosed as retarded for medical, educational or other
treatment purposes. should nol be construed as necessanly mdLcatmg thai
he needs a guardian.

The retarded adult should be pennitted to act for hLmself in those matters
In which he has competenc 1

: ••• a person whose mental retardatIOn is char­
acterized by llTIpaLTmenls 'Jf sOl;;lal competem:e which are partJal should
enJoy a partIal guardIanship specifically adapted 10 his strength::. and weak­
nesses.

The partiCipants in the SymposIUm strongly recommend, therefore, that
the professional evaluatIon of an indiVIdual's competence and the extent
and character of his need for guardiamJlip not be entrusted, as in the past,
to a physician or psychiatrist alone, but that a multidIsciplinary team of
experts. with experience in mental retardation. be charged With thlS re­
sponsibility. Such a team would include-in additIon to a psychIatTlst-a
psycholOgIst. a social wor~.er, an educator and other trained observers of
social behaVIOr.

. .. that the need for guardianship be re-evaluated from tlme to time. it JS

recommended that the same or similar mUltidisciplinary team be convened
for thiS purpose.

As one of his most important functIOns, the guardian should select and
mobilize appropriate community resources, draWing on both the geneIlc
and specialized services for education, rehabLlitallOn, health care, recrea­
tion. employment, SOCIal services and specLahzed day or reSidential <.:are, as
needed.
As appropnate Ln each cas..:, he should encourage mitiative on the part of
the retarded adult, compkmenting thiS with action of his own, as neces­
sary, to assist the retard~d person to secure access to the program mosl
likely to benefIt him.
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The participants agreed that there musl be. adequ<lte mdchll1l;~IY Inl lilt
effective <;upervlsjon 01 the guardJ<ln. inul\lld lally and collE'ctlvely. ,Ind tDI
rClnforcmg the "yst~m \)£ gUi:lrdianshlp, throu·~h constructlve review .

. IL J$ unreasondble to exped the C{lurt" thEmselves to engage In the klJld
of constant mOrlltlHmg 01 the syslems whiell the pdrticlp,mts cnVI:-.l0n a<;
ne-cessary If thr beneflt:" nl" guardianship d~ llTelnlllll: OULlUll:d ,Jll t,) I)l'

[e.Jli"-f~d.

In k.eepIng wlth thClf SL'nsc LIt the prunJcy of personJI con'\lderJ.t1on ... tht
participants were of the ('pLnIOn that d report on the ward's pn'w!lcJ!
well-bemg and programrnJng for the yeal <;lIolild also bl' ex!-,ceteJ

HOWC\lCI, heller 1)f1('nb.JIIOli l)f Judge:- Will nl,t "'UfflLl' Jr1 Ilself rile Luurt~

or Iribundl wiJl need lhe ')upport of J weU ~taffed agenl~y, pllhltc dnd
permanent -WhiCh, among oLher thmgs, has the pawL:' and duty lil brl1lg
belol~ the court~ S(lmt~ of tll(~ lnformatlon ('11 wilich COllrt Jctlf)rl ,hlluld
be tdken.

II the p!lIlLlples ~laled ahuve are illcurpl1lated wlthJll J rrvl:-'cu lirA' 111
guardianship, the resulllllg legill structure shuuld supporl the systelll ld pi J1cc
live servIces that we <:Ill de:>.ue However, J IIlUSt ilojnl out that merely revlslllg pI
the law of guardianshIp without lmplcmcnttnl', the accompmymg :\\1(131 pru­
grams Will not enable us to rfach lJUI desl[(:d ~llaJS. Therefore, 11 l'i Ilnper<lllVr
that the severa] components llr Ihe dr-slJed s:'stCIl1 of prolectm.' ~trvICE'~ be
developed and Implemented at the same tune.

Attached a~ Appendix 8 to thlS papel are ;clected extracts IIOIll the I;om·

menb of the partlcip4lllts In the workshop seSSion 011 "Case Managelllelll, Pel·
sonal Advol:3CY and PflHecllve servh.:~s" al tile f\'dtiOIlJI Conference \)1) DL'\'I~\(lr­

mental Disabilities. held In WaSh1l1gtoll, D.C on NovclllbL'r 17, 1972, where thiS
paper was originally presented

PERSONAL AIJVOCACY SYSTEM FOR OHIO

Philosophy and Ralionale

The Personal Auvocacy System ot OhiO s undergirded hy eer tdlll bJ<;Il':
prinCiples We f(Oel that every <"Itllen regardll'ss Ilf the sC'Y~rlty or multlplluly 01
his handll:ap, has L.at,lt!\ lnal1~n<lhk Tlghls -hllman Jnd CIVIL Cerldlll ,)\ P\ll
handICapped CitIzens are nut ~apahle 01 exerl:Jsin~ these rlghts- d~pelHllng 011 [hI.'
situatIOn, the IJfe ('xpem:nces the Lndlvldual has had Includmg hiS opportuntll:s
10 make decLslons, the Impaument In Ill'; adaptIve behaVior, dnd Ill~ rhY~lc,d

and/or mental status.
510cc no Jgen,-'y or mJI'Yldual IS t',ndowcJ "11h Godlike Powers lu h:rww <If

aLL tImes and In all Sltll.Jtlons ··what IS besl'· for anolher mdLvlduJI. \o\.'e feellhal
all Judgments and deCIsions 01 agencies and 10l1lVIduals managmg hiJndlCapped
mdlvlduals should lle ;Julhtcd aTld levl~wed regularly by 'iomeune outside 01 lilt'
~ystem or servICe.

A per~onal advocu.:y .;y<;H·rn hJS a two fold 1t~sponsLbLlIty It rnll.,1 prt;VIJV

mdIvlduals In the sy~tL'm With a 120nl.:ernl:d f rreml on a p~r ... onaJ bd~I', dnd IL rnu~1

watchdog the delivery of scrvlreS sy<;tem III SCI' that Ihe mdlvldual get ... tllOse
services whH;h he needs

We feel that su(h 3 WrvIU" IS be~t provldcJ by J volunlary 01 IlonpllbllC
agency which ullderst'lIIds the 1l..1LIl need.;, ,)1 tlJrlJlcappt-lj Illdlvlduah .HId 111ell
famIlies,
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[)efinilion of Personal Advocate

A personal advocate IS an indlvidual who assumes a responsibility for look­
mg after, as if they were his own, the Interests and rights of a handicapped
mdlvidual.

Organization and Strategy Plan for the Personal Advocacy System

The proposed Personal Advocacy System operates as a supplement 10 the
Slate ProtectIve Service System which had a target date for initiation of July l,
1972. As proposed it was to bring the three main voluntary agencies together
Lnto a statewide plan for advocacy on a cooperative, comprehensive statewide
baSIS under the following guidelines:

I. The statewide system would be operated in a Consortium Board
appointed by the DDA Council. The Board would be composed of representa­
tJves from the Epilepsy Foundation of A merica. the OhIO ASsoclOtlOn for Re­
tarded Chzldren, and the United Cerebral Palsy Associollon of OhlO.

2. The State Orrjce was to be based in the Headquarters of one of
these three Agencies or office of OhIO Developmental Disabilities Council.

3. The office would be staffed with a Personal Advocacy Coordlnator.
Administrative ASSistant and a Clerk-Typist. Job descnptions for these positions
will be in conformance with recommendations of the Personnel Committee of
the DDA Council. Staff will be employed by the Consortium Board of Directors.

4. Each voluntary agency wishing to participate will be asked to
apPOInt a Standing Advocacy Committee and assign responSIbility for Advocacy
funchons to either a staff member or the Chairman of the Advocacy Committee

5. Each participatIng agency will be required to have the staff person
or the- Chairman attend fralOing sessions at regular Intervals.

6. It will be suggested that the University Mfdialed Facillty, under
contract with DDA Council, will conduct at least on a semi-annual basis. training
sessions for Supervisors of the Advocacy Programs and for Personal Advocates.

7. Advocates so trained will be designated as "Approved Advocates."
Participating Agencies will be designated as "Approved Participating Agencies."

8. District Offices will be required to inform applicants for either
Protectlve Servlces or Case Management Servlces of the Advocacy Service avail~

able to them.
9. Names of client:; wishing to participate In the Advocacy Service

will be forwarded to the DIstrict Coordinating Advocacy Committee.
10. Advisory COmmJllees will be Standing Committees in each of the

Dlslm:t CitIZens CouncLls which are to be r~actjvated Such District Coordmating
Advocacy Committees should have representatIVes from each or the partlcipatmg
agencies.

I L. In addition to clients referred to them by the District Offices, each
PartiCIpating Agency Will also be free to "case find" or seek out other mdividuals
Wllhin thell target area for whl)m Advocacy Services arc appropnate.

12. DDA Council Or] an ongoIng baSIS will hopefully fund both th~

Advocacy Coordinator at the state level and the training workshops.

Roles and Responsibilities of an Advocate

I. Be a concerned friend to a handicapped individual.
2. Mamtain promist'd commitments to this individuaL
3. Attend training sessions.
4. Know the personal and program needs of his protege.
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5. Be famI..!~.H wIth the prescTJptIvc I,rogram pLan lor thlS InJlVldudl
6. Sec that thIS plan IS followed.
7. Raise questions with the Staff I'crson or CommIttee Chdlrm31l

assigned responslbllity for the Advocacy Program when th,~ InUIVIUUJl's plan
does not seem to fit or IS not bemg followed

8. Keep In toul:h wIth prolesslonals ,ervlllg the hdndlcappcd mdlY1U
ual, in the manner that a far!111v would keep 1n tlillch wIth a chull's tCdcher

9. Be acquamted with the other !ndn IJuab In the t'IlVHonmcnt cl lht'
handicapped mdlvidual, tor example, landladIes, policemen, shopkeepcl s. d.:

10. Know resources In the area
11. Know procedure~ lor mterventlon

Responsibilities of the State Level Advocacy Coordinator

1. Be directly responsible to the EX~~utlve ('omJlllttel' of the- (011­

sortmm Board.
2. Coordinale of PersollJI Advocacy !'rogr:Jm dctlVJlle" helwl'cn ~adk

Regional and Local Agency levels.
3. Develop gUIdelln(~s for opclatlon 01 the program at all leVl~l ....
4. Drvelop uniform systems, procedllcs and form': lor bollt agerlCle:,

and advocates utcludmg certificatIon procedures
5. ASSist In developing and conductlllg a trallllng program tor Super·

visors and Advocates.
6. Be respollsjble for public relation::, and educ<ll1011 plOgrJm': Jncl

providing information servLces about the Per~om,l Advo(;dcy Program.
7. Consult with agenclcs, supervisors dIstrict Ulrcctors, and wOlker"
8. Assist In matters of litJgatlOTI and IJiterventlOn.
9. Prepare progress reports on the program.

10. Work with coorcllllator - Dlstrld ('lt12enS ('ornllllttCl: In coordln<..l­
ticn of progr<lms.

APPCllC,IX H

Participant Commellts

Workshop Session lin
CASE MANAGEMENT, PERSONAL ADVOCACY &

PROTECTIVE SERVICES

Norional Conference-Developmt'nral DiMlbi[jrkls

THE CHAIRMAN "'011 the panel we have Howard Rost'n, L:Jwlence Ki:lne.
who's a lawyer and member 01 the Pre'ildent's CommIttee 011 Mental ReUtrua­
1lOTI, Ardo Wrobel, who IS the D.irector of the DLvlslOn of Mental Ret,mJatllln III

Minnesota, and our topic wnter for today'.., c('nference, KeJth Yellllek I ,Jnl
your Chairman, DenniS Haggcrty "

MR. YELINEK: "There are several questlOJls 1 would lLke 10 poSt' tOT our
partlclpants and tor you m the audu:nce How Joe!> clhlen ddvocacy and pel­
wnal advocacy l._l1ffer; how are they ailke, what ,Ire the advanl.lge:- ,md dlsauv,ln-
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tage~ of each ot these systems? What Future rok wIll citizen advocal:y or
guardianship play In the development of a protectLve servIces system? Who
should have the responsibility f{lr the follow-up supervision? Should It be a courl
responsibility? Should II be an admlnistmtlve agency" Or, should Jt be strictly a
voluntary orgamzation's responsibility. such as the local ARC or other pUblJC
servIce agency? And lastly, when should elther or all of these programs be
.unplemenkd for the beneflt of I dt.>vt.>/opmt.>ntdlJy dIsabled Lndivldual?"

CHAIRMAN: "Given an actual commllment as stated by the PresJdent m
November of 1971, a reductIOn of tht.> complement m the state schools and
hospitals throughout thLs land of a significant percentage given that and gIVen
the tact that the heretofore re"Ldents are gUlng to be in communltjes, you can
see how timely the questlOns posed by Mr. Yehnek are

"Now, our resource personnel, Mr. Rosen, Mr. Kmg and Mr. Wrobel are not
necessanly the respondents to the paper that has been presented. They are Just
that, resource personnel, but they may respond as Ihey wish and m theu rc­
:o:ponse or In theIr comments, they may want 10 agree with or disagree with or
present addLhonal thought-provoking comments on how to manage and how to
deliver proteetjve seIYJCes In the communily. I'd like to start off with Mr.
Rosen. "

MR. ROSEN: "I would ILk,~ to respond to your thLrd questIOn In terms of
who wLlI have the ultunate-or who should have the ultunate responsibIlity. 1
chose thJS one because I frel II s Ihr t.><lslesl 1'01 me In my framework, because J
come from a state where a protective servlcc!-law was recently passed-and thars
Colorado. In Colorado, the responslbllJly for protectIVe services IS with the
Department of Social ServIces. By placmg protecllve servICes in the Department
of Soeml Servlces, the funds which the Stalt.: Legislature made available to begm
ttus smalJ experunental program can be matched WJth Federal Social Servl!.;e
Funds. lt's extremely advantageous to the state because ... out of $50,000 It
makes $200,000. In addition, the State of Colorado.. felt that most of the
people who require protective services are people who are eligIble for services
from the Department of SOCIal Services In terms of their mcome, whjch IS qUlte
lImited .... I could see the Do~partment ot SOCial Services in thiS state haVing
the ultimate responsJblLJty for protective services for mdlvlduals who need thlS
service

CHAIRMAN. "Mr. Kane would you commen!."

MR. KANE· " ... to have an effective guardianship on a Citizen advocacy
program, you've got to separate that entity, and I look upon Jt Ijke a little
agency of Itself, a new thing to he created: but It should be Lndependent of other
agencies In terms of It" lunding . they would pick up In guardianshIp those
that needed It and only to (he extent that they need It, the probate court
could Ihtn be, as It traditIOnally has bet."ll. Ihe enllty 10 which this agency reacls
III terms of periodic review and the sophistICatIOn of services that the guardJan­
shIp agency is to look for, and advocate for. and fmd for each retarded person.

"The retarded person ... should he walking around with nghts ... he needs
a SOCIal Seeunty system WhIch serves everyone that has a handicap up to a level
that they could lIve WIth and Live on, If necessary, and a national system of
health lnsuranee which would be avatLable to ~very handICapped person ... The
guardianship agency sees that those rights ale realized and Implemented; and, if
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you WIll, the probate court IS kmd of jj 5upl'r-slructurc that ...ee~ that Jl all Nork'i
oul. And you know, it may be ICIrlbly SUllpli;tll.; to put It thiS W,Ly, bUI \1 we:
have a sensible SOCIal Security syslem, and if Wl' hiJd J ~ensJble natloJ1lil heaHh
msuranl.:C program WhlL:h deall with [he handle apped. many 01 <JUI problems
would go away You ~ee, dS we talk Joout It J1'lW, we CJJ1 dream up and L(InJure
up .Jnd structure and dldgrJnl \.'ndles~ly .:Ill Ilnd~ of structures lor guallIL.JII­

ship

MR. WROBEL. "~I would like to examine several of Mr Kanr's "ommenls
beL:ause I thmk that he was lalkmg dbtlUl the bJlance for the polanzed wstern
of. , . guardLanship hom a legal framework, and [ think you are saYing It sllould
be outSIde of the agency system

"I would lIke to cover maybe a lIttle bJt about what y,)U said In lerms of
what tht:re 15 m thIS whole spectrum , It cOI'ers more than the legal guardIan­
shJp of a person. I thmk there JS the SOClaJ, . It the dgency JL,elf doe" not hdvt' d

commItment toward any syslem". tu lJeal '-"Ith matters or nghh of Iht 1I1(11+
vidual and dehvery of them, then I'm JUs! afraJd that, we could be setting up
an adversary kind of <;ltuatlOn J would IJke t J see some concentrdtlOn en the
Jdea that the agency Ltself and the people wbo work In thiS agencv hal1e the
abIlity to develop a sense of advocacy for lhL' Indlvldual.

"In Minnesota we JU'it eSlabli~ht'd a dt'parlrlL'nl polH.:y concerning adv(ll,aq ,
we're workIng on the procedures Ih<1I wouh1 b~ InvolnJ. ] would l1ke to ~trt:~.s

thaI. at least from my poml of View, I thlllk thai Ihe agency also is 8n dJV'JCdtl:,
in a sense. If we carl give su({ peuple 111 th,: Fa('uIIlcS a ~·ense Lit llso being
advocates of the mdlliu1ual, we m<lY hdp to ullrlg about some of the ~lforrs trolll
the outSide, and from [he publiC pOint of View. So, I would rather scc It lIot::"!u

much a polanzed sy'item bu[ rather the conc,~rtetl effort t(1 get the syskm 1,-,
respond.

"I think OhlO has set up a r.ither lesponsllJle way of handltng thL5. that I'"

on the regional basis there would be a ca5e m~ nager who would be pMt nt the
agency,

"It IS sel up so that when there IS contro'rersy and when there IS dtflc;fcnce
of opmton, It's resolved around the person rather than the traditIOnal v.ay of
domg II where the parent tnt'S to fight the tnSlltutlOn or tht~ sUpCtlntelldent or
the dgency "

MR, KANt. I loot 11 I see the rule of he dllvocate d" J ...epalate thing
Mayhe It does polanze a bit, but Ihat's how w·;'re m<lklng some progrt:s:-. have
more confidence 1Il the prubate COUri thall I would have had a lew yea]'" ago
because of the dynamiC things Ihat are happenmg m constltutJOnJJ law WhICh
affect the legal rjghts or conslltu(lonal rIghts of the mentally L11 and mcntdJly
retarded, Almost every month we get a ne", deLislon whIch IS even more SOphl~'­

heated and more clear ahoul the due process Ighfs 01 Ihe handll~apped. Whal­
ever our bad experience has been wilh courls " ... er the year .... It IS changing and
It'S r..:han~tng almost every week."

CHAIRMAN, "Could LJust pose d question dntl dsk someone In the aucllcnu::
to respond to It, other than [he resour>.:e people GIven a sltuatlOll where d

retarded mdlVldualls moVIng from dll lrl~tltutl(ln dnd needs some <;ervJces but he
is not yet to the pomt of competency so he would have 10 have a guardldn
appomted for him. Given that, huw Jo you se'; the role of a personal advocate
who IS nor al:cQuntabJe on a period II.: basLs, either tor whdt monies he 111gh[
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handle or for whatever personal attention he glves the retardee, how do you see
that working as drawn from your own experiences, you know, as volunteers."

MR. BECKETT: "Bob Beckdt, Ohio, BeUeville Di~abilities Council.
"I think you answered your own question. I'm a consumer, a volunteer, and

a volunteer lS a rather fickle person .... So, I think what you're saying here IS:

Do you think that an advocate sh.ould have some bindings as to his action? And I
would say "yes" because when an individual is looking after another individual I
think it should be a consistent a I1d a rather flexible thing as far as what his duties
are.

" ... I think that there have to be some ground rules and I trunk they have
to be legal, so that we are bound to really domg the job."

DR. POMEROY: "I'd like to comment. Jim Pomeroy from Oregon Bureau
of Mental Retardation.

"I think we have a responsibility to teach the retarded to be tus own
advocate and I think that many of them can become their own advocates with
our assistance; and they haven'l been pushed In this drrection very much and I
think many of them are capable of being theIr own advocate, standing up for
their rights.

"When you get around to it, I would I1ke to have some discussion on his
rights versus privileges. We talk about rights in general and I think maybe we
might be moving too fast sometimes-that we have a responsibility to teach them
their responsibility before we stress rights. And we have, as their advocates, a
responsibLlity to them to define for them what therr pnvileges are Just as we do
our own children. We don't giVI~ them their rights untL! we think that they have
learned to accept this as a respoJlsibLiity."

CHAIRMAN: "Well, could [ just pose a query to that. Don't you think 10

adopting that attitude, given the gradation~ of deficiencies of this group, that
some would opt for not giving rights unless the handicapped person met cnteria
which would be difficult to meet under most circumstances?"

DR. POMEROY: "For example, the right to vote. I think that they have to
know what It means to vote and that they have to be able to exercise sufficient
judgment in voting."

CHAIRMAN: "But are you not now talkmg about-in that example you
broUght up-the old-tim~, dishonored now, standards of literacy which were
used to keep people from voting?"

DR. POMEROY: "No, I dOll't beheve I am. I think that they can be taught
how to go down and register, they can be taught about the reading and under­
standing of what the candidates represent and what they are voting for.

"And dnving Isn't a fight. Driving IS a privilege. And you know that, and I
think many other things that W(~ talk about as rights are not fights but privileges.
They have to be earned."

CHAIRMAN: "You would agree, wouldn't you, that we wouldn't apply dif·
ferent standards to a handicapped person?"

DR. POMEROY: "No."
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CHAIRMAN "We w(luld apply the S.lIT\l' stJlldJrd tl..l JII"

DR. POMEROY "Th"·, "ghl ..

CHAIRMAN "Ok., ..

DR, POMEROY. 'But I'm IL~urflll th,lt Wl: mJght be trying to br,)aden lhdt
standard.

MR, ORWIG. 'Trn George OrY,.'1g dlld ['rll ChalIman (II the J'ennsylvanl<1
CouncIl and J hJppen to be an attorney And my majn Jntelest I .... qllleps~ Th."
dlSCUSSlOl1 has pretty much concentrated on the held of mental retardation and,
of course, we're talkmg about developmental dlsabLlLl1e:-o, whJo..:h JS 1ll1)IC Ih<ln JU~l

MR, You cannot have a common sLtnJdrd that you apply to aU DD\ If y)U art
gam/; to talk <tbaut cerebral palsy dnL! erLkp~y In addltlOn to mental rdardatwll

"The type of advocate program thill yuu ,1ced for the epileptic who 1<" nut
mentally retarded-and mo~t of them are not-Is entllely different th:ln th,~ lype
of advocacy program you have ro develop for those who an, mentally retuded
So, let's not be dlscu<; ....mg ... tandards th.lt yOLi feel you can apply ,Kross the
board bec<luse with cerebral pdl~y, alld cpikps.' -true, we hdve SOI1l\: thJ! arc Jil
rhre~--hut Jor those who arc lIol, the type of JJvocal:Y thai they need l~ (0111­

pletely differ~llt from whdt tht.' MR would n,~~'d We ('..Jrl'tlust lump th.~m JII
toge ther."

MR. THRONE' 'Till John Throm' from K In5a,. I shan.: Mr Kane s dUbJl)u:-,­
ness about leavll1g to an agency thL" rl'sponsildllty lor ddvoc~t1J1g wllelt It's r,!­
spon'>lhle for dOing; but r don't seL' Ihe POldTll<1110n between hiS pOSL[I()lI ,Hid Mr
Wrohel's that seems to he taken llll gldnlt:d. I::,ven In OhiO, <:l~ I unJerslJnu It.
where thiS op~ratlOn jnvolves threl' jJe(lpl~, tht personal advocate 1.'0 not a mem·
ber of the ~tate agency, as I recall. He Joe~n't work for the state He lS just a~

much a privdte citizen as you would h,l've 111m be, .'00 I re<llly thJllk that there IS

potential, al least, agreement betWt~ell you Iwo ~entlemell 011 wh;Jt yCILI <lIt'

talking aboLit. It remInds me ot d httle ~,rOlect vie "Ile unLlertdklllg In Kdns,h
What we have In mind \<; havJng a volunteer [r'lm the community, pr,)bably "dy
an ARC reprcsentatlve, who will volurl(l:er <I' a CJtlLcn to serve <1.., -wt' don'j
exactly know what the term 1"- comrllLllllty advocate, personal :-J.dV(l(tllC ur
whatever, in behalf oj an InstltutlOnJlll~d re ... ld( nt al the tmH:' ot InstltutlollahL<I­
han " He will serve on the p!annlllg ,ltlJ, IllS )f<tr a~ IS pos'>lbJe, Oil the trllnlllg
and ImplementatIOn commlttCL:S that wllrh.. .... Lth thiS patIenr Tight flom the
begInning and then follow hun nul Int(1 thl..' COI'llllUrllty dnd cOlltllllH' 10 ser\'e d~

tus advocate In the cumnlunlfy, hJVllIg prl:pdfl',J th", W,ly In the COl1l111Unlly w\'ll
in advance uf hiS dl:.chJrgc.·'

CHAIRMAN "Who JPPOllllS whnr"

MR, THRONE: "Well. we thoughl we Vvou,d hl:lve ,I pool 'Ind, uSing ccll.lIll
cntt'lla, we would CJll UpOIl volunteer ... For eX..1ll1pk, It we hal,.c a If:<;ldent tmlll
Dodge CJty, Kansas, we would looll 011 our III Lie m..Jp dnd oNe would cal] lip a
couple of people In that Jrea who h,lVt' JIldlCdlcd that they would he Lnterested
m scrvmg thl~ [unctIon Jnd ask lhelll Jl Lhey would vu!unterr to "l'l"'C In till"
cap<lclty.
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"Now, stnctly speaking, I belIeve that the person would have to be an
appointee of the institutIOn who has legal guardianship over the child.

"What we are mterested 1n aVOld1ng is breaking down the four of our institu­
tIOns into what amounts to regIonal institutions. I don't see that as much of a
gam. And I see a lot of state programs In dangt:r of domg Just thIS. I don't really
see tha t that will be progress."

CHAIRMAN. "Just a thought on thiS subject. Unless you have some way to
mOnItor the cntena for how decisions are made for an mdJV1duai who may be
handICapped, you may have some we1rd decisions .

.. .. in a lot of my conver~atjons wIth people, I fmd that mothers of boys
don't want their boy~ sterilized, but mothers of girls want their glIls stenhzed
and you mIght get a per"ional advocate who would be In one category or another
category gIvmg his decision or her decisIOn."

MR. THRONE: "Well, but you have these kinds of disagreements among
staffs in InstitutlOns or Ln agencies and all we're proposing IS that .added to thiS
mix wouLd be some personal advocates who presumably-sure, they have ideas of
theu own about just the very point you made-but are not behoJdin', I mean
they're independent pr~sumably. They come as close as you can get m pnnciple
to being surely interested m the resIdent anll h1... lIlterests rather than in serving
an mstJtutJOn's best mterests."

MS. KINDJNG: "Columbus, OhlO. But as we look at the dynam1cs of the
movement toward a personal advocacy program. J think that we're now going
to literally institutIOnalize thiS (it1zcn advocacy thmg, so I don't have to SIt out
here diane. I need help. [ need te, be abJe to call on a structured system that says,
'I've got the sanctIon and authority to put some pressure at certam pomts to get
<l job done.' NOI do we let th1S thing hi:lng oul in mid air. We have to have a point
of entry for the advocate, and m our case m OhJO, thaI point of entry lS gOIng to
be that CLl"iC management protective servIce module. No CItJzen advocacy pro­
gram can functIOn unless we caii get the pressure pojnl and get the job done and
get the change."

CHAIRMAN: "In Ohio, do'~s the case manager answer to the D1vIsIOn of
Mental Retardation? Does he react to that structure?"

MS. KINDlNG: "He does. 1\t thIS pomt in time. 1111S wlIl be decentrahzed
and the only hope we have hel e agaIn, you know that the guy that gets the
money IS monitoring himself which is not a good system. On the other hand, the
only counter·balance we can have today IS to develop the CItIZen i:ldvocacy
components strong enough so that the pressure Gust as the pressure of the
parents years ago JTIlhdted this whole movement) can be brought to bear on that
module. Now, on top of that we are also moving towards the re-establishment of
citizens' committees, and within these citizens' commIttees there hopefuUy w11l
be task forces WJlh special interl:sts on resldentl<ll servIces, cltizen advocacy, etc
You go for a very d1fferent group of people In a community to conSIder the
development of <l res1dentlal program than you do for a citizen advocacy pro­
gram. And we mJght not wear cut so quickly if we had a few successes with our
advocacy. In the past thiS has bel:n very dIfficult."

MR. ORWIG: "I wanted to comment. You ra1sed the questions earher about
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what kmd of bindIng arrJngement you h,td wnh tht cItizen <:Ind, LI ~l'erns 10 me
when L thUlk about this Idea. that the more bIndIng you try to make sam: kmd
of arrangement, the more dIffIcult Lt'S gOIng to be to get people III be (LUll'll

advocates. In any event, you're practlc..llly gOiIlg to have to Insulate Jt WJth ~olfle

kind at a good samarItan statute. I would neH~r be onc unless I Wi:!" IlIsu.lated.
Particularly til my po<;itlOn as an dttorney I Just wouldn't because the kLllds oj
people that you would want to be CItizen <Jdvclcdles, you kno\v, ,HI.; not r'~lfect,

noborly's perfect, so you're takLng th,it fiSk today. In this litIgation conSUOllS
society in WhH.:h we lIve today, you're gOing to have that ploblem wHh UllZtTl
advocates. They're gOIng to make mIstakes-not intentionally, but unmtentLon­
ally. And, families are gomg to cume forward at the urging of their cleparlmt'lll
0f welfare case workcr to seek. redrcss-and 1 can Just ~ee the problems II Oil,)
kind of an institutIOn. And those peopk ,-1ft': gOing to be Jnsulatcct by d goud
samantan statute, I'm Just absolutely certaIn of Lt. I would never rer~onally Wdllt
any part of a CItizen adVOCate program unle% n'dt were an Lnlegral fl.ll {o[ I "

CHAIRMAN. "GIven the fact that you'd '.VJnt thIS good <;amanl.:ln ~latutc,

which means if I act I Want 10 be protected frllm what I might do wrong, where
do you then draw lines bel,.;ause you do have people who are work Lng lJl l l~tltu­

tions now seekmg that kind of In,,ulatlOn them~elves""

MR. ORWIG:

CHAIRMAN:
accountabihty?
job. "

"WeU, ln many Lnstances the~ have It.''

"But where do you draw the hnes? Whel-e Lin you stop the
1 grant you have a problem of ftndlng the bodle~ and dOIng the

MR ORWIG: "WeU, J don't thInk any goc,d Samdrltan 'itatuk Insulak~ yCILl
from wanton and willful wrongdoIng."

MS. KINDING. "We don"t hi:lve the dnve (If the pJrents any mtHt, We don't
have the concern of the JndlVJdual or the fnend or the aunt (lr the uncle who hit
hard for a long tIme. And what we're [eally dC'llIg l~ coming up WIth ~ome oth'~J

system of brmgIng about the same pressule that we had wlth parenb BUI lust .IS

parent, we're satisfied with some levels of care, some <;ervlces. they bec.Jme
complacent and have moved ,lway and [challellge anyon~ 111 the UnItl d Cuebral
Palsy. Epilepsy or the ARC' .. to show me Hie kInd of membership, paJcntal
membership In theH agencies. that they had tt n 10 years ago. They'[e hdvmg J.

heck of a time SUIVIVlIIg and we're now gomg tl' lake federal money alld put It In

there and say, "Now, we'll sd up a kmd of a system to bflJ1g lt back, to bnng
the same motivatll1g pressure back."
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No publicly funded program exists In a vacuum; it is vulnerable to shifting
publIc attitudes and alterations In policies and priorities resulting [rom changes
in adlllinistiation d.nd in the composition of legislative bodies.

As a small, new, and thus far, underfunded federal program, DDSA IS palll­
cularly susceptible to the prog-ram and funcUng priorities established by the
current Admwlstration and the Congress. In addition, in recent years It has
become apparent that the attItudes of the judiciary-particularly the federal
courts·-are likely to have a rnajl)r bearing Orl future dIrections In programs for
the developmentally disabled.

Daniel M. Sprague explains the purposes and provlslOns of it piece of legisla­
tion which Incorporates the pflnclples of l)Jle of the Nixon AdministratIOn's
lughest priority efforts in the ,uea of human services reform. An integrated
approach to human services ane! del.:entralizJtJOn of iJeclsion making responsi­
bility are the keynotes of the AdmllllSlration's AJlied ServIces legislation. The
author compares the Intent of the Allied Services Bill and Developmental Disa­
blllties legislatjon and concludes rhat "in many lespeets the Developmental Dis·
abilities Act can be Viewed as a mlm·Allled Services Act for a particular group."
He outllllcs six major features uf the pendlllg Allied Services bIll and suggests
ways In whJch enactment of this legislation would serve the Interests of the
developmentally dIsabled.

In drafting the anginal Devt·lopmental Disabilities legislation, Congress rec­
ognized the need to reserve a small percentage of available funds to stImulate
needed changes in techniques and approaches to delivering services to the devel­
opmentally dIsabled. For this r',"son the Secrelary of Health, Education and
Welfare was authomed to sel aside up to 10 percent of Title I appropriations for
projects of "special national significance." George N BouthrJet describes the
manner in wh.Lch the prioruies (or use of Initial national sigmficance set aside
funds were reached and olltlme~ the purpose of proje(ts already approved and
those area$ In which granl applicahons are being sought. He also reviews present
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efforts on the pJn of the feut'lal ddlllLlIlS[enng JgCllCy tu eVdlu:][t' Ihe lfllp,h ( 1\[

the Developmental Dlsablllt1e~ prognlln
LitlgatlOn has emerged 11l Ihe pClst few ye irS as one ot :he 1l10st PIOl1l1S1ng

new avenues fur IcflHllllfl currenl prJcl!(;(!s and p<lllerm or de/l'lerrng "l-[Vr.:es lu
the developmentally dlsahled and other handJ(Jpped CLUzen:;;, Sr,Lnley Her I all,'I
Iyzes some of Ihe long range lmplJCatH.lllS of relent court deC1S1lJIl~ Illvolvll1~ the
nghls qf h..Jl1ulcappcd child/ell and Jdul1s Aller rcvlfwlI1£ tek'v,1Il1 I rcrlLl" II!
JUllJcIaI thmkllig and de'lcrlblllg the tf'Jcral (llurl'S deCision III the DI~Lrllt oj
Columbw "'right to educatillll" \lUll, the Jut:Wf rredH.t'i that lhe cOllr " wJlI
contInue to lake a more actIve rule III 5,1IegwHl!ing the LUJJstltuli'Jll.ij J~h(s or
developmenlally dlSi:lbled per~;(JllS
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The Allied Services Bill and
Its Implications for
Developmental Disabil Hies

Daniel M. Sprague

INTRODUCTION

409

On May 18,1972 President Nixon sent a "special message" legislative pro­
posal to the Congress. This biU--the Allied Services Act-was developed by the
Department of Health, Educatj(ln and Welfare as a vehicle to encourage states
and localities to develop partnership processes whereby human services programs
could be better integrated toward the attainment of certain antidependency
goals (see Appendix A for a summary of the provisions of the proposed billl_
The Act was referred to the Labor and Public Welfare Committee in the Senate
and Education and Labor Committee in the House. No action was taken on the
BiU in the last session of Congres,;.

The Administration did not expect any action on the Bill but sought to
submit it during this past session in order to stimulate a nationwide dialogue on
the problems inherent in the present categorical services configuration; and, as
part of this debate, to promote discussion of the merits of the Allied Services
approach as a way of adding a horizontal, Integrative dimension to vertical,
unconnected grant-in-aid service programs. The Allied Services Act will be re­
written by HEW and reintroduced by the Administration for early consideration
in the upcoming session of Congress.

PURPOSE

This paper has been prepared for discussion at the AUied Services Act work­
shops of the National Conference on Developmental Disabilities. The purposes
of the paper are:

(a) to explain briefly the contex [ m which the Allied Services Act is
offered and to outline its basic provisions: and

(b) to suggest the ways in which the Act would work to supplement
and strengthen the mission of the Developmental Disabilities program.



410 Synergl~m for the Seventws

HopefuUy, Itus paper and the workshop JISl:IISsioll 01 It will stImulate fUrlhl~r

awareness and analysIs of Allied Services Jcr41SS a r:H1ge 01 developmfnldl ell:'-­
ability interest groups and pJOfesslOllJls in older thai HEW may bt'ncfJi frllflJ
thelT ideas on how be~L 1(l unprovc Ihe Bill.

DISCUSSION

The Rationale for an Allied Se"'ices Approach

The AllIed Services Act I~ the oUlgrowth 'If J two-year analysIs of th~ ]BO
services programs of HEW as viewelJ from the federa] overview rerspeclJ'Je <JIIJ

the chent contact POllll of services delivery
When looked at either from the federal u, the 100;dl ends of the I.'olltmuuln,

the eXJstmg pattern 01 se~ices delivery IS mefflcient and meffectlve
For the past forty years, as the sOCIal cons·;iousnes:-. of the socIety 1IIL:leaseJ,

Congress passed particuJar program laws to re:,pond to partlcuhu human l,Ondl­
tions. The result of tms well-in tentlOlled governmental response IS the 280 socIal,
health and educational semce programs currently admimstered bv IIEW. each
program has a special target group and/or programmatJI: miSSion whIch IS

intended to be served through Lts uwn se[ of fughly prescllplivc 'i[dluto")l dlld

regulato!)' rules and delive!)' f(jU tes.
To give some Idea of the complex.ities of this network o( auth()lllIe~, [here

are j ,200 pages of the Cod~ of Federal RegJlaliuns devoled 10 lhese ')ervl'~t'

programs. And, for each page of regulations, lhere is all average of 10 pages ,)!
interpretative gUidelines. The regulallom of one program frequenlly cl)nfllCl It

not directly contradict those of olhers
In addition, certam statutory rcquiremenls result In hIghly reJlInddnl and

costly practices. The single state agency slatutc~ mean that the federal prolifera­
tion of admin..istratlvf umts must be rcplicatfd at the statl~ level Some slates
have as many as SiXty separate program administrations. In one commulllty In

the Mid-West seven differenl health grants fron seven different federal pwgraills
led to the creation of 'leven different governmg boards WIth overlapping ITIf·mber·
sltip and charters. (The funds awarded under these grants represented 750/c of the
federal discretionary "assistance" doUars sper t on health In this metropoiJl<ln
area.)

In short, trus lughJy preSCTlptlve .:Ind ~peclahzed sy:;tem of servll.:es IS
inherently fragmented and iJl (um:elved frum .... 1 admJnistratJve pUHlr of view

This problem IS compounded al the cllenl level. Surveys sho ...... that eight 'If
evelY ten HEW clients have multiple r:.Jlher Ihan slnglllar :;erV1CC needs -[lUI .1

wholly Liloglcal cm,;umsl<lm:e wh~n UI1~ l.:lJnslders the f.h.:t thaI the t}PILdl HI·W
client is a person fallmg. out')l(le of \h~ eCL)f\O lIll', LdUl"JlICllla\ .md '(1(1;:\\ I~"\\TI

stream of the soclety.
Unfortunately for aJl cUllcerned the e:,IStlng l.:Onflguratloll of serVI"':I;,'S

delivery is dl-adapted to tlIt> Illul1l-prohlem phen0menon. Thl~ followlIlg case will
make tlus pomt clear.

A SJck and discouraged mother of lour lhLidren from Arkansa~ was .... ban·
doned by her husband, she JS helsellllhic/:.Jtc. Two of her c1uldren are :-.Ick With
the flu, another cuts her hand on .1 rusty n.ail, an.d the muther hd~ d paInfully
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impacted tooth. So she goes to the public health cliniC, which refers her to a
umverslty medical center becau~;e the extraction in the center is not covered by
Medicaid. The daughter with Ihe injured hand is laken 10 a different clinic,
where (he diagnosis is covered by Medicaid, but not the prescribed penicillin.
The two sick children are referred to a private doctor who charitably treats them
with sample drugs. Then, for he. b..ic needs, food, shelter and clothing she deals
with the county welfare agency. To have any hope of improving her dependency
condItion, she must turn to the local educational system for assistance in over­
coming her illiteracy. The State employment agency is the source of job training
and placement, and still anothel agency may be necessary to secure day care for
her children if she gets a job.

This case is not an atypical example of the cUents who need HEW help; nor
was the service experience she had atypical of what happens every day in com­
munities across the country.

Only last week 1 came across a case which will be closer to your own
mterests. The case was brought to my attention by the Mayor of Chattanooga. It
has to do with a welfare mother of four children who had been served by nine
different community agencies C'ver the course of six years. The case was dis­
covered through a newly instalied computerized information system shared by
some 300 agencies. None of the .Igencies which had prOVided some service to this
woman had ever given her a physical exam. A physical examination was recently
ordered and the examining physician told the Mayor that the woman was par­
tially retarded as a result of slJght neurologu;aJ damage. He went on to say that
this patticular problem could be alleviated by the application of a drug antidote.

The obvious problem here was that there wasn't enough emphasis on funda­
mental preventative screening and problem diagnoSIS. As a result, different
agencies provided emergency selvices to lreat her symptoms but no one sought
to find the root causes of her condition. Jt would make little sense for every
agency to have its own diagnosIic service. This would be very expensive and if
each operated its own diagnostic service it pwbably would not be comprehensive
enough.

If this woman had had access to adequate screening and diagnostic proce­
dures she could have been restored to normal and productive functioning many
years earlJer instead of being a victim of welfare status and a drain on taxpayer
doliars through years of piecemeJI services prOVided by separate agencies.

I! is the above sort of problems at the federal, state and local level which the
Allied Services Act seeks to overcome. The Act is a first step toward the evolu­
tion of a state and local humall service system in which service agencies have
common geographic boundarie'i, a common set of goals and the necessary
tools-waiver authorities, start·up plannmg and administrative grants, the some
priority selling flexibility-to implement new integrated service systems. Such
service systems would be accountable to the eleclorate, to the client and to
performance standards.

Under the leadership of th,~ Governor and with increased involvement of
chief elected local officials or (ombinations thereof, the Allied Services Act is
intended to supplement rather than supplanl existing categorical programs. It is
an attempt to build upon the commonalities of service programs rather than feed
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on their categorical dlstlnLtIOns.

SynergIsm lor Iht" Sl.' ..... nllt·s

The Implications of Allied Services for Developmental Disabilities

1n many respects the Developmental Disabilities Act can be vIewed J~ it

miru-Allied Services Act for a particular target group. For I)xample, the rrmlt:
concepts of P.L. 91-5 J7 <tre "the development of comprehensive services IDf the
developmentaUy disabled rhrough the cOmbtnJl101l and Integl <:Ilion \J( rh~ l t"(or('i
of both speciabzed and generic selVices of Sf' vera! state agencies repres~lltlllg

diverse areas such as health, welfare, educ3lil.1n Jnd rehabilitatIOn, WtLhOllt
imposing a set pattern of services on anyone stLle."

TIus concept is totally consistent Wl1h what the Allied Servlces Ac t would
promote except that Allied Services is more hroiJdly l,;onl:erned wIth humiJn
development and dependency across a somewhat broader set of service areas

Allied Services hke Developmental DtsabLhtles does not IJrescrJbe any '>lngle
modeJ or pattern of !)eJVlce delivery across st.lles. 11 doe!) lequire thai human
services planning and delively proa..'sses be established but leave.\, rhe lmpk­
mentation of the Integrated services plans to tie stJtes and, through Iher·l. the
localities that participate in these proce~ses.

The nine specific programs which mllst bl' taken mto account 1/1 the state
plan under P.L. 91-517 are pnncipally those which wouid be embraced by the
Allied Services Act in any given state, Wlth tile pllbllc social servIces program
being a mandatory participanl.

In addition to the conceptuaJ sll1111antks belween AllIed Services dnd
P.L 91-517 there are several other HEW legi,.ialive aulhonties which conlaln
"comprehensive, mtegrallve

o

• languiige. The Ilew iJmendlllents to Ihe Oldn
Americans Act and to the JuvenUe Dehnquenc~ PreventIOn and (on(["ol Al r .ile
such examples.

Perhaps the most important sIngle feature of the Allied Services Act is the
emphasis it places on the dIrect involvement of ~hief eleded offiCIals, pari I'

cularly the Governor, in structunng and overseemg integrated servIces proCCSSt~s

at state and local levels. ThiS coupled Wlth the prerequIsite ~,teps of establlshil1~

coterminous sub-state servlce boundarIes and vf conductIng Ileed~ assessmen~s

and services inventories gJve~ Ihe Allied ServJ :es Act ,I basIc authOrIty which
logically should lead 10 substantive mtegrallOn itS opposed to tradltlllnJI lomls
of cuordination -- usually very limited In llJ[llte -- aCloss romplemcnury bur
usually competitive agendes. To understand preCisely what the featur~s elf the
A1Ued Services Act arc which would serve to strengthen substantlaily the ability
of programs, such as Developmental Disabili'lcs. to perfoml thclJ partIculal
missions the followmg pOInts are presented.

\. Involvement of Chief Elected Officials at Slate and Sub-State Levels. ­
Some single unit-"the huck stops here" dension·maker- must be given the
authority and responsibility necessary to make Integration work. In thl~ way,
peer agencies will not be left completely on tht·u own III coordinate only on llit'
basis of what they exclusively perceive in (he Ir best inlere',ts. (Forty years ll'­

experience suggests that rhis fonn of integration does not work very well) Wh.H
we are seeking is a participatory process in which different plOviders and elected
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officials sort out and agree upon more adaptive and cost beneficial ways to
organize human services resources. An addltionaJ rationaJe for designating the
state chief elected official as the lead decision-maker IS that he has the power to
lfTIplement prerequisIte steps for mtegration by executive order. Point #2 is such
an example.

2. Cotenninous Service Boundaries-It IS axiomatic that integration of pro­
grams take place across agenclt~s having common boundaries. (Those who have
attempted integration at the sub-state level with agencies having different service
Jurisdictions know how important this IS.) The Allied Services Act requires com­
mon boundaries as a prerequisit.~ to participation. The Governor, therefore, must
establish umform service areas across state agencies before any Allied Services
Act benefits can accrue. Programs-such as Developmental Disabilities-havmg
tried to tie together the resources of other programs for a particular target group
when the boundaries of those other proglams are tJemendously vaned, know
how difficult these coordinative missions can be under such conditions.

3. Goal Oriented Planning and Perfonnance.-Truly mtegrated processes
require common goals which can incorporate the lesources and mISSIOns of
diverse providers. Allied Services has four antidependency goals as Its focus.
Preventing and reducing inSI itu tionalization IS one of these key services goals. Jt
also IS a goal wluch If fulmled leads 10 gre"t cost-benefit ,elurns. The Develop­
mentaJ Disabilities thrus( is a Significant contributor to this goal. The mentally
retarded and other disabled groups r.:onslltute a large porllon of the institution­
alized population in most States. Inherem In the P.L 91-517 mission IS the
earliest possible diagnosis and treatmeIH of developmental disabilities. Consistent
with the Allied Services goals, it is clear Ihat Ihe Developmental DisabilitIes
program mission would be an essentiaJ area of emphaSIS.

4. Funding FlexibiJity.-lntegration will not work without "n abilIty to
transfer and commingle complementary service resources. The Allied Services
Act would allow up to 25% of one agency's funds to be shifted to any other
related program purposes within the plan. We are not seeking to allow transfers
from one program area to wholly different program purposes. The fund transfer
proviSIOn can be approved only when the transferred doUars go to a related
purpose. Therefore, in instances where fOUf or five agencies are aJlocating a
percentage of their resources to common activities and they wish to commingle
thelf resources into a new more comprehensive, integrated package of services,
under a lead agency auspice or a coalition program auspice, the fund transfer
provision would enable this to happen. 'MIen funds are so transferred they do
not lose their original idenlity in terms of subsequent agency budget requests.
They simply are administered for a year under a different mechanism as agreed
upon by the participating agendes. TIlis funding feature would selVe to give the
coordinative charter of the Developmental Disabilities program the necessary
leverage to move closer toward " fiscally inlegraled approach.

S. Waiver Authority.-Waiver aulhoriry is needed for two reasons. First,
there are genume instances whereby integrJted services efforts are impeded by
categorical statutoI)' and regulatory constraints. Secondly, there are instances



414 Synergism lor the Sevenllc:.

whereby catcgoTh,:al COllstraints do nol Il~c~ss.lruy impede mtegrarlOll bl.t afc
rnisrepr~sented as prcventmg real movement. In either ~Jse, the waiver PIO\ 151011

of the BiU would work to allevillte conslrainls 3lgul1lcnts-substdnhH ;IIlU seapL"
goal :.dike-against Integralion.

6. Planning and Administrative Start Up Custs.-Finally, any agen..:y 01 rIll.

gram partIclpatmg In Allied Services ~lands 10 gain somethmg for nnthmg The
biIJ would provide both the illlllaJ starl-up pldllllmg and admjnlstratIve cost::;
associated With mtegratlOll efforts Frequently even where there IS a gellume
Interest in integration of staff, facihlJes, and information systcms aclOSS agencle:;
the reaJization of these efforts are slymie<..l by the lack of unfettered overhe(lc!
funds to support such effurts.

CONCLUSION

In these SIX important ways, the AllIed Services Act would strengthen the
ability of ea,h human servli':e agency 10 achieve it~ categurJcal ends Tht
Developmental DIsabilIties program would be une program whIch ~tands to
benefit signincantly within an Allied ServiLes approach.

The Allied SelVlces Act is nut deSigned to ...upplant categorlcaJ selVlce pro
grams. It does not contain any new services rn(,ney specIfically for thIS re.lson
Rather the Allied Services Act IS technIcal/means type of legislJtilll1 which
would add a new horizonlaJ dimenSIOn to the EXisting selV!CC"S network III wa\'~.

which are responsive to multiple needs and Interdisciplinary solutiollS.
Most signiflcant in OUI VIew IS thaL the Albed SelVlces Act IS deslgnt~d tL>

have teeth, through its various proviSions, to bl ing about mtegrated and un pic·
mentable approaches across a wide range (If he.llth, educatioll and soclal serVICE'
sectors witlun highJy particIpatory state ,mil local processes.

We hope you agree wlth our analysIs thdt 1he AJlIed Services Ad 1S Imper,J­
tive to the systematic Improvement of the state of the human services art. We
welcome your constmctlve cornmcnb ;tbout <:\lId criticIsm of the approach so
that we can Ullprove upon It prior Lo rellltrpduction In the next ~CSSI011 oj
Congress.

APPENDIX

SUMMARY OF THE PROPOSED "ALLIED SERVICES ACT OF 197;'"

The proposed "Allied Servlc:es Act (If 1972' IS ultcl1ded til em;ourage slate)
and localities to ,oordlnate the pruvislL)O uf human services 10 IIldivlduals and
families which will assist them in atlammg the gre,31est feasible degree of per­
sonal mdependence and" economic self-sufflClency, OJ whIch W1JI prevent IIldivld­
uals and families from becoming increasmgly deJ,endent upon public and pri"';J!l'
programs for both fmancial support and personal cale

The Ad would define valious key terms. .:'I)r instance, the tenTI "human
services" includes any servIce') provlded to aclileve or mamtam personal and
economic independence. The "coordmated pwvlsion of services," means the
proviSIOn of human services needed by llldivlduals and families, m such a way a~
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10 (I ) facilitate access to and use of the selVices, (2) improve the effectiveness of
the services, and (3) use servi(e resources more efficiently and with minimal
dup~cation. These definitions help to restate the goals of the Act in clear
terms-to lessen dependency through more effective selVice delivery.

Tille I of the bill provides "uthority for the Secretary to make vanous types
of project grants which may be needed by States and localities to plan and
develop the capacity for the coordinated provision of services. There is also
authority to provide technical assistance for planning or implementing a specific
coordinated services program. Also, the Secretary is given authority to evaluate,
directly or by grant or contract J the programs established under this Act. In
addition to any salary and exp,'nse money he may wish to devote to evaluation,
the Secretary may also use for this purpose amounts not in excess of 1% of the
amounts appropriated to carry out the Act.

Title II describes the state and local allied selVices programs contemplated
under this Act. Section 201(a) describes the steps which must be taken by the
Governor as conditions precedent to the submission of a state allied services
plan. First, he must divide th~ state into service areas (within which human
services programs will be coorliinated), after taking into consideration factors
such as the distribution throughout the state of selVice needs and selVice te·
sources, the boundaries of planning areas Or areas for the delivery of indIvidual
service programs, and the IOCalJOn of units of general purpose local government.
In the process of delineating service areas, he must inform units of general
purpose local government of hi~ plans and consider their comments and recom­
mendations. The service areas should conform, to the extent found practicable
by him, to any other areas within the Slate established for the planning or
administration of human services programs. Second, he must determine, after
consultation with the various public and pflvate service agencies, whether a local
allied services plan will be developed for any given service area. rn the event that
it is, then the Governor designates a local agency to take the lead in developing
and assuring implementation of the local plan. Third, the Governor must desig­
nate a State agency which is under his direction and which will have responsi­
bility for developing a state allied selVices plan incorporating local plans and
implementing the state plan.

Section 20l(b) provides that to be designated as described above, a local
agency must be an office or agency of a unit of general purpose local govern­
ment (or combination of such units) which has been chosen to act in this
capacity by the chief elected official (or officials) of the unit (or units), or of a
public or nonprofit private agency (which, for thIS purpose, is under the direc­
tion of the designated state agency), whicli can plan for and provide a broad
range of human services, and must give assurance, satisfactory to the Governor,
that it has the necessary ability to develop and carry out the local plan. The
governor may designate a public or nonprofit agency, other than an office or
agency chosen by a unit (or units) of general purpose local government, only if
he finds that there is no such office or agency which has the capacity to carry
out a local allied selVices plan.

The local allied semces plan must be approved by the state agency and
incorporated into the state plan before anv of the fonns of Federal assistance



416 Synnglsm lor the St'\'L"ntll'.'.

described below can a((Tlie. The local pl.tll musl specIfy the JgcnCJes and ():gCinl­

zations which have agreed to participate In the coordination I~rf(lrt, de~crlbc thl~

servke needs ant..l resources wHhlll lhl? servIce olrea, enumerii le the prugri-lI11'i tIl

be lIlchJded under the pli:ln, and proVIlJ~ redsonable Jssurancc that pn)gle~s will
be made in coordinating the proVISIOJl of servIces. Thl~ i:lssurallcc J5 10 bt pro­
vided by descnbmg the specifIc lunctllJn"i and services to be coordlllalecl, the
benefits to individuals, Jnd the admifllslratlve EJflCicncles fa be achIeved h~' the
coord InJ t ion.

It is lhe mien! of thIs bill to hiJVC Ihe ill,liv: <1110 (Onllnuuu, InVO\Vf'II1t'lll u\"
voluntary organizatIons, cllenl groups. service c()nsumCJ~. 3nulocal ~uclJI :-.t IVILt.'
provIders in the plannmg and adrnJnlslralJve processes of the pHl~IJm. There
fore, to ensure the program's responsiveness to the particular needs of each
community, each pJan must be aCCOl1lpanleU b) assur<tn(cs thal mterested JgCII'
cies, organizations, and mJlvlduaJs wefl' Jrronj,~c1 the upporrLlllity 10 (OllHllelll
upon the plan pnof to Its submlsslun tll the :.:.tale agenL'~- JI\J will IIJ\'~ .-IlI

effective channel through wluch thetT views can be kllllwn with re"pl'L'l I,) 11w
ongoing adminr5.tratlOn uf the plan

ScctlOn 202(a) pre~crJbes the requucments applicable to a s[atc dilled serv­
lces plan. An approvable plan mu~t, ( II through a bnel summ,:ITy of lhe Incor

poraled local plans, descflbe the curren! status of the cllorJlnatcd prnVISIOII (11

servil.:es, and the steps which wiJl be taken 10 Jl hieve a grearet Jegrcc 'If hlllll:lri

servi(;es coordination, (2) provide assur,lnce th,d under each lo(;aJ plan ,,('Jv,Cl'~,

under the assistance titles of the Social Secunly Ad wul he cOOldlnatco Wlttl

servi(.es under' any other thn~e human services program::., any ()[her HEW sup
ported programs wruch the Secletary may specdy, and any other such progIJrl1:>'
regardless of whether (hey are receiving Federd supporl, whKh the ~ta(c may
desire to mclude, ;md (3) provide that the ..,t3t\~ agency will plcwldc ,IllY \l(hel
reJeviJnt information winch the Seuelar)' may request.

SubsectIOn (b) directs that .tn 0PI)Ortumty to reVle\\- and COlilment u~'l)n d
state pl"n subrmlted for "Pprova! be aHorded to the head of "ny Federal dcparl
ment or agency which IS extending a:-'SJslanCe tc' .l progr<lTn m:';]udcd within thaI
plan.

SubsectlOn (c) utrects the Secretary [0 applove a ~late pl.ln If he lind'S thaI
(I) the Govelnor has L:nmplred Willi the prelll1l11lary orgalllZallunaJ rcquuelllenl(,
preSCribed In sectIOn 201, (2) (he pJan meers all the spel,,;lfied requllemelll~ lind

(3) the plan IS designed to accomplish the purpc'ses or the ACI to acllJe\ic e.\ p<:lll­
sion of Its coverage to other services and other servICe areas on a reasonable
basis.

SubsectIOn (d) prOVides certam penalties II· the SecretJly finds taLiurt: III
comply substantially WIth lhe provlslOn:-- 01 rill ;Ippwveo stale plan (01 lncludeJ
local plan). He may In his discretion apply lhcse penalrH.'5- 10 the enUre .,tJll' plan
or only those parh uf the stCllc or IOCJJ plan <Jr servlCL' are,:lS affected b\ the
noncompliance. In :-.uch Instances, the subsedlon would prOVide I1l1 Fc.]er<J1
plannrng funds may be L:onsolliJated or IntertnlJlgled wltll other :-.lich fund) tor
human 5efVH.:eS planning, no Federal lunJs may be transferred alllong progrJIII~,

no requirements may he waived, and no fllrl~er paYn1l'[\(S O! grant<, nlJ~· he
made (in the fiscal yriJf fOJ which 1he plan IS approved) for so long 3<; Ilw filtlurc
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to comply continues.
Section 103 describes the vartous types of Federal assistance which become

available upon approval of a state aUied services plan. Four types of assjstance
are available:

First, authority ",ould be given both lhe Secrelary and state and local
governments with allied services plans 10 consolidate planning funds extended by
the Department of Health, Education, and Welfare. Thus, the Secretary may
make a singJe, consolidated grant of HEW funds aVailable for planning for or
under any program included in the appwved State or local allied services plan.
As a corollary, a state or a unit of general purpose local government, with an
approved allied services plan, may use planning funds provided by the Depart­
ment of Health, Education, and Welfare and available for any program included
in trus plan, for planning in connectlOn with the provislOn of human services
under any induded program.

Second, a State or local agency with an approved plan may transfer up to
25% of the Federal assistance available for use under any HEW-assisted program
included in the plan to be expended in carrymg out any other included pro­
grams. Assistance transferred under this authority carries with it the matching
rate est;Jblished under the program for which it was originally appropriated. so
that no incentive to transfer will be created merely by disparities in matching
rates wruch exist :l1nong the Included programs. TIle transfer authority does not
appJy, however, to the open-endfd assistance programs under the Social Security
Act, or to assistance provided under litle I of the Elementary and Secondary
Education Act (consistent with the Administration's special education revenue
sharing bill).

Third, the Secretary IS authorized to waive requirements of statewideness,
singJe or specified state or local agency, or technical or administrative require­
ments innposed in connection with any included program which, at the Federal
level, is administered by the SI~cretary and which the state or Jocal agency
certifies impedes lll1plementation of its allied services plan. Thus, it would not
affect the basic protectIOns provided by the Civil Rights Act of 1964 or any
other generally applicable legislation; nor would it apply to programs admini­
stered by other Federal departments or agencies.

Finally, the Secretary may make discretionary grants to meet costs of plan­
nmg or preparing to carry out aUied services plans, or to meet the administrative
costs of coordination under a slate or local plan, wtuch cannot be met from
olher available funds_ The state Inust Indicate how It plans to allocate the funds
applied for among the various designated local agencies WIth approved phms.
TIlese grants are not to be used 10 meet the non-Federal share requirements of
any Federally-assisted program <llld Illay not be made to any state for more than
two yeaIs except where the Set.:r~tary finds il is necessary to enable the state to
carry out a significant expansion I)f its allied services plan.

Section 204 provides Joint funding authority. It is almost identical to that
contained in the juvenile delinquency law, the Economic Opportunity Act, the
Older Americans Act, and the Law Enforcement Assistance Act. It goes some­
what further than those statutes in two respeLlS: (I) it would permit joint fund­
rug of several grants made by the same agency, and (2) it would permit waiver of
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techmcal grant or contract requuements imp0'ied by statute as well as by regulJ­
lion.
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Objectives of" Projects
of National Significance"

George J. Bouthilet, Jr.

INTRODUCTION

419

This resource paper was prepared for the November 1972 National Confer­
ence of State Councils on Developmental DisabilitIes. The contents were pre­
sented and discussed at one of the workshops Illater was revised for application
In the present volume.

PlJRPOSE -- FOCUS & PRIORITIES

The Developmental Disabilities ServIces and Facilities CunslructlOn Amend­
ments of 1970 became Public La'" 91·517 on October 30, 1970_ The Act
authorizes grants for: (I) developmg and implementing a comprehensive and
continuing plan; (2) provldmg services to the developmentally disabled; (3) con­
structIOn of facilities for the hOUSing of services: (4) local planning, admlnlstra­
lion. Dr technll:ai ilsslslance; (5) lrallling of speclahzed personnel for seTVll:es and.
research; (b) developing or demonstrating new or improved techniques of service
(7) constructlon of "umverslty·afflliated faclllties" for the mterdisciplinary
traming of professional personnd; and (8) demonstratjon and training grants.
Title I, Part C, of the Act includes: (I) formula grants to the States for planning,
administration, selVlces. and con~;tructlunl am] (2) set-aside grants (discretionary
funds) for speCIal projects of natinnal significance. The lattel, provided for under
Section 132(e) of the Act, permits the Secretary to reserve up to 10 percent of
the amount appropriated for the formula grant program tur the support of
speCial projects of national significance which will dc:monstrate new or Improved
techniques in the delivery of se[\Jces, assist HI meellng the special needs of the
dtsadvantaged for semces and fadlities, and 10 carrying out the purposes of the
Act (e.g., program planmng, II1formalJOn, and evaluation).

The d!saetionary funds for specIal projects of national significance are
being used 10 provide general support to all Slales through granls of national
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significance In the areas ,)1 plannlllg, 11lfurmatlOn, and evaluatlOll III JJdlll'lfl [I)

these bdSk Jreas, specl~il plllJects of natIonal SI~n1flCanCe may be flln.jed In

support of certain DD-relatfd aleas of high n<ltlOnal priorily (e.g, socially dLs­
advantdged·handIGlpped child auvocacy). Thu:" the dlscrctlOnJ.ry tUlld~ fJI spe­
cIal projects are for the purpose of prnvldlng [he necessary i:lSSlstancc lor ('nC(­

tive lI11plement,ttlOn C1nd elTI(lenl Ini:lnagemelll 01 DD State plans and prllgralfls
for a Jl<ltJOnal frdmewulk Bt>cJUse of JllnllfJ funds fur IUllllula gran!\", lind
comequenlly, 11l111led lunds fur spel:lal pruJ"L! grams, sel·aslde JISLlt'tIUII,..try
funds ale used to '\UppUlt Stale leadershJp and prl)gralll management 11l11:lhln ... ,

provldmg effective planning strategies, Inform.lllol1 anu data systerns. eVdlu.llj(Jn
crltena for Stak plans Jli(J flfOJccts, techlllcal aSSlslance and cunslIJLitllJn tu lile
States, support for natIonal conferences ,:ll1d \Jorkshops fO! State Councils, and
other DD-relateunatlnnal PUO[]tICS

DemonstratlOn uf specific servICes, un tht uthel hand, may be slIppurteu In
pan by (1) the State thwug.h use of Its pwn t'JlmuliJ g.IJnts for serVICe5-, (~) allY
IIlcreased :JJTIounl WhlCh IS ,dlocated throllgh 10 the formula gr<:lnt I,y reducIllg
lhe 10lal amounl of ~et·dsIJ{: funds wIlhlle/d, Jnd (3) ulilIL.:ltIOfl (II \lU1e JVJI1·
able ploJed grJnl rC·'iOurces with otten l:Hgel .HllUunt~ uf dlscrcllOlLJI} Il1nds,
administered by the Dlvlslo[1 Jnd numerou:, olher lelaleu Federal prugr:':l.lll'i SlIV·
Lng the developmentdlly Jlsahled pOpUhttlOl1.

The effectIve ullllzation uf IJmlteu DJ) set-aslue ni:ltionll prnJecr funus Lilc­
tates that the monies be used on a ~elecleJ hlgh pllOflly and maXlnlum Illlp,Kt
basis. Thus, the provIsion llf techlllcal aSSlsti:lflCe tu State (,.)unclh and tht.' ~llP­

por1 of a natJOnal conferc]ll"l' 01 Stiile Coun.:lls receIved lugher lOllsldl'raIJI>n
than the demonstratIon llf J :;peclflC service 01 :XpJIISIQJl of ,111 eXisting "eIV1U' In
whIch olher Federal grant lunds ~re alrei:ldy :lVallable 10 ,ISSlst 1n lht" "pcLlI"ll
endeavor. Of cpurse, thl' ahove locw. may b ~ 1Tl11Ulficd 'ihouJd Idti::el ~Illn'i u(
JisuetiOnary funds hecume available, pellmt ling a wider range 01 tundlng In
terms of kmds of proJects. At the tune of lhl" wr Itmg, due to bnth the 1I'~Wllt'~S

of the OD Act and lImited '-'ppropnatwns, the focus must be on ~eJlelal Jlld
baslC support for natlllndl Impact through prolects which Mil Increase lht, efft-c­
tlvcness of State Councll:- and as"locl<Hed l)rganllallll]1s and agellde~

Lmutations on the Ilumber 01 DIV1SlOn sLtlf ,..mJ flnanCLal reSUUlces J~qllllt"

the utillzatlOn of tJlscrellondry tunds for speui:l1 plo.!ects In order [Il serve IIll-:'
Slales more effel,,;!l\'cly fllllll a Federaljmltwnallevel TillS ;J1",prol:lch pl<ll1 ~'t'rnliLs

the DI\lISIOn 10 lise Ihe besl lalenl avallLible ltHuughuut lh(~ nation ,lnd ,trel..:h
the (unIted Federal doll:HS available so that all or rnosl Stales wlli ben~llt Irurn
any smgle natlonal pWJect In the areas specillt'd above. If each State were til
expend its own lunJs fur speCIal proJecls JS III thiS manner many 11101e dollars
and other resources would be utIlized lor national benefit.

STRATEGY - DISTRIBUTION OF FUNllS

The strategy spel.:lflctl IrH tile USE' or the~,t: dlsL'retlon,uy fundf> I" lU ,IWi:WJ

grants for DD rbnnlllg, InIOrl1lallOn, and ('vaIUJ{lllll projecl~ qj Ildtl\ln.d ,lgrllt"l­
canl:e dnd Impact tu provide (he necessary suppurl fur the elfectlVi,' IInplemellla­
tlOIl and effiCient management oj the DD pro~rJIII. Ot the ~dl(lwable arnuLlnl ul
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10 percent which may be set-aSide for special projects, it was determined by the
Department to use 9 percent in FY 1972 and 1973; and of the allowable amount
of one percent which may be set-aside for evaluatIon, it was decided by the
Department to use the fuU ] percent. Thus, a total of 10 percent has been
set-aside in these two fiscal yea! s. Applications for special projects are received,
reviewed, and approved and funded directLy by the Federal government (i.e.,
RSAjDDD with aSSIstance from the DHEW regional oFfices). The NationaL Ad­
visory Councli on Developmental Disabilities considers and reviews areas of sup­
port and advises the Secretary, DHEW, on selecting priOrity areas for special
projects of national significance for the developmentally disabled. rn coUabora­
tion, both the National Advisory Councll and the Department arnve at an ap­
proved listing of areas for funding.

One-fourth of the 1 percent whlch is set-aSide for eValUi:ltlOn projects IS

retained by the DHEW Office of the Secretary, Assistant Secretary for Planning
and Evaluation, for Departmer,t-wide evaluation projects of high priority or
special significance. These evaluation funds may be used for DD evaluation or
DD-related evalualion projects. The funds are uhlized at the discretion of the
Secretary Wlth consideration given to special needs of the DD program (e.g., use
of the evaluation funds for a project to survey the number and kinds of projects
supported with State administered formula grant funds).

Evaluation plus five other :,pecial areas has been designated as having high
priority for support under the initial strategy for special projects of national
significance. LimIted resources prevent consideration of additIOnal areas at thlS
time, although new areas will be Identified as additional resources are made
available. rn addition to evaluation, the current priority areas include the follow­
ing: (I) advocacy, (2) techmcal assistance, (3) national data base, (4) natlOnal
conference of State plannmg and advisory counc,ls, and (5) deinstltutionaliza­
tion.

MANAGEMENT - PROPOSALS, APPLICATIONS AND GRANTS

Except as may be indicated otherwise ill mformatlon statements which are
issued from time to time, the folJowmg applies to the processing of proposals
and applications and the submission of reports. The Originating organizatIOn
forwards proposals and applications for project grants and reports on speCial
projects of national significanc,! for developmental disabiUties directly to the
Director, DivisIOn of Developmental Disabilities, RehahilitatlOn Services Admini­
stration, Sodal and RehabilitatJon Servke, U.S. Department of Health, Educa­
tion, and Welfare, Washington, D.C. 20201. Subsequently, copies of the above
documents are forwarded by the central oerke to all regional offices of the
Department of HEW for informatIOn, review, and comment.

The developmental disabilities program consultant in the region from which
the proposal or application origmates, prepares and provides additional relevant
and specific informatIOn and data on the appropriateness and adequacy of the
organization submitting the document. Regional office consultants in all regions,
especially one who has technical competence in the special subject area of the
document, provides additional information and data on the content of the docu­
ment (e.g., objectives, methodology, staffing, budget) Special problems will be
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pursued by the designated central otfice staff, with assistance t'lOm the re.<~lOn<J1

office staff, through review <Ind dLscusslOn witJ! the appropflate pelsllll(S) III the
organizatlOn(s) subnlll tlng the document(s) Monltormg ul all projects I'" <:I elll

laboratlve endeavor between the centraJ i:Ind nglonal office" f.,valllatlllil ot the
project IS the responSlblhty of fhe desLgnateu pruJect officer.

Proposals and appllcJttom received which do nO[ fall n (..Inc ul lhe JOin!

NatIOnal Advisory COLlnnl and Deparlmenl OJ Health, Edu\;allon, and Wel1.ue
(DHEW) deSignated pllOrIty areas for fundll1g will he returnl~d with an ex J]aTla
tion. A letter IS sent 10 the urlglnating U1gani2atl0n mfornllng thelll of Cllfrcnl
prioTlty a[ea~ for fundmg of 'SpeCIal proJect... O~ nauonal sIgTllflCanCc, Ind1L:dtlllg
the present status of their own proposal or arplJcatlO11 III reJatJonshJj1 ItJ the
approved pnollty are<l~, provldmg ChHlflc,ttlOn on spt~clfi( Item" <IS TIl l)' be
needed to assure an understanding or the ongIll of rr](lrltlcs allu nthel re,evarll
procedural matters.

ApplicatlOns Whll:h fall In olle of lhe JOIll priority areJ'S tor grJlll suppoll
are considered for review wIth other appllcatioJ's falllllg wlthlll the "arne pTlllrity
area Applicants are informed of tile results oj the review and subselJuell[ r'~COIll

mendatlOns made. Organllatioll resources, stan experience, speclflc,JiIIHI oj [HUJ­

eet objectives Jnd methodology, deSign lor e,aluatlon, and cost·output lprnd
uct) are among the cnteda conSIdered Jrl competItIve revIew oj ,111 ;lppllCdlll)n
for funding.

Imtlally, all proposals 3nd appl1c:.lLJons Jre "cree ned for': I) whetheJ ['I nol
they fall In one of the deSIgnated J0Jrlt priorI y areas, and (2) whether CI nu[
they are of natlOnal significance Generally, a rroJect willch IULH.:hcs l,n all (il Jl
least a SignifIcant lIumber of Stdtes and ternto ICS Simultaneously I~ l(mslit~rcd

national in scope (e.g., the project grant for a nJtlOnal ((Inference lIf State
CounCils). In contrast, a proposal for .::J proJet t whICh IS cunducteu In J lingle
Stak as a pOSSible model for othel State", IlldY ur Illay not b,' lOTlstJerc,]
"national" (e.g, "model project for J counseiJrg service") On the oLhcr h.mu, J

nationwide geographical dlstrlbutlun uf .l 5m;1I1 number uf closely assoCIated
mdivldual projects falltng wlthlll ;J slHgle pnllrtty are~1 IlIJy form 'I I1J lOll;; I
network of related projects 01 natlol1al slgnlfu <lnce (e.g., 10 State proJeci~ fur
preparing "demstJtut!onalizatLon" plans, Whld Me locJted un the b<l"I~ (If Ollt"

project in each of the 10 DHEW regwns, IIllght prOVIde n<lthHlal ge\)gldphlL",j
distribution of proJecl<;, SUPPOI lIng 3 pTlnflly areel I

Spee1fic prlurlty area:-. Will change from tlllle-to-tII1lC as ['f1lJrlly ploJecto; dl':
being funded. It L::. not possible to distribute a lI~t of current priority <Jrcas 10 ail
potentially Il1terested organizauons III the nation HO\l.'evel, lhe NdllOnal Ad­
VLSory CounCil, State Plannlllg and AdVIsory CounCIls, dnd the FeJerJJ cl~ntrJI

and reg.lOnal offices of DH£W ale mformed as tn [hr currenl <:Ind proposed
prlOllty areas, and serve as IIlfnrmatlon pombo

lnlormation statements and gUidelines are prepared anu made avatlarle hv
the Director, Dlvi~lon of Developmental Dlsabilitles These are lssued tronl tllllE'­
to-time depending upon changes 111 priOrities, grants management procedule<"
and other matters relevant to adllllnlstratlo!l of speCial projects of national <;Ign,­
ficance. A general mforrnatlOn statement on the program W3~: Issueu 111 the earl'll
part at ] 97 L followlIIg passage of the Devel,)pmcntal Dlsablltle~ Act III late
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1970. This statement Included a section on special projects of national signifi­
cance. Additional information statements and guidelines are prepared for distri­
bution as needed to ensure ordt~rly management of the grants and to respond to
special priority areas (e.g., State planning grants for "deinslitutionalization").

DESCRIPTION OF AREAS AND PROJECTS

The special projects of national significance may be divided into two major
categories: (I) planning and in formatIOn and (2) evaluation. The order of pre­
sentation does not reflect order of unportance. The initial five priority areas for
special projects are in the category of planning and infonnation and represent
strategy jOintly reviewed and approved by the NalionaJ AdvISOry Council (NAC)
and by DHEW through the Division of DevelopmemaJ Disabilities, Rehabilita­
tion Se"'ices Administration (DDD/RSA).

The SIXth area includes two evaluation projects; these projects are sum­
marized following the above fiv~ areas. The evaluation projects are also reviewed
and approved in a collaborative manner between the NAC and DHEW through
DDD/RSA. However, the N AC has a special responsibility for the area of evalua­
tion as specified in the DD Act and, as a consequence, an Evaluation Committee
has been designated to work with the planning and evaluallon staff of DHEW. A
DD Evaluation Plan, now in preparation, constitutes another coHaborative
endeavor between the two organizations. All project areas are considered in
terms of national needs and prioflties.

The Siale planning and adVisory councils may participate in setting priori­
ties for special projecrs o( naltonaJ significance rhroug.h either the NAC and/or
lhe DDD/RSA. A review of the priorities listed in Ihe State plans for DD, a State
councils "needs assessmen(" sUlvey, and State/Federal regional offke commum­
cations, all offer opportunities for State input into estabUshing national needs
and pnorihes. Other mechanJsrns may be explored and tested In order to pro­
mote an effective approach to priority setting for these proJects.

Implementation of the str.,tegy for using developmental disabilIty discre­
tIOnary funds for special pJoje.;ts of national significance are described below.
Some areas may mclude more than one project. The pflorily areas, project litles,
organizatIOns, goals and objectives, and amounls of each grant are given.

I. Advocacy Projects

A. Child Advocacy: $150.000

DDD/RSA has joined with BEH and NIMH In comingling funds to support
five nalional pnority child advocacy projects. The RSA contribution of
$J 50,000 is matched in similar <l110unts from each of the olher agencies.

TIle projects, approved by an independent review committee, meet our
DDD/RSA needs and are in concert with DDD/RSA OPS objectives and long­
range goals.

The projects approved are:
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Project,'

I. NARC
2, Peabody College
3. Kentucky CommJssJOn on C1uldtt'IL
4. NatIonal Ea'iter Sea] SO~lelj

5, V.C.P.A.

SynergIsm (01 the SeventIes

~ (,o,UUU

1Ll' ,LlLlU
lOb UUU
I U6.UOO
101,000

T.,tal new starts FY 1972 H80,UOO

I. National Association for Retarded ('hildren Inc. - Arlington. Texas.

The NARC project alms at cataJyzmg the d~vdopment of d natLolIWld~

volunteer child advocacy program LOla! and State ASSOciatIOns for ReLHded
Children will serve as the Implemenla110n agencies. Pnmary obJedlves cl th'~

project mcLude (1) developIng WTlltt:n .:lnd ,lUdlovlsual rnatellals to elJclt Ulldet·
standing of, and commitment to, Iht' Clllz{')1 advocacy model, en develorJLllg :.l

standardized trammg program to L.:nablc the e.;tilbllshment nf ChJld AdvtKaCV
Boarcts and local and state advocacy officl:s. llu? Identification of mentally rt'­
tarded children Ln need of advocacy servJ(l"~. and Ihr tramlng of ctttzerl 'folun­
teers to serve as ad\locaks lor mentally rdart1t>d children. and (3) pln\'lt.tlll~

direct program consultation to assist NARC mt mbl"r unIts III e'itablrc::hlng. r!11)dd
programs. It 15 antlcipJlc.'d that thl;' proJ ... ct WlII hdve d signtflclnt PO'H(JIJe unpa(t
upon the delivery of neetkd St:rvICt:S and pi ograuls to melltally retarded children.
as well as upon the overall envLconm ... nl Within which these program~ and ~er"­

Ices are proVided. The advol..·,Il:y services developed wul prOVIde a concre~t' na­
tional prototype which m<ty be dppiled In dtorl.';' to obt;t1n Improvc:d SI;.'f\lCi?~ for
other handicapped and/or disadvantaged childreil and youth

2. Peabody College - Nashville, Tetltlessee

ThiS Child Advocacy Re ...earch and DemollstratLOn Program ploposed jour
General Advocates til fOUf rural countIes, with roles madded dftt'l thaI of
County Agncultural Agents They will seek to Identify unfilled expre"sLve al1,J
instrumental needs of chIldren In the countIes and to prOCUrE' the ~ClllsfactlOn 01
those needs through lncr~ased knowledge Jnd understandm~ of chIld develop­
ment by parents, families, communJty clubs and organl7ations and three sets ut
systems descnbed In the proposal dS tht Key Integr<ltLng Systl~ms ot SUCIety, the
[n Trouble Systems ilnd the Institutional Can Endeavors. The County Agents
w.tll seek to promote understdndlng 01 Iht· findIngs of research In educalLon and
chiJd development by the fOJegoll1g agenrH.~"" In a milnneT slffiuar to that used by
County Agricultural Agents. These efforts WIll be iJugmented by develupmg
IndiVidual C'Jtilen Advocates for Indivldual child proteges where needed fO IIIl
unmet expressIve and Lnstrumenul neeLls or sue h children. D.ltd dna t:xpt:rlt'nL:L~

will be procured and evaluared relating to the 1)logram and Its objectives WIth J

view to replIcating th~ program elsewhele.

3. The Kentucky Commission on Children & Vouth - FranAfort. Kentucky

The Kentucky Commission un ChLldren Jnd Youth proposed III conduct
research and demonstrate the feaSlblllt~· of establishlng state ,lI1d rcglOn<t1 oft Ice>;
of Advocacy for Exceptional ChIldren Jnd YOlith. rt IS proposed that the Slate
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and regiOnal offices would develop mechamsms to insure the attainment of the
following goals and obJedlVes (1) formulation and advocacy of special legIsla­
tion vital to the needs of exceptJOnal children, (2) servmg as an appeals agency
or ombudsman In dealIng W1lh the grIevances of exceptional chI.1dren and therr
families; (3) SeTViTIg as a watchdog or guard1an 01 the rights of exceptLonaJ
children. (4) providing educatIOnal informatlOn and stati:-llcal data to state offi­
cjals. the legislature and the general pubUc concermng the needs and problems of
exceptIonal chLldren: (5) developing and estab!lshmg a unlf,~d polley framework
within which statewJde goals for exceptIonal children are formulated, sero'lce
pnortties established, eltlsting programs kept In b.... lance, and new progrJIllS
devdoped; (6) lnsunng that coordinatIOn mvolves the management of human
and fiscal resources to aVOId ",aste, duplicatIOn, confhding program obJectives,
and gaps Ln eXJshng servJces; and (7) evaluatIng agem;,y programs to assure maXI­
mum effectiveness for quahty control and accountabll1ly.

4. Th, Nationol Eas"r Seal Sucirty for Crippled Children and Adults ­
Chicago, Illinois

ThIs project proposed to establish and perfect a model of advocacy [or
physically handicapped children in Massachusetts thi.lt can be replicated by any
affiliate of the NatIOnal Ea<;ter Seal Soclety for Crippled Children and Adults.
Through the establishment o! a Child Advocacy Assoclahon and Board, it is
hoped to bring together parents and Interested persons from schools, public and
pnvate agencies and the connnunjty to achIeve change In legislatIOn, polIcIes,
practlces, and attitudes which prevent phYSically handicapped chI..ldren from
achieving basJc nghts related tJ home, community, schoolmg. medical care and
legal fights. It IS also hoped 10 fmd phys1caUy handIcapped children who are
deprived of these rIghts and all on theu behalf on an Illdlvldual baSIS The staff
Will consIst of a Project DUC'~·tor. ChIld Advocates and consultants In research
educatIOn and child development, law, medICine, mental health and SOCiology.
Expected benefIts to ctuld, fcunily and communIty agencIes and schools IJH.:lude
the removal of barrIers to the Improvement and extension of thelT servIces.

5. United Cerrbral Palsy As,,"cwtion

United Cerebral Palsy ASsoCiatlOns, (nc., Proposed to establish three models
of advocacy lor chI..ldren With developmental dlsablhtles and thelr famJhes (In
New York State; MIlwaukee, Wlsconsm; San Mateo and Santa Clara CountJes,
Caufornia). These three model:; wIll be coordmated:>y the nalional orgamzatlOn.
The purpose of the project 15 to provide an advocacy pro~ram to assist children
With developmental dlsabiJitle~, and thelT familIes to obtain needed services and
to make the best use of avaiJable resources. In add It Lon, data of varJOus kmds tn

regdrds to servIce needs of Children WIth developmental disabilities WIll be col­
lected and coUated at the State and local levels and orgamzed by the natlOnal
organizatJOn. These data WIll he used by the State, 10l:al and natlOnal orgamza­
hons to develop necessary leglslatlOn at all levels of government. Thl5 will make
It imperative for the vanous orgamzatJOns to work with I~glslative bodies and
governmental agencl~S. It Will also be eo.;senllal to work WIth consumers and
consumer groups to urge thrH partlclpatlOn In community orgamzatlOn, plan­
ning and legislatjve processes. It will also be eS'ielltlal that all organizatlOns work
toward Implem~ntlng already e",istlClg olllClal pro~rams. This Will be accom­
plished by employmg four qu,lllfled persons, one in the National Office and one
1n each. of the three affiliates. The three local advocJtes in this project will have
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th.e responslbtht}' ot developIng the three: Itlodel~ The four adVocdt~s WJIl orga­
nize necessary National, State anI..! Local AdvoC<h:Y AdvIsory Counc.LI::. to ~IVl:

unpetu~ 10 the program, provide guidance to till' J.Jvoc.Jtes Jnd evaluate lht'
functionjng and Jccomplishments of tht' models. II is proposed lh<lt j()~'al flll,m­
cial partJcipatJOn will lIKrl:ase bcgmnJng In 1he third Yl:iH SoD Ihat the models (";tl1

be tested in other areas 01 the C"ollntry during Ihe fIve year period State 1nd
IDeaJ affllIates have agreed to p'HtJ~Jpale financially In thiS manner and to (on­
tlnue the program aftl:f the five year prll]et:t peTiod has been completed.

DDD/RSA has made arrangements for pal ticJ;J<:ItlUn In the lI1omtoIlllg of lhe
five ctuld advocacy projects funded thiS yea] by tile Bureau of Education for the
Handicapped, the National Institute oJ Mental Health, and the RehabilitatIOn
Services Administration.

B. Legal Advocacy

The Counctl for tht' Retarded of Sf. Jose/Jh CounTY. Suuth Bend,
Indiana, and NoTre Dame UniVerSlfl'

This IS a Jomt project Involvmg DDD/RSA a,ld BEH/OE. H seeks 10 eSlab·
lish a nahonal c1eannghouse for law infonnatlon, (l) provide "Amlcus ('urae" fl)T
tile courts and to provide technICal assIstance 111 legal areas as It pertalfl~ LO

developmental disabilities.
n,e proposeil legal advocacy will include rhe 10lloWlng.

I. Mainlenance of an up-to-dLlk rderel,ce system for all nalJonal sliJle
legislation pertment to the well,He or potenlli:iJ ,,~elfare ol the developrnen\.lll)'
dISabled.

2. Maintenance of an up-to-date ~efelence system for aJl natIOnal,
state and local legal actIOn pertinent 10 Ihe weJf He or potentlaJ welfare of the
developmentally disabled.

3. ProVISion of an eicctrollll:' retneva] system for all data recurded to
a,;cess the system fOL short term feedback 10 any l~gltJmate requestmg party

4. To research questiunable Issues, pertment 10 the legal rights qf
developmentally dlsflbled persons, and lu prOVide empmcally ba~ed POSition
papers on such Issues.

5. Development and maintenance of C(lmmunication for spet:]flc hnes
of input and feedback flOm local and slate Bar As:,oclatJons.

6. Development of model legislatIon f,n laws dealing with the rights
of developmentaUy dIsabled persl1ns which retleet a national "qualJty uf III e."

7. Development of mudel pleaJillg and brtefs relatlflg to the Institu­
tion of legal proceedings to secure tht: righ ts uf Jev~lupmentany disahled for
concerned orgi:lnizatlOns or praclicing attorneys.

8. Servmg as Nml:US CUTae In (.:our( (as~'s Invo[vlIlg the fights of de'lel·
opmenlally disabled perSOIlS, to compllf' J roslo:r of experl \Wltnesse<; and 10

provide lechnicaJ aSSistance III (ourdmatmg expel t lesllmony WIth eXIstmg lind
proposed Htigatlon

9. Assistmg pracl!clIlg allorne-jS m prfparing bnefs en a legal course
of action for specific law SUits.

] O. Utihzmg law school students and students In the behavICoTal
SCIences lO research the law and oblain avpropnate empmcal data regarding
speCIfic relevant Issues.
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II. Developing a clinical education seminar dealing wIth the psycho­
logical, sociological and legal .)spects of the developmentaUy dISabled, and the
specific concerns for equal opportunJties thereof, to be offered to Notre Dame
Law School studen ts.

12. Developing shorl seminars or workshops dealing with the rights of
disabled persons for practIcing judges, attorneys and law enforcement agencies.

13. Developing a series of short term clinIcal educatIOn workshops
dealing with dis<:lbling condItions and the law, to be offered to any law school in
the nation.

14. Developing a legel! advocacy model anJ to assist m dlsseminahng
and implementing the model In any law school or other appropnate agency at
minimal cost.

15. Developing a legal advocacy educatIOn program for the handI­
capped and their families to assist them In obtaining appropriate services through
a knowledge of the SOCIal systems in WhlCh such selVices eXlsl.

First year Fedelal funding of this project ,s $1(,8,000, RSA and BEH will
each provIde $84,500.

ll. Technical Assistance Projecis

A. Technical Assistance to State Councils for the Developmentally
Disabled.

The University of North CaroUna proposes to es.tabllsh a Technical Assist­
ance and Consultation System.

Goal: The Technical ASSistance and ConsultatIOn System is to develop a strategy
and organizatIOn and deliver technical assistan(e and consultation to the slate
and territorial developmental disabilities councils, assisting them in their [ask,
especially in program planrun~, and evaluatIOn, program management, Informa­
tion and data dissemmation, ,md developmental disabIlities education and train­
109 <lctlvltles.

Objectives: The Technical ASSistance and Consultatlon System is to develop a
small central staff at the UmverSity of North Carolina, Chapel Hill and ten
regional lechnical asslstance teams which wiJl draw upon available techmcal
assis1ance from a "talent bank' consistmg of the best available personnel in the
rele'w'ant technjcal assistance arl!as who can be bruught together to assjst In lhis
national scope technical asslsta.llce program.

It is to develop and cond'Jc! a needs assessment of the developmental dIS­
abilities councils in order to bel~in individualized programs of technical assistance
and consultation to each of the developmental rnsabillties councLls.

Strategy: The organization of the Technical ASSistance and Consultation System
IS to consist of four basic elem'nts: (I) a central staIJ, (2) an advisory group, (3)
a lalent bank and (4) ten regior..allechnical assistance learns.

I. The central staff will include professional specialists In the area of devel,
opmental disabilities, program planning and evaluation, communicaljons and
information disseminahon, and research utIlization. Central staff wJlI be assisted
by a program coordinator and two research assistants.
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~. A ~malJ advisory group llive lIlelllber-,) v.'lll be Jr.-1wn together to J,>SIS(

the (enlral staff In Its planning dnd development. Tills :idVISOrl group wtll IHeet

twt..:e anl111aUy WIth (he rn.l.lect c!lrcc ((1 I Jnd IllS :,f.-Ift' Jlld othel relevallt aUlIlllll
slr<ttulo.;, including reprL' .... t?1l1Jll'h'S llf lhe ()l\'ISIOn lIf Dcvelupl1lelllallk,Jhill1lt?S
The purpose of the advlsor~ gJOup 1<; Iv plllvJde t(V nlghl d~sLstal1L:e, perspeLII'vc.
stlmulatjoll, evalui:ltJOn and avelill] slHwLllanLc ul the System's development i:Illd
operations.

3. A three-person regIOnal !n/l/lilal a~'Slsrallr..e {earn will be developed III

each of the HEW reglolls. Each teJIll wlll cun')lsl ot tWll specialists, one flurn

program planning Jnd evaluation, i:lnd 11ll' uther 1rom JeveloplllentJI Jlsdhtll1les
The third WlI] be a desIgnated staff mClllber III the developmental dl')ablI1l1e:-.
Si~ctlOn of the appropriate regional HEW olflce. Thl'> cOlllbtnatlon of regIOnal
office "taft' and specla]]> trJlned technical aSSlst3JH.:e personnel 111 developmenl ...J
dlsablJltks and prugram p]anmng ;md e.....lluatior WIll constitute the nUl..:leth 01
actlvlty' m each reglOn for the !leeds asse5s111ent, pilol lechnJC(l1 JS<;I.)lJnce deliV­
ery and eventual ruB scale technical asslstdllce <-)per<ltions lIf the TechnH:al AS,)lst­
anl..:e and Consultation Systel11

4 The Ta/ent Bank The lCgl\J11JI tt:"ChllILal JssIsl<Jnc(' tC<JITIS WIll l~qul"e <J

pool of technical dssistance talent Irulll wtllch [c draw III ordel 10 complete Ihe
needs assessment i:lnd tcchIlICdl dSSlslance J(tlllitl ~S" In urLler to provIde an ('(n·

fWlTliCJI but l:IlIatlable tJlenl b;lIlk made lip df ,he 1!l0$[ cumpetem plillllllng,
evaluatlol\, developmental ulsahllltles pn)gra1l111\J1lg, (OllljllUllh:<Itll)n~, .\TId <;\<.Jfl

development per~onneJ. J falou !Ja11k \VIII be pu logethf'l by the centld] olfh:e
that Will consIst or arproll.JJ1lJld~' 50 II) 75 prl)fer.;!.IOJlals trom all llvel lhe
country who \VIII agree 10 Illake rhelllsehes avail lhle for from 3 to 5 days each
year and who Wlli be deployed on request j IOIIl regltm<JJ tedUllcal d~slstJnCe

ttlarns as their own needs develop and ~s !)crvlce JCIIvlty needs d1lctate.
The total FY 1973 budget arnounl IS \364,6'19 for the firsl 9 months of the

project, begmmng October I, 1972 The total pr )Ject peflod runs from Ortc,ber
J, 1972 thJOugh June 30, 1975 fn" tol,1 project amount "f $1 ,201 ,587

H. Technical Assislance 011 Puhlic P"liq IT IPPj tor the Oevelopmelltally
Disabled.

A proposal to study and recommenu approal:hes ot provldmg plJnnmg and
pubhc pollcy techmcal assistance methodologies IS being revH~wed. A~ rec<)m­
mended by the Bureau of Deve!oplnental DlsJbLlI'les, Executive Office for Ad·
ministmtlOn and Finance, CunmlOnwealth l1f M Issachusetts, lhe pmposal :,ug­
g~sts Ihat J univerSity based cenler Wlth a IlJtlollal reputatIOn and experllsl~ m
government, public adnllll1straflon, dlld public pl)llcy unuertake the dev~lop­

menl lit" a Te-.:hnical ASSistance Unit In PubliC Poilly and Planning for {he lJevel­
opmentaUy Disabled. 111lS Uillt would be requiJeJ to develop )p~ufic prC'dulls
for Ihe Dlvlswn of Developmenlill DISJbllllle~, R"iA, lind Ihe National Advls0ry
Council for Developmental DISiJbtll'I~S"

Through a National Planning and PnlJ( y Df veJopmentaJ Task Force com­
prised of representatlves from DHEW and other F:ueraJ Departments Involved III
programs for the developmentally disabled, and the Nalional AdvISOry Cooncil
and Stat~ Planmng and AdvlSOIY Councils' repre"entatJves to be staffeu by the
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T APP uml and RSA staff, pohcy positIOn papers are to be generated with
respect 10 overcoming gaps and deficiencies In e'l.istmg Federalleglslalion. Once
determined, gaps and defIciencies in Federal law, regulations, and gUJdelines
would serve as baseline mfmmation fOI the National Planning and Pohcy
Development Task Force. Developing ~olutions and recommending pulicy
changes 10 achieve greater inclusion of the developmentaJJy disabled In the
Federal-State reSOurce allocatIOn streams would require the development of
options by the TAPP staff.

The products envisIOned here are specifIc policy reports to the National
Advisory Council for Developmental DIsabilities on the quality, extent, and
scope of all Federal programs Wlth high relevancy to the developmentally dIS­
abled.

To undertdke such an endeavor it is proposed that the selected "center"
operate under d five-year proJed whereby all generated products are reviewed as
implementation matenals for the National AdvIsory CounCLI for Developmental
Di<>abillties and the Division o~' Developmental DJsabilitles.

No applic;Jll0n has beer received and no project has been funded as 01
November J, J972. Approxllnately $500,000 was set-aside for technICal assist·
ance projects III the lnltlal ye,Hs for speCial projects of natIOnal signitlcance. This
amount may be modified pending an appILcatlOn fOi a project grant in the above
area.

III. National Information and Data Base for the Developmentally Disabled.'

The Pacific Slate Hospital) Pomona, California, plans to identify develop­
mentally dIsabled Individuals l·eceiVlng services and eSlablish a model data syslern
for tral:king developmentally dIsabled inJlvlduals through a contmuum of selv­
ices In various geographical areas of the country. Also, an evaluation will be
made of Ihe type ~nd range of services used including living arrangements, in
terms of subsequent changes In the individual's developmental status. Fmally, an
analysls Will be made of the relatLve cost for liVing arrangements and servlces
received which wJlI also be related to individual developmental outcome.

The proposed project ha~; a number of specIfic aims under each of I(S four
main objectives'

(I) To identify developmentally disabled Indlvlduals receiving services in
selected geograplucal areas of the Umted States.

(a) To assess their deveJopmental status in terms of ambulatlon, toilet­
ing, arm·hand lise, and other l haracteristics.

(b) To determme theu living arrangements, whether at home, m a tm­
dJtlonal residential instituLion, or in some type of community residenlial settmg.

(c) To ascertain what short-term and e.'<tendeJ services they receive.
(2) To track these same individuals through a continuum of servlces over a

period of time

IThl' prOject IS descnbed in more detail In a separ.lte paper by Dr. Richard Eyman. The
objective is presented here for purpose of having a complete paper on all DD special proJecto;
assembled In one document.
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(a) To assess changes In their JevelopmcntaJ status,
(b) To detclmjne changes In theH living arr<tngemems
te) To ascertain what changes take pla(,;f' In the servICes they lecelVC

(3) To correJat~ changes III the developmental status uf these mdLVlduab
with their living arrangements and the services thf'y receive.

(a) To evaluate the eflecllveness of dl'llercnl Ilvmg ,urangel1lt'Jlh ;WU
services In producing changes 111 their developmental status.

(b) To devLse and Implement prucrdure,; for the coHection 01 such data
from a large number and v<lriely of sources and :"or their proCt~SSlllg,e.... JUi:ltl0n,

and reportmg from a sIngle cenler.
This study IS i.ln attempt 10 lill the vOid tha[ eXlsls HI terms oj IllllHnlatJOIl

about services and those individuals receiving tht m. If the study's lIbJel tlve~ are
met, the result WIll be the development of model data systems which Iden1Jfy
the supply and demand of servl(es to the dcveLJpmentally disabled, :i~ well a~

their cost and efficacy.
The project penod fUns from 9/1/72 througll 8/31/75 fur ,1 rotal amount 01

$463,195, The FY 1973 budget amount is $185,~ 52

IV. National Conference of SllIte Council•.

The CouncLl tal Exceptjonal ChLldren Gond h:ted a natIOnal cunlerence 01
State planning and adVISOry councils on servlce~ and facIlitIes for ttlC Jeve:op­
mentally disabled on November 16,17, IX, 19 72, m Washmglon, DC (-'-hIS

paper was prepared for the conferenLe.)
TIle purposes of trus confewnce were as fol]oolls'
1. To encourage fuller undcrstamJing and el'fectlve IInplelllentalJOJl uf the

Developmental DisabilitIes Act L1f 1970 by tho~,e prmclpally charged wUh lis
execution.

2. To provide technical IIlfurmalltl!l rrlatjvl to the lunulons- 1'\ planning
and evaluation of services for the Developmenlall) Disabled.

3. To deveJop and ex tend l,..ommulllcation between the National AdVISOry
Council on Services and FacilitIes for the Developmentally Disabled Jnd the
respective State Plannlllg and AdVISOry Councils.

4. To provide a forum fOJ considellng the Issues related to extL'mron ,md
modification of the Act

Participants included members ot State C'}Unt:Jis Imcludmg terrItOries),
members of planmng staffs uf Slate CounclJs, representJ(lves of StJIC Admll\l­
st[atlve AgenCies, repr~sentati ... es of UllIvt"rsity Afhlli:lted LF.:t..llties. Ni:I[wnal
Advisory Counc~ members, RSA Regional OffICe staff related toJ Developmental
Disabilities, and representatIves of natlOnaJ olganizatilins Loncerneu wltll Devel­
opmental Disabilities,

There were five dIstinct workshop time periods, three haVing l~\ ~mILII­

laneous workshops, une havlIlg ) 7, dnd olle havlllg 10. There wert" il lotal of 'R
different tOpICS, With selected (lnes being repeated III dIfferent tllne perlcds.
Examples of topICS are as foUow, (aJ Topic 1 "<\Ihed SerVICe', Bill" (0) TopIC
3·-o0Data Gathering and AnalYSIS", (c) Topic 9 -"Priority Settmg m the Planning
Process."
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The project period runs lrom June 30,1972 through June 30,1973 for a
total amount of $138,090.

V. Community Alternatives and Institutional Refonn (CAIR) for the Develop­
mentaUy Disabled (Deinshtutionalization).

The failure of institutionalization as a public policy has been acknowledged
for oveT a decade, the President's panel in L972 questions the efficiency of
mUlti-purpose residential facIlities of more than SOD residents. More recently a
number of institutions ha'le been cited in the Federal Courts as unconstitutional
facIlities violating the resident~;' rights to due process and equal protection of the
laws. President Nixon has pro~ided additional impetus for de-institutIOnalization
by establishing a national goal of reducing the number of institutIonalized men­
tally retarded persons by one third. The National Advisory Council and the
Department of Health, Education, and Welfare are supportive of this Presidential
ini Iiative.

Developmental dLsabilities special project grants, including grants from other
related Federal programs, are to be awarded to assist the States to impro'le and
expand supportive community selVices, improve the quality of residential care
(imhtutlOnal reform), and pr('vide community based alternatives to institutional
care for the developmentally disabled, including.

A. Planning, developing, and implementing an SRS interagency Tole of com­
munity alternatives and institutional reform (CAlR) for the deveLopmentally
disabled;

B. Assisting all States to prepare statewide deinslitutlOnahzatjon plans.
r. Enabling 10 States to implement statewide programs for community

care and deinstltutionalizalion which will:
(I) StabilIze adnllSSlOns to public institutions for the mentally reo

tarded;
(2) Screen DD pers(.ns in lDstitutlOns or individuals at risk of JOstitu­

tionalizatlOn In terms of potential fOT community placement and need for com­
munity services.

(3) Place developmentally disabled iodLvlduals in community based sci·
lings.

(4) Provide deveJoprnenLaJly disabled individuals at risk with altOlna·
live supportive seIVices in the ,;ommunity.

Upon the deveJopment of an SRS plan and crltena, selected States wiU b~

assisted in planning, developing and implementing prototype programs to de­
monstrate measurable impact in turning from institutionalization to community
alt~rnatlves. Alternative care options and priority service areas wlil be deter­
mined by the needs of each State and will most likely differ from State to State.

At the time of the Writing of this paper, approximately $2,000,000 has been
set-aside out of DDD funds for special projects to support the above objective.
No plOjects have been funded as of November I, 1972. The exact amounl of
funds to be comingled with other Federa] programs in support of this objective
IS yet to be determined. Also. further specificatIOn ID use of these funds for this
area must be determined.
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VI. Evaluation Projects.

EvaluatIOn ploJect~ 111ay be supported wH11 set·aslde funds frlJrtI the DU
Act, Tille I, Part C, furmula granl prugranl tlnd ParI B, ullilJersilY-dlHhated
l"ac:lIties program. One percellt of the jHI)gram i:!ppropriatwl1 may be ullhi.ed fOt

purposes of evaluation of the progri:lm In order tc' <Issess Ib <Iccnl1lpllshments ,md
dfectJveness.

TIle Nalil)l1i1J Advisory ((Junell lor Develupmental DIsabIlities ha'" twu rt:·
sponslbililtes as descnbed In the DD Act, one 01 which IS to study, allu evaluate
pIOgram~ for the d~velopmentalJy disabled. The National AdvlSory Councu has
i>stabhshed a DD Evalu<:ItlOn ('ommlttee with tillee member~. The Evaluation
Committee met wllh the Planning i:lnd EvaluatlOJI Branch sial I 01 the DIvIsIon 01
DeveJopment<t! DJsabdltles, Reh<:lbilitatlOll Servlc,'s AdminlslratlUn, 011 Iwc, lJ(:ca·
sions to dale. 011 June 14, 1972, i:I prelimInary C lllsuJtatuJn 11l,~elHlg wJS held In
which DD evaluallon proposals, apph..:atll1IlS, 'Illd proJecls were rl::vlewed III
order to establish an eftecllve workmg lelatlOllsJlIp between the COUll":ll anu tilt"
Federal program. On August I J, 1972, the fusl official meetIng of the NAC
EvaJuatlon Conunltlee and (he DOD Evaluation Branch 101lk pJac~ At lhl~

meeting a specIal focus W;iS given 10 lkvt.'loplng ,III oulllne lor a long-range DO
EvaJuatwn Plan. The mitlal rough drafl of [he DD Evalualltm Plan ha~ been
completed and dJstributed fur review and COITIlnenl by NAC and DDD "llaff
Upon reVISion, the DD EvaluJ1Jun Plan will be slltlred Wllh the tot31 NAC mCI1l­
bersrup anu forwarded lip lhe orgamzallon JJn~ fllf further reVLew and comrneljl
l1Je Evaluation Plan has a llallonaJ focus, with i:I State and local ffall1ewurk tUI

assessing program impact and strategy The Evaillatioll Pbn WlII pftJ'o'lde a gUIde
for evaluation uf the progralll, setting rri()ritle~ for evaluallull pr0.lCL'tS tc' be
undertaken. StImulatIOn and fundIng l)f evaJuatll,n projects WIll follow Ihr [\lJI·

uatlOn Plan.
The two cvaluatlOn projel;ts which are ClIfH ntJy bemg supponeJ wnh DD

funds Include a pruJect a FhmuJ Stal~ Unlvcr:-:liy and ~\nt" J\ Brallun.; LOlver·
Slty.

I. /)eIJelopmenf oj Evaluotion Criteria 10 Asse.)s Stale Plans for {he IJt>J'e/op·
menially Disobled.

FlOrida State Ulllversity W<lS Jwarded <l 2~i year g[~mt for a ploJecl to
develop a framework for assesslIlg Slate plans In the areJ llt" devl'lupmenlaJ
disabi1llit'~. In "dcc(lll\phshmg thiS task, [he proJec IS concerned With est:Jblisblllg
the factors which are unportnnt 111 detcrrmnlllg the effectiveness of Sidle plans,
which includes settlllg down C'fJleTla by which State plans can be evalu~l1ed,

deternllnmg what information and ua(;J LS needet..l to knuw If these l:r 11erw are
being mel, as wrll as testing and I1J(1ulfying the evaluatlnll '\ystelll (lill e It has
been funned.

The projed IS in Its second year of nperat!nll. The efforts JIl the fJrsl year
have centered es~enllaUy on developing the bad.ground InfunnatlOn necessary
for establishing evaluation ulterl<l. It mcludes a review and anaJysJ~ ~,( all Siale
plans for the developmentally disabled, and all II -depth study of a small sample
of States [0 mOllltof planning Jnd program changes
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The project WIll develop crJteria for assessing State plans through a study ot
the following: (I) the relationship of the designated 16 services to the other nine
State plans as listed in the legislation from the program and financial aspects; (2)
the analysis of the sigmficance of variations in selected State usage of DD funds
for planning, administration, services, and construction; (3) the relationship of
proposed and existing projects to the overall plan; (4) the mechanisms for
compliance with the human rights regulations; (5) the accessibility to facililJes
and services especially with 'espect to poverty areas; (6) the analysis of
"statement of need" priorities, and objectives, in relationship to resources; (7)
the tie-in of unlversity-afmiated facilities and programs for the developmentally
disabled; (8) the tie-in of programs not included in the DD Act but directly
adnunistered by the Division of Developmentally Disabied, e_g_, V_R- Section
4(a)(1 )-"Rehabilitation ServIces for the Mentally Retarded"; and (9) other
factors identified in the review of State plans and in the survey of selected
States.

An interview schedule has been developed and utiUzed for revieWing and
analyzing the selected States in the survey In order to obtain more m-depth
Information and data on planning and programming. The selection of the States
themselves was based upon carefully considered cntena, includmg the nature
and scope of the State plannin~ and advisory councils and the State programs in
order to ensure heterogeneity. The States selected partiCIpate on a voluntary
basis following consideration of the State councils. The evaluation criteria for
assessing State plans will be shared with all States and territories partiCipating in
the formula grant program. It is recognized by the evaluation project staff that
each State is unique and will produce a different State plan, taking mto conSider­
ation the State's own needs, resources, and problems which result in different
objectives and priorities.

The project period runs from June 14,1971 through January 31,1974, for
a total amount of $232,000. The project IS In its second year of operation, WIth
a grant award of $89,777.

2. Evaluation of the Process of Periodic Rel'iew of the Developmentally
Disobled.

Brandeis University, Florence Heller School for Advanced Studies in Social
Welfare, plans to evaluate the [('suits by the newly enacted legislation m Massa­
chusetts requiring an annual review of persons In State Schools for the MentalJy
Retarded. Because of the leading nature of this legisJatlOn, the results of thiS
evaluation will have national Significance in determinmg the course of action In

other States.
The evaluation study will consist of three phases, each requinng roughly a

calendar year to complete. Thes(' are:
Phase I will provide for a) a systematic and in-depth testing and evaluatIOn

of a strallfied random sample ,'f all persons identified as having one or more
developmental disabilities, and b) a prelimInary search of statutes, regulations
and the available legal literature pertaining to periodic reviews of inslitullOn­
alized and non-institutIOnalized populations.

Phase II will be an evaluation of the legally reqUired review process with
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respect to whIch types of drvelopmenlally LJhahleu residents uf St"te 1I1$IJlu"

lions for the retarded secure III the plllcess or r~VI{'W, J change 111 lreJlment, liT
placement In any or the available JlkrnJUve program.;; wIlhm ur l.llIt'luC the
UlstilullOn.

Phase 111 will consist llj' a) a foll0w-up evaluation of subjects uSllIg Phase I
measures to determine changes III the resident's cconOlnJC, social, envIronmental,
health, educational and legal slalus by employ,ng social, psychological and bl0­
medkal standards and meaSUles, assad.lled with reVIew and/or trei1lmeJLt Intcl­

ventions, and b) prep;Jratlon of a model law cLHlcelmng annual revIews 01 reSl­
dents in institutIons for Jevelopmenlally dIsabled persons. The Justlficatlull 1'01
the above program lies pnmanJy in the weakness ot dvatlable mformatlon regard­
ing such persons wIth developmental disabllLttes and their parents or legal
guardIans and LtS scattered, Ln(;Onslstent, and gelicraJly LnJccesslble chara( Icr

The project perIod runs from July I, 19i1, through June 30.1974, lor a
total amount of $342,285. The projel.:\ 15 III Its second year llf operation, ''''Ith a
grant award of $Y2,262, $74,653 of thIs anwun1 IS from the developmental
disabilities program and the rcmallltJCI IS lrl>Jllthe vocallOnal rehabll11atioll pru·
gram.

3. Evaluation oJ Univenily-AffiliJJred Facilirin.

EvaluatIOn projects may be suppurlcd wilh lund' rrorn Pari B ul rhe DD
Act, univerSIty-affiliated t"i::lcl1ltle<; ploglalll, Ag,lIll, I percent of the bLlugcl IllJy
be used for evaluatJOn purposes. A.t this tllne, II') UAF evaluallon proJ~~d IS being
funded with these monies, The amuunt or runu; <1\'aLiable is small (L e ,$42,250)
Of thIs amount 25 percent IS Jcductcd by the Offll:e of the Secretary lor Il~e by
the Assistant Secretary for PlJnrllllg Jnd Evallj;jtlon, which leave:,; the DlVlslon
With about $31,875 for such purpns~

AppendiX A

fiSCAL STATUS REPORT - '10VEMBER 1972

Funds Reserved fOl Projects or NatlOnal SlgnIfl·
cance (9% of Title t, Pari C, Appl upnatJ(lns I

FY 72
9% 01 appropn3tJOn 01 TJtle I, Palt r fllnds can
be obligated until June 30, l'i74

Obligated as of January I, 19n
Legal AdvOC3l:Y Center at NOire D.lnle
Joinl AU\lOGH,;y Prujecrs wllh BEH NIMH

Unobligaled FY 72 lunds

FY 73
9% appropn3tJon for Tille l, Pdrl C lunJs c<ln
be ubligated unlil June 30,1'17.1_ Regulatiuns
reqUire lunds to be ohhgated by ApliJ J, J973
or returned to the States.

:34,5UO
I ,U,UOU

$1,954,350

-234,)00

t J,71 ",85lJ

S I ,95'-,350
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Obligated as of January I, 1973 -661,834
Technical Assistance to State CouncIls 364,699
National Conference of State Councils 130,114
National Data Base 167,021

Expected continuations and new projects -525,000
Ch~d Advocacy (IlEH·NIMH) 175,000
Legal Advoca<y 100,000
Technical Assistan(e for Pohcy & Plannmg 250,000

Unobligated FY 73 funds $ 767,516

Total Unobligated fund,; (FY 72, FY 73
Projects of NationaJ Significance) $2,487,366

II. Funds Reserved for Evaluation (I % of Title I, Part
C, Appropriations)

FY 72 $217,150
Obligations -217,150

State Plans AnalysJ<;Criteria 89,777
Periodic Review Process 74,653
Offi<e of the Seere' ary (\4 of ]%) 52,720

Unobligated funds 000

FY 73 $217,150
Expected continuatjons to be obJigated -217,150

State Plans Analysi~/Criteria 89,777

PeriodIc Review Process 74,653
Office of the Secrelary (\4 of 1%) 52,720

Unobligated funds 000
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On December 27, 197]. lhe General Assembly of the United Nations
adopted a resolution entilled "Declaration of the RJghls of the Mentally Re·
tarded:' Notwithstanding ilS ('ndorsemenl by an overwhelming majority of
nations, the resolutIOn, as well ,is the subs(ance of the humane and legal princI­
ples set forth therein, IS more commonly disregarded than observed. In many
respects, the time is especially appropriate to examine the steps which can be
taken to implement and enforce those rights. Of partkular importance is its
recognition that the retarded persall has a "nght to proper medjcal care and
physical therapy and to such education, traming, rehabilitation and guidance as
will enable him to develop his abiJity and maximum potentlal."

DevelopmentaUy disabled ,::Hizens, historically among the most silent of
Americans, are now demanding their right to the services of the public sector.
Through litigation and legJslative advocacy, their attorneys and advocate organi­
zations have served notice on the agencles uf government that access to public
educi:ltion and related developmt:ntal servIces IS a matter of right and not chanty.
For the 275,000 chtldren and adults In IhlS country who live in facilitIes for the
mentally retarded, the focus of advocacy is the "mstHutionalization, dehumani­
zation and neglect to which W~ have so lung relegated many of our mentally
retarded under the gUlse of cart' and com:ern:" And ror the nearly one miJllon
handicapped chtldren either excluded from public educallOn or otherWISe denied
a free and suitable education,2 recent federal court deL:islOns such as Mills v.
Board of Educari()n 3 are encouragingly ending such practices.

THE CHILDREN OF MILLS

Who are the school·excluded children·) They are the "slow" Gregorys, sus·
pected of bemg mentally retard'd, U1delinirely suspended for alleged dISciplinary
infractions, whose parent is told to wait for a call from the principal when "our
school has a small class for your child." And they are the seizure·stricken
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Michaels who .He Shunll'd from one cuslodlaJ Lnsillullon ((I anotJlcr willie Iht'
public school system refuses to create specl,,1 edUl.:atlOnal programs to selVC
them. And they are the Janlces who are so profoundly retarded that public
schools deny them admission to sUitable le<Jrni'lg programs (or to any progrJnl).
leaving harassed pJrents In th~ cruel dilemma of either mslltullOllahzmg their
child or beanng the hurdens ,11" 24 hours i:I day, 7 d<tys.1 week care, Wherl <.,u..:h
parents are unaided by ('(Immunity agencies or lack funds III llntaIll PrlV<lI€ lJrr.
the stale Imposes upon huth chiJd and parrill J virtual hume drre~[ Orlen the
only remaining "optiun·· lefl 10 these parents s commitment of thell cJuJJ Ip d

public mstitution. Yel, III loo many uf these 'llsIJluIIOns-surely oveluowded
starved for funds and staH, Improperly managed--hvmg conditions arc bart'ly
conducive to phySIcal survival, let alone habllJtaClon.

A Visit to custodJal InstitutIOns for the r ~lanJeJ reveals d harsh array ("I
Sights, sounds and smells. M<lny of the abuses have been chrUnIcled m the Wyall
1-'. Sllckney casc. 4 During dlscllvery proceedmg, at the Pdrtlllw State ~chcllll, tlJ[

example, I S<lW a teenage boy In J .... trlp-cell, mUle and naked, who had beer kept
in oeally c0ntinuolJs Isolallt)Jl fOT the prcl.:edmg !"lve year, he(all'St' neh<lYll:'[
modification progTam~ were unavailable. At P tr liow, I spoke (0 a mlddlf ·Jgl',j
man, dressed In overalls, who quietly, but clearly described to me a 11ft· 01 nearly
forty years of peonage in Lhat mstltulion's la lIldrles, dining halls, Jnd colll1n
fields. Yet, in recounling hjs personal history. he revealed enough mlelligence
and eVIdent capacity for self suffJclency to raIse questions a~, to the "rallonale"
behind his confinement In an mstltutlOn for the retarded.

Perhaps no SIght is more (ruel than thr unnl~cessary InflIction 01 pam upun.1
young child. In the oasemenl or one 01 Parllow\ donnitllnes, there wa ... ail

"experimental" program In which un1ralned Jltendanr'i administered electriC
Jolts from L:<lttle prods to rhe misbehaving The faces of the clllJdrcn cllnrln~d I,)
Ihal w;Hd WIll lIot be rorgotlen, nor the dally IllhlJlllanlly and angUIsh or rht'lr
confinement.

THE DEVELOPMENTALLY DISABLED PERSON'S
DAY IN COURT

Un August I, 1972, the United States District Court for the DIStrid ,d·
Columbia held that the handiLJpped child has :onstltlltlolldl TIghts to it speclitJ·
lzed publicly-supported edUC3110n:

The Dlstnct 01 ColumhJa shall provide to each LhI.ld ot ~chlJul

age a free and sUJlable pubJlcly-supporled educdtlon regardles'\
of the degree of 1he chud's mental, phySJcaJ or emouon<:ll diS­
abIlIty or JmpaIrment 5

The Court expressly ~nJomcd the practice lit exduumg school-<tgt' ch~drcil

from regular public school Jsslgnments WIthout providing them, at puhlIC e>..
pense, a SUitable Immediate educatIOnal alternative. It furrher declarcLi that each
child IS constitutionally entitled tu J hearing pnor to IllS JSSlglunenllo allY sueli
aJlernatlve program and [0 perlodic reviews of th~ approp,ia1ene&S OllhJI J~~Jgrt

menl. The Mills case IS thus the first declaratlOll l..,r Ihe conslitutioni:ll nght ,A ali
school-age chJldren to publiC educatIOn.
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Four months earlier anotht~r federal court, in Hryatt v. Stickney. had held
that an involuntary committed mentally retarded person is constitutionally en·
titled to adequate habilitation.6 In examining conditions at Partlow State
School, Alabama's major institution for the retarded, the court confronted a
"human warehouse" which denied to its 2,300 inmates even the most elemen­
tary care and training. Citing overcrowding, subcustodial staffing, and numerous
"atrocities,"; the Court found a continuing Violation of plaintiffs' rights and
ordered the prompt implementation of minimum professional and medical
standards. [n enunciating the nght to habilitation, the degree m WYatt recog­
nized the constitutional obligation of public authorities to proVIde adequate
care, treatment and training to lhe institutionalized retarded. Other recent fed­
eral court decisions in Pennsylvania8 and Massachusetts9 suggest that such judi­
cial scrutiny of public selVices for retarded and other handicapped persons may
become increasingly common.

An estimated 6 million Americans are classified as mentally retarded. 1o

Sixteen million others have mental, physical or behavioral impairments suffi­
ciently disabling as to require special educational and therapeutic services. I I

Yet, across the nation millions of retarded or otherwise handicapped children
continue to be denied admission to public schools or to be consigned to in­

appropriate services through mis'.-:lassification or the absence of educational alter­
natives.

Institutions still exist where a person, solely because of mental deficiency,
can be denied freedom, confint~d to unspeakably overcrowded living quarters,
and required to work without pay in virtual slavery. I 2 [ncarcerating the retarded
in institutions like Alabama's Partlow or New York's Willowbrook makes a sham
of the benevolent and humane considerations said to justify the state's interest
in the retarded. By recognized :itandards, these institutions barely provide ade­
quate custodial safekeeping for their charges, let alone habilitation. Notwith­
standing their deficiencies, custodial institutions stiU retam countless individuals
who could benefit from outright discharge or transfer to a more "normalized"
program of care and education in the community.13 Failure to create a suffi­
cient number of such programs perpetuates warehouse-like institutions and pm­
duces an incalculable waste of human and economic resources.

Expectations that retarded and other developmentally disabled persons can
live successfully in the community are displacing the self-fulfilling prophecies of
hopelessness and despair which institutionalization usually rellects. Recentjud.­
cia! decisions as well as similar cases now pending, embody this new sense of
optimism. This litigation articulates two basic refonns. Mandatory proVisions for
the soitable education and training of all handicapped children will reqoire that
opportunities for such education be offered largely in the schools in the child's
own community. Mills. and Pennsylvania Association for Retarded Children v.
Pennsylvania,14 represent succl~ssful challenges to cuntrary policies and prac­
tices. kryall and other right to habilitation cases question the necessity for and
desirability of commitments to impersonal institutions and focus on the availa­
bility ofless restnctive and mort: humane alternatives.
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MILLS V. lIOARD OF EDIJCA TlON: IMPLEMENTING
THE RIGHT TO EDUCATION

On September 24, 1')71, seven ~chool-cxcJuded children and their parent';,
and Congressman Ronald V. Dellums, i:I local clergyman, and the I) C. FdrmJy
Welfare RIghts OrgamLi:lt10n flJed the Mills dlss aC[Jol1. The nameu pJallltln~

were children merely laJcleJ as mentally retarded, behavioral problems, en1<l­
tionally dismrbed, hyperactive, or otherwl'"e IlTIp.mcd, whu were cX<..Jud('d ClI­
tlTeJy from educatIOnal programs. Numerous fornJi:ll or Inl'orllldl dCVlCCS and
practices, such as waltmg lists, IIldefInlte suspensions, refus<Jls to cnroJJ, IJ~e (tl
homebound InstructlOn, (ondHional, ullofflCli:ll suspensions, and dcl<ly In CV<l]u,J

lIOn procedures had made such exclusIons pos;lble Plamtlffs sought to IcqlJlrc
the Dlstnct of ColumbIa, the Board of EduCJtll 11l, the Suclal ,)ervlcr AdmlllJstrd
tlOn and Its publJc resLdentlal InstltUllOIlS to end their plac1lCe\ cd" denying
handicapped and "dlscipIInary problem" (;Jnd ,my other) children thell l'PP\)1
tUnity for publIcly-suppotted educatHJn.

On December 20, 1971, Judge Joseph I.: Waddy pft~llJmmmly ordered
Defendants to (I) provide named-plamuffs Wltl a publicly-supported cdULallon
suited to their needs; (2) prOVide plainllffs' cOl,nsel with a ltst of llames 01 every
school age child known not tn be attendlllg .L publicly-supported educdtlOn;d
program because of SUSpCllSlOll, expulsion, c"eluslon or any olllel JClll<lJ l\1

placement: (3) Initlak efforts to IdentIfy rem<lllling mernbels of the cli:l'iS [ll)l

known to them; and (4) con~lJcL, wLth plamtItfs, the ~e1ectlon and l ornren~<I·

t10n of a master who would determine the proper plJcement nf chddr':;>n III

contested cases.
In this fmal OplnlOn, granllng plaintiffs summary Judgement Judge ",udd~'

found that the staLUtc~ of the Dlstnct l)f Columbia, the regulatloll~ o! lis Bl)Urd
of Education, and the ConstltutlUn of the United States guarantee a publicly­
supported education to all clnldren, mcludIng all "exceptlOnal" chIldren The
Court held that defendants' conduct, m denyIng these child ren any accc~~, In ,1
pubhcly-supported educatIOn while providing s\lch education to othcr children,
vIOlated plaIntiffs' nghts to equal protection of the law. These children, the
Court further found, were suspended, expelled, or reaSSigned trom legukll sre­
claUzed mstruction without i:lny prIor hearrng ilnd Wlthout any perlOdlc rcvlcv/
thereafter. Due process of law, the Courl decl.:ired, requires a hearing prtnr 10

exclusion, termination or classlhcation Into a spl'clal program.
'Il1e Court rejected the Dcfel1dant~' contention that they were unable t(l

proVide publIcly-supported educatlun fur all "exceptional" chIldren bccausl: of
insufficient funds, stating that "The Inadequacies of the DIStrtCI ul Cnlumbl:t
Public School System, whether occasioned by insufficlent fundmg OJ i1dmIl1lstri1­
tive ineffiCiency, cerlalllly cannot be permitit'd lo bear more he.lvlly on the
'exceptional' or handIcapped child than on the nonnal chlid."

The Dlstnct ofCulumblil was ordered within 30 days, to evaluale the educa­
tional needs of aJl Identified plaintiff chIldren and to offer them appTOprtate
educational facliities. Such placements could bf to a regular pub1Jc sehoul or tn
an adequate alternatIve lllcludmg special educ'ltlOn or tultil.n grant-~urp'Jrtcd

private educatIOn. The school system was also Jirected to Implemrnl cnnstltll<
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tlOnal1y adequate heanng proel'dures Jor placement or transter at exceptionaJ
ch.i1dren. Furthermore. no child was thereafter to be suspended from school for
more than 2 days wllhou t a prior recorded hearing before an independent hear­
mg officer. At both the disciplinary and special education placement hearings,
the chjJd and his parents have the Tight to representation by counsel, to examine
fhe dllld's records, to compel the Jnendance of school offiCials who may have
relevant evidence to offer, to CJoss-examlne witnesses and to introduce evidence
of their own. Elaborate notice Jequuernenh Jre set forth for identifymg all c1i:1ss
members and informIng all resHlents of the District that all children have a right
to a publicly-supported educatlc,n sUIted to their needs and of the procedures for
enrolling 'hlldren in an appropriate educatIOnal program.

The Dlstnct was further ordered to produce J. wlitten, comprehensIVe plan
for providing special educatIOn facI.htles anJ compensatory educatIOn programs
Jnd JdentIfying those chjldren who need !ollch servIces WIthin 45 days. If the
:'lchoo! system faIled to comply with Ihese ('rders, a master would be appo1ll1ed
10 Implemellt the judgment and decree.

In the DislrJl::t of Columbi;::, the childwil affected by the decree Ulclude all
l~xcept1onal chLldren and all n(,rmal childr~n subject 10 possible suspension or
ll11sclilsslflCatlon. There are an e:,timated 22,(100 retarded, emotionally disturbed,
hlllltJ, deilf, and developmentJlIy diSo:lblcd (hiJdrcn III Ihe DIstrict, and yet, as
Illany JS 1R,OOO of Ihese etul.jren are nOI bClllg furnished with programs of
~peclallzed puhhc education. Furthermore, the exclUSionary practIces uted III

the Mills de(;lsion occur throughollt thl: lIati•.)n. 1 5

INEQUITIES IN TIlE DELIVERY OF SERVICES TO
THE DEVELOPMENTALLY IJISABLED

Ju~t as developmental dlsahllIty occurs In aU classes ofsocLety, inadequaCies
m development<:ll disabIlity ~ervlces affel:1 JIl classes, but with v<:lrymg degrees of
seventy" In mosl cOmmUnities, for example, the affluent can elect to pay the
lugh cos1 of qualJty privJte educatlOll for ;1 disabled child. Those of moder<:lte
mcome, who aTe not able to pay these costs, often fmd their children misplaced
In classes not sulled to their child's le<:lrnmg capacities. Those who are poor may
lmd their children wholly exch ded from pubilcly supported schoolmg. Because
thest: parents WlII la,k the resollfces·-finanl:lal Jill! infomlatlOnal-to place them
III the private schools, their chJldren uften remam at home and go unschooled as
puhlJC InstitutIOns default in their ubllgallon ...

Recent studies by the PresHlent's Cummlttee on MClllaJ RetardatIOn disclose
,1 l-ugher IIll"Jdence of mentdl dl:iJbllllies In areas in whIch Ihe rural and urban
poor reside than 111 other paris of the counlry.J b Sut:h ~ result IS, In pall,
J.ltnbutable 10 the CUlTlulatLve dlsabLllties iIllposed un lower IIlcome persons. For
~xanlple, one of the known ~Juses of Illental retaldauon IS malnutritIOn.! 7

LikeWise, the eatlllg of Jead pamt by eh~dren, a seriOIlS environmental hazard 111

.'"Ium tenements, ~an cause permanent brain damage and retardation.
Poor children also face mCI eased r1s",,"s llf educational misciassificatJOn. Too

many uf these students are thought to be orgamcally mentally unpaired by then
teachers and school psychologIsts when thl'y <Ire not, in fact, so handicapped.
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Standardized inteLligence te~lIng contributes to crruneous dlJgnosls when ~\JLh

tests are biased against the culture and expeTleJlce 1)1 mmonty group children I k
The overall result is a remarkably high percent Ige nf improp,~r edul-J[lonJi clQ~81

fications for the chLidrcn \)f the pOUf. Many arc deilled sUIDbie services bCCJLI"'-'

their Leal dlsabl.hues renlJin unidentIfied, .:Inc unITt'aled. n,.) Jes~ dl"'<ldvi:llHJgl~J

are the many who ,He nol In fad retarded, bl.t wilu arc rll11Iethelf'!\) as':llgneu III

inferior "special edcuatic)n" programs Whl<.:h t:lld (0 prt1pl'l ..:hildrcl1 low;wJ lilt'
self-fulhng prophec-ies of failwc_

LITIGATING THE RIGHTS OF THE MENTALL\' DISABLED

Reform based upon htlgatlOn all behalf 0 the l1lentaUy dJsahleo 11<:15 Jf{lVI:J

effective because, mIera/la, of carc In formulatIng Issues and IhllroUgh tr.1l

preparation. Unfortull::Jtely, Loday's mjt1al CO 'Htru(1rTl "'UCCI~sses mLL~1 be IIlV.l:>­
ured, in terms of w<lsled Ilve~" Jgalnst a backgrllllnd uC II~gisldtlVC cUld JUnIIIIISII.J­

tive intransigence
TIle goals of reccnlliJwSlIlIS19 hJ.ve long b ~t'll ,ollghl hy pdTcnl J:-~l'l-IJllllll\,

professilmal orgallllatioJ1s, all(J others cUllcerned with Ihe lives lOr Ihe Iflillde(1
Central to thf~ habilitatIOn process, according 10 Ihese advncatcs :llld prlllv,,­
slonJls, 15 the concept of normalizatIon, nfTllIr'lmiling uevlalluns from lht !lOrnl
m treating the retarded. WIUun thiS conceptu;:] framework, habllllatlun 'Y:rVICC~

should be made avaIlable to each person who is ccrtlfled Ln need \it them, III
prugrams avaIlable, where r1c.:eSS<lry, at public expense and locatelL when pl)""I·

ble, in the commumty In wtllch the family lesldes. The adCl.lu;:lcy (,f Ihc".:
programs, depends upon peritldlt..' evaJualiom which JI.:COt<J With OhICcll\(' pl,l­

fesslOnal standards. Fmthermure, the needs of l'l'rSllnS enl()IL~d J1l s(Jlh pl\l~riJl'b

must he constantly rl~VIf'Wcd so that meaning ul h:.Jhllllatl(Hl plan, 11IJ\ he I"l·

mulated and carried out. If the ret<Hded relS011 Teslde'\ III a state In,,tllu1ioll 1111';

review should include a periodiC, multl-c.lIscipllnary diagnostic evalu.-tllorl ~IJl;h

evaluations should describe the habl1itJtH.H] settmg uJ chOlec for tJch I11Ul'/ldu,d
On the ba'm of these indIVidual reviews a ~tatc',\ overall ment;d fctaIJdll"n
services plan may requul' reVISion to en~ure dC'lIvt:r~' of lhe mosr ,1ppr<lprl.ltc

services and faciHties to consumers.
These propoSltlollS raise J number or legal I'iSUes lit' LrlllCdl \.'UI1lCrll (\1 Ill':

retafded. ls a st<lle legally r,~qllLred t(l Illclud,~ all eligible JCr",\1m 111 devel1lp
mental assistance prugriJllls, and ,He such plUl',rJlll:-' 10 he ,) COrTIIllUllll}-Q.IS-L',j,

2) supported wholly al public expense, .:) perlodlcaUy Icev:IIIJateJ, ;11 d
4) operated jn conformity wl1h professlOnal stal1dard"?

Must placcmenl ill such programs be pre(edctJ by I) all apprUpJldte C(1111·
prehensive evaluatIOn, with 2) spel:lflC nollee (,f any pluposeu plJcerncnt 3)..:11
opportunity for further independent evaluations, and 4) J due procc~s hedllllg III
resolve any objection to a prop()sed pJacemerlt" Mt)re(wer, mu"t SLll"h i\ plal.-c­
ment reflect scientific knowledge as to lhc Ie;:]'.! rCSL(ldlve hablllLltlcHI ~ctLIII~

SUited [U the mdividual\ nreds, proceeding dong J -;rcclrum ul hJblll(<llli"1I
sellings which rangf' f[(')111 assIgnment to re~lIlaT educalwn with )upptlrll\('
services, to full tlme speCial cducatloll c13,)se~. 10 smJll cOllgregatl? rCSILCllll-l1

facilities offering comprehenSIve care and habllitallon plngrarls"
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The emerging case law is generally requuing thaI each of these questIons be
iillswer~d In the affirmative.

CONCLUSION: TOWARD EQUAL JUSTICE
FOR THE UNEQUAL

The movement for SOCial end legal Justice for the developmentally disabled
is approaching a new, perhaps more suhtle, phase. Constitutional rights which
have been formulated must now be mure widely applied. Cases have been won In

the courts; they must now be Implemented on the back wards and In the class­
roOln. Procedural safeguards and suhstan!lve requirements have been established
which wlll require an infusion of new personnel If they are to work. Perhaps
most Important, out of greatl~r awareness of lI1stitutional condjtjons, publIc
sympathy and interest may be developing. Can this sympathy be converted into
a base 01 support for the less spectacular concerns and problems of the mentally
ImpJired? And, can litigatIOn h,~lp to Jnstill In Ihe American public new i:lltltudes
towards and expectations for the mentalJy disabled and a belief that such per­
sons should remam In our communitIes?

CertaIn precondltlOns <Ire l~ssentlaJ to el fectively safeguard the human rights
of the developmentaUy disabled. The rights 10 which thrse citizens are entitled
musL be c1eilrly and specifjcall:{ set fonh ITI L'ohert>nl and hUlllilne laws, regLlla·
Clons, policies and procedures. l 0

Lillgallon alone cannot eradlL,He th~ effects 01 decades of neglect and com­
placency. Nor can iL offer filial answers Lo such Issues as the full range of
hablhtaLion services to be publicly pwvldcd, or the technIques by whLch the
individual's need for sLlch servICes CJn be accurately detenmned and appro­
priately dehvered. CivJi actions, however, offer disabled persuns and then allied
devices lor publiCIZing, legltimlzmg and orgamzmg aruund certam grievi:lnces.
Given the barriers to their partlcipatlun I n electoral processes, the mentaJly
disabled may need to seek. JudiCIal redress 10 challenge an intolerable and long­
Ignored status quo.

For the InCipIent pTOcess.~s uf remLegri:ltmg the retarded Into society to
flourish, severa] baSIC reforms are esscnliaL First, the federal role m this process
must be greatly augmented. The Secrelary of Health, Education and Welfare is
empowered to enact a variety of guidelines for programs admimstered by thl:lt
Department. Sorely needed, for example, ;He regulations III the educatIOnal aId
programs whjch would require school syslems acro~s the cuuntry to Initiate a
zero-reject system of educalilln and (0 otherwise protect the (.:onsll(utlOnal
rights uf the handlc<Ipped artLulatcd in Mills. 111e rederal government should
Jlsa set gultJelines, modeled afler Ihose ill Ihe h-)'Qll decree, 10 ensure, hoth
quality reSidentIal cart' fOI ttH' retJlded and the movement of persons now in
custodlaJ settings to appropriate comlllunity-based faclhties and servICt's.
.Second, if mandates of change are to be vIgorously (,;aTTled out, new profeSSional
roles must be articulated and perfonned. Unless more mental retardatiOn pro­
feSSIOnals are tramed to serve in consultant, special master, or other change-agent
capaCities, and more attorneys and lay advtlcates are recruited to prOVide repre­
sentation for the many devclo~mental1y dISabled persons in need of It, efforts to
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11'1

Implement the rights ·)1 Ihe 1I1cll1:illy c11:';~lbJcd wtll (ll' l'JnsuJcrdbly Ilnd(~rIIIJlII ,j

TllJld, some or llles~ l1lJnp,)wel ~I1{)11Jgc') C,1I1 be rartli:lll~' dtt",'1 h) ~lf'dll'l

nrgi:lJlIZ.lllqn:J1 JdlVlly III flllrnllJ:Jl1I1t', "nu puh lUIUI!?, pfilfessltJlldl '.1:1 IdJI,j, ,11',1
gUluc:lmcs lor the dellvcly llf ~peLlflc habllltallOll :'t.'fVICCS VIl<tII> II~e(kd, Ilil

cXJlllple, IS .1 11laIl1l<.tJ, (h.Slgllt:d for CdLlCi:ll<H\ ,mel pdft'ni:-. ,J! C\.l:;pll~11I.d (I, I

dr~rl. WhKh sel~t)ul·JiJrr'l\"ell JH.ILlJu:-; for lhc l·~.du ..JtIIIII Jill! f1C11(,(jII' r:\IV\N "I
such children. Fourlh, dnd rW1~1 ~1~l1lfh_ar1tlv, Ill..: gr<lwlll 1I1 1'1l11IJc,lll'IIl, h 111\

devf'lopmcn'ally dlsar.lcd "hlllild )..Hll.... (lke ,I rl" "lll't'pILl,dILdll(JIl (jl Il'e Jl-Jhkd
pelson's pl<tce 111 our su,ldy, Jild Ihe CIVIl all\~ IWlll<.lll r1ghh v..hl\!1 I!e 'I ,Ill

ought to more fully ell.!")' :~qcl1 d IcllJfllllilallun Ilol 1)llly rcqlJlrl', 1t'1'1""'I1

eXJstmg law"" and practice, II) 3LCnr(LlIllE' wIth I L:W ~Lltnllfll· klwwl('d r1c, hili ,ii".
entails greatel r'':spoll:lIbllllle~, II) ..:()llllllJllIl <.Itt SIH:11 kllowll'd\..'l' ,I' Ihe ~CII(" II

publlc, WIthout sUlIII:ollllIlUnlc<Jllull, !he slICLI')sful ICClllry )1 tfll.' "~'1.1rjl'd lilli'

the rnamSlr-.:dlnS or thClr lOrllll)Llllltle~: \11.. 111 b,~ C(tl'f>ll!cl .... tJly dell:l\'l'd

Perhaps, ,t~ I)()st"ycv~k! ,.tld wllh pll"l) It"" III 111LnJ Iht, 11I,>,I~Il'( (II

SI)CII~ty\' degree (If Clvdl/"ltlllil I, [(' he round III tht' urc I[ ,l!(()I-lh II ... Ill.),'

dIsabled ml'mh{'r~. lillfllllllll,'It:ly. L:IISlodl<J1 JI'Pf!l,hht'~ III IhL' lIClt\', III 11t~

tiHl.kJ whJch dl(J Illll llcy\lllP -'dilldclily III Ihl~": )llllll'r', UIHI(lt hI:' "~\I1l'l(l'd III 1'1·
eliminated IllStdl1tdne('lIslv nr ,.:1'1 III tlt:s~,ly Hut I Ill' 1'1<1 "I hUlndJl Vwdl' h()IJ~(,~ ,II

least 1111 the Ic1arded, I~ hllpelldly JI.JWlllg 1'1 <I ,--In"" u.gdl ,:I{ tIVI[V I~ 11';J.tr\'11l1\

hastEnIllg tklt end Too 111;Jni n.:IJrded jJl:IL.,OIl; hav~' [wedle~"I\ elldllle( III,I~" \11

~L1fferlJ1g, WdstC lind (lbhvlllll 1'111 Slllwt) [II lull' cite .illy uther Olll( (Jilli

Our pre~cJlt IJw:;, sClelLllllc knowledge a, d '('11St: lIf (1lIlS(:ICWc .:Illllpt': 1<',

to rl'examuu: a systen- wllldl II;-t~ orren chosen III Illl~1I1 t'rall~ Ltrhcr IllLHl Ikhdl

t3k. Tuward thaI UhJl'Cllvc' Ih, .hlv{)c,ile:; \If ! 1'- n:l,ulkd s.:'eL t,) :,,'J\C V')I'.f' II'

the pJiu<,; v( thl' slle'lt, JIlL! 1<1 dIJ!...L' \)(Is~lhk' 110('5(11 Jlg,nl(~ .ll·,d pl(ll1U,II'/(·!W',·,

for lht, hUllIble 011' 1)1 Ihell rJIt'M.'JII lILpcl1.1t·I1'"_\' lkvclopllH'1l131lv UI'"lhk(!

clllztn:-, dsk only tUI I o1P1'lIUlllLles lnl :;ell-heJp ,Hi/{\ ;..lfld Wval! <O;UI'/;t''\l lllJ: lill

CUUrl~ wlll Itot he 111Jll'~I)on:,JYc 1(1 l~lI.'; IWtltl'll II I" 11111\' t(lI r~l'l'Li lYe .JII.!

IcglslJtlW JcllOIl\ IlO les" 1l''''POIISIVC

'Prc"l(.Jent'" l'''lllllilllt::e <1/1 I\Ilvntdl Ilc!drddll'lr,. \11-';0 'he !k{'II/le I)'I'OJI
(-,')Vllmnel1ll'rlnhtlE()ffl u . 14'1).1! I

1 WClIltr,lUh, AtJe~"J1 H<d IJr,lJJl>\ '" Slall' I at-. ,11/.1 I Lhl' <if/I-JII 01 ..II/' 11,)1.'(/1, III)' d
ISSll~' alld Ht"IOrnm~f1dJII"n~(1'1" II .I[ 7

)J4~ I·. Supp. 6h(, (11.11.1' }1.ugll,ll, 1'-171)

'J44 [ ~upp ..,/'.7, 1".'.1). r\Jd. Apfll 1\,1 " - 2) l!<; I ~1I1)P ,\1 ) \4 I "-uri I hll
(1971),OIl'IPPt: ..J1,J~ll'111/11' 11/,-,1'(111 Np ·,22GI~

; "MiJlllv BO<LrU ", I dW•.dll'lI '-!k 1- ~,upp. ur M7:
., Jryafl I Sru kll('j!, l.ILl I ,uPI' It' 7, l':JO 11.11'1111,11),,11 I" ,1<;(111..:,1 1,1 III,:

OrLlcr, a\,
Tile proce~s t,y wInch til", 'l.-llf nl rIll' In,tlllIl!rJn l;~"I~ rIll re~ld,'nl r,t 01\ 'I "If __ ,11(..1
m,linlalll lh"s~ 11ft' ~,kIJl" whit I' cn:lbk him t(O c, pl' ff1vre "rrcctrvt I".. ""'lIh It.e __II
m,mds of hiS "wn P.oIMJII JlI,j (,t/ll".ol1vlr<,nmenIJI J Itl r,;lISC (hI' leVelld hl\ ph"~I' dl
mcntdl, Jnd ~')l:ldl clfll:ICllll fLlhll1l,i!'C1I' lI1dIH.h;, hill h rlld Illlute,j fl' 1'1I';:fdl1l' ,!
lorma! stlulIureJ edllt,llll,n ,llIe! Ir,~atl1l('nt,

'ld aI3')3-394,
,,\ Ie'" <If tile dlrOi,;101U', III< IJellt, (It,d al thl heJr II"': III lhl~ __ lSC 1)l(lude th, I'dl',~,'

III)~ (..I) a resld(·nl \"J' ,( JI(kd r., d(',lrh h'l IIYu Inl ,l,lkr (l\).1 ,hlu<'111 wa, I,

,;,lI;lIllell III <l slr.llJ;hl la, 1..,. l'Jr 1I111L: Y'~dr. III I.de, III pre·vI·1I1 IIJlld tlld IlIlll'f

~lIcklnl!.. (I.:) <l rC'ld~lll v.a~ Illdr·pr"IHhl!l'l} c"nlillcl In ~t"tlu~I(.n f, .. d pell',e! Ii \,,' I"
0'11111 (J) a fe<;iUCIlI died f'l'm Ih: 111<" r[lun by ano!h' r re'llklll Ilf:1 lunnlJlg w.,te< h,)~

11110 hi" rectum ·bH;h or Ih",c IllclL.lenls ,'nuld h<l\l h,'<r1 "v,'lued had aJ('qll,lr" ;1,<11
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and racUities been avaUable.
·Pennsylvania Asrodation for Retarded Children v Pennsylvania. 343 F. Supp. 279.

(£.0. Pa., May 5, 1972); 334 F. Supp 1257 (1971).

9 RlcCJ V. Greenblart. C.A. No. 72 469F, (D. Mass., February II. 1972).
I fI M-'yart v. Stickney. 344 F. Supp. at 389 note 2;

Mental retardation refers generaUy 10 subaverage mtelleclual functioning which is
associaled \.-'Ifith impairment in adaplive behavior. This de[initional approach to men­
Ial retardallOn is based upon dual crileria: reduced mlelleclual fum:lioning and im­
pairment in ildaptafion to Ihe requirements of social lI\'inS. The e\'idence presented
renecls scientific advances in undNslanding the de\'elopmental processes of the men­
tal retardale. The historic vi~w 'Jf menial retardation as an immutable defect of
inleliiSence has been supplanled lJy the recognition that a person may be mentally
relarded at one age level and not ilt another; that he may change stalus as a result of
changes In the level of his intellectual functioning: or thai he may move from re­
tarded to nonretarded as a result ,>f a training program which has increased his level
of adaplive behavior to a poinl where his behavior is no longer of concern 10 society.
See Uniled States PreSident's Panel on Mental Retardation, Report of the Task Force
on Law, 1963.

I I According to HEW. an eslimated 7 millIOn of these disahled persons are chIldren.
U.s. Department of Health, Education and Welfare, Programr for the HaruJicapped (Bureau
of Educalion for the Handicapped, Orrice of Education. 1970).

I1See, e.g., Townsend v. T'rt>Qth",ry, C.A. No. 6S00 (M.D. Tenn., filed February 16,
1912).

11 President's Committee on Menial Retardation. MR 69. TOWQrd Progrerr. u.s.
Government Prrnting Office, 1969) al 6·7. Hindermg the relea~ of such persons, accordmg
to Ihe PCMR, is the reaJity Ihal in mallY communities;

services for Ihe retarded are inadequate or .lImosl noneXlslent because agencies
wiU nol act, are unable to cooperate, or are prevented hom acting by poliCies,
procedures and lack of funds thai J estrict their development of services.

14 Supra. note 8.
I I For an informalive discu"I.Sloll of school I.!xclusion practices, see Regal, Elliott,

Gronrllan and Morse, "The Systemallc Exclusion of Children from School: The Unknown,
Unidentified, and Untreated" (1971) (U.S. Office of Education Grant 0-70-3126 (603),
InformaUy reprinted by The Council for Children with Behavioral Disorders.) These educa·
lIonal e,.perts concluded:

Through lela I, quasi. legal and elltra·legal deVices or through apalhy, schools caus~,

encouraxe and welcome the lack of attendance in school of miUlons of American
younsslers. Such activity by Ihe fducation system se...... es as a denial of civtl rlghls as
mas.si'te as the separate school sy sl~ms mam tained by law in prior years_
I' President's Committee on Mental Retardation. MR 69_· Toward Progress (U.S.

Governmenl Printing Office, 1969) at 8--9. ("No eslunate of mental retardation incidence m
Iurban and rural )ow-rncome I neighbllrhoods is less than twice the national average. ")

I' President's Commiitee on Mefltal Retardahon, MR 70 1'ht> Declrive Decade. (U.S.
Go\'ernment Printrng Office, 1971) at 4· 7.

I·See,e.g.. LarryP. v. Riter. C.A. No.C-71 2270 RFP (N.D. Cal., June 20, 1972),41
U.S.L.W. 2033, granling preliminary relief to black elemenury school chUdren placed In

Educable MenlaUy Retarded Classes. who claim that they are nlll menlaUy retarded and Ihal
such ellucational placement violates Iheir rilhts CO equal proleclion of Ihe laws.

I' "P-iShi [0 education" suits (01 various types of handicapped children have been fiI~d
in at least 14 stales. These mclude California, Delaware, DIS!flct of Columbia, IIbnols,
Louisillna, Maryland, Massachusetl'\, Michigan, New York, North Carolina, Pennsylvania,
Utah, Virgin.. , and Wisconsin. "Right to habilitatIOn" or "fight to treatment" suits have
been brought in Alabama, Georgia, Indiana, Massachusetts., Minnesota, Nebraska, New York,
Norlh Carolina, South Carolma and Tennessee.

~ flSee , for eumple, Senate Bill S.37S9, 92d Congress, 2d Session. introduced by
Senator Javits and 2 Lather Umted ~::iIales Senators which 5Ceks to provide, inter alia, for [he
humane care, treatment. habilitation and protection of the m~ntall)' retarded in residential
facililies through the establimmenl of strict quality operation and control standards and the
IUpport of the implemenulion of such standards by Federal assistance.

! 10csanizalions Invoi\'ed in /;£II:ahon and law reform ac£i\'ities in be-half of menlall)'
handicapped persons include NLAIJA National Law Orfice, Washmston, D.C., MenIal
Heallh Law Project, WashinlBcon, D.C.; National Center for Law and the Handicapped,
Soulh Bend, Indiana; Harvard C~nIH for Law and Educalion, Cambridge, MasS8chuseIU:
and Patient Advocacy Services, St. Lc'uis, Missouri.
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Part VIII
Delivery of Services

Editor's Notes
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The complexity of structlJrmg a comprehensive system for delivering serv­
ices to the developmentally disabled has long bafned social planners because of
the numerous ways in which the individuars handicap impacts on his daily life
and the jealously guarded prerogatJves of a Wide range of specialized and generic
agencies dealing wi th DD clien ts.

Edgar W. Pye describes severa] distinct models of delivering services to the
developmentally disabled includmg the hospital/instItutional approach and the
regiOnal center or commumty-based model. He discusses some of the hazards
mherent in any effort to deli'er services to the developmentally disabled and
closes by listing the essential elrlllents in an effecllve DO delivery system.

A different perspective art improvmg the delivery of residential and com­
mUnity services for the developmentally disabled is offered by Kenneth G.
Crosby. He reviews the prinCiples and purposes underlYing the organization uf
the AccreditatIOn Council fOl facilll'es for the Mentally Retarded and the proc·
ess of developing a set of st.mdards for the operation of public and private
residential facihties for the n~tarded. He outlmes how the new accreditation
process works, emphasizing the Council's corrunilment to measuring uutcome
ralher than program inputs. The author also mentions that the Council is pres­
ently actl ....ely engaged in developing standards for community agencies serving
the mentally retarded and developmentally dlsa~led.

Harold L McPheeters examines some t)f the emerging trends and problems
in the adrmnistration and operation of services for the developmentally disabJed
and explores theH implicatiOns for professionals in the field. He mentions the
impact of recent court deCisions, the move to community based programs, the
serious moral dilemma presented by new technologies, and the trend toward
integrated human service deli"ery systems. The author also notes the need to
improve consumer involvement, apply the techmques of management by ob­
jective and management informatlOn systems and make more effective use of
human resourc", in administering programs for the developmentally disabled.
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Cooperation between the public and pny,l[e sec(l1rs 111 iervlng the dt'velnp·
mentally dLsabled IS the tOpIC 01 a papt>r by F:lllf Will1..tms Notlllg the glowing

interaction bel ween goverrunent and voluntary agencIes, the authOl s\lgge51~ tWI)

primaIY roles p!i\late nrganilalJOIlS can play. ('Heel provider 01 serviLe and ·:;UII1­
munity advocate. He rredlCL~; that we wilJ see lIlore ,JJ1d mup: VOIUlHdry 4enLH~s

assuming primartly ..In advol~;'I(;Y role In the near IUlure WlIllilllli .-11:-(1 "fter"
practical adVice to pm/ale dgcncy volunlecrs Jild prOfeSSJl1luis 111 d('altn,~ wldr
gov(~rnment administr:ttols
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Models of Service Deliverv

Edgar W. Pye

INTRODUCTION
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Mark Twain once said that il is righl to do good lnd il is nght 10 tell others
10 do good - and much easier! ThaI we intend to do both is ttpparent by lhe
~onveningof trus conference.

The example of this conference as as~mbled toddy and concerning Itself
with the many facets of essential services and facllJlics for the developmentally
disabled marks a milestone m our efforts 10 unite in achieving a higher level of
services. In my remarks, I would like to: (J) poslulate certam concepts that I see
essential as a sound basis for a ~,ervice delivery system; (2) describe and compare
several delivery systems now in current use; (3) elaborate on the hazards inher­
ent in any system that we may clevise; and (4) point up those elements that I feel
are necessary within any viable system, regardless of lIs auspices, sponsorship, or
location.

My assumptIon is that we agree that all persons, regardless of their needs or
special categoTlcal distinction, have a potenlial for achievement and have a right
to the services necessary to maximize their abLlities. Thus, if we are to talk about
models of service delIvery we must begin With [he envirnnment mto which the
indLvidual 1S born, namely, hIS community, and there (0 seek to remforce that
community With ideas and resources so that the delivery of human services can
he enriched and augmented. This effort WIll be Jlllled al all persons, including
persons with spet.:lal needs. Unfcrtunalely. Ihi~ Jpproach has not in the past been
our Lommunity organizational paltern. Tod:Jy we are beyond that period when
we sought bUl one soluhon to the problem of the developmentally dlsahled. We
have progressed to the point at which we see our pnmary responsib~ily for thIS
popuJalion (estimated conservatively to encompass more than 20,000,000 per­
sons) as that of determming ht)w best 10 apply the human resource systems,
which theoretICally are available to our entire population, and to then make
these increasmgly available to the developmentally disabled. These persons too
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long have found themselves In no ...ystems, or hdphiJLard suhstandard ~ystc,llS, or
In separate and segregated substandard systems.

We arc aware that the very nature of m311's se<ln:h fUf sOlutlClJh pIClmotl~s

fragmenti:ltion of effort i:lnd dIversity of stand:lrds rt has been eaSier tf' d..lSSlfy
indIViduals Into categorical groups and try t J make rhem fit the taxonomIc
grouping than to IndivIdualize program:, 10 [II tile needs nf people {)ur hlS:Ory IS
replete WIth C'xamplcs nf this mcchanlCal aj,proach to plannmg 101 hurnall
beings, wruch exemplify the heavy costs such LIt-planned systems (.<In Incur by
preventing U1Lhzation of the rOlcntlal for adilcvernenl III even severely handi­
capped persons. Our }Ilstnry lS a1'1o overburden<~d with cxample~ of hnw ddJvery
systems devised as ~oluthH1S have robhed the Individual of his ba,;1C nglLs a:-. a
free man as well i:l~ his dIgnIty to move .:lS an eq lalm hIS commulllty

It IS appropnal~. ] feel, that we i:lre c>;ammmg the composlic lkllVCly
system here III Washmgton. In examJnmg m Jdels of service delIver)' Wf are
continually remInded of the confusion that ha~ eXisted, amI I regret to :"d'y' sull
eXIsts, wilrun governmental bodIes as to Ju:..t where concerns relatIng \0 dcvt:!o:?­
mentaJ disabilitIes belong. Mental retardatIOn, cerebral palsy dnd L'pll~psy have
been tossed from ledernl bUleau, [Q dlVl:'lIOn tJ departmenl and bac~, and CIS ,J

result consistent planrllng efforts towaLd brmglng trus POpUl.ltlOn IIltn the nlllln­
stredm of governmental planning etforts for <Ill ils clllZen,; has suffered, The
same pattern has regrettllbly been seen at the )tate and local government211evel
partially as a result of thIS confusion. VlSlbililY of the needs of thIS group h,s
been possible only through the continued eFurts uf conslimer groups who:;;e
labors we must applaud most heartIly.

The result of thlS fragmented applOach III rlannmg for thc need:-. of ,1 large
segment of the population b still vI:-'lble at most Junsdlctlonal levels. lllCre
remams 1I lack of consistency, dlrectlOn, and ;ommllment .1S to wh.:It develop­
mental disability pJanning IS all about, and wrat posltlVe steps can be taken 10
move 1his pupulatlOn mto human resource seT\ Ices systems that arc avaIlable lnr
all persons In our SOLlcty. ThIS conference, w th ItS tle~ to lealiers III lhe St~llC

counCils, has for the fifS1 tIme the opportUnIty to set In motJOIl the bcgmr,mg qf
planllll1g for a new cIa tor those persons heretofore rt'legatl~d to d lesser and .J

morc segregated role III the communlry m whic,] they live.
In lookmg at servIce delivery systems pre~ently operative for the de"'elop

men1ally dlsahled, J am USlllg the word "meJdel" to represent a Illethc'd Itll

delivering services to the population cOllcernlllg us, as dI::tlllgulshtd hom J

standard of excellenct~. The day may come .... hen such a Illodel 'If perfection
emeLges, but I, as aile of the many strlvmg tl) perfect a better system, le;JilL!."
that dlly IS. still far ahead of us. [n the Ille,mtlme, we who arc tled to,] p,.HIICulal
model contlllue 10 work toward changIng It, p ~rfectmg It, and 10 work tuwards
Its ulumate replacement JS OUT clients' needs ale met wlthm the gcnenc delivery
system m the cornmumty.

Perhaps the most eVldenl and prominent end the most l:ontrovelsl,~ l1lodel
that is before us today take .. fOlm In what l~ deSCribed as the state hOipltaJ
Much has been wntten lIbout this system, and what IS both right and wrong wlth
it. Needless to sllY It IS easy for one to place all the blame for the lallure of thiS
system on partICular theones of those eras; on 'Imphstlc solutIOns. on (lnc~-held
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values of segregation now outmoded. Whatever the reason for the failures In the
past, efforts are being ex. tended in (he preSl'nt, looking toward a new day, when
the state hospital will hopefully be relooled and redefined as an integral pari of
the continuum of community services necessary to provide the Ingredients for
making a more complete and enriched life for the individual concerned.

In some areas of this country we are spending great effort in retooling and
repairing an old and archaic segregated system. Many persons question whether
such effort is worthwhile. As a Californian I am always alert to the architectural
soundness of a building in view of our susceptibility to earthquakes. Buildings
that are basically structurally sound can be repaired even after a good shake by
the gyrations of the renowned San Andreas fault. However, those whose founda­
tions are of questionable strength must be 10m down following the tremor. Jt IS

faulty to attempt to patch or j'Jry-rig these in expecting them to become func­
!lonal once again. Thus it is 1 reel Wlth state hosp.tals. We have had the earth­
quake! There are those systems which can be moved in the direction of being a
part of the mainstream of selvices for all the developmentally disabled and
which can be seen in their servIce outreach as participants With the commumty
in bettering the life of the individual. There are others, however, whose baSIC
structure is too frail to tolerate change; and planners and technicians must be
honest enough not to allow themselves to be distracted from their main responsI­
bility by trying to perpelUate those misconceived systems that should be abol­
ished. Name changes, decentralJzation, new intake pohcies, geographiC moves or
other such devices to effect change will not suffice unless there is a commitment
from leadership at aJl levels that the facilily must proVide a program geared
toward the client receiVing that help which W1II assist him in functionmg most
effectively in whatever community he lives.

The state hospital as a system has been a great teacher. We have learned
therefrom that isolation, segregation, and separation are not positive forces for
growth of an individual. This ,;ystem has also taught us that attention to and
support of an individualized plogram directed to the needs of a handIcapped
person can result in that person moving toward more independence and less
dependence. It has shown us that program needs can be provided by a variety of
resources not always located within institulLons. It would appear our task is now
to build on what is good within this model's experience, and to use the reservolf
of resources and experience that is residual to set £he stage for a new system
which speaks to the rights and dignity of the individual.

In several areas of the country there has emerged a new delivery system
which is built upon understanding the past problems of isolated campus living as
epitomized by the state hospital. This new system has projected the public role
in the provision of services to the developmentally disabled through a new model
based in the commumty. Both Conneclicu I and California have moved in thls
direction and have described their service model as a Regional Center. There are
common elements in both models which have assisted each program in enabling
persons with handicapping conditions 10 secure services heretofore denied them.
Perhaps the most obvious similarity is thc establishment of a fixed point of
referral, caUed the Regional Center, to which individuals and their families can
turn for referral to the resources or services within the community which are
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mosT approprIate to a<;Slsl them III rncl:tlllg IdrntlfJed needs, The phtlo:-,oph1C,i1
basIs of both models JS the light of any IndivIdual to have ',JpliOnS In :-.e( UTlllg

speeiahled help needed. The old concept that led families to collap,e belnee the
state Initiated some kind of prngram, namely, ,tate hmpltal 3dmls~lnn, I~ elll11l­
nated by the RegiOnal Center mudel. Both lilodeis elisa provIde an <Idv'Jcac,Y
system whereby the family and the indIvidual arr not only helped III (lHlSldcT1l1g
various alternatives, but they arc provIded a:,slslaorc In sf'curlng <ll1d nallmg
down the appropriate program In hoth Reglfllal Centers II l~ posslhle lor the
client to secure an essential SI~rVICC from Ihe lTost sUitable system tOI :.J defllll'd
need. We 1n Cahfornia try to ensure thi:lt the hl'alth care cume ... lrom Ihr private
physICian who is often the same one who provides health eJ.le 10 the rest ot thl"
family. Medu.:al staff of the Center then provldfS the bilek-up cnnsult,H1on whell
necessary. Another po~ItJVe a~pect 01 the Ccnlns systell1 IS I'S Jhllny In go Intu
the market pl<:l(;c and sc<.:ure a variety of scrVI< es related to agreed upon needs
rather than handicapping condlllOns. It IS not UII(OmmOn for a chent (If a (enter
to be the reclpIcnt of an assortment (If ~ervices hJvmg no Idelltilkaliun With
what have olten been thought of as tradltionJI handIcapped serviCE's. BOlh Cen­
ters pride themselves III ongomg counseling ser'f\ces heing m~lde av,IIIJble 10 the
indiVIdual and hIS famiJy for the IJfctune of the handicapped person Through
such close relationship, the Center staff becomes an mtegraJ part of the planlllllg
process, working very closely with Ihe family and the client lor his best welfare
Through guardIanship service which becomes effective UpIJ:l the de,ttlt IH 111­

capacitatIon of the parenl, the California Regll1nal Centers llIay, hy the wlll IJf
that parent, be able to contmue the "wIse pareni" role

There are vanatjons in the two Ctlnter models that need 10 be hlghllghlt.:d III
order to perceive thc lotal dllllcnslOn of the Center com"ept. In CorlntctlClLI tlh~

Center IS operated in varIOus parts of the State as a state 19cncy, and I)flcrs
serVIces such as resldentlal, day care, and suclal servIce programs In CaJdorllld
the 13 Regional Centers are operated by v<Jric,us pnvate he,llth <lgencies under
contract, renewed annuaJ]y, wlth the Stale of Callfurnla DepartmeTlt of Public
Health. Thus, the employees I)f the Center In ('(lnnectlcut ale State empl(lyee~.,

whereas in California all are hired under the rub· ICS, conditIOns, and sl,mda] ds tit
a private agency. CalifornJa established its Cenlers expressly in thiS fa'itllon thus
gIving the staff freedom and incentive to Jcl in an advocacy role which they telt
would have heen difficult to I~ffect had they bl'en constrained by their tIes to ;]
State system

A second dllferelH.:e hetween the two types of Cen ters lies in the manner III
which services are provided to the chent and f;lmily. Tn Connecticut Ihe Center
operates facilities Ln maIntaining beds, where IS In California we believe that
those who designate a service or prescribe a f'rogram 'ihould not he delivering
that program. We feel the fleXibility and freedo>n we have to monitor lhe servlC{~

prOVided the client IS greater III our having no direct tie to thl~ servlcc system In
fact our basic commitment to a community or~anization approach In lI11tilllng,
upgrading, evaluating and retooling servIces ,Ind programs would he glcatly
restricted were we tied functionally to the system that WJS provldmg the sen'lce.
In the Regional Centel WIth which I am affiJiared, the agency contracting with
the State for the opclation of the Center IS S,lII FranCISco l\ld Rf'lard~d Chll-
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dren, Inc., whose policy and philosophy of operation is the Center direction and
goal. Perhaps one final area of difference needs stressing. Although both type
Centers have funds to purchase services for clients from individual programs,
Connecticut, through its provision and operation of residential and day care
programs, uses its own services and funds. In the California Center, services are
purchased in the community from the private operator or provider when no
alternative sources for that funding are available. If the family can pay a part of
the cost of program, through an agreed upon plan, the California Cenler pays the
total cost and the family reimburses the Center. Such reimbursement augments
the Center resources for the purchase of more services. In the near future, the
California Regional Centers will also be required to purchase the services for
clients placed in State hospitaJs, thus, placing the State hospital in a competitive
position with the prjvate sector.

111e Regional Center concept is a new and exciting model of service deliv­
ery. There needs to be continued refinement, however, if it is to meet the total
need of the population to be ~TVed. Connecticut's and California's experience
will be used, I trust, by others who are conlempJating change, not as absolutes,
but as a base upon which they fJuild their own system tailored to the needs as
jdentlfied in thell particular area.

There are other delivery sy,tems which have merit and which have emerged
in several areas which need mencion here. The pattern m some of these is that in
which the State or local community establishes conglomerate units, often
residential, where resident clients live, work, recreate, and socialize. Some of
these functiun as steppingstone:. to a broader community participation, while
others totally ingrown, are known as life-time care living situations. The latter
type often is seen In the !.o-called private community-based residential
institution. The hazard here is that unless there is an advocacy component buiJt
ill, there is a great danger of clit~nt reversion to the loss of Identity and the loss
of rights as often seen in the old state hospital model. Wisconsin has developed
basic guidelines for what are caU\!d community living situations. These guidelines
are refreshing and crealive as they set forth philosophy, standards, staffing
patterns, environmental and legal considerations. Such guideJines will serve as
blueprints for commumtles and organizations concerned with community living
silualions for the developmenlally disabled and will reinforce many of the
principles heretofore expressed as essential jf we are to see this population being
served W1thin the mainstre:HTl of services. Such guidelines, J trust, will be
prepared for use in other areas of essential servic~s such as work activity
programs, recreation, and educ<:ltion.

I am happy to sayan expirl ng model of service delivery is that one tied to a
mental health system. Since mental retardation and other developmental
disabilities are not necessarily associated with problem' which faU within the
province of psychiatry, it 1S ITlappropriate to include them In a system not
related 10 their primary needs. The handicapped as well as the nonhandicapped
popUlation should have ready .ccess to the menial health system as the need
arises bUI need not be a pari IIf thaI system as the source for provision of all
o(her services to them.
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POSS) BLE HAZARDS IN ANY DELIVERY SYSTEM

The foUowlng ll~ting of (}bservatlons and YJJrrllngs may he con_~ldered III lhc
establishment of an effectl",e deJivery ~ystem lor the developmentJlIv dJ~ablrd

1. The creatlun of a "Developmental DisabilIty AU1hority" does nol III
itself r~sult in the delIvery ot better selVlces Of more effectIve (Omdlnatl(111.
Quite to the contrary. It may preserve tJw sam' old unsalisf3dory ';y:-tem Ilncki

a new <:lod aUrae live label
2. Public monies allotted to a new cOl1cept can go tJWalU re1petIJallC11l

of an agency rather than bemg applied to chent ~rvlCes.

3. The power Inherent many syslelll to prcll'ide ,)[ til plifchas..' IlldY
tend tu sustam the familial but outmodeci fash..IOn of service 11Lui, lhr
establishment of <Iny new system, must have ai Its baSIS a dear-cut ,lJ!t'menr HI
terms of policy and philosophy as to glJals (,nd dHeClioll With the nlt'arl~ Ip

conlrol, monHOT, and evaJlIillt· complJallce and )crJormance.
4. In any new system conllTlltled tt· mtegra1lon lhere l~ alway.., the

potential for the outgrowth of separate but equJI services bel;ause lli' rhr rl~3r hy
the consumer of being bUlIed once agJll1 111 a lalger system. Integralltll1, although
agreed upon, m;Jy result III ~l centralizatIOn 01" authority to the Pl)lllt th2l1 Iht'
value of mtegrallon WIll be lost Jnd the handicapped W1I1 ag,un be ..,egre,gated,
but withm a larger burcaucral,y. Alsu, withlll ar: Integrated system, there 1:- stili J

danger that some ha.ndicaps may be mUle \)r les:, pupular than other"
5. There JS tendency In the formuJ.ltion of a new delivery ~y'~lem

servjng as It does:l mjsunderstood or unpopular populatIOn, that other categorlts
of social problems wilJ be "dumped" within the scope of the "ystem ~\len though
there is little or no relatlonship betwe~n them.

6. The fundlllg agents' agenua and philosophy fur lhe sy~Lem mdsl he
clearly stated, and understood III beIng cOflpatlbJe wuh the go;J1s d' lhe
consumer groups.

7. In the first Jlush of creative z.eal there IS a fisk :hJI "111;;'\\'" I1I11lh.:l!'.
will be developed and tested whIch have alreau'" been tried and tossetl JSld~ Let
us not continually redevelop the wheel'

These hazards and olhers Lmaginable I11llsl be cunsidered If we iJl{' bJ IIJVC oJ

practicctl and vjable system that is directed to'¥\Jrd movmg the developmentally
disabled at any age, 01 handicap into the lllaJnst earn of commuruly 11k

ELEMENTS ESSENTIAL TO ANY DELIVERY SYSTEM FOR THE
DEVELOPMENTALLY DISABLED

In summary, let me sd tonh a stateillent of h:ey clements III (he
establishment of a delivery system III rt:cognitll'll 01 the dg.hls 01 ;HI1I1dlVldll;ll,
regardless of his handkap, to bve WithIn hl~ oy'n community, and [0 be ~erv..:d

and to partake of those resources av,:11lablc to 111 residents III that COlTIIlllirl II \ .
These are listed below 1101 nctc':isJn\y III pnorit)' order

J. The human rights of the persoll Identlfled <IS deVl'ILlplllL'lllJ!I~,

disabled must be contilluously observed and sef\ ed.
2. Means and 11lethods musr b(' pre~cJ1t wlthlll Ihe :'Iyslcrll to cn,lhk
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the chent and his family to effect continued mput into program directIOn.
3. The system mu:.t be located geographically to penmt casy

accessibIlIty to the clients and f.1miJies it serves.
4. The system must contlnually work toward guiding its clients mto

the mainstream of service resources available to all residents m the community.
5. Provision must eXist for the system to be free to seJect the highest

quahty of service from any service sector. Whatever services and programs are
selected must h<lve buIlt·in proVision for continuity of service.

6. A realistic level (If funding support is essential to I.:arry out the
overdll objectives of the program.

7. An appeals procedure withm the system must be available to the
client at all levels.

8. An ongOing particIpatIOn with I.:ommunity planmng bodies (such as
Comprehensive Health Planning) in order that Integration of the needs of the
developmentally disabled can he effected into the pnmary health and welfare
delivery systems.

9. A method of early case-finding must be present with provISIon for
entrance mto accessible and necessary programs.

10. An advocacy component must be an mtegral part of any system.
11. A state pobtlcal structure musl eXlst that is responsive to thc needs

of all Its cItIZens mcluding the developmentaUy disabled.
12. Mallpower training and development must be responsive to the

contInually changing needs identifJed hy the system.
13. A recordkeeping system must be adequate, and record material

easily retflevable and useable for plannmg and program dlfectiun, ii"; well as
bemg meamngful to the client's needs.

14. There must be a clearly defIned goal-related evaluation system.
15. An effective mel hod of educating the community as to the

problems and needs of the developmentally disabled and Its role and
responsibiJity In overcoming th.~ probJcms and provldmg for the needs must be
devised.

As a matter of basLc philosophy any system must pursue every opportunity
to participate WIth parents, prOViders of C<lre, and others in the enrichment of
the lives of the handlcapped. Moreover, It must continuously seek the ways and
means to acrueve its stated goals and toward that end inVite the vIews and
counsel of those who share m this unportant endeavor.

SUMMARY

The problems are many in the establishment of any servIce delivery system
where human bcmgs are concl:rned. We have struggled over the years in our
search for bettcr ways to do the job that needs to be done. Now the opportunity
presents itself to work m com:ert In thIS age of ecumenjsm With one another to
design and bUild that model thH we conceive. Let us agree that with our stllte
and national planning and advisory councils supporting this principle of
mnovation and lIItegrJ1ion, we as particlpanls also wJiJ sh<lre our Ideas to the end
that the new systems we seek 'Will emerge. The mechanism for commUJ1lcatlon IS
here. Let us use it!
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WORKSHOP D1SCU:;SION

The Items lls/ed herC' ,He;] SUlllnlary of genelJ! comment!. hy res·Jure':
persons and participanls.

(1) It must be rel.:ognJud that funds dictate the level 1)1 "113111­

stream'· servIces. Thus, persoIlS Whl) have probh ms In gelling any :-.ervlce'\ due [,I
thejr handicap may have ,tn evell greater prublt nI In securing necessary servICes
from the geneIlc systems.

(2) It JS a problem to plJl1 systeills of service delivery when th,e
dimensIOn of need IS unclear. We must know aU the parameters.

(3) In any system cost cfflCI~ncy factors must be ..:onslderrd versu:'l ,i

humanistic approach or system
(4) Early case ldentlficatlon Illust be seen as an all! In cost redudlun.

(5) Problems were described related to the development 01 l:I ~yste11l

that has a tutal cummitment to all the develc'pmentally dlSabled-nD' to only
one segment of the popubtlOn.

(6) An expresslOn was made Jboul I'le need fur any servIce systl:rn II)

first l;onslder mdlviduals <llld lheu needs and ucveJop the system ;..trouncl thal
r<.tthcr than around the needs of the delj"l?rer. IJlllll13tely, aflY model should he
evaluated by asking the questIon ",He pc-oplt" gelling service?"

(7) Pros and !.:ons af(~ dISCUS.seU i.JS III whether or IIOt adV()Cdl~ C;ln

best be offered frum wI{hln Ot without the delt ... ery system.
(8) The qu~slioll WJS raLsed as to whether QUI sOl:lety really tJCIICVc:;

In equality of service for Its hanJll'apped pupulatlun, doubts were rxpressl:u h\
some.

(9) An expressilln W.lS mJde ,IS 10 balTlersexIstenl 111 delivery sy~.tl.;m:.;

in the form of poor architectural deSIgn: nlJ~named orgalJl7alJOnS, such as,
National Assodatlon for Retarded CJlJldren etc.

(0) There was much "show and tell" hy vanous State revrescntiltlvc,
describing how they approached servile dellvny III their State From AldSkil
with Its ulllque problems, to OhIO With Its rlew statewide C,lSC management
protectIve service and personaJ adVOCJl y system, anL! then ,)n to the AtlantiC
Coastal States with their varied approiJches and problems, the group~ agreec th..J[
one model cannot serve iJlI S[ates. bll.:h Slate must to(11 its iystem to meet It~

partICular needs recnglllzll1g the hazards clled In the tOpiC paper ,JS wdl ,1)
considermg the elements descrlhed as ess.enllaJ 111 any delivery :;;ystem
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Let us begm by assuming that aIL persons responsible for providing servIces
to the developmentally disabled want to provide high-quality, effective services.
TIus assumption is justified, 1 think, be~ause, in the first place, if the new
concept of developmental di,.bilities is to be accepted and implemented, the
services provided under the dl~velopmental disabilities legislation must be effec­
tive In meeting the needs of disabled persons. And, in the second place, most
people, even as you and I, want, for a variety of reasons, to do a good job. Domg
a good job, however, requjres that we have some objectives agamst which we can
judge our performance. Such objectives are often informal and unwritten. But if
they are to be maximally helpful In assuring tugh performance, they must be
precise and expliCit, so that our atlamment of them can serve as a measure of
our achievement. Thus, in the performance of our day-ta-day jobs, each of us
actually requires a set of standards as a means of assuring quality performance,
for a standard IS nothing more than a practical objective, the attamment of
which can serve as a measure (If our progress or our success.

I need not, L am sure, belabor the point that the assurance of quality
services demands standards, and the evaluation of performance against stand­
ards: the setting of standards .md the measunng of performance against them are
essential functions Ln the management of any enterprise, and the Developmental
Disabilities Act already requlfes that each Stale Plan provide for the mainte­
nance of standards with respect to the scope, quality, and admimstration of
services under the Plan. I would hope, however. that the experience of the
Accreditation Council for Fa.;ilities for the Mentally Retarded would be helpful
in this regard, for (he Council was established thIee years for the express purpose
of establishing standards, and the means to assess compliance with s.tandards, In

order to improve the qua lit} of services provided thai portion of the develop­
mentally disabled called mentally retarded.

The Accreditation Council for Facilities for the Mentally Retarded-·
AC/FMR for short-is a component of the Joint CommissIOn on AccredItation
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of H(lspltals, which has provIded J natlunal vullJrltary accret.lJtatlOn pll)gram fill
hOspltahi since 1L)51. The COllnclllscorllpu~ed ·11 two rcpre~(,IlL::Itlvn(d"cJ-.h (II
Its fIve Member Orgall1/.dLlons the American A)SoCIJtJun on MeI1L~.d DeIJClcIlCY,
the Amcncall P'iycllJ<ltrlc As~oLlaLIoll, the ('uun(1! for Exceptional C111ld,er, tIle
National AS~OClalron for RelJJded CluJdlen, Jnd Ihe Unlleu C'~rebrJI PaJ"y ,\~S()

ciatlOlls. Several other Ilatlomd organizations Interested Itl progr,Hrl:-' r(lr the
developmentall} disabled die ClIIH>nlly .lpplh:anI:i. ft)f ((lulled Memherr"hlp. Onl:
of the great strengths llf the ('(lulled lS the fact lhat It l11c1ud\~s partll.:!paHUn by
both the protcssl,mal provIders dnd (he repreSerl(allVC~ nt O)llSUrneh pt \ervlCt'<
for persom wah menul letardatlOJl ilnd other developmenl.d dlsablJitle~ The
Councll\ whole reaSOJl for being l'i the JlllprOVe nell! uf ')erVI\'e<; t(l IIIf' ultimate
consumer.

UNDElllYING I\SSUMPTIONS

The Councll"s 'ltandards, like all othel .\<.tar darJs, Jre hJsed uplln (J):lllrnr·

lIOns that elthel arise florn cultural vdlLles, or cepend upon the VJltdlly ld the
lelatinnshlp between the aCC()ll1pll~hlllent 01 ar IIlteTllledl;.!tl' nbJCLlI\'l' III Ihe
~ubsequcnl dchJcvemenl o( an ultlJnate gOll] Slncc valul' i:l~SUmplloJl~, art' nol
~ubJect to pruof, but are either accepted ,)[ rejected hy the Jser ul slandiITd~,

i.\lld Since, ill most are.:l$ uf human ...eIVI\'t', HIt' valldlly 01 the reL.l.llOllslup"
between mtermedlate and ultlrTl<:Ite objccllvrs LS f cquentJy unproven, It IS ullpor­
tant that these assumpLlollS bl.' Identtfied JnJ uilder~tootl. Afllong the <:I~surnp·

tIOns underlylllg Ihe AccredllallOn (ounclJ"s stand~rds Jfe the lollowlng
(l) The person With rnent<J1 ret<.Jrdaljon (01 ailuther developmental dJS­

ability) lS first (If all iI person whl) hd'l thl~ saint baS1C nghls a~ tnhcr prr '>:J1l "0 ,

including the right tu adequate treatment and hat,i1ltatlOn
C~) The mosl useful way to view Hlen\al n:tardalloll IS Wlthm J '"de

veloprnental model," 1TI whIch each relarded per'lIn IS ,:ollsldcreu lo be c.lplbJc
of learning, growth, and development, and eadl person IS ht'ld tu have ...;nme
potenual for progress, JlO lTIJlter how severely IlandlcJpped he may be, (ObVI­
ously, the developmentJI model of mental retal dation IS bulh conS[st~nT WIth
and supportjve of lhe developmental disabilllles c<mcepl )

(3) ServIces can and must be provIde j to meet the developme'-Ital
needs of the disabled person throughuu! Ius IIf·: SpilO, :-0 3~ to maxImize hl~

human qualitIes, increase the cOlllpleXlty of hI'" bl navlor, <lnd enhance nIl, ability
to cope with Ius envlronlnen t.

(4) Progrdms Jnd servIces should be cOllductcd In 3LLordallcc with lhe
pnnuple or normaiJzatlllll, defllled JS the usc 01 meallS that are J", clilturJlIy
normal as possible lo ellCll <llld rnJIIlt<.l1n hchdVlOf thJI IS as culturally lhHJ1lal a~

possible.

lhese Jnd olher underlymg JS~Urnpllons are st~led In documents sllCh ,1!o; the
Declaration of Genefai and Special RJghls of the Mentally Retarded, dnd the
Policy St<nemenls on Kl'sldentldl Servlce5 (ll lhl National AS',oCl3t!un f0r Re·
tarded CJuldren and the Presldenl's Committee 0'1 Menlal ReUlfllatlon, and the
dependence of the standard:'> on these a~sllmptJOn, IS acknowledged In the .<;;tJlld­
aids documents,
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PARTICIPANTS IN IlETERMINATION OF STANDARDS
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At this point in time we frequently lack data to show that compliance wah
standards is actually related to desired program outcomes (or the achievement of
ultimate objectives). Such standards, therefore, can be derived only from a con­
sensus of ex.perienced leaders In the field as 1O whal constitutes an adequate
program. There may, moreovel. be a number of means, or kinds of programs,
that can achieve the desired f(:sult, and since It is the result that is important,
standards should be applIcable to diverse kmds of endeavors. For both reasons,
particIpation in standard selling for human-service programs should be as broad
and varied as possible, in terms of such factors as professions, viewpoints. pro­
gram approaches, and levels of administrative responsibility.

In the case of the Council's standards, while the group of 10 people that
presently constitute the Council IS charged with adopting standards, it is obvious
that they cannot, by themselve:i, possess the expertise required to develop stand­
ards for every kind of servic" needed by rhe retarded and developmentally
disabled. Consequently, the ,.,1 role of the Council IS to enlist the help of many
mdividuals and groups In developmg standards, and from these efforts then (Q

assemble a workable whole for the gUldance and assessmenl of overall program
adequacy. The Council's Standards for Residenlial Facilities for the Mentally
Retarded, pubJJshed in September. 1<)7 I, renecls the participation of more than
200 indivlduals-admmlstrators, practitioners, researchers, and consumers­
includmg representatives of 42 national professional and consumer organizations
(in addition to the five Member OrganizatIOns of the Council). Thnty·five of
these organizatjons, with a m",nifesl major Inlerest In the provisjon of servic~s

for the mentally retarded and developmentally ritsabled, have been asked to
estabhsh continuing fatmal liaison with the Council, so as 10 keep It advised of
changing knowledge, needs, and practices relevant 10 standards setting and com­
pliance testing. For as value and validity assumptions change. as data relaUng
mtermedjate to ultjmate objectives becomes available, and as program ap­
proaches and emphases are modified, the standards must also be revised in order
to keep them eFfective tools fOl the improvement of services.

STANDARDS: ENVIRONMENT PROCESS OR OUTCOME?

Mosl assemblages of standalds emphaslze what may be called the "struc­
ture" of a program: the pos:.ession of an adequate physical plant, sufficIent
numbers of qualified personnel, and a sound admjnistrative organization. Essen­
tially, such standards, which have to do with intermediate objectives and are
sometimes called "effort standards," relale to the environment in whIch services
are rendered, rather than 10 the servu;es themselves or to the outcomes of the
services. The problem with such standards, of course, is that while environmental
factors may enable adequate iervices to be prOVIded, their presence does no1
guarantee that effective servICes WIll aClualJy be delivered 10 the clients who
need them. Stated another way, structural standards are necessary but not n:fJi'­
dent to assure an adequate program. If one wants to use standards as a means of
ensuring the delivery of effective services. It is necessary to look at more than
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the environment m which those service\) are rendered.
Smce an effective pJogram IS the ultimate obJectIve, II is deSirable, wherever

possible, to define program outcome In such a way that I t can he addressed
directly in standards. If It is agreed that, whatever else they may du, pr(lgrams
for the mentaUy retarded and developmentally disabled must produce Incre·
ments in the adaptive behaviors or developmeJltal skills of their chents; and It It
is further agreed that these behavIors and skilb (an be measured at some JCLe~H­

able level of reliabIlity; then there is, in prInciple, no reasun why standards
should not focus directly on outcome. The jI,C'/FMR standards do requ",' the
facilIty to provide each ,lient with services that enhance rus devel<,pment Tht'y
demand for each client an evaluation thaI Idenlifies hlS partJcular devcllpln~n[al

needs, implementation of an habilitation proglam specJflcalJy designed tc mel~t

those identified needs, regular review of (he dienl's rcspon'\e to Ih<.Jt prcogralll,
and appropriate revision of the program consequenl 10 the n·vlew I() cnSUH.' Ih.lt
program objectives are adueved. The specific objectives of each wdlviduall.le-d
habilitation program must be slated in behaVIOral terms, so that [1I~1f achieve­
ment can be assessed; general, hoped-for goals, however worlhy they may he, Ltlt-'

insufficient for progri:lm evaluation.
If It were feaSible or desLrable to Ignure the mei:lns by wruch outcome..; ,L:e

achieved, Il would be pOSSible 10 Ilimt slanuards for servIces to Ihe reraldrd alld
disabled to outcome me;,tsures alone. NOI all cf the possible mean'\ til eflective
results may be conSIstent With underlymg vaJu~ assumptions, however. The n(Jr­
malizatlOn prlllciple, for example, stipulates means a~ well as ends, artl the
achievement or elimination of behaviors thruugh the lise of aversive conditlomng
may not be acceptable when uther methods are available. fllere arc, mor,~over,

data that vahdale the relatlOnsrup of some plOgram provIsIons In the aChlCV(~

ment of desired program outcomes. There js, for exampJe, excellent eVlden<.e
that the development of mentally lelarded persons in a resldenllal ~etling I~

highly dependent upon the degree of posllll e interaL"t101l wllh nOOlelafded
adults, and there is good reason to beheve that certam aspeels of the phys"al ,IS

well as the socJal environment are really important In achieving deSired t1chav
ioral results. 111 the absenc~ ("If unlversal knowledge of the',e fJC10h, and Ihe
impJementatJOn of thIS "'nowledge In program ksign, It would be lmprud(~ll[ tu
ignore them ill standards_ Insofar as there is concern wIlh means, t!lereft)rc. 1t I~

necessary to mdude stanLlard:i lhat relate to pf\lgrilfll process-Ihe \.-lnJs 01 :-.el\.

ices thai are delivered to reCJplelll~ and the wa~'s In which lhey arc dehven:LI - as
well as standards that stipulate prugram outcom~

It IS also sometimes possihle to con~eplualL',e and deSign Intertn~d(Jte (lbJev
live st3Jldards as the uutcume8 or product~ of structure, lather than as ')tluc!uraJ
or formal components. Thus, rather than "tlpuLlling the form of the <H..InIl111~1ra­

tive organization of a facility, one may speCify end examine \l.hat Ihe produl.'t of
the organizatlOll lS to be: the dehvery of servict,s to the clienls. ThiS approach 15

desuable whenever there are a number of equally acceptahle means t(l a JO,lred
end.

The Accrerntation (ounCLI IS commJlted til developmg ,"Od uSlJIg oul':llnH'
and process standards wherever pOSSible. At c,ur present st.lge of knowledge,
however, some need for purely slructural standards rematns. Wah the limIted



Conference Proceedings 461

techniques for performance as~ssment thaI are currently available, for example,
It is frequently difficult to judge the quality of professional services. Requiring
that such servkes be rendered by professionally quaJified, certificated, and
licensed personnel does nol guarantee that they will be of high quality, but the
probability of securing acceptable services is greater under this condition than it
would be if iess-than-fully-quallfied personnel were used. Thus, the Council's
standards do make this structural requirement.

Because standards concerning structure and process may have to Include
considerable detaiJ, they may take up subslanlial space In a document such as
the Council's Standards for Rl'sidentiJIl Facilities. No one should believe, how­
ever, that the amount of space occupied by a standard, or by a sectIOn in Ihe
standards document, IS necessarily proportionaJ to its importance in determining
the adequacy of a program. A small number of outcome standards may be stated
sUCCinctly and require little space, yet be of crUCial importance in the assessment
of program effectiveness.

Whether they represent inlermediate or uhimate objectives, standards must
be expressed in such a way that their attainment can be objectively determine-d.
Standards may represent the implementallon of a philosophy, or they may
requtte a philosophy to be implemented, but if they are to be useful in assesSing
the adequacy of programs, tht·y must not be merely exhortations with which
compliance cannot be judged.

STANDARDS RELEVANT TO ALTERNATIVE MODELS OF CARE

The ~3 committees that wlote the CouncIl's Standards 0/ Residential Facili­
ties were asked to develop standards that do focus emphasIS on the delivery of
development-enhancing service~. to each individual resident, without stipulating
the organizational means 01 mandatIng any model of delivery. By focusmg on
the developmental services to be provided residents, whethel by the faCility Itself
or by other commumty agenci(~s and resources outside it, the committees found
It possible to wnte standards that are selectively applicable to the total range of
faCilities, from the large public to the smaIL pnvate. The Council's Standards are
Intended (Q be pertinent (Q unprovmg services In the tradItional institution, but
wilhuut encouraging the perpetuation of the mstituuon as the model for the
delivery of reSIdential services Whether any mentally retarded person really
needs the kInd of care that only such an institution can provide remains an open
question, and it is clear that Handards should also be relevant to alternative
models of residential care, and that exploration and innovatjon in thlS field
should be encouraged.

It is also clear that Ihe ··Iolal Institulion" descdbed by Goffman and others
must be avoided, and thaI such "total inslitutions" can be small as well as large,
and physically located in the heart of a L:ommunlty as well as remote from II.

Consistent WIth the principle of normalization, therefore, the Council's Stand·
ards emphasized affiJtation of each facility WIth other community resources, and
the use of commuruty rather Ihan only facUity semces wherever possible. Ily
focusing on outcome and pr·xess ralher than on struclure, the Council's
standards-writing committees realized lhal many services to residents may be
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provided as well or better by programs that aTe uut~lde the fact.llty l1:>.ell A5. a
result, many of the standards fur professIOnal and speCial serVices, and for or­
ganizatlOnal, aummJstlative, and programmmg policIes i:lnd plaC[lCe~, .He apph(;j­
ble to programs that do noL provide residential ',ervlces.

Some 9,600 copIes of the Srandards lor ResuJen/;ai Fadiuu'\' have het'll

distributed In thc year Sillce tllL'H publlCatloll, and thiS, I thmk, docs llldical..:' Iht'

hung~r lhat e),15ts fnr slandalds th;lt can help t(l ilssure Ihe devellJpment L ,f
qUiJlity services.

The standards tur [csldenllal facllilles havf ser\led ,IS a b.:lse for the u~'It'liJp'

ment of standards for u..lmprehenslve conuTIllniry programs for tht' merll...Illy
retalded, specllkally applicable to agencies pW\lldlllg Icss-than-24-hullr :-.eJVICI.:·"
The~c standards are brmg developed by a 26-nlembeI adVISOry cumnllltee, with
the aSsIstance of some 30 (,;onsultants, and they ,He expet:ted rn he publlsJ1t'd
next year. They W1.II, of ('l)ur~e, reflect the sa ne emphasIs on the Plovlslon rd
individuahzed developmclIli11 servlce~ for each dienl 111 response to hiS Ider'lIfieu
needs. To promote conlJlluiLy ~l1ll mtegrdlJOn uf ~ervlces. standJrd ....... 111 hl;'
provIded for "agency service eumpuncllt~" -sllch as dlagno';lll': JnJ ('vllll.Ulun
service~, services to promote learnmg devt'lupn't.'nl, Jnd services to SUppUl1 L'IlI
rluyrnent ur work --rather th~1I1 for specIfIC pre grams thill m;:IY be categurLleu In
terms of age group 01 settIng. The standards wlll not n1Jndate any aJlTlmlslrdll\'e
or orgalllzatlOnal model, but they WIll requlIe ,~ach agency tl) seek partlcipatllill
III a comprehensIve network of serVlCes, or S~rv1Cl' dellver:1 ~ystcm. lhat wlll
ensule the delIvery to each client of those servH cs 'hat he needs, Eventu<lIl:I, II I~

Jloped that lhe Councd will publish <I single, (1)1Ilprehenslve "et of standard ... 1(1]

all fJcilitles and prngram!o. servlJ1g lhe mentally rCI,Hded, JIll"urporalmg re,\.JenlI.11
servICe,,, as only une e:.;senll;J! LlmlponCnll11 lhe _ornplelc COllllnuum (Ii d(I·. The
Council also mlends to explore, durmg the LOrtllng year the t"caslhllilV ur
accredItmg i1 (;oordmateJ, cunlprchenslve, cordlllulll!y-wide system uf :'Il'IVlu'~

rather than merely act:redlltng Indiv..Idual elemellts In ~uLh a system_
Although the Counc.LI IS entltled "for lhe memdlly retJrucu," II IS Ifl tUllf'

WIth the developmental dlsabLlI[lcs con~cpt ThroughOUI the developmenl of 11lr
Council' .. standards there ha<; been a dellbcralc effort to Ifclude parlIcllHllHlll
that would make the ~t,lI1L1arJs appllcable to per:>.llns With cerebl,tl palsy and
oLhe-f developmcntal dlsahllJtles, as well as 10 p,'rsons WIth Inl~ntal rct,JrdalJDn II
IS likely Lhal the Council's. n~xl publJCatlon will bt: tilled ","t,mdarl.h for ( (1m­
rnunlty Agencies SelVlrtg Inlllviduah wllh Mt llt.:d RCLJrJatlon and Orht'( D,>
velopmental Disahililll:s," and (hat persons Jntert'sted III proglcams for Inulvlduah
with dlSabJlJtles other than mental retardation \A,olll also fmJ the ('nunc 11'" reSl
denual standard~ to be useful

THE ROLE OF STANDARDS IN IMPROVING SERVICES

A well-JeveJopeJ sel of r('levant standard~ Co..Ill be usee III seWld] W..I~'S III
help 10 lInplOve services.. The sl~nd'-lIJ:-l Ci;ln pll1\lldc gUldellllt·s useful Iu Jgell(.lt'~

respon<jlble lor develuping servKcs and s~rvlL'O:: Jcllvcry sY'i[,~ms_ llley -':.1,1 plll­

Vide the concrde lIlfUrrll.ltloll needed 10 enlist the support of legl<;!ators ,1I1d the
gennal publIC .Ill maklllg Ilel:essary rC'iources 'IV IlL..Ible. They (all serve to edll~.llt'
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members of the various professions as to the kmds of services they should
provide. They can guide the administrators and staffs of facilities and agencies in
upgrading services, and encourage them to appraise the programs that they offer.
They can assist consumers and consumer representatives in evaJuating and mOnl·
toring the services that are madt" available to meet their needs and in initiating
change where necessary. As a lasl resort, they can seIVe as a resource in the event
that a court of law is asked to judge the adequacy of treatmenr received In

relation to the treatment to which a recipient is legally entitled. And, of course,
they can be employed In a formaJ accredilation program.

While standards may be usetl as a sort of checklist against which services are
compared, their usefulness can be increased by defining systematic procedures
for measuring the performance (If programs relative to the specified objectives.
The nature of these procedures is (or should be) dictated by the standards with
which compliance is to be assessed, as weU as by the particular purpose for
which the assessment is made. Thus, the National Associarion for Retarded
Children's project for Parenl Traming in ReSidential Programmmg (supported by
the Division of DeveJopmental DisabilitIes) has developed excellent materials to
help parents judge the extent to which residential facilities comply with the
Council's Standards. Highly systematic and standardized procedures are needed
for accreditation, in which the dt:gree of complJ3nce must be detennined. In any
case, experience indicates that maximal benefit accrues when performance IS

evaluated bOlh continuously by the plOgram operators and at regular intervals
by independent, impartlaJ, outSIde obseIVers. It is a truism that when we are
involved in our own programs, we often cannot see the forest because of the
trees, and we frequently lose sight of indiVidual trees as weU.

THE ACCREDITATION PROCESS

Self-Survey by Facility

For accreditation purposes the procedures to assess compliance With the
Council's Standards begin with a complete ""If·survey, which IS to be done by
the facility's own staff prior to a site visit by Council surveyors. Since each ltern
in the Standards has some degree ofimponan..:e in a fully adequate program, the
Survey Questionnaire used for the seJf-survey requires the faCUlty 10 assess its
compliance with every item In the Standards that is relevant 10 its particular
operation. The facility IS required to report whether it 1S 10 full compliance,
partial compliance, or noncompliance With each item, or if an item is not
applicable, and to explain each instance of partial compliance or nonapplica­
bility. The facility is also asked to prOVide documentary evidence or expert
certification of complIance with some items, iJnd to answer questions concerning
the implementation of certaJn items, or to gJve examples of their implementiJ­
tlDn. Like the required explanations of partial compliance and nonapplicability,
these supplementary questions serve several functions. An answer may indicate
whether or not the respondent has understood the statement of the standards,
md it may permit an independent judgement to be made regarding the facility's
compliance. Perhaps more imponant, il is easier 10 simply say, yes, we ate doing
what we are reqUired to do, than it is to slate what it is we are dOing or how we
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are doing it, In relatlo]l to J specified ob.lectlv:. Havmg 10 do the latter (<JlIse~ us
10 Hunk, and often to evaluate the LJllOnale of what we Illay he d,)lJlg llU'wly
from custum, or habit, or rouunt:.

Council Prepares for Visit

PrJor to conducting thi: on-site :->urvey, Ihe C'OUl1ctl's surveyor:-. re .... lew lhe
facllity's Survey Qucstjonnaue, which constitutes the mfo:matlOn hasE' tllr lhe
survey. Inquiries may be made of pubiJc hcensing agencies. or alhcl It"lcvilllt

eX:Jmi.mng or reviewing bodies, concerning the facility's cO'.11ph,mL~ wilh itand­
ards. At the beginnmg of the site visit, an opportunity IS provided Illr ,my
representatIves of consumers or the general public to offer any \.)lher IIlforrna­
lioll relevant to the determmallOn of Ihe facility's complianGe.

ComplJance with structural standards call usually be detcffillned by reV1ew
of the Survey Que~llOnnaire, leo:tvIllg Ihe CounctJ's oll-sitl~ survey Iree III l'JIl­
cenlrale on lJbserv.::Itlons of proce'ls and ourcornc. Whell standJrd:; ernphJSllt'
pnJduct or OU1cOtllf, as du the (oun('il's, the on,slle survey must In..:m 011
confirming the actual delivery of services to ,;ltents, and 011 the cffrctiv('ness of
those serVlces. One sImply can nut Judge clJmplJance WIth such sralld,uds by
exammmg a t1:lble at orgaOllJllon. computIng aJloted sp,lce, ()I cQUnll1lg the
number of personnel. nu matter huw Ullport wt these enahhng fador.; rJlJY be
The lime requIred to Jssess the de)lv~f)' of s~rvices to every chent l)f a r:lCl.l!ly
may prohibIt lh.ll approach, but J( least a repTesentJtl ... e s;mlple of ([lelll';, rllu~t

be Investigated

Sile Visit

In conducting the lm-slte survey of a re~,IJentllll 11lCLllly, the C,uncl!') ~:1l1­

veyols concentrJte nn perforllling ;1 "program ;H1dll'· or;1 _~lra(JlltJ s:Jfrrpk' 0/
re:-'Idcnts, of vallous lIges and levels of rctaIdatHlIl, hath .unbulalory Jild Ilon­
ambulatory, In ordcl to assess compliance WIth those Items In the StalldJrds that
most directly pertaul tu the delIvery uf adeqLlate programs and servlces tv leSI­
deTlts. The SlZe of Ihe sllmple needed dcpelll.Js, of !.:OIHSt, upon rhe size and
homogeneity of the faCLllty'<; popuJalioll, the consIstency found ;.IS the sample IS
examined, and Ihe Jeslred level of cOl1fidence for Ihe Clllll·]uS](,m (WhIle l-ulJ
compliance can ncv~r be proven by d sampll' of Jny "ilZe, only OI1C IIlSlance 01
less lhan fuU compliance IS requir~d 10 dlspove fuU complJancc fur J popula­
tion.) The surveyor's assessment IS derived j rom revlewmg the recoid of e,lCh
resident In the sample: from observmg the resident, In the lIvmg Ullll ,IIlU In

program areas; from lalkmg to hIm (when that IS feaSIble), ,mct from laJkJIIg ~"lh

lhe direct-care pers.onnel who are responslblt for the resident's call' III respect
to profeSSIOnal ,tIld speCial service",. tht~ sunceyors J~sess buth whether or not
such servtces appear to be reachmg the lesldent, lJl ,lCcordance WIth hli needs,
and whether or nor such servlces app~ar to bl' reaching the dHect·care, front-I me
staff, in accordance with then needs for tralllmg and consultatIon, so that they
may morc adequately meet the needs ('If the reSldenl. The surveyors also as,:iCSS
the degree to which ~ervlces geem 10 be rendeled in l coordindled. Illter­
d.1sclphnary fashion, rather than III ,\ fragm,'nted, diSCipline-Oriented ..... <1.", ,:iIld
tht, extent to whJch the prmclple of nom13lJzatioll, J~ delined 1Il the St;lnuards,



Conference ProceedIngs 465

IS Lmplemented in the daJ..ly lives of the resIdents. Finally, the surveyors assess
the ultimate measure of the facility's effectiveness: the trend in the resident's
development during his stay there, as judged from the recorded assessments of
his behavior and status.

You will note that rather than beginning, in a more traditional way, with
the top administration and stafr of the facility, the Council's surveyors begin
Wlth the resident, go to the direct-care statf who ordinarily spend most time
Wlth the resident, and then go to professional staff and administratlOn, primarily
to try to ascertain the reason for those Instances jn which needed services do not
seem to be being delivered. As the last step In the sunrey process, the surveyors
meet with the facility's administration and staff and review their self-assessment
of compliance wnh the Standards, pointing out and dLscussing each instance m
which the surveyors' assessment-derived from observahons of individual resI­
dents and individual programs-differs from the facility's assessment relative to
aU lis residents and aU its programs. Thjs exercise, which has required up to five
hours, truly reveals the value of combining and self-appraisal of facility programs
by facility staff with an appraisal by outside, objective, third-party observers.

Evalualion and Feedback

An accreditation survey by the CounciJ requires from two to fifteen man·
days, depending all the size of tlte faCility. 11lc survey is not an inspection. Il IS,

rather, an evaluatIOn, designed 10 provide the facility with impartial educatIOnal
and consultatlve services that its own staff, no matter how welJ qualified, simply
cannot offer. Each Council surveyor IS an experienced and fully qualified mem­
ber of one of the professions relevant to evaluation of and program planning for
persons with mental retardation and other developmental disabilities. Each sur­
veyor IS, of course, tramed in thl~ Counell's slandards i:tnd in the procedures used
to assess compJiance with them, before undertak:mg a survey. The survey proce­
dures are thoroughJy tested pdol to use, and feedback from the survey process is
used to improve and refine th~ survey techniques, as well as the standards
themselves.

At a recent nalionaJ confertnce, one fal.:lIlty admmistrator, who had experi­
enced bOlh more traditional kmds of survey, and a survey by AC/FMR, stated
his conviction that the latter was "Jnflllitely more meJ.ningful" to the facUity's
staff. A survey that focuses on process and outcome rather than on structure has
another advantage, too, in that dala concernlllg program effectiveness, compiled
over time, can serve to validate standards Loncerning program structure. Once
programs successful in acrueving desired outcomes are Identlfled, it may be
possihle to speCify what inputs .He really necessary fOJ successful programs and,
accordingly, to supply empLricaJ justificatIon for {he effort requirements Slated
in the standards. The validity assumptions that necessarLly underlie standards
must be subject to continuous scrutiny and test, anu the standards modified
accordmgly. Standards must, in olher words. be continuously subject to review
and reVision on the basJs of SUf\oey experience. Standard setting and compliance
assessment are, therefore, really dual, complt.rrientary aspects of a single process
of accreditation.
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LEVEL OF STANDARDS Ar,D DEGREE OF
COMPLIANCE REQUIRED

A dual-aspect problem 111 thlS process conL:erm the level at whICh standards
are to be set and the degree of complIance th.Jt is to be requHed for accredll.1­
lion. Two chokes are possIble concerning :'>tardarJs they lllay he 'iel ,\1 ale\lel
representatIve of some level of current pl3ctlV, 01 they may be set at the It.'vel
repr~sentative of current knowledge and belwf as to what good and efT'cctlvc
practice should he. It IS generaJly agreed that III most are~s of hUlllan :-.ervlce­
and cenainly thIS IS trul~ Df servlce~ for the developml?lltdlly Llisablt:d -CUfJl:nt

practice lags far behmd 3vauable k-nowledgl' Smce published standards in­

evitably serve as guidelines tor the Jeveloprnent of future programs, as Ivell a~

measures of the adequacy of existing (lnes, It was the (OUIll Il's decisloll thai Its

stanuard!i should represent what the best avaLl thle cUrlcnt knowlrdge and prdc­
tice hold to be necessary or deSIrable for prc,vldlng a fuUy adequiJtc program.
The partlcipatlOn of practitioners III standard, developmenl assured that every
standard is currently hemg met In at least one faCLllly. and SlJ long. (is ~H1Y facLll1 Y
can L:omply with a desirable ~t::lndartJ (here LS nl) reason, In prlllclpll~, why others
should not do so, or why consumers shoulu n'll expel:! them to dll '10, or why
consumers should be satisfied With less. Con~ldeflng the varJabJe level (If ccr­
tamly with which l:Ompllancl~ with mtennedi;He-objecllVe slandanJ:-. lHay be reo
lated to aduevement of u!Lunate goals, howevl'r, the standards are dlvlded lJll0
those believed mandatory or essential and those thought de~Hable 01 recom­
mended, in order to proVide J fully adequate program,

Once the level of stannalds has been eslabbilled, the degree of lomplJ<Jnn.'
that is required ror accreditatlOn may be set at the leveJ of L:ompJJance ex.hlblted
by the least-complying member of the group, (,r numbel, of lacllitH's one Wlsttl~S

to accredit; or It may be sel accnn..ling La so ne ueslred lev'el of adequ3cy lll'
program Wlthoul referclll:e 10 the number of faL:iJities tll<J( achIeve it. The degrf"c
of compliance may be established, in other we rds, so that allY given prop'JrtlllTl
of existing facdltles may qualJfy, or so that Oldy those that proVIUl' iJ pr<1gr<:lln
defined as adequate may do so. The number of accredltahle lacHillcs, tJbVl(lIlSI~!,

is a function of both the level of the standards and the level 01 L:ompllall(t
required for accreditation: and the determlnatllll1s of these two level~, therefufi.',
are inseparable interrelated.

The fundamental purpose of aCl:fl.'dltalloll, as the COUllCU VI~W" It, l~ lhe
Improvement of services to the consumer, and the leveJ of requlreJ compltdlll"e
must be set so as to best accomplish thIS resulr AccrethlatlOn IS also mtended,
however, to proted the consumer by identIfying high-quallly fi:lCllltil'"" ane hoth
the required level of compllanl,;e for iiccredltallon and [he wQ'y III which acut>dl
tatlOn js presented to the public must also realize thiS goal.

It may be argued that 11" accreditatlOn IS Ilmiled to the lew facilities thell
provide the highest level of servk:e, other fa<:Llities Will Ilut be rllll[ivateu [ll

improve their servIces so as to achieve Ihe distant goa] of acuedHi.lllLlIl, iJJI,j thed
the most effective approach 10 unprovmg services through a,:credilatlOlI, there­
fore, is to establish Q level at whjch 1ll<lny fac.llltlt:s can quaJify, and thelllalse the
level so as to lead these I,KUI!ICS to Illiprove tht: II SC\V\CCS HI Ilruer td rctalll tht'I,1



Conference Proceedings 467

accredltatlon. On the other hand, most leaders In the field would probably agree
with a recent public statemenl of the Ex~cutlVe Director of the President's
Committee on Mental Retardation thar "very few" residential facilities for the
retarded presently mamtain "adequate standards of heaJth and treatment," and
it may be questioned thiJt Jess-than-adequate facilitLes should he awarded the seal
of approval that accreditation mevltably impJies. If accreditation means to the
consumer (or his representative) that he can feel some assurance of obtaIning
adequate services from an accredited facillty, can accredHatlOn of a less-than­
"dequate facility be countenanced? Fmally, accredited facilities are likely to be
taken as models for others to e'TIulate, and should anything less than what the
best current knowledge and practice allow be pennitted to serve as such a
model?

WhUe dIScussion of this Issue will undoubtedly contmue, for the present the
CounCil has taken the posltion lhiJt the bestowal of accreditation must attest to
the demonstrated delivery of adequate, effectIve serVIces to the reSIdents of a
facihty. The fact that a facility .lpplies for accreditation "nd voluntarily subjects
itself to survey, however, lS obvious evidence of its striving for excellencc,
whether or not accreditatIOn IS achieved, and every facility that opens Itself to
the Council's scrutmy deserves public recogmtlOn of this fact. The award of a
certificate of accreditation is nl)t, and should not be thought to be, the sole
reason or motivatIOn for applying for a survey. The councLl is studying, however,
the possible advantages of proVIding for levels of accreditation, rather than only
accreditatIOn or nonaccreditatlC'n. It might be possible, for example, to recog­
nize a less-than-fuU-accreditatlOn status that would acknowledge the demon­
strated effort and Intent of <J facility to offer adequate servIces, without
implyIng to the consumer that adequate servIces :lre presently avaUable from the
facility, or inferting that the facihty should be taken as a model that others may
emulate. It should be noted, IT, this connection that all accredltfltlon IS condi­
tIOnal, In the sense that its retention is dependent upnn continuance of compli­
ance With the standards and upon annual or biannual resurvey; and during eiJch
resurvey, attentIOn centers on Improvements accomplished sjnce the previous
assessment

INDEPENDENT, NATIONAL, VOLUNTARY ACCREDITING BODY

It should be apparent from the preceding that if standards are to be effec­
tive III ensuring quality serVices, the body that sets standards and reqUIred com­
pliance leveJs nlU'it have the f1exlbilJty to change standards and levels m response
to changing knowledge, cundItlons, and needs, and especially m response to
experience WIth the applicatIOn iJnd use of the standards. The standard-setting
body must also have the Oexlbillty to assure appropriate participation in stand­
ards developmen1, review, and revision. Gmernmental licenSIng, primarily con­
cerned with the avaIlability of fssential environmental factors, and mtended to
assure minimum capability to offer services to the public, IS surely relevant to
consumer protection. The flexibility necessary for setttng and maintaming effec­
Hve, detaIled, programmatIc standards, however, IS more lIkely to be possessed
by a voluntary than by a governmental agellcy. The Council therefore believes
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that such standards arc best set by an indepcndilllf, tl(J{f(/llal. voluntaryaccredll'
illg body, composed of representatives .j{ both the providers and the consumer:;
of the services covered. Through thIs unified approach, also, the IllerfJClenl

proliferation of stand;Hd~ can be' avoided. TIle accredItation i:lwdTded bj' all
mdependent body, atteslmg that il faciliTY rnt'cLs relevant ~;tandards, may, of
course, be recogmzed by gavel nment. 35, for eX;lmple, In certifYing eligIbilIty fOl
particIpation In public fmanclal proglams. Ever If accredItatIOn IS not achleved,
a survey may provide eVIdence that supports (he efforts of publicly-operated
facilitles to secure ne~ded changes or Illeccas-cd resources fromlegIsJatlve bodles
Consumers can assist facllltIes In this regard by encouragmg their partICipatiOn III

the accreditation process. FacIlitation nf coopnattve relationships with Uillver­
sIty and other profeSSIOnal traming programs, which are themselves IlrIki'd ((I

voluntary accredltatlOrJ, is yet another W::lY III which accredItation ot a fac1lily
may help to upgrade Its services.

SUPPORT FOR THE AC/FMR

All these approaches are antH..:ipated in Ihe prugri:lITI of the AccrcdllatlOll
Councd, which represents a parlnershJp 1)1' pr wlders and C'Jnsumers, ,lcllvely
supported by governmenl, i:lIIJ working together to llI1prOVe services tIl tltt~

menL..dl~,.. retardeu i:lnd developmenfally disabled Since liS formatIOn the CounCIl
has been Hni:lncially supported by the Social i:llld Rehabllitallon ServH:e 01 11ll'
Department of Health, EducatlOll. ilild Welfart (wlIh current grants from tht,
DIvision of Developmental DIsabilIties), by cOlllribuLlOns from each 0f It:; flvl~

Member OrganizatIons, and by contributIOns f!(lm the Jomt CommiSSion (whose
Corporate Members are the AmericJn College of Physlclans, AmeTlcan ColJegc o~"

Surgeons, Amencan HospItal ASsoclillj~ln, and Amencan Medical ASS(ICLallonj
Fees paLd by faCilities and agencies pillliclpat ng In the accredllatlon prxe~',

parthdly defray the co<>ts of the survey. All rdevanl sector~, thu<> share 11\ tht·
Council's commHment to develop and Jmplern~nt standards and survey proce­
dures that Will en&ure the delivery of qU;Jhty "ervlces to perso1l'> with ment..J1
retarda110n and other developmental dIS<lbl1l[le~.

USlIlg these techmques, accredltallon ..::m p11ltcct the cunsumer hy Identify
IIlg hJgh-quallty taci.l11ies, encourage proViders to mallltam hlj~ levels of servlu'
for the consumer's benefIt, and furlll~h the facrllty or agency W1lh eVldell':c- (II

i:IccountabIlity to those orgalllldlions and InJlvIUU<lls who support II, and whum
it serves.
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In the past few years, seveJal new concepts and problems have emerged in
the administration and delivery of services for the developmentally disabled. It is
no longer possible for planners and admiDistrators to be concerned with only a
single traditional kind of program; they must also be aware of the wide field of
social forces in which they operate, and they must have the skills to deal with
many aspects of that broader Held of forces in greater depth than previously.
Before ldentifying some of the new skills required, it may be well to first explore
some of the new trends in the d~hvery of services and in administration. First let
us look at some of the new trends in services, for example, court decisions on
"Right to Treatment or Education."

A notable recent (rend has been the affirmation by many courts of the right
to treatment or education of handicapped persons (Alabama and Pennsylvania
especially). Some of these COUI t decisions have been directed to single institu­
tions around single individuals, while others have been the result of class action
suits against entire agencies requiring them to show that they are producing
adequate treatment or education for all handicapped persons for whom they are
responsible. Most of these decisions have required evidence of a specific plan of
services (treatment or education) for each handicapped person. In addition,
some courts have spelled out ~taffing ratios and certain operating procedures
that must be demonstrated as evidence of adequate service. Persons are no longer
to be held in institutions without evidence that such treatment plans are being
implemented.

Aside from the skills for responding to class action law suits of this kind,
these trends require skills in developing and implementing treatment plans for
individuals. Now we must have the skills for planning individualized programs
with time schedules and with outcomes that can be monitored to assure that the
plans are being implemented. No longer is It sufficient to have only general care
for all handicapped residents lD institutional programs or simply to include
retarded youngsters in the regular public school programs. New planning, record
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keepLng systcm~, and nlUnilurlllg "kills Illllst be dt'v~l{jpl:u 10 meel th~"l' Je
Il1Jnds.

Another aspt.>L:l 1)1" lhe HUI1l<JJ1 RJglll~. III0 \t: me 11 I I" the re~ftlrnlJlllJ]I 1)1 lhe
righl of the hJndJCappcd 10 jHlVJCy, peIS(Jnd: Jlgnlly ...lnU <1 bette' 411~llly III

life -especially In lIlstllulJons. We CiJll 1l0lollge, 1Olcr;llC gang balhr\)om", U"!l\1 'I·

slup of residents' m._IlI, Lirah UJlIflJflll·llk,? c101hing, Jnd rcgJnlcnted dally living
schedules. Program bIders musL bt' ;Iblc 10 i.Jr!:L:ulale the elelllents th,JI nl,lke lip
a Jughcr qualJty of life; tfley IlJUSI Jlsl\ e:-.l:Jbll:J1 procedure:-- til """lIfl' LlIdl Ihc..,l'
elements are present despite IlInltJllOns nl fCSOlllces

COMMUNITY BASED PROGRAMS

CJoscly related to the '''flght to trc',ltmcnt ' t1CCI'iIOIlS IS d new In()venwnr I(I

IOl:3te progrJms for the hanulcappeu Irl the Cl'lllmunities. Despite lhe (:w[ th,lt
there lS an incrcaslng number of sevnely ar,d multiply h.mdll3ppcd rl'l~(JIl~

survIving past lrIfancy, lhere IS il trend r'J 11311 the dcvelopl~lenl of ,Iny tUltlt,~r

Inshtutional facihtlcs and <l ~On(OIlIl!Jnt ~(rllrr to encourage and .ISSIS! I;Orll­

mUnities to provIde a wide range of ~(:rvIC~S so Lhdt lhe handicapped II laY rCI1l,lllI
in then own homes and CUninlUnltlC'5 Jnd live J", nurm,,!1 a I1fe as pOSSible There
has been a great acceptance llf the C{llh.:~pl lot helping the person with ~()Illl'

residual disablhty 10 t"undlun al his besl pusslble level al h0rllC S~h()ol<j. hll~,l­

nesses. mdustnes, churches. and sOL:lal organil_<lllollS ale milch Inurt: wlllillg. III

serve the h,mdll.:apped who Illst J few ye~Hs igll well' excluded he'::lIl'>v lilt y
"were of below average 1IIIellJgeIH:e" or "f10[ fully <llllbulatorv .

These trends require a ....... HJe r<Jngc of new I umpelendes lor the agencle~ JTIlI
professlOns that work pfllmmly with the handH uppcd. They ,Ire leal nmg tl' WOI k
Wlth Jay groups, conimulllty agencies and the public at large rhl~ requIJc",

commumty planning sktlls, (onsultalJPn ~k.uls and edul:atlonul skdls Iht: skills
directed to helpmg the staff persons ul vanous agenclCs to know how to Wlil k
with the handIcapped III their legular programs and the ahlll!y hi help the
general publIc to understand and accept the h.lfldlCappcd In the c(lllllllunlty. It
requires skills In commumty development and advocacy tn get ne .... rE'S( IlILes,
faclhties, and services for the handlcJpped III the commullity and [0 change
rules, regul"t1ons, and poJlci~s that forrllerly blocked the developmcnlally dis­
abled. It also requires sktlls in the use of th~ m"dia, m worklllg WIth tile political
and l.:lvic leadersrup or the comrllunlty, III lISLI g consumer groups, Jlld 111 work·
ing with courts and uther rarts of lhe c{,mrnunlty WI, h whlcll we hJvt~

custumanly had httle to do.
Furthermore, as :-.erVlCCS Illove ILl the LLlll1rllunilY k ....el , we see the <1l1ldlg.1

matJon of i.I varIety lll" publIC ,mt.J voluntary ag"llcIC:'. Ilnked 111 pruvH,"hng Sl;rvlll':-'
fOI the handicapped. ThiS requires <J v<Irlety 01 lnLemgency ("onlracrs Jlld (l~rL"_'

menrs for funds, servICes, ;tIld records The owraJl program admllll'>trator JrW',[

have the sklJls to develop ant..! mOllltor Lhese ourchase·of·servJce ({llltrJC',S and
agreements. It IS no longer sufliL:iclll for hIm to he concerned only wllh the leg,d
and finanCial aspects of Jus own program. For the voluntary agency there rnu·,t
be new skills of cuntractlllg lor cerlilJll service:: ,Hid assurmg that those selvlCts
are deh ....ered and linked accordlllg 10 lhe tenns of the contrdct TIll'S kind nf
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accountability to an overall program admimstrator has not been characteristic of
most voluntary agencies.

MANAGING MORAL DILEMMAS

The presence of larger numbers of severely and multiply-handicapped per­
~ons in our SOCJcty requires e"en greater development of lughly sophisticated
professional skills for working with these persons. In fact, our technology's
fabulous success In mamtaming life In some of the very severely disabled persons
has raIsed serious moral dilemmas abou t whether we should apply these tech­
nologjes to maintain life at all costs. While this kind of moral dilemma is not
unique to the developmentally dlsabled, it does have specific nnport for workers
in this field. This requires deftness in workmg with f'milies of the disabled 'nd
with staff persons when these Issues anse. The lssues are legal, moral, reli·
gious, cultural 'nd psychological. Closely allIed is the need for genetic
counselmg-skilis wluch have generally been reserved to only a few specialists,
but which now are bemg expected of more and more workers.

UMBRELLA HUM,\N RESOURCES PROGRAMMING

These new concepts and trends 10 services reqUire new trends in program­
ming and administration, and we fmd that another host of new skills is neces­
sary Perhaps the most overwhdming problem here js the movement to plan and
program a Wlde range of pubJ lC human servlces programs together at both the
~tate and Jocal levels. Until very recently most human service programs were
planned and structured according to narrow categorical programs-mental
health, mental retardatIOn, crippled children, tuberculosIs, etc. While there are
some exceptions, there lS now a trend to plan, finance, and structure publlc
programs under much broadel groupmgs. The concept of the developmental
disahilities is one mamfestation of that trend. However, wlth the Allied Services
Act before the u.s. Congress arid with new Deparlments of Human Resources or
slfililar composite agencjes in nearly half of the states, there is an even stronger
need to incorporate developml~nta1 disabilities within a broad human services
framework that includes healtll, rehabIlHatJOn, welfare, and correctlons as weU
as mental health, alcoholism, drug abuse, and aging. At Ihe same lime, there is a
Jrive to locate the initiative for statewlde plannmg and development of programs
at the state level-in commlssl0ns and counclls as well as m the state depart­
ments. This IS somewhat different from the usual establishment of a state plan to
which local proposals must conform. Rather, It requires an actIve reachmg oul to
help local communities to develop and carry out theu plans and programs. In
addItIOn, there is a strong cxpectatJOn that both state and JocaJ plannmg and
programming will include substantial consumer mvolvement.

HUMAN RESOURCES PLANNING

These trends requlfe many new skills. Chief among them are skills for plan­
ning, but especially in relatmg to a broad range of human service agencies, JocaJ
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governments, citizen groups, voluntary agenLie:., consumers i:lnd tundlllg sources
More precisely, we musl develop skJlIs of advocacy L11 tht broadest sense qf
encouraging these agencies and gruups lO get together and IIlHl.HC planllUig Jnd
programming on behaJf of the handicapped. B-Il we must also have the tllnalkr
skills and knowledge to parLiclpaLc ill planning ami programming for nthcl dfta:-.

of the humiJll services for which we have not lradillonally had much concern
the poor, the aged, the offender, etc.

CONSUMER INVOLVEMENT

We need also to develop sensitIvIty and ability to work IN1th c()nsumer~ and
citizen groups--especially those from minorlt!es-so that we truly encourage
their contributions and participation m plannillg and operatlng SeIYIL't.~S F'lofes­
sionals and adnunistrator~ have traditionaJly been the experts who "knew It a1l '"
and who prescnbed and gave orders fur c!lent:" but most at them have had 110

trairung for the role of eliciting and allOWing consumer participation In defmmg
problems and setHng plans. This IS the age ot the consumer, and these skills must
be learned by the professlOnaJs who wIll wurk L.I1 programs fOl the handICapped
so that consumer participation works al more (han the token level.

MANAGEMENT BY OBJECTIVES

At a more specilic level l)f program planning and admlnlstratlOLI, we lmd
severaJ new trends. One of these is Ihe trend t) some kmd of "managcnu"nl hy
objectives." There are many iJpproaches-Plogram Budgeting, Program FinanCial
Planning, Key Factor AnalySis-but aU have III common the nut Ion of s['elhng
out some kind of program objectives 10 be acc(lmplJshed with the conespondmg
budget costs. Most public agencies are movmg SI rongly <lway from the rraditJOll,tl
lump sum or line Item budgets to some form oj program budget. Admlnlstrat(H~

and staff must learn the techmques of developing and e>:ecutlng J. pwgram
budget. In the most sophisticated of these te,:hmques, the objeclives mllst be
stated in measureablc terms of outcomes to h~ atlamed for the clients--llot In

terms of services proVided. TIns is often extrcrlely difficult to do 1Il Iht~ human
services and especiaHy for the handicapped It IS partJcularly difficult for mo:,t
professionals who are accustomed to thinking and beIng p:lld In terms of the
services they proVide rather than in temlS of olltcomes <Jttamed by then Client:,
These new management techniques lol..:uS on ,·ost effectiveness rather than on
professional perfection. 1ltis often requires profeSSionals to think mOle m terms
of offering consultation and education (0 Lumly members and to lesser l1alned
workers rather than sperldmg all of lhelr (illle In direcl dlen! 'iCrVICes The
administrator will also need to be abll! to pel~uade the plllfesslonill" 10 lllake
these changes In thelf roles 3nd melhod~

MANAGEMENT INFORMATION SYSTEMS

CloseJy related 10 these new frlnns of nlanagement hy objectives IS the
matter of newly developmg Management Jnfomlation Systems. The record keep­
mg and data systems in most human st'T\'lce plograms, and espeCially tho~e for
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the handicapped, have been almost useless. They ha~e given us little more than
just gross totals of the numbers of persons served with only the crudest data
about the indi~iduaJs or of the services, costs, results, etc. Sophisticated record
and data systems closely related to objectives are being de~e]oped In many
places. Most are computerized Jnd require a fair degree of technical skill, espe­
ciaUy in their usc for management and evaluation purposes. SelectIng key man·
agement information items and. the analysis, correlation, and interpretation of all
of these data will require sophisticated sk..iUs on the part of program planners and
managers. Skills of data management for program evaluation and admmistration
are almost universally excluded from the profeSSIOnal training of all workers In

the human services today.

NEW MANPOWER TRENDS

New Levels of Workers

Besides the important functIOns of data management and budgeting, the
other major function of adminislTation is deployment and use of human re­
sources-the personnel function. In the area of manpower there are several new
trends. One of these is the dewlopment and use of new levels of workers in the
human services.

In institutions we tradilionally hi:tVe employed only a few full professionals
and a large number of aides or attendants who had no formal training for ~heir

work nor any status m the syslem. Now we are developing a more coordinated
manpower system for the human services, including. (1) New Careerists,
(2) technical level workers wilh cerllficates or associate of arts degrees from
two-year colleges, (3) associate level workers Wlth bachelor's degrees as well as
(4) the professionals. Commumty programs as well as institutions are begmning
to train and use these workers. Some programs have been very successful while
others have failed badly in introducing and using new workers.

The Generalist Human Services Worker

In some places the new w,)rkers are used only as aides or assistants to the
professionals, or they are given only limiLeu or menial tasks and responsibilities.
Some places have weJl·developed career ladders for these workers: others have
only dead end jobs. Many of the more successful programs are training and usmg
the new workers as "human service generalists.'· These workers are aSSigned to
work with a small group of clients and their familIes 10 get to know them and to
help them in the /Oraliry of their problem-whether the needs are medical,
educaliolJal, nn~ncial. occupallonal or whatever. The worker plays whatever
roles he can to help his client; he calls on consultation from specialists In rhe
~arious agencies when he ne~ds iI, and he refers to specialists when it is required.
But even then he retains a close contact and relationship with the client which
enables the client and family to feel that they have a personal agent workmg on
their behalf in the maze of agencies and profeSSions, to listen to their problems
and to represent their specjal concerns in the overall planning. ThiS is often the
best way to dell~er the professjonal expertise of the various speciahsts rather
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than having each speCIalist spl~rH..I hJS limited prufessJClflClJ ILme with the dll~1l1 111
somewhat disjomted one-to-one seSSIOns In the I,sua] prolessl\Jnal pallun

All of thIs use or new levels <lnd klnd~ of human servIce workers wL11 wqUlrC
skills !II staff supervlslun, COnlll1UnlCallOn and :onsultatJon (If new 'll unproved
kmd:-. In addlllDn, ;JdmlnlSlralurs will neN! specIal skills h)l \nlff',d\Il.'\1l~ the~('

new manpower patterns IIlto lheir prngraills.

STAFF DEVELOPMENT

Another majOr need of i.ldrnintstlallOll III Ihe arCJ or personnel I" rhe wJwle
maUL'] vI' stJff development. The newer skills ;tnU ll'lhnlques th;l! have hccll
IisteJ above must be laught to prufCSSI')l1a]s and other wlJrkcr:-. ('OlltInUlllg

educ<ltion plograms must be Jeveloped III sf arpen and Upd3tC !tl!' ~k111) \It
eXisting slaff New wnrkcls will h;Jve Iu be tldm'd (sI1meLLIT1c~ IIlln~rvll'" CdUl'l­

tlOll plOgrams) lor theu Jobs. O,her~ will reqlllre ()rH~lllatlun ttl Ilew Jlwgra11l
directions and agency prucedures.

The skiUs 01 pJanning and carryIng out cOlltinumg educatIOn tor tt.:chlllc<J1
competence III clilll~aJ work arc complex enllugh, but they an~ only J p:Ht ur th~

needed staff develuplnent skIlls. l-'erl1aps {al IllllfC 1m PO! tanl art' ll\l~ skJ!:, InJI

mus1 be dcvclopt'tJ fOI overall program plaflJlmg dlld dUll1lnlstratJOJl. Must IHganl­
zatlOn experts feel that the 3utocratic manageflal style in whJCh everythmg IS
decided and hantleJ down frulll the tllP IS III It til(: most Jpprnpflate style tor ttll:
human serVI\;es RJther SOlnc ['orm of par liLlpatlvc planning, rrogralll de\eJop­
menl, anJ man.Jgemenl IS morc lJkely (0 lHeel lUnJilll needs Hl)We .... er, ver'''' fev,
human servIce pmfcsslonals have the tramlng to be ilbk lu lead ur function
effectIVely III this kind of organiZaliun. In fae, there are even subtle bldses JI1

many of our profe~siondl schouls Jgallisl seledmg person:-. mtu baSIC rllufe"~I(Jnal

edUl.:Jtiull who rnight hJve inclUlJtlOllS to use Ilartl(lpatlve l1Ianagernenl style;:.,.
Thus a major skill III stJff development which '1,1111 he rc~uHf'd of e.... ery level 1)'­
manager JS that of urgalllZJtlOll dcvelopmenl-h:lpmg all levels ur admmlstra[OI-~

and supervisors lei be able to partIclpJte In :.ettmg uhJectlves and PrlOJ lllt~S,

plJnnlng goals and program'), <':l)(.)fdillatlng errol ts and reIDapmg prugr.lms h<lscd
on sound data about IhcH effecliv~lless. n,ell we shall hav~ trut' lllJllJgelllrll[

teams with partlclpat1vl: management.
Several lllllVCIsitie') offer l\}U1se" Ir1 aumiTlstrilt1un thaI cover l1lallll~1 the

mechalllcs of JdmlnistrJtJOIl (budgets, Illvcntollcs, pcrsllllnel pruceJures, de)
and ignore some or the more lmpurtant aspeds such d~ SeltliLg polley, deflllln~:

the philosophy and ubJectives of the orgalllzatl')Il, personal slyJe" 1'1 ICJdershlp
and hringing aboul chdnges ill organi.zdtlulI~_ T,) some extent the c:xpertlse l"UI
many of these broader aspects of admlnJstratlon IS gained ill the fIeld rCither thall
in the university. P~rhaps lhere should he a mudl closer tie betwecil the ufljver
slties and the field Inr traUllng In aJminislrallon especially in staff d{'vclupllleni
for persons already in leadership pOSitIOns In the dgencles

The newer trends III services :.Jnd admlnJstr;ltlon of progr.lIl1S for [he lundl­
capped have been discussed, <lod some of the lew ....kiJls needed to meet Ihesc
trend~ have been IdentifIed
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The subject under dIScussion is probably the very root of the whole new
planning mechanism created by the Developmental Disab~ity Act (DDA). It is a
further continuation of the interrelationship that has been occurring during the
past 15 years between public and private agencies serving and planning for the
handicapped. It IS vital that we begin to clarify these relationsltips and look at
them in the light of the period ill which we are hYing.

During the past ten years we have been working in very foggy areas in these
relationships and have parlicipated in what I refer to as "personal diplomacy."
Personal dlplomacy IS one in which a particuJar personality from a voluntary
agency, usually un the local lewl, creates a relationship with a public agency to
further advance funding for programs which the voluntary agency is operating.
This created a situation where we found good cooperation between certain
voluntary and public agencies III one community and programs supported by a
combinatIOn of public and private funds in that community. It is impossible to
duplicate the same situation in another community due to personalities and
variations in the public and private agencies. TIus type of diplomacy can no
longer be lolerated. Both the public and private agencies will have to have a
lhorough understanding of their own goals, policies, direction and funding. They
will have to develop the same understanding regarding aU of the agencies in the
I.:ommunity which make up (he lotal service system for (he handicapped.

In this light I would like te. go into some specific methods and philosoph,es
In whIch this cooperation can occur. Due to my background and particular
interest I will focus mainly on 1he responsibIlities of the voluntary health agen­
cies on the local level. However. the concepts w~1 hold 'rue to a great extent for
the public agencies and state anel federal levels as weU.

The private agency must have a thorough knowledge of what role and
direction it will play in the community. It will have 10 emphasize one of three
distinct roles and clarify its policies in each role as they relate to public agencies.
The roles are different and they require different types of relationships with the
public agency.
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PROVIDERS OF SERVICES

In trus country the mosl popular role uf the prlVJIe agertCles mvoJ"ed III Ihe
DDA mechanism would be the role (If provider of direct SI~rVLces III a speClllC
clienlele. These services ran be workshops, da~.' care centers, rehabilltatJOn cell­
leis, diagnostic cenlers, ctc. These ~erVlces pJ ll::e the volunlary organization III
the role of a vendor 01 contractor 10 a publJe a~~ency In most cases. A~ such, th€'Y
are under the mandates of the agency 10 whJch they are :ieUing services. The
agency could be a department uf vocatIOnal [t·habLlitatlOn, legjonal MR (enter,
social welfare department, public school, or others. In thIs roJe they It.lve all
ancUlary position 10 the public agency 10 whIch they are providing selVJee. III

this role they are partIcularly obligated to know the function and the purpose of
the public agenl,,;y with which they are workIng and be forthflght ill the mll)fma­
tion they supply the agency, the result of lhe program ,md the requesr tor
ongoing growth and expansion of the s~rvlCe. They must be aware of the ,;hang­
ing nature of the public agencies. They cannot ~xped one public agenl:Y to rned
every need of a particular developmeutaUy d Siibled population. for lnstance,
day programs for adults cannot he provideJ only by VocatlonaJ Rehabilitatioll
but must Involve Adult Education, Social \\elfare, and Park and Recreatwll
Departments. Much cnticlsm of DVR III the pJst has come because thiS agency
dedicated to vocationaJ training was expectt:d (0 Involve Itself WIth J non­
vocationally oriented populallon. We all have :lIuddled the water In the past t·y
forcing particuJar agencies into providmg serv'ces, mto buymg services, or Inlo
supporting services which they were nDt legall:; nor phl1osophlcally eqUipped 10

handle. Remember, I am speaking oj the voluillary agency playing the role a~ J

provlder of services at thi~ pomt.

ADVOCACY ROLE

The voluntary agency may take the primary role of an advocate 01 a catJly·it
in the community. As such, they will not be seiling services to a public agency
and in such a role the Situation becomes aJmost the oppo';ite uf the previolls
role. They will have an obligation to criticize, to IIlvestig.lte, and [0 IIl1tlale
changes in the public agency. They will also take on the obhgation of looking <It

the programs which are supported by the pUb)lC agency Th"y wl1! also look at
the philosophy and legal foundation of the publiC agency and work for change,
in them. They will be ~onstructive III their crili( Isms but will not be m a pOSitIOn
to be fearful that someone might disagree with their Lflticism of the agency and
cut off their funds. This LS a very dynamic rolt' and one in which the National
Association for Retarded ChLidren, United l~crehraJ Pals~', and others ha .. e
cJaimed as a part of the natlonaJ, stale, and local policies. but have nol leally
taken it on as a dynamic challenge al this poinl. I think the change In <upport "I
programs to more of <.I tax supported system ( f services will demand that molt'
voluntary agencies take on this role than has. bt"en (he case m the past However,
this will require a great deal of change of thinlung on the part of the voluntary
agencies in the way they view their own roles, the way they seU themselves III

the community, in the staffing, and In their entire purpose of being.
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The third type of voluntary organization is one which I will refer to as a
transitional type. This will be rhe type whIch most groups will become during
the next few years. It will allow them to maintain their image as provIders of
direct services in their communities and will also gradually make them more
viable in the advocacy role and in total community planning. This will be a very
trying period for all voluntary and public agencies in that the switching of roles
will be very traumatic on both sides. It is likely to lead to confusion, hard
feelings, changing bases of support, changing leadership, and other factors. The
private agency will take on direct services only as a demonstration project with a
definite goal and plan for the absorptIOn of the program by the public agency.
The private agency will possibly supply funding and the local share of grants for
public agencies to enter a new program area. It will insIst that when fh.is IS done,
staff and volunteers must be 11 a policy-making positIOn as it relates to the
program they are funding.

The voluntary agency is going to see the growth of permanent pubhc serv­
ices to the handicapped. They will have to begin to insist on permanent fundIng
and much less reliance upon grants for demonstration programs. I feel in the
tranSItional phase this will occur very rapidly.

Volunteers and staff of all voluntary health agencies concerned for the
handicapped must in the next year discuss the type of agency they want to be
and clarify In theu own minds their philosophies and long-range goals In relation
to these three roles. At that time they must begin to communicate to the public
agencies and other private agencies what role they intend to play in the develop­
ment of services in their community. They can receive help in determining this
role from other agencies, through coordinating councils, through personal con­
tacts and through a study of the developing service systems in the area. Through
this process they will gain more understandIng from SIster agencies both public
and private and build better relatIOnships. I must state here that goals should
never be so solidified that they ,;annot be changed with the times. Only through
this basic understanding and coordmatlon can agencies, both public and private,
begin to relate to each other in a trusting straightforward manner. Unless thIS

basic role is understood, there will always be the wOTlY of hidden agenda when
the private agency speaks. We cannot eliminate thiS factor but we can begIn to
modify it.

There are cel tain factors that aU private agencIes must understand as they
enter agreements or relations With public agenCIeS no matter which of the three
roles they take on.

They must understand the legal, political and ph~osophical base of the
public agency with which the} are working. This includes the influence of
federal, state and local legislation, as well as administrative policy, philosophy
and internal conflIcts that go on WIthin the agency. By internal conflicts J do not
mean personality conflicts but legitimate swings in basic philosophy of which we
are apt to be seeing more of in the future. For example, what wUl the change in
the VocatIOnal Rehabilitation Act mean to the philosophy of the lme worker in
your local vocational rehabilitatwn agency? A voluntary agency planning to use
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the Ilew Vocational Rehabtlitatloll Act verbiagE rnlJ~1 understand this tactor
The voJulltary agencies traditIOnally havf not been involved ill long-range

budgeting or planning. Most of them budget 'md plan for a year at the most. In
the deveJopmg interrelationship between public and private agencies, the private
agency will have to understand the budgetmg ,lTocesses of public agencies whkh
range from 18 months or 2 yeaTs to as much as 5 years In some cases. This means
that input from a voluntary agen,y, whether il be program liT budget, to the 1:IX

suppoIled agency will have 10 occur long beh're the effecti ..e date or thl~ fiscaJ
year. This IS the only way thaI the consumer input can be ,~ffectlve. whelher it
be <IS an advocate agency OJ as an organizatic1n providing direct services to the
handicapped and the public agency. It Will be ,me 01 Ihe mon difficult Items fDI

us as Developmental Disability Council members and others Involved In any
DDA mechanism to get used to. Planning will have to be done two to threl: years
in advance. Most of us are su used 10 puttlJlg oul day-to-day fire" lhot it IS

difficult to look that far ahead.
Long-range planning also implIes that we might well rf·fuse cerlain money

for momentary gain. We iH. planners must not use money for programs lllllJl nur
pJannjng is advanced enough La give us good prJolifles for spendjngjust muney.
For instance, constmctioll money and DDA grant money spent too early could
perhaps continue a system of servICes that is aJready twenty-five years Ilut-llf­
date. In such a case we might do well not to spt~nd the money until we can find a
new system of servlces that is more applicable to the communJty and currcrlt
thinking.

With the changing relarionship between public and pmate agencies, II will
become more and more vilal that the public agenLles, whl~ther on a nation,d,
state, or local level, proVide their members with up-la-dale, correel lnfonntllHlIl
as TO how legislative and administrative polines will affel:t Ihe legaJ-finannal
status of aU public age noes. h IS very frustr::,tmg to wurk WIth a local I)llIwLl
Cerebral Palsy afWiate that has heard that something could be done under Ihe
Social RehabilitatIOn Service Title XVI funding m another state or county, but It
is illegal or against regulations or policy In ihelr state or county. They !nay
accuse a local welfare chief of draggmg his fef't when il is completely out of hIS

hands. I feel tlus factor should have more influence on the way we as vollinlalY
agencies distribute information from national and state otfices. This requires
thaI we n1ust develop volul\(~ers and staff 'vlth a great <leal more lechnKaJ
knowledge of go...ernment anti public agencies' f.JroceLlulcs.

Related to this has beell our almost complete failure to give constructive
input into the development of gUidelines and policies to implement new legisla­
lion on all levels. We have strenuously worked to have certain leglslatlon passed,
but we have forgotten about it dUflng the perIod of developing gUldelin~s and
admimstrative procedure and have ended up '" Ith the Opposlte effect than th,lt
for whIch we worked.

Voluntary agencies in the new partnership will have tu become more aware
of lheir relationships with <lther such agencies on the cOlilmumty, stale alld
natIOnal level. ]f ltus awareness is reached, II wUl bring about coupelatJOIl 111

services, legjslatlVe aclivilJcs, public education <Ind other area:; which will provide
betler services to the handIcapped. However, e'/cryune working in these agencies
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is aware of the underlying need to certify ihe existence of iheir agency to the
public and to the government. I am sure all of the voluntary agencies have a very
important role to play and will be more vital in ihe future with the demands of
such acts as Developmental Disabilities. The voluntary agency always has and
must continue to be the lead"r in new dynamic programs and philosophies.
However, we must talk about the financiaJ support, the pUblic image, and the
role of ihe voluntary agency. We must talk about ihe basic structure as a volun·
tary agency in a factual way and not keep burying it under cliches. We need 10
develop true cooperation wilh oilier voluntary agencies In !.he field through
complete self-understanding. This cooperation often is stymied at a very delicate
point because we have neglected to discuss some of ihe basic needs of the
organization.

We need to clarify the funclions of various members of our local voluntary
agency as 10 what roles they play. Here I am speaking of the roles of the
volunteer and the staff that might be played in the new relationship between
public and private agenCies. What is ihe legitimate role of ihe paid staff and what
is the functional role of the volunteer? At this point I am not simply talking
about policy versus administration but rather I am speaking of the active role of
each in this new relationship. 11 has always been my basic philosophy ihat staff
should primarily work with staff of oiher agencies and be concerned with plan­
ning or the implementation of plans. The staff should be ihe backup to the
volunteers. They should limit their committee work to staffing commiuees and
interagency staff committees and task forces. The volunteer, board member,
etc., shOUld be encouraged and trained to participate as an infonned community
or conSUmer representative on boards, committees, task forces or other bodies.
He should mainly relate to othl~r volunteers taking leadership roles in the devel­
opment of community programs. He should be the spokesman in front of
elected officials such as school boards, legislative committees, boards of county
commiSSions, etc. In this role he should have the backup knowledge of the staff
members and his agency and rely on them for more detailed infonnation and for
foUow-up work on the staff level as they work with the staff of the public
agency. The timing and judicious use of these two elements (staff and volun­
teers) in the voluntary agency can be the most effective 1001 we have In creating
true cooperation between agencIes.

The new relationship between public and private agencies will require a
much more sophisticated professional working for the private agencies. He must
be able to relate to his counterpart in the public agencies in a professional
manner. He must have a full knowledge of his agency's goals, purposes, reason
for being, and must be a techmcal expeu in developing his agency's relationship
with public agencies. He must be a neutraJ resource to the public agency with
mfonnation relating to the particular diagnostic category his agency is dedicaced
to. For example, if he is an executive of an Associated for Retarded Children
unit, he must be infonned of the entire problem of mental retardation and be a
community resource for mental retardation. He must not limit himself to Just
knowledge of vocational rehabilitation and mental retardation simply because
his unil operates a workshop. He must be viewed by the public agency as a
trustworthy person with. whom they can share confidences and look for help in
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silua110ns where they Jrc stymleLi by .lgency I,ollcles or agency COnlII1Unll'J1IOn

problems. [ have founJ rllJny tllnes that a Lhrc'<.:lor of special cdu..:atlnn (} "~)lllC

other public agency has C01ll~ In me wilh a problem Jnt..l ';;tdles. "1 (Cl1l1\1I1 till

Jnyltung adminIstrallvely hut your group d5 a private agency could help Dill" 'In
trus (;ase It IS our oblJgatlon III verify lhe infonnatlon, to bUild the lads Wllhollt
usmg the source and then brmg It 10 the ,([entlon of the prIvale age-illY'S
policy-making board and pursue It through hIgher levels of the publlc Jgerll':y lin
trus way we are abl~ to use OUT consunler clout to help (,ut stafr In J publiC
agellc~' setrlng. This l~ a very good way III builL! lip good P(lSLtlve sLJff w.Jrklllg
relationships. However. the voluntary agency 5hould Ilt'ver Jllow tht::1l1sclws. I()
become a part of [he bureaucratic ur politlLaJ game We can unJy h,JrlIl OlJI
positIOn m the commumty by dOing tillS and 11,0 become very confllsed In ollr
own role and goals.

CONCLUSION

I would hke to m,lke the pomt thai In the lIext few year<; we arc gOlIlg 10 Sf'C

a very dramatlc and lraumalll.: changmg of [(lIes, shiftmg of roles, sJ-lIftmg nf
Jegislatlve bases, Shlfltng of attitudes In the vuluntary agencies, and changing of
the whole role of voluntary-Ism In America. If 'Ne are to see growth ,HId devdnp·
menL in seJVices IClr Ihe handicapped on i.l mCi-Inmgful conlnJumty, slall~. and
national level, both Ihe \'01untary and (he publIC agencIes Will have 10 ,",-CI?I' pace
with these changes. Each one will have 10 deVt'lop new strengths and new roles
Each one will have to release ~ome of Hs former responsibilities ThIS Joh Will nol
be easy to do, but we must make a starl now as indiViduals concelned WIth the
developmentaUy disabled, whether we represent puhllC 01 private Jg~IICle'i lill

local, regional, slale or ndllollLlJ levels. We mu: 1 flTsl undersland Olll own agell·
cies dnd goals and IhL'n understand olher dgellues If 'We art 10 ::.ucccetl In litiS
tremendous task.

WORKSHOP DISCUSSION

The followmg is d review of cert~m f;.lct(lrS that were brought ou! ,II lhe
DDA cunference wod·,shop In which the foregOIng paper W,IS presented. These
comments are being added to the paper m the hope thaI It wlll pnwoke Ihmkmg
in thl: area.

The major comment~ regarding the p;rper could be dlvl,kd mW [W(l dl'i1in.:t
areas. One IS the nature 01 (he voluntary agendl's involved III DDA plannlll~, and
the othet is the future role 01 these agencIes advocates. These two Pl)1l11~ will he
trealed separately.

Several times durmg the workshop 11 was pomted out that the voluntary
agencies Involved In DDA are parent gTfJUps. Trey have a background and rnJke­
up that has pJaced them In the direct servLce role. Their baSIC strengths lie In the
partIcipation of parents who needed J servlcl' for lhelr own child. Whal lh,~

papel is unpJying IS a change in the tradItIOnal wle whIch wt.IJ be very Jilli( Jil Il)
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sustain without destroying the basic forces which caused these groups to be so
dynamic durmg the past 20 years. Thus, il was felt thallhe role in direct services
will need to continue, but there was general acceptance that direct services could
be more of the demonstration and exemplary program type if they continue
basic direct services such as education and others. II was hoped by many that the
agencies such as NARC, UCP Jnd the Epilepsy Foundation would retain Iheir
parent input and not become Jike many of the other health agencies which have
mainly staff WIth a community board of well-known individuaJs mainJy for fund
raising purposes. This concept I support but I do have some doubt about
whether we can maintain the organizations such as we have known them in the
past.

The Advocacy role was seen by many as a rather passive noncommittal role
which would involve only a few professional staff. The wriler feels thaI this may
be due to a lack of knowledge Ifgarding the advocacy roles and a general lack of
knowledge in our overall membership. The volunlary agency has 10 know how 10

be a true advocate and know what parameters may be involved. Several sugges­
tions were brought forth jn the conversation in the workshop regarding this
topic. State and national unit:, of our private agencies may have to begin to
proVide expertise in training boards and volunteers in community organization,
community planning, the advocacy role, funding without direct services, and
other areas in which we have very little expertIse on the local level. This in turn
would encourage these agencie~. to hire professional staff with talent that would
aid them in the move to the nt~W role. It may be that for an executive director
they would look for a profeSSIOnal community org3flization specialist or a COm­
munity planner rather than a man with iI traditional fund raising or direct
program background.

Regarding advocacy roles, it was emphasized that one of lhe first tunes a
voluntary agency took the adv'Jcacy role on a large scale and won some ground
was during a Pennsylvania law suit regarding the right to education. Jl WdS

further pointed out that WIth the suit, even If they won the case, the problem
would not be solved. There would be a great need for advocacy to see thaI Ihe
schools and slate follow the suit and provide this quality programing.

Of great interest to me was the concept brought OUL by one reactOT who
represented the Department o( Vocational Rehabilitalion. He pointed out thal
departments such as his department, welf<lre and education all have their own
advocacy roles 10 help the clients get services from other departments and public
agencies to nn Ihe gaps they cannot legaUy provide. TIlis would indIca Ie thaI the
voluntary agencies would have the help of a public agency in one area, yet they
might be cliticizmg that agency in another alea. This is a very important fact to
remember Ihal both public and private agencies may have different altitudes and
philosophies in different situal ions, so we must not look at any agency as "aU
good" or "all bad."

Another very interesting point was made: If a private agency does become
active in public education and in creating public awareness, it then gains the
entire communily as co-advocales and will have support of the general popUla­
tion when it comes to impwving service~ and programs 10 the handicapped
population with which it is concerned. II's when the pUblic in general becomes
concerned that we can expect truly dynarTIlI.:: movements in services for the DDA
population.
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Any new orgamzational entity-be it pubUc or private-faces a whole series
of problems in definmg Its rolt and functions, its internal and external relatIOn­
ships and Its operating procedures and pohcles. State advisory councJ.ls for the
developmentally disabled are no exception.

The membership of each council was selected by Ihe Governors of the
respective states under general guidelines set down in P,L. 9J·517. Despite the
wide variation in size and makeup of individual state councils, each shaled a
common set of problems including: (I) how LO resolve the internal differences in
perspective and outlook among the membership; (2) how to have a meaningful
Impact on the policies and practices of well established service delivery
systems-both public and private; (3) how to establJsh and maintain a viable
workmg relationstup WIth other state agencies responsible for delivering services
to lhe developmentally dISabled; (4) bow to organize itself to carry out its
mission; (5) how to determine service priority, utilize its limited grant resources
for maximum effect and evaluate the ll11pact of its effor1s.

George H. Bown analyzes the problems inherent m organizmg state DDSA
councLls from his perspectilr'e as a council chairman. Be points to tlIe notable
absence of directions on council organization in P.L. 91-517 and subsequent
federal regulations and gUIdelines concluding that this omlssjon is WIse gIven the
irnpussibilJty of developing a blueprint which would fit the peculiar social, politi­
cal and historical consideration In all 56 jurisdictions. He sees the need for the
stat~ council to function as a true policy making body but warns that existing
state agencies may be threalem d by such a development and attempt to turn the
councIl mto just another advi:mry body. Bown argtles In favor of a clear legal
mandate fOf the counc~ (eithof by state law Or execullve order). He al'o dis­
cusses the vaTlety of ves1ed Interests that are represented on the couneLi includ­
ing the three major consumer IHganizatlOnal systems, the state bureaucracy, the
agency to which the council IS administratively assigned, and consumer repre­
sentatives.



Syn~rgisITI {or HIe Sevenlles

One of the major opeJJtlunaJ questions WhHh immediately taced many stale
DDSA councIls was: flow do you dlstribUle th, slate's DDSA .Uotment among
the vanous competmg mterests In an equi1able and effective manner Gdbert L
Woodside aHempts to respond to part of this lluestlofl in hIs paper concernmg
the grant review process. He suggesls that thl~ Widely accl,umed peer reVle\'.
system estabJlshed by the National InstItutes of Health may otfer some guidance
for slale DDSA councils. After desnibmg the t'IIH system, the author dISClI!lst'<

several built-In conniels of Jnkrest In DDSA c'HJncil deCision makIng. He- prll
ceeds to suggest several strategies a statr councllllllghl follow-adapted from the
NIH project reVIew syslem-In urder tu avoid connlcrs of mteresl and provIde an
effectIve grant review process.
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Noticeably absent in the Developmental Disabilihes Services and Facilities
Construction Act is specific direction in the organization of State Developmental
Disabilities Planning and Advisory Councils. This IS also true of the subsequent
regulations and guidelines emanating from the federal government. In spite of
some of the frustrations encountered in attempting to make a Counctl functional
without such specific direction, there would seem to be considerable wisdom in
such an omission.

The wisdom of an omiSSIOn such as tlus becomes lfilmediately apparent if
anyone attempts to evolve a bJueprint that could be followed exactly by every
jurisdiction identified in the Act and regulations by the word "state." In theory,
for example, as Chairman of a State Council, the easiest thing for me to do in
attempting to write a background paper on the "Organization of State Advisory
Councils" would be to take the organization of the Council that I represent and
present it to you as the ideal modeL Upon reflection, however, the uniqueness of
the Commonwealth of Massachusetts begins to creep into almost every aspect of
the organizational construct. We have had a number of years of experience with
a coordinative bureau located In the Governor's office which was tailor made to
undertake the administrative and staff functions of the Act. This Bureau, which
was formerly the Bureau of Mental Retardation, had a reasonably large staff
uniquely endowed with exceptional plannmg skills and who had had the same
extraordinary leadership for all of the years of its existence. By simply a name
change to the Bureau of Developmental DisabiliIJes, Massachusetts was immedi·
ately prepared to begin the business of irnplementlOg the Act. Smce the old
Bureau of Mental Retardation had an interdepartmental advisory committee) we
had only to add consumers and representatives from the local service delivery
systems in order to have an acceptable ad hoc council. The adequacy of this
Ad Hoc Developmental Disabilities Council, in turn, permitted us to provide an
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urganlzational base fOl the permanent (UIlIlLlI, dT ahead of lTIost :-otates. H<lVlng
(h..is clInning starl dnu be'-duse of the ulilque ~t I uf (;JTClIrIl<;jtlnces \llrTOunJlng
[he inItial Implementatlun LJr lhe Acl III M~s.sachuselLs, I have every It'aSllll 1\)

belle,,!: the organizatlon.11 ~ystt'lll st'l up In the Cummonwealth of MJ~s,lchul:,('ll"

10 be enough different from all O[hL~r sUit's III suggest thal II Lould nol be
(onsldered a typIcal siale. I would idsu believe thaI Ihe CITL'umqi:lnces Jluund the
development uf eJl:h Councl! III CiKh cdhl~r slale me ulllque enough tl' rlake
1hem also nontypical.

11115 paper, then, wi.ll not attempl 10 spell cut concrete suggestions for how
a Council should be orgamzed. It WIll Illstead be developed (in [he assumptlon
lhat State Coum:t.Is, as wah any enllty wlthm ,I social system, JI(" ''illble{ t [n
forces whIch shape and molt! theu mternal urganIZatlon, exlerndJ relallonshlps,
operationaJ methodologIes, and c.:ertainly their effectiveness Tills paper pre­
sume~ that although these forces are In the Illam generic and unlversaJ, lhc
extent of influence and Lmpacl they hayl..' tHI ea,:h separate JUIIsdKtlOJl IS hIghly
mdivlduahzed and upon being mdlYlduJJlleJ c In be utlJizeLl hy the st<JtE~ to
modify thelf eXIsting organIzational struclLlll~.

We will look at historical Influences, l~gaJ Illtluences, polHlc.u IIlnuences,
intluellces of vested Hlrercst and InnuelH.:es of ..:nnSIlIllCllsm. ThC\e dIe not Ill·
tended to be an all ltlcluslye reCltatlun of llle I'orces s1lJplng and llloldltl~ thl'
Planning and Advlsury Councils for the Developmentally DI~,abled Thl~ Illler
polallDn of forces inl0 organinllional 5trJlcgy for Slate Developrn~nlaJ DIS·
abiJilies Council:; wiJl hopefuUy become lhe b:JS1~ for diSCUSSIon III lhls se(;11l'J1 01
lhe conference.

HISTORICAL INFLlJENCES

HrstorJcally the bureaucratIC system ha"i become enamoured, al IncreaMng
rates, WIth all sorts of advisory c.:ouncus and p IftlcuJarly those lllvolving (.:on­
sumer~. They have, however, pnmarlly seen such Councus as auvis(lIy bodies and
110t policy bodies. Under Ihese Clfcumstan~cs, Ccuncils bccomt' a problem lc, [he
hureaucracy as well as 10 the Individuals the Councils are mtended to serve Thr
problemsanse for both--nol only because ul lhe 11Icreasmg numbers ot C'ounuJs­
but also because the Councils haye begun to clamor for a polley role The
proltferation of adVISOry coum:t.Is and theIr IIISI~lence on a pc,hcy vOIce hJ:; led
l1lany state governments and now the federal gL)'.'crrullent to beglll tu reducl' the
number. delimit thejr terms severely, and Lrl rllJny cases lIholish them aJtogerher
llie seernmg paradox ut government enLOUrJgll1~ I!lcreased cillzen P,:lI1lClpallol1
wh.ile al the same llm~ seeming 10 chdllenge Lhl' eXI~lence of advlsury lllUIlClh

canno! help but raise questioJl:i In the minds of persons constdenng membelshlp
l)n any Council, IIldudmg the Slille Developmen dl DisabtlItles Cuun(ll. Many 01
Ihese peopJe also have had expnience on otheI Councils and ,~tJlI have the Idsle
of nonaccomplishment brought about by [he "Window dreSSing'· definition ot
1heir IOJe and functIOn. I There caUJlot help bUI he questIOns raised dS to whal
effect any new council mlght have on Ihe destmy of the population al risk

As a rather interestmg aside, and III keepmg with the rise and fall JIl favc'r oj
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councLis In general, is the most habitual presumptil.ln that the State Develop·
mental DisabiJjties Council is ..in "advisory council" rather than a planning and
advisory Council. It should be noted, however, that although this diminished
role has been accepted m far too many quarters, particularly within the state
government, it does not seem to have been intended by the Congress. It would
seem the mtention of the Congress was that the Council should, in fact, be a
planning and advisory council since aU references to the State Council in the ACl

use bolh words, "planning" and "advisory."' Parallel ro the question about effec­
tiveness or lack of effectivene~sof councils in the past IS the increasing suspicion
with w.tuch both state governments and proposed recipients look at any new
federally energiLed program. Without beiabollng the point, there would seem to
be some justification of [his suspicion In view of the number of programs that
have been introduced to state:; with great fanfare but with less than an optllTIum
level of long range continuity.

Still another historical inlluence to be reckoned with is due to the fact that
eXIsting councils have equal or sometimes even broader mandates within the
states for some or all of the programs for the same population. Very often these
other existing state Councils have far more definitive mandates and in many
cases also have larger amounts of money and/or mfluence to maintam their
viability independent of a Slale Developmental Disabilities Council. This is par·
ticularly true of those Mental Retardation Councils brought into being as a result
of the zeal so much in evidenc", during the early 1960's.

LJ,GAL INFLUENCES

Each state, in order to have access to the funds avaLlable under the Develop­
mental Disabilities Act, has had to establish a state Council and submit a plan.
Depending on the state, this IS undertaken either through an act of the legisla·
ture or through an executive order. The extent of authority given to the Council
docs not seem to be dependellt upon whether it was an act of the legislature or
an executIVe order. It is, h(lwever, CruCIal to the organizatIOn of the state
Council as (0 the degree to which the language of the authorization is restrictIve.
For example, in a large western state the language of the assembly bill authoriz­
ing the establishment of the Developmental DisabiJilles Council is very careful tCI

use the words "shall advise" when referring to any functions of the State Devel­
opmental DisabLlitIes Council. This advice giVIng restriction even extends to the
development of a state plan, not by the Council for submission to the federal
government, but development for the submission to [he state's own Secretary of
Human Relations. The presumption being, then, that the plan is a plan for the
state government and not of lhe Council. Further, this state's legislation is even
careful to insert the phrase "10 the extent feasible" in the section that relates 10

I Ad~ice by a governmenl off'Cial 10 an IId\'i~ory board regarding t1Jeir "proper role and
function." "members ... 'need nc·t feel th~y have 10 do 'ioomethini: or nol do somelhing ..
bUI (to use) Ihe tenure of their olfice 10 bt:come well·lnformed, 10 educate themselves.
to IIslen to what the professionals ·Ire thinking aboul.' "
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the responsibility of the Departments of State Government to cooperate Wlth

the state Council.
In direct contrast to the tone of the above legIslation IS the e>.ecutlve prdel

of the governor of a popuJous eastern state. This order establJshes con,.-:rele
responsibilitIes to the State Developmental Disabditles Council amI allo\\os Ihem
reasonably autonomous operatIOnal opportunities. These opportunities mclude
reporting directly to [he Secretary 01 Health, r.ducation and WelLHe as IS un­
plied in the DeveJopmentaJ Act and irs regulahms. The tone of this ExeclJlIve
Ordel is best exemplified by the folloWIng qUOI<, "Council ~lall be entitled tel
l.:alJ upon any department, agen~y, or office of the StJte Ilf

for such documents, materials, and informalion dS It JlIay
deem necessary, and shaU be entWed to the cooperation of every departmenl,
agency, and office of the State of__~ .'·

Anuther one of th~ legal mf1uences that one must addre~is1fl attempting III
look at the organization of s.tate councils is Hie legal mand.lte of agencies C'>J

councils which deal directly or indirectly with tiLe developmentally dLSabled and
are currently in ex.istence. Although the Developmental OisabLlitles A('t C<:IUS fOf

the Developmental Dlsabl.hties. State CouncUs to undertake celtam beha .... lor~ llnu
unplies certain mandates in working with other councils wllhm the state, the
mandate does not take into account the legal responsibilities of the eXlstlflg
agencies or councils. We canllot ignore the fact that fiscal accountJhlJlty as
aUuded 10 within the Act belongs solely to the 'ilate government, except 111 Ih~

unique circumstances wlueh have established State Planning and AdVISOry'

Councils as a separate legal entity. Therefore, C)uncil members mu .... t recor,mze
that state governments have a specific legal responsiblJity With regard to (he
expenditure of money no mailer how their revlew commlltees are set up or whiJ[
they think they are going to do with the expenditure of money A conseLJuence
of such conflicting legal authorizatIOn may weU proVide a rnatenal lfitcrferellc~

in the functioning of the C,)unci.! itself

POLITICAL INFLUENCES

To deny the reality of havmg the state Councils opeLate wlthm a politLcal
environment is pure folly. The Council~ are appointed by th,~ governor and 111

almost aU cases have their tenure controUed by the governor. The overtone~ ot
such a relationship were clearJy articulated at a lecent meeting involvmg several
State Developmental Disabilities Councils and their staff. One partICIpant al the
meeting, in discussing the politics related to the Councils, wa~, quick tn remind
everyone in attendance that given cause, reasonable or olherwise, the (IlWe r nOl
would accept their reSIgnatIOn before It was submitted!

Since the State Plan and any subsequent ev:~uationsof the State Plan etf of
the state program is a refleerion on the ')tate go.;ernment, the possihle mlphca­
tions of a negative renecllon on the slate would have 10 be llllefpreted J~ .J

negative statement upon the reigning political power. (Need we be rennnded thai
the developmentally disabled are usually not corlsldered to be a powerful voting
block?) With this In mind, some fasdnatmg dLlemmas can he imagined For
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example, if in its role as an advocate, the Council found probable interference
with the constitutional rights of the developmentally disabled could they join in
a class action suit against the political system of their own state? If they join a
class action, it is doubtful that they could remain a politically viable body. On
the other hand, if they did not join the class action it is doubtful that they could
remain viable as representatives of the developmentally disabled.

INFLUENCES OF VESTED INTEREST

The Developmental Disabilities Act brings together the three major con­
sumer organizational systems that have had for many years a need for individ­
ualized recognition. In practice the thrust of their organizational system has
been geared, by their own judgements, towaId relatively independent behaviors.
Even though there has been some coalescence of these divergent activities on a
national basis, the probability of immediate ecumenism on a local or individual
constituent level seems to be a great deal to ask. In effect, the organizations for
the retaIded are to give up their preeminence established numerically, organiza­
tionaUy, and fiscally; this seems almost contrary to human nature.

The consumer organizational system is not alone in this conflict of vested
interest because the same circumstance can be described for local deliverers of
service. Each of the agencies. particularly those under private auspices, have
waged a gentle (and sometime'i not so gentle) war for a larger proportion of the
available resources. The action of bringing these diverse agencies together into
one Council would seem to be an extremely smaU step on the long road toward
haVIng them eventually divorce themselves from the competitiveness nurtured by
the need of self-perpetuatIon.

Not to be ignored is the vested interest of the bureaucracy. Bureaucratic
representatives on the Council are not only legally obligated toward the mainte·
nance of their own agency, but they are also obligated by virtue of their own
needs 10 insure the continuation of their jobs. Although the question of self­
evaluation is risky for the consumer segment of the Council, it would seem even
more dangerous to the bureaucratic section of the Council. Also many state
agencies have further legaJ constraints with regard to the manner in which they
can evaluate another agency within their own system. Beyond the legal can·
straints, it would seem difficult to imagine any bureaucratic system functioning
without closing of the ranks against those outside the bureaucracy. In effect, if
one is 3ltacked, all are attacked-if one is vulnerable, all are vulnerable.

While considering the vested interest of the bureaucracy, it becomes appro·
priate to raise issues about the placement of the staff of the Council as weU as
about how the Council is administratively linked to the stale government. The
problems of evaluatIOn inherent in the Council's placement in an agency whose
level in state government is equal to or below other agencies on the Council
would seem fairly obvious. Under the circumstances, if the Council must be
linked to a state agency, and indeed it must in most states, that Imkage should
be at a high enough level to wmmand the :rttention and cooperation of thost
agencies represented on the Council. This linkage, in any event, should be can·
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side-red "In but not of' the govelnmentaJ system and the aJleg1i:Jncc of thl; staff
must be to the Council and nol to the agency.

INFLUENCES OF "CONSUMERISM"

AJthough the L:oncept of the ··consumer' does not III Itsell become <111

lIldependenL influence in the organization of CounCIls, "cunsumellsm ,. when
taken in conjunction with other influences does. There IS J ~,elf-eviderH paraUel
between consumerism and v~sted interest as descTlbed earlJeJ relalmg (u th,~

consumer organizational system. The nature of 1he devel()pment of consumensm
has been due to (he recurring reality of dis:'lppointing service delivery. ThIS

would tend 10 encourage the consumer elcmenr of any Council to lallk toward
the Developmental Disabilities Act for irnmedlate gratificalion of service ddl·
deneles. In effect, this establishes a contfiJdlction to the efficient utihzation of
monies available to any CouncJ.! and also to th(' Interstitial nature of the legisJa·
lion itself, The delicate balance necessary to maIntain the' com:umer on a Councjl
as a viable decision maker has to be maintained by attempting to define;: a new
role fOJ and wilh the consumer (representatl'Je) as OJ stralcgisr fi.lther than a
seeker. Consistent with this new role, the consumer IS squarely confronted wi1h
the various bureaucratic or quasI-bureaucratic systems that have always confused
and confounded him in the p::rst. The very nature of the jargon and the sureness
of the public and pflvate providers of service In explaining their mISSion would
tend to deny the consumer any comfort as an ..:qual partner in J discussion III
this case, the influence of the consume, becomes a null influence, by omisslon,
that can be rectified only through concerted siJpportive behaviors toward that
consumer.

The same nuU inOuence of consumer unef.isiness l:an be carried lunher by
attempting to look at the question of true consumer replesenlalion Oil tht·
Council. Before one looks a1 the absolute numbers of consumer~ to be rep·
resented on the Council or their assignment to committees or the like, th(~

queslion as to what is to be expected of the consumer must fIrst be resolved
Does "consumer representi.ltion·' mean (beyond the deflllition In the regulallOmd
that he should be truly representative of a rn.ljonty of consumers ,tnd bemg
"representative" be incapable of competing as In equaJ III the strategIes of the
planning process? Does it mean that we c,tOn:)t have mentally retarded IIIdJ

viduals or severely physically handicapped IndIVIduals on the Cuuncil because;
the ebb and flow of Council drclsion is beyond I heu comprehension lH the plaer­
of meeting is jnconvement for the handicapped" Does It mean that the Counl:ll
cannol use the input of the heads of marginal income households becausc~ the
meetings are held dunng the work day? Beyond the loss of mcome, do the tUlle
and energy demands made of a Councu member· in prepJring for and Jltendin~

numerOus meetings suggest Council consumer membership must be drawn from
the "elite"?

The final pomt to be raised relatmg to consumer mfluence IS the need for
recognition of the fact that sanctIons for the organizatIon of Stole Councils
come nol only from a poillical side (If slate governmcnl but <llso mu:-.l br
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obtained from the consumer side of the stale. Therefore, nol only is the repre­
sentation question germane to our discussion but also the question of how
effective does the consumer feel the Council is or should be. The history of
promise and subsequent disappointments weighs heavily on the consumer; and
his continuing interest, therefore, becomes extraordinarily tenuous. It does not
now take very long for the consumer to recognize the limitations of "consumer
influence" and the time for such realization will become even shorter as each
promise is held out without fulfillment.

CONCLUSION

As promised in the lfitroduction of this paper, "ttle has been done to offer
concrete examples of how a Council shouJd be organIzed If. in fact, there is an
ideal way of organizing Councils. The questions and issues raised would hope­
fully provide for a sharing of ideas allowing for the Councils represented at this
conference to apply their own organizationaJ strategies withm the constraints or
advantages of their individual States. In conclusion, however, it would seem
appropriate to offer some geneJai suggestions directed toward "Organization of
Slate Advisory Councils" which are as follows'

(I) Organizational eml,hasis of Councils should be placed on planning
and not on delivery of selVices or construction.

(2) Councils should be mainly consumers or possibly totally consumer
in their makeup.

(3) State Planning and Advisory Cuunclls should be as independent of
the bureaucratic system as possible. A concepl of "in but not of' should he built
into any orgaOlzational system developed.

(4) The State Councils should be affLliated, if affiliation is necessary, to
the highest level of authority Wlthin the States, preferohly the Governor's office.

(5) The Planning and Advisory Council should through its by-laws,
membership, and behaviors balance both informed and uninformed consumer
representation.

(6) Vested interest representation should give way to interest which
emhraces the broader concept of the developmentally disabled as opposed to the
integrity of a category.

(7) State Council staff selection should be geared to the needs of the
Council, he truly adequate, and be under Ihe explicit direetton of the Councll
only.

(8) There should be built into Council acuvities a continuous "in­
service" training program for all members of the Council with particular allen­
tion to the needs of the consumer representatives

(9) Inputs to the State Council should be broadened to the fuUest
extent possible through all possible mechanisms including public hearings,
ad hoc membership, and committee appointments.

(10) There should be a continuous now of public information from the
Council regarding actIvities of the Council to allow for the hroadesl commuDlty
response to the Council.
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ADDENDUM

Synergl-,m tor Ill, St'\'enll~~

The nature nf the di:-,cusslon foJluwlng the prC'iCnr3110n "f the p.liJcr elilltlccl
"Organization of SLJte Advlsury Councils" was Illolded rlllt lmly by tILe l:l)llkllh

of the paper IJul also by the diverSity vi the: audience Thl:>. JIV(';[~lly, whdt,
encouragmg lIltcr;tCtlull, also leu the dISI:lJ,SlL,n tllW;:lIJ Indlvldual needs (0 )'\'
heald. A bd alsn to be considered III review Jf the JJSCU~SIUIl IS rlw prnhlcnl"

mherent In connlcr resolutloll when lull diSCUSSion IS pruhlblled by the COil­
strainlS of time Jnd the Ilet'd to hear frolll :IS mallY people as PI)"~LbJt rile
diSCUSSIon '\eerncd to center 310und four maj(:l area:. ll\duumg. nall11llJl [c<ldel
stup, the question uf consumer Icpresenllliion on CllUflciJs, ,taft r'lk .Jlld din>_'
lion, JIlU mdivl<Ju •.1l sl,lte Lmplcmcllti:ltl(,n.

National Leadership

The- questIOn of n<ltJonal kadershlp wa~ brllughl up 1..IIrectly Js. ,I nlaJor tOplL
of conversation as well as mdlCectly on seveLtl OCCi:lSJons. One m~nlber nt the
group vOIced the opinIOn that a great deal less contusion would aTlse owr the
ImplcmentatJOIl of the Act If [he federal govefllment and Its staff well' to take a
more deflnltlve rIlle in laYln~ out the expectatIons of :md frllrl1 lht' mdll1ldu;11
Stale CounCIls. The response 10 thiS COnL:ern 1(lok the form of IraL.:lIlg lhe I~volli

tlOn of the Act which placed p~rtlcular emphasIs on the conc(~pt of }I~tes' light:)

Inherent m the concept of states' TIghts was the respon;;lblllty for each ..;talc III

evolve Its State Plan and strategies aCC(lrdLnf to the 'it~lte;' panlcul;.H need:,
Guitlelmes were III tended to gillen gellcr:::I1 dllecllun rJl!lcl th,1n spellllL PI~~LrJJl'

tlOn. The feellllg was expressed that wlllk JllOTc speed-Ie central dlrccliun \"ouhJ
be helpful In wme areas, It would In the lon~ run deprive the Sld[CS JIlL! the
Councils of lhelr local autonomy and re5ponslV~ ness

Consumer Representation

Consldcrable discusslOn wa"i eV0kcL! by the suggestlOn 111 thL' pap~1 th<Jl
heaVier empha~js he placed wllhm the CouncIl:, on ·'consum~flsm". possIbly 10

the pOint of having [he Councils made up wt<llly (If (;ol\SUlllerS The pin S JII,J
cun'~ of such all ;:}pprl)dCh were dlscu!"osed wilh pHlIcular liltelesl heing e>,ple5~(,,j

on the need for n>nllnulllg lnservlce trainmg If we were LO have acllve con~:umeJ

partiCipation. Support was gJven to the parllclp,lnt who felt that the m/clltlon ot
the Act was bemg met by Iwvmg a nux uf ~aate agency lepresenrdlllle;,; and
private service delivery represenlJtlVCs, a~ well JS consumer:; ltve clllJ Wilt k I( ,.
gelhrr loward a (ommon gOiJl. The quesllLJn 01 true "consumer" was rdl~ed J~

was rhe question of the evolullon of the sophJsticaled COllsumel who Illight
overpower the unsoph..istlcated consumer InclUSIOn or exclUSion u! particular
types and kmds of representation on the COL nCl] wert.' inJlvlduaJly dcffndcd
without any particular consensus e"Xcepl rerh<ll's in the area of redll(lTlg \le'lted
ITltercsl.

Staff Role and Direction

The group found Ihe que:-.Iloll uf start [pie HId dHe(llOll to he J p,lrllClllJrly
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diverse problem aJthough there sl~emed to be J vast difference between the states
in the management of this queslion. rn some states the question, "To whom is
the staff responsible?" does not seem to have arisen SInce the Council Chairman
automaticaUy assumed compJett' responsibility for the direction of staff. Yet,
persons from other states expressed frustration in that they felt that they had
absolutely no control over selection nor duection of the stafr. The feeling was
expressed lhat In these states the person controlling the paycheck controls the
employee; and since the adminiitering agency pays the staff, it gives the duec­
tlOn. Some emphasIs in the di;cussion was placed upon that section of the
regulauons which refers [0 adequate staffing for the CounciJ, with the implica­
tIOn belllg that the phrasing of Ihat section of the regulation couid and should
invest In the CouncLl responsibilil y for the direction of staff.

Individual 5lJlle Implementalion

Although IndlvJdual "show :!nd teU" was seemingly avoided by the partici­
pants and not encouraged by the Chairman! some time was spent on using
particular state activities to demonstrate particular points. Several states used the
regionalization concept to remforce their description of statewide participation
and training. It was also felt that coalescence of regIonal planning activit.es made
for a stronger "grass roots" State Plan which was much more rellective of both
consumers and generahzed State needs.

Another reference [Q coalitIOn was coupled Wlth the need to reduce vested
interest by the various consume i groups. It was suggested that by joining forces
the various consumer fal:tors might efficiently direct their energies toward
mutually supportive behavlOrs such as legislative change.

One additional area was clarified both ltuough interpretation and discus­
sJOn. In the presentation of thf paper there seemed to be the impression con­
veyed that pLannmg was interpreted to be in opposition to the provision of
services. This was not Intended and the group found that concept of planning jor
services much more acceptable. They did, however, seem to emphasize the need
for a planning strategy rather than havmg Councils move toward an exclusIVe
service delivery type of activity.
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The Developmental Disablliues Services and Facilities Construction Act
(P.L. 91-517) offers a multipurpose and multifaceted Federal grant-in-aid
approach to the strengthening and expansion of servjces for developmentally
disabled persons. The variable grant formula to states can be used for planning,
adnunistralion, delivery of servIces, training or personnel, demonstratlOn. and
construction of faCilities. The diversity of use, while highly advantageous in the
scope of Jctivities covered and In the potentIally flexible use of allocated funds,
poses difficult problems of quahly control in project grant review.

NIH PEER REVIEW SYSTEM

The Wldely acclaimed peer review system of the National Institutes of
Health may offer some guideHnes in this regard, but the underlymg processes
and modes of funding are vastly different. Some programs Within the NIH such
as the now terminated construction grants for Ment.al Retardation Research
Centers, bear striking similaritie" to the University AffLliated Facilities construc­
tion program. In such mstances, or in the special projects sectIOn of the Develop­
mental Disabilities formula grant programs, the procedures and principles of the
NIH review system arc clearly applIcable. However, the distribution or rormula
grants through State Planning alld Advisory Counc~s and designated slate agen­
cies to a variety of elIgible participants, IS another marter. Here, prioritles,
special Interests and political pressures may inOuence the review system and
hamper lis effectiveness. Because of these dIfferences, each dimension of the
problem Wlil be considered independently.

The NIH research program, despite its heavy accent on basic research jn the
biologicaJ and behavioral sciences IS nevertheless, a mission-oriented program.
Everything we fund must be health-related. The Instilu les are charged with
finding solutions to speCific diseases (arthritis. mfection, allergy, cancer) or
organ syslem problems (hearl, lungs, eye, denlal)_ More recently established
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Inslllutes have Illore broadlv defined 11llSSIOni, '\llch ,j~ child heallh dnd hUlllan

devdopment, <:Inti envHonmenlaJ health.
Establishing new ITl~t1tu[CS or incTca:-.mg Ihe budgets 01 eXI<.:t1l1g ol1es .Ht'

tWI) vIsible w<lys of setting flJlIon<J1 PTlofltie) Many 1'.1l'toro;, lUlllrlhu[C II) this

pr()cess--conc~rn legdTlhng <l IlldJlH nallo/l.J\ health rHllblen-:, the IllkTts! (If Ita>

scientific COnlI1lUflHY, the pressure or comumer gruups Con~It'~Slullal dlld

adnunJstratlOTI resplllIslveness DIverse con"eq 1t'IlCeS tlllW from [hi' COllllrlllT1€'111
of fIscal re<;ource~ tu new plilgrarn prJUntics :\llhe J-eJeral level, nperl 'I1<:1tl 1-,
recruited, peer review glOups are formed, Jnd IlatH)lIal aJvlsol) (Olllll.::ds .:ITe ',el
up 10 promote gU:.Jls ,mu i.ldVISe on policy WHhm UIIIVt'rSJlles, JepiHlmen1:-'1lIil\

assign laboratory ~pace to till' new pdorlly anj sClcntJ')[s !TIlly shlfl 1he dIre-eltOn
of IhclJ resellrch. How extenslVely sClentlfk Interests may shin, IH at kast ap·
pear to, IS partly a functIOn lIt' the iWJllabillty lIf other sour,.:es of gLmt support
The large number Llf rcsearlll f.JClJlry 'iupptlrted hy Federal fund..; <.Jlctat~~, .-l

survIval philosophy by gomg where the money IS, but II aho servc~ the r,OSltlVC

function of dlawmg manpower resource~: III ~r10T1ty prnhlelll SOlvlllg Til stech
mquc, as WlII be nOled later, Illay be aprlieu III Ihe ,\tate', dl<;;tnputJon ur the
formula grant.

AI the NiH Instltule level uf oprrallon, the Ll>lltlJct rnel.:halllSlIl 1:-. (lnt' 1,1
the primary tools for JrnpJemt'nting p"orl(Jes. WIthm Ihe regular grant piogram
of a broad research miSSion" such as child he,llth lind hum,1Il developmertl, the
range of posslbk projects IS almost infinite, The Instltu1t~ musl accept whal
comes [0 it for review and has little mtluenee over speCific dtrectlorh, ex...:ept as
stllll, through consullatlon and programmatic dforl. Ciln cncoUI~ge CCftdIn prIll'
ect~ By contrast, the contrdcL-·m the IllDst ~Imphsllc tenns-IS iJn <Igrt'emen1
Wltn an Investigator to cdrry out a resealeh study rhe LnstltlJte wanh dorze The
level (If mvulvement 01" IlIstltule 'itaff may range from lrue cl)UJborallon 1,) mere
superVISion of contrllctual term", but the lrnr,ortanl ptH!lL IS (h<:H r"lInus ..:an be
dm'cled toward specific pfltlrltJes The"e priorIties may also hi' ;Iffec:cd hv
outSIde concerns, but staff Input bears more heavily on tht· uutCI)me Another
obvious means for sllmulating aCllvlly In a spel:ific area IS thlough t:.HIllMh:lng ot
funds.

PRIORITY SETTING

The. very comprehenSIveness of the Developmental Disabilities prugram anJ
the variety of mteresl grours II serves, gr~atly complh.:ate the plllHlty :;ettlllg
task. CompcLilion between POups IS Inevilabl~ when illl must shlJrc :.J ..,;nrmllllll
resollrt:e poul 'lIld when the pool JS Insufficiellt to the total Heed The require·
ment that consumers be represented on aJvu,ory councils does nnt guarantee
imp,JrtiaJlty in pllDnty determinatiOns. PeckJng orders an' huunJ to emerge
when well organl/ed, politICally Intlllential grclups such as those conLerned Wllh
meJltaJ retardallOn JnJ cerebral palsy, are paJrl'd wIlh other dhabJllty groups 1111
Hus alliance, there is the danger that the con"ept of developmenlaJ d"alllhtles
may be subordmated 10 the specific ca1egones :,ubsllmeJ under its umbrcUd,

Th~ InclUSion of state and klCal agencies and nongoYernlflental'HgJnlldtluns
on lhe Slate ('Cluncl! fliliher L()mpI1L;,le~ IHlc,nly srllmg, The ('.IUIlCll I~ Jnd
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should be responsible for program direction, development and growth. Smce the
grant program bu.LIds on existing services operated by these agencies, they are
clearly the best informed on what is aVaIlable and whal IS lacking. Yel, a
dilemma exists in that these agencies which contribute to planning and direction
are also the beneficiaries of the granting process. In essence, they are advIsory to
themselves, and the balance of power within the State Council, rather than
demonslrating need, may dictate priorities.

Despite the potential connlcts this slructure presents, the concept that plan·
ning must be a continuous procl~ss involving agencies and consumers at all levels
is a sound one. The review and approval of Stale plans by the SecretaI)' through
the Regional HEW Office adds an objective dimension to the process, but offers
only partial qualily control. To properly evaluate such plans for merit caUs fOJ a
broad range of professIOnal skills, up·to-date knowledge on research, soclal-Iegal
trends and innovative programs and delivery system know-how. Few regional
offices have suffident manpower to effectively carry our this role. Furthermore,
as staff members for the granting agency, they may be vulnerable to conflicts of
interest and subtle political pressures. One pOSSible way of assessing the merH of
the stale plan and the validity of the priorities identified, is to establish program
review groups at the regional kvel composed of professionals of multidiscipll·
nary backgrounds who are not members of the State Council and a proportion
of whom reside outside this region. Member~, of couese, would be excllsed from
eeviewing the plan from their own state. In thiS way, the review system can be
strengthened, made more objective, and by virtue of the "outside experts" brtng
in fresh ideas.

Modification of Council composition at the state level would also be helpful
m avoiding the internecine conflicts that may occur. Professional members flOm
outside the state could become "arbllrators·· when necessary and pOSSIbly mmi·
mize (he perpetuation of programs by vested interests of agencies or depart­
ments. These suggestions are not foolproof ways of obJecufyUlg the planning
and pflonty setting processes, but they should help to externalize the evaluation
process and reduce conflicts of interest and political influence. They approxI­
mate, in pnnc,ple at leasl, the dual review system of the NIH, separating the
assessment of program merit (by the program regionaJ review group) from that
of planning and policy makin!: (State Council) and adding reView personnel
outside of the system under review.

The determination of priOJities demands in the lirst instance, of course, a
solid factual base of information concerning what kind and how many disabled
persons are being served, the nature uf services they recelve and who provides
them, as weU as what facilities and resources are available. Client data are rarely
available, since few reporting systems designate their clientele by disabihty cale­
gories. Especially is this true for generic agencies to which disabled persons come
for reasons other than their disability. Some states have considered using their
planning funds to conduct epidemiological studies tll assess the prevalence of
various types of disability. It would be clearly wasteful for 50 states to replicate
one anothers efforts. The special projects funds reserved by the SecretaI)' under
this Act, may be a better mechlmsm for UlIS purpose. Sufficien1ly precise data
for planning are already available on urban-rural and social class prevalence and
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Incldence in menIal retardatIOn. Through carefully designed :.tudl{'s Jlld sampJmg
pcol.:edures, similar data could be obtaIned on other disabl..hl1es. EpldemiL'llIgH;al
studies of this type clearly satisfy natIonal slgmficance crltcna and could provide
i:I reasonable basIs for each slale to detennlne need, prc'gram Ullectllm Jnd
dislnbution 01" tunds.

Other baseJmc InformatIon regarding agt'ncy Invulvement and fJcliltle~ IS
already avauahlc In many stales hecause of ealller legislation relative to planning
and constructIOn of facilities for work In menial retardation ThiS mfonnatltm
needs to be updated <lnd expanded to lni lude other clJsab[litl~", alld the
machJncry for Its collectIOn I~ m some sliJles :,u!l 't'lable. Th,~ dala l"Quld plOvlde
a useful starting pOUlt for planning and adVISOry (;ounclls In e..... dluatmg the
growth and quality of serVices, program mnovalJOns and unmer needs

At the Federal level, the ~pecial projects g,ants offer excellent opportunJrles
for Implementmg prlOTitles and developIng delivery sysrem model.;; on new serv­
Ices lhaL states could emulalc. The National AdVISOry Council, h~Lause oj Ills

charge to evaluate the effecllveness of prograills on a national level In carrylllg
out the purposes of the legIslatIOn, IS JrI a unique posulon 10 identify the nec~d

for promiSing and new approaches and where they mIght be developed, tfled ;;Iud
tesled. In buef, they ~ould est;;Iblish priorities and InVIle grant j]ppllcJllons ,)r
contract proposah responsive to thelT 1IlIeresl::,. The NIH, as nOled earber has
used the contract mechamsITl WIth consiiJerable success to stimul<:lte research
activity In speclfk areas. Often, It advertls~s IlS mterests In the C()mmerc~ BU31­
nes:s D:'lIly and Issues a Requesl for ProposJh, (RFP) which sets lorlh In talrly
precise terms the alms and scope of the siudy proposed. Not uncommonly, ;tn

RFP generates a nUTlY of Il:search grant appllcatlons dS well as (antra, t prll.
posals. It is an excelJent way uf publicizing the mterests of the fundmg agency.

PROJECT APPLICATION APPRO<\CH

The state plan must satlsfy certain requirements of effectJvenes~ m lts distri­
butIOn of funds to Slates and local agencIes. Assurances <:Ifo~ aJso reqUIred th<lt
some of the funds will be allocated to local groups, that standards Wlll IH..'
main tained, records and reports kept, and pov ~l t)' areas afforded special conslJ·
eration. The project application approach, as discussed Jbove, can be utilized at
the state level as well. Clearly, a major part 01 Developmental Disahihties funds
will be used by the major stale agencies for planning, adrnHllstratlOn and dircd
delivery of services. The cont:epl of public responsibility for dIsabled children is
well established and in probably all slaLes, the states are the pnmal)' provlders l)f

service. Nevertheless, there is .m Important rol~ for the voluntary agency in the
areas of family counseling, homemaker servIC'.!'S, foster family and group car.~,

adoptiun and Similar services. More important, the valunlary agency can be
highly flexible \lnhk~ the public agency WhOSf polIcies and regulatIons ale dlL:­
tated, and somelJme~ conslrained, by legisl<1tJve authority. These volunt<:lry
agencies have a capacIty for experimentatlOn ,>orely needed jn uncharted areas
concerning the- developmentaUy dIsabled. Tht'lf resources should bt' fully ex·
ploited.
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One way to achieve this goal is to set aside a certain proportion of the state
allocation for special project funding-not to be confused with the Federal proj­
ects discussed earlier. Here too, the State Council can set priorities and solicit
applications through media advertising, contact with professional organizations
and societies in the states, and RFP type approaches. At a later point in this
application process, the Slate Council may choose among meritorious projects
those proposals which best satisfy priorities and the goals of this State plan.

CONSULTATIVE HELP

Potential grantees under this system may need l:onsultative help in con·
ceptualizing their programs, specifying their technologies and strategies and pro­
viding the data for program evaluation. Technical assistance of this kind is likely
to be most needed in the least developed service areas of the community. Such
help could come from a variety of sources-private consultation, academia, state
personnel, or the staff of the granting agency. The important consideration is
that individuals involved in the .Jpplication development process do not review
Ihe proposal once it is submitted.

The NIH project review syslem does nol prOVide a perfect model for state
review of Developmental Disabilities proposals, but the underlying rationale is
clearly applicable. The philosophy of NIH staff is to support the best research
possible and to the extent that preliminary consultation can facilitate this goal,
it IS freely proVIded. Where such contact is made with the mvestigator, he is even
invited, jf he wants to, to send in a draft propo~aJ for staff review before
officiaily submitting it to the NIH Division of Research Grants. There are self­
evident hazards in Hus places!> for applications that fail to pass scientific
scrutiny. but scientists are awan: that consultation, whatever its SOUlce, carries
no funding guarantees. With few exceptions, they greatly welcome this assistance
and there is a fairly positive correlation between staff input and project out·
come.

GRANT REVIEW PROCESS

The grant review process is scrupuJously separale from the technical assist·
ance to the grantee outlined abC've. Once the application is fonnaJly submitted,
iI is assigned to a Study Section for primacy review. There are many Study
Sections, each composed of members expert In a given area of research and
selected for their demonstrated competence and esteem in the scientific com­
munity. Many of these investigators are NIH grantees. Should their own applica­
tions or projects In which they participate be assigned to the Study Section of
which they are a member, an ad hoc panel is constituted to avoid conflict of
interest. If the applicant is from the same university as the Study Section mem­
ber, Ihe latter is excused from the review of the project. On site visit teams,
geographic considerations are also applied, and consultants are not selected from
areas ploximal to the applicant. These zealous protedions agamst connict of
interest are the hallmark of the NIH peer revIew system and an important factor
in its success.
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When a judgment on scientific merit h,JS been rendered by the primary
Study Section, its conclusions and recommen,jatlOns are presented to the [mtl­
tute's National Advisory Council for further leview. This [("VIew Include:. SClt'll­

tifte merit but is concerned primarily with Issues of polley, relevance to the
InstItute missIOn, and to some extent, progr~m priontles Council also has the
option of questioning the reconunendations cof the pnmary group and the ade­
quacy of the review, but this option is judicIously, and thus infrequently, ex,,;'r­
cised. The recommendatLons of the Counl.:il me advisory to the ])1JCC(fli. NlH,
except that no grant apphcatlOn can be funded without Counc]] approval.

Some of the proposaJs are i:lpproved and funded, others are Jpprov~d but
cannot be funded, and many are dIsapproved. In all of these Slluation:" st~ft

contact and responsibility may be reinstated. I 'unded grants are aSSIgned to sta tf
for management and for evaluation of progless as evidenced through legular
reportmg procedures. More intensive p<ntidpatlOn may take place at this tlllle
for project renewaJ. For the grants that are not funded, staff. upon reLJ.uesl or hy
its own initiative, may share with the investigator the crltlque of Ill~ sludy and
otherwise help him to formulate a revIsed proposal, thus fllrther enhanCing the
qualIty of the scientific enterprise.

This capsule version of staff-Study Sectlon--and Council responsibIlitIes
indicates the interrelated and complementary Ilature of the grant reVIew system.
While staff is by design not d part of the evaluative process per se, lIs lole III

preliminary consultatLOn, admimstratIve management and followup, IS obvlOlisly
essential In carrying out InstItute goals. By lhe same token, sClcn11f1c review
alone, without reference to policy, mi'ision or prJOfltle~ is les.., likely t(l achlcve
agency objectives.

All of these elements, WIth modificatIOn, would appear clpplicahle til project
grant review at the state Jevel It IS eCllnomlcally unfeaSible for stdtes to set up
an elaborate structUle of Study Sections and plobably unnecessary to do w. BUI
some kind of primary review mechanism, mcependent of the de~lgndtcd state
agency or AdVISory Council, would appear e"sentlal. Conflicts of Intert'st are
likely to anse when a single body IS responSible for planning, prugram dllectlnn
and growth, review of projects and evaluating lIs own state plan. Such potential
conflicts would probably be most apparent aHlong consumn membcrs 3,1(1 the
state agency beneficiaries of the program. Tt,e use of a subcommittee of lhc
Council, supplemented hy ad hoc members does not fuUy ~.at1sfy thiS COllccrn,
nor does the review by staff of the admmisterir,g agency_

It would seem adVIsable to establish a project grant reVIew group whose
members represented different disciplines and \ aflOUS aspects of delivery systems
and who were drawn from university settings ,wd public and voJulltary agenCIes
at all levels of government. The sue of the grollp should probably not exceed J"
and should rely on ad hoc persons to supplement group expertlsL Meetings
could be held 2 - 3 times per year dependmg on workload and should be coordl'
nated with Advisory Council meetings. Fmancial support flJr such a group, In.

c1udmg site visits where needed, could probably be charged to adllllnl::.trallve
costs under provisions of the Act.

The independent review system has certain bUllt·lJl 3lhantages. It plOleets
the Councll and adnunistenng agency from undue pressure:-- by poll11(':::I1 and
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consumer groups and alleviates adverse criticism. It provides for more expert
evaluation because members can be selected for their special knowledge and
competence. LilTIJted terms of membership could be established. This would
help in preventmg the developm~nt of an entrenched "in group." Many projects
WIll be of fauly long duration; for these, interim short-term review can provide
an ongoing mechanism for quallly control. Projects that fail to progress satisfac­
torily could, under this system, be phased out more readily than is possible when
activIties are both solicited and Jevlewed by Council or staff. Conflicts of inter­
est, potentially very damaging to programs of this kind, can be greatly mini·
ffilzed.

The Developmental Disabilities legislatlon offers an unparalleled oppor­
tunHy to strengthen and extend existmg programs and to expand services Into
new and promising areas on bl~half of many groups of heretofore relatively
neglected groups of children. To fuDy exploit this opportunity, however, an
administrative structure is needed to insure efficiency of operation, program
effectiveness, mission-oriented a,::tivity and the assessment and implementation
of program priorities.

A system fat project grant review, designed to safeguard the quahty of the
program, is an essential part of this structure. The suggestJOns outlined above
could contribute to this goal.

DISCUSSION OF TIlE PRECEDING PRESENTATION

Most of the discusslOn centered about the practicality of the above sugges­
tIOns, especially in View of the fJct that the Developmental Disabilities Program
is so new. Concern was express~d over whether in some states there would be
enough quaJified people to serve on the recommended Initial review groups.
Some state representatives felt that with the little money ava~able at the present
time, it would not be feasible to set up initiaJ review groups which would send
recommendations to the State Council. Short deadlines were also cited as rea­
sons for not providing mltial review by experts at the present time. Many mdi­
cated, however, that the idea should be given seflous consideration when budgets
became sizable.

A staff member of one State CounCLI indJcated that the review of apphca­
tions was conducted exclUSIvely by the State Counc~. This took the form of an
mltial revIew by a subcommittee of CounCLI whIch then presented recommenda­
tions to the fuU Council. If a subcommittee member felt that the discussIOn of a
gIven project represented a con'"11ct of mterest, he- could remove himself from
the room dunng the deliveration. No deciSIOns were rcached without consensus
of all members of the subcommittee. Each apphcatlon was read by a pnmary
and a secondary subcommittee member who were chosen at random. Final
budget negotiations were delegated to staff with instructions that If after such
negotIations uncommitted money remamed, they should search out new projects
for funding wluch reflected agwed upon prionHes: geographic distribution of
DDA funds and services; state p"onty Hstings as determined in their state plan:
needs of clients and the regions for additional projects and the possib~lty that 0
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project submltted and nl)l funded had the pOlenrial til be reworked to a pOInt

where It could be approved and had tht.: ..::apabiJlty 01 delivermg the .~'Vll:t' If
2pplOV-ed.

Thjs same State (ouncu ilrrlved al two Imp0rlant dfclslOns (I) the Jd­
VOCdCY role should properly be funded through the volunteer agencIes, and (211 a
'"grants writing semjnar" should be conducted prlol to the next grants appilla­
hon tlme. The major 201m of the griJnls wnllng seminar is tu help the less
sophIsticated potential reClplents of funds to learn how to wrIte a guod apphca­
tlon

A CounciJ member from another slate agIl'ed with the advisability of h.JvlIlg
the jnitial review done by experts who arc not members of the State CouncIl but
Indicated that at the present time such a meclJanJsm IS not m uperatlon. Imtlal
summaries are now prep<lred by staff and forwarded to all commIttee members.
At the same time, applications and sUlllrTlarie~ are sent to fCIUT groups who have
the right to comment on them but do 1I0t have the nght of velo. The)e are.
(a) the appropriate state agency (specIal lechl11cal assistance may bt~ requested
and/or proVIded by these state servi(e agent les), (b) regjonaJ plan rung group
review (the regIOn selects priorities and rnJke~, re(:ommendations), (e) telhmcal
assistance (by staff 01 based on agency respon~el, (d) outsid( profeSSional reader
help (to get objective reactiun to proposals this IS uptlOnal and IS used for
appropriate selected rroposals). In additlun til review by the four group~ Ils{t~d

above, staH of thlS Council meet personally With applJcants who Wlsh 10 dISCUSS
(heil proposal. Finally I 11 sUlllmary is pre paled by staff. Proposals and final
summaries are then presented to a s.ubcommillee of the Councd known as. Ihe
Proposal, Procedure and Review Committee. Members who may have a \le'stt~d

interest m a specific proposaJ(s) are excused from commltlee dcllbcratJOn and
discuSSlOn of that proposal(s), OptJ(lnJ..l use 01' outSIde readers on selected pro­
posals is posslbJe. 111e l,;omnultee uses a rallllg schedule and disl usses each
proposal. Finally, it prepares recommendations fOJ the State CouncI.l.

Ensuing discusslOn brought out the fact that a numbE'f uf Stare Counc~s

operate m substantially the manner outhnec above. Many CounCil mEmbers
expressed con{;ern over the problem of how ttl prevent the "nch gellIng nchf'[,
and the poor getting poorer," as a rewh of the dJstribution of Developmental
DisabilitIes funds. Sugge~tions included (a) having staff meetmgs In TUlal areas,
(b) sending program informatlOn Lo a velY lar~c list of pOSSible appllcanls, and
(c) holding grants wnting seminars.

A ~taff membeJ from a Hurd State COUilCiJ mdH.:ated that the revIew I)f
applications was substantially [he same JS th<lt of the first State CounCil men­
tioned in precedIng paragraphs.

An overaJi summary of the important putms brough[ out mall )1 Lh~

dlScussions included the foUowlIlg poinLs made by (he Chaimlan.
I. All progritms ami plans fOI distflbuLing funds are very new .md ,til

State Councils were faced Wlth 'Hl almosl impOSSIble task of deVISing wa:/s ;,j/ld
means with very short deadliJles.

2. It IS very unportanl 10 prOVide 1Il111a] review of all i:lppllcatlOlls by
experts who are not members of the Slate COU1IO!.

3. Thjs mitial review group should report to the CouncI.l anu the COLln-
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cil must make the final decisiom.
4. Siaff should discuss each disapproved appUcalion with the applicant

in an efforl to find other possible sources of funds.
5. It is important for State Councils to develop policies separatIng

service grants from planning grants.
6. State Councils should establish policies which will make II possible

to serve all areas included under Developmental Disabilities. The chauman
granted that establishing a proper balance is extremely difficult but cautioned
State Councils not to aUow their individual self-interests [0 make them provin­
cial.

7. The chairman conduded the discussion by stating his conviction
that he has seen lots of evidence that slate groups are developing real sophistica­
lion. He is optimistic about the future of the Developmental Disabilities Pro­
gram.
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Part X
Innovative Programs and
Sources of Fu ods

Editor', Notes
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In additIOn to serving as a general forum for learning about the philosophy
and operation of the Developmental Disabilities program, the planner of the
NatJOnal Conference viewed it as a marvelous opportunity for members and staff
of state councus to share experiences and viewpoints. This objective clearly was
achleved through the many Informal contacts which look place among the
nearly 800 conference particlpants.

Besides these informal mterchanges, W,Uiam Allen Ziegler, Jr. presented a
paper summarizing some of the more Interesting and innovative ways states were
using DDSA funds to accomphsh their objectives. Among the specific projects he
reviewed were (I) the development of a statewide syslem of protective services
for DO clients In Ohw; (2) th,~ establlslunent of a statewide infonnation and
refenaJ system in LouiSiana, (3) the creation of aDD coaJitlon in New Jersey;
(4) the Jaunchmg of community alternatives to institutional care In Washington
State, Georgla and Montana, and (5) reaching out to the Amencan Indian popu­
lation In Colorado.

GIven the lunited funds thus far available through the DDSA program, the
age ulJ question of where to fjnd adequate resources to meet the needs of the
developmentally disabled was a constant source of conversation at the November
conference. Tadasru Mayeda's paper on ··Little Used Funding OptIOns" IS

addressed to thiS question. He dlSCUSseS a number of possible avenues for sup­
portmg DDSA activitieS through the U.S. Departments of Housing and Urban
Developmenl, HEW, Agriculture, Defense, lnlerior, Labor, Justice, Commerce
and Transportation as well as the Veterans Adminjstratiun, the Civil ServLl.:e
CommiSSIon, the General Services Adnuruslration, the UnHed Slates Postal Servo
ice, the Appalachian Regional Commission, the National Science Foundation
and ACTION. Numerous examples are included of how these various programs
have been llsed by mnovalive and imaginative administrators to aid the develop­
mentally disabled. Tbe author also suggests 12 guidelines to follow in seeking
funds from departments or agencies not usually JssoLlated W1th developrnenlal
disabilities programs.
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New and Successful
Programs and Projects

William Allen Ziegler, Jr.

INTRODUCTION
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In the last ten years significant progress has been made in lmproving and
expanding services for the mentally relarded. Many states have begun to develop
an array of community·based services to dlminish the need for long-term institu­
tional care. In addition, alternatIves to residential living (group homes, hotels,
apartments, half-way houses, etc.) have been designed to incorporate the
retarded child and adult into the t~veryday activities of commumty life.

One lesson of the past decade is that in order for the concepts of com­
munity services and alternate living modules to become a viable reality, effective
liaisons between federal, state and local governments and also the pTlvate sector
have to be cultivated. The recommendations of the President's Panel on Mental
RetardatIon provided the framework for such progress in the early 1960's. One
of direct outcomes of the Panel's efforts was the enactment of the Community
Mental Retardation Facilities Act of 1963 (P.L. 88-164). This legislation was an
important imlial step in developing a federal, state, local partnership in improved
services to the retarded. However, it was not until the signing of the Develop­
mental Disabilities Semces and Construction Act of 1970 (P.L. 91-517) that the
groundwork for a fuU partnership relationship was completed. P.L. 91-517
broadened previous legislation (P L. 88-164) by: (I) expanding the definition of
the target group to be served; (2) authorizing support for a continuum of serv­
Ices in addition to construction of facilities; and (3) providing states wHh greater
responsibility fer planning and lmplementing the program through a formula
grant program.

Despite the frustration surrounding the inadequate level of initial funding
and the difficulties encountered in operationalizing the unique concept under­
lying the Developmental Disabilities Program, a number of excellent examples
are already available of effective utilization of DDSP funds. The purpose of this
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paper IS to provide a few illustratlOlls of mno'lative uses of lDevelopmentai Di~­
bililles funds.

FILLING GAPS IN SERVICES

One of the basIC premises underlymg the legislation IS that DOSA funds
should be used to pJug up existing gaps in a state system of delivering services to
the developmentally disabled rather than sllTIply supplant ongoing ,·fforts.
Several jUrisdictions have demonstrated the viability of thli approach by uSLng
federal dollars to demonstrate new and sucl:essful modeh of the delJ\lery of
services to developmentally dIsabled clIents.

Ohio IS a good illustration of this approadi. Soon after il s estahhshment, the
state ODSA planning and advISOry council de,;rgnated prote':lIve service for sub­
stantIally dIsabled adults as Its highest priority area of mterl~st. About thiS same
time Governor Gilligan signed mto law a bill which authoril.ed the developmenr
of a statewide system of protective services. TIle DlVislOll of Mental RetardatIOn,
working with the State DevelopmentaJ DisabilItIes Council, deSIgned a case man­
agement module which encompassed case management, prutective selVlCes and
personal advocar.:y -- plus auxiliary services of mfonnatlon and referral and
follow-along.

OOSA funds are now being used as leverage money to get tillS innovatIve
new system off the ground. The state agency IS admirusteTLl1g the case mijnage­
ment and protectIve services programs while a coahtion of voluntary groups is
carrying out the advocacy portion of the plan.

The delivery of servIces WIU emanate front the stat~'s [(Inal centers Each of
these 12 regional centers will have a trained protective semce speclahst who will
be directly responsible to the protedive selVJce admInistrator In the central
office. Therefore, the monitonng system will be divorced from the delivery
fum:tions of the DivJsion of Mental RetardalIon. These workers w111 aSSist the
developmentally disabled indIviduals to manage themselves and theu affairs. To
accomplish tJus gargantuan task, an aJray uf s~rvices wJ.11 be provldeu outreach,
counseling, case auditIng, guardianship, legal UlterventlOn, [oUow-aJong, and case
management. A computerized tracking system wtli be utilized to provide efffc­
tlve information and referral and follow-along :-ervlces.

• For several year~, the consumer-oriented orgamzatlOns have played an un­
porI ant role in develop1l1g Ohio's protective :;ervices and CitIZen advocacy pro­
grams. In 1967, the Oluo CitIzens' COn1Jmtlel' for Mental Retard.tron Planning
launched a protective services project in three locatIOns which has since been
admmistered by the Division of Mental RetardatIOn. The monumental protective
services and public guardianship bill was spearheaded by the OhiO UCPA and

ARC with support from the DlVlSlon.
Representatives from the Ohio Associa"lon for Ret::lrded Children, the

Epilepsy Foundation and the Umted Cerebral Palsy Associalron will be entirely
responsible for the advocacy function of thIS module. GlJidehnes havt~ been
developed and i:I pilot project has met with initial success. ThJS year the con­
sumer Interest groups will be supportmg a limited number of personal advocaey
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projects and employing a director to assist in the statewide development of the
advocacy system.

The spirit of cooperation between the state agency and consumer interest
groups throughout the design and development of the case management system
typifies the partnership approach which must underlie successful efforts on
behalf of the developmentally di..bled.

ACCESSING THE SERVICE SYSTEM

There has been a growing national awareness of the need for improved
access to infonnation on generk and special services available to mentally re­
tarded children and adults. The Importance of timely, accurate information on
service resources is not restricted to parents and interested community groups
but also includes state agency officials. Louisiana is now in the process of devel­
oping such a statewide information and referral system through the use of
developmental disabilities funds.

The central element in this new system WIll be the designated staff members
in a variety of generic health, social and educational agencies throughout the
state. These staff members will be trained to serve as their agency's specialist in
infonnation and referral service:, for the developmentally disabled and their
families.

Besides the instruction and development of the staff, the DDSA funds will
be used for: (I) the preparatioll and publishing of a statewide directory of
services available to the developmentally disabled; (:l) the development of a
standardized referral and followup process; (3) the design and implementation of
a computerized registry of cases; and (4) the utilization of collected data to
evaluate management, to provide feedback (0 individual workers and to assure
that clients receive better access to services.

The Louisiana Division of Mental Retardation, the state agency which is
responsible for administering DDSA funds, has contracted with a private man·
agement consulting fum to design and implement thIS computerized mfonnation
and referral system. In instituting this program, the firm will be responsible for
the initial training and development activities.

The consulting group will aho prepare the directory of services available to
the developmentally disabled. This directory will include, as a minimum, the
following data: (I) the identity and location of services; (2) the description of
the available services; (3) the referral processes that must be followed; and
(4) the financial policy for each service provided.

The concept of an effective information and referral system in LouiSIana is
not novel to the state. Several years ago a state directory of services for the
mentally retarded was prepared as a result of the imtial federal comprehensive
mental retardation planning legislation (p.L. 88·156). In addition, two local
information and referral centers were institu ted under the aegis of this ac t. The
results of these activities have demonstrated the feasibility of creating a state·
wide information and referral netwotk.

A project in Georgia provides another excellent example of how DDSA
funds can be used for impact on c'ther potentIal generic service systems. Through
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a nDSA granl a therdpeutH: recreatIOn consullant has been .ldded to the ~.tdn of
the GeorgIa Department of Natural Resource ,. The prograrn has been des1gned
to: (I) evaluate the recreational needs 01 the developmentally dlSabkd
(2) develop local recre<ltlon programs fur this iegment of socJety' (3) recruit and
tram recreational specialists for the developmentally dl'iabled (4) establish
recreation<ll standards for this group, and (51 work towards ellmmatlng archl'
tectural barriers in public facUlties.

FORMING NEW DEVELOPMENTAL DISABILITIES COALITIONS

As outlined In Ihe repolt of President Kennedy's Panel on MenrdJ Retarda­
tion, coordlniJtion and planning are essential elements of the orgamzalion of
services ill any system. Coordination can only be accomplIsheJ thlOUgh com­
munication, cooperation and clear lines of authority

The New .Ieney Commll tee for the Develc'pmentaJly Oi~:abled, ;J coalition of
voluntary agencles representing andlol serving the developmentally dIsabled, has
capitalized on this concept and is operating a:, an efleclive adjunct 10 the stele
DDSA Planning and Advisory Counctl. 'The CommIttee is composed of repre·
sentatives from the New Jersey ASSOCiation for Retarded Children, the United
Cerebral Palsy Association of New Jelsey, the New Jersey Chapte, oi the March
of Dimes, the New J~rscy Epilepsy Foundatlc>n, the New Jersey ASSOcIation for
Children with Learning DIsabilities, and the t»ew Jersey Ea:;!er Seal SOCloty lor
Crippled Children and Adults.

Pnmanly, the gJOup coordln<ltes pJannUlg and progr~lm actiVities of the
member voluntary agencies to best serve the mterests uf the state's dt'velop­
mentaUy disabled. The Committee's project courdlnator, who was employed
through a DDSA staffing grant, works closelv with local organrzat1l>ns 10 help
deSign the most comprehensjve program, to I'md new funding SOUlees, and to
avoid duplIcatIOn of servIces.

A second DnSA grant has heen awarded 10 the Comnllltee for the dt~veJop­

ment of a statewIde, computeflzed informatIOn and referr,i1 system whJCh ha'i
stlmulated the mterest of other voluntary groulJs to JOin In the enUC<lyor

Although the CommHtee IS only represented by groups from the private
sector, staff members of the state OOSA COUIH.:I..I do participate In the Commit­
tee's meetmgs <lnd vice versa. ThiS liaison has fostered an el fectlvc CUJlllTlunll'a­
tion hnkage. The state agency has become aware of the consumels' needs <lnd
priorities and, in turn, has been able to transfIIlt Its goals and obJecllves tn the
representatives of the developmentaUy dlsab led.

The creation of the Committee stemmed from early pJanmng br [he
unplementation of P.L 91-517 in New Jersey. The Mental Retardat1l>n PIJnnlJ1g
Board, the predecessor to the New Jersey DDSA Planning and AdVISory ('ouncll,
felt the need for infonning the publrc of the "DO concept." Therefore, repre­
sentatlves of the Board and consumer agencks held <I seflt~S of fonnal and m·
formal meetings. At the conclUSion of these sessions. the voluntary agencies
detemllned that they had a need tu contlflue tbl~ UlteractlOn in a formaJ manner.
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STIMULATING COMMUNITY BASED SERVICES
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As indicated above, one of Ihe basic concepts underlying Ihe Developmental
DisabUilies Act was that servic" should be delivered to relarded clients just as
near as possible to their home communities. California is an example of a state
which has been pursuing the goal of communily-based services since the early
1960's.

Two regional centers were established as an outgrowth of comprehensive
statewide planning in 1963-64. In 1968, Ihe California legislature directed a
study of the program and servIces available to the state's retarded population.
The Lantennan Mental Retardarion Services Act of 1969 grew out of this study.

This Act provided for filling gaps in services, joining fragmented services and
tailoring services to the needs of mentally relarded individuals. The Lantennan
Act, among other things, called for the completion of a statewide network of 13
regional centers. Each center serves as a fixed point of referraJ in the community
to coordinate the continuum of services to the retarded person.

A major portion of Calif01 nia's DDSA allotment is being used to supple­
men! state funds in order to complete the development of regional centers. The
four newest centers will serve n,)t only lhe retarded bUI also all developmentally
disabled individuals. All of the ,;enlers ale operaled by private, non-profit,local
organizations with a full professional staff. The services are provided without
charge and include: diagnosis, counseling, case registry, guardianship, case man·
agemenl, and follow-along.

California's regional center:; are beginning to provide retarded persons and
their families with an alternative (0 institutional living.

CREAT1NG NEW MODELS OF SERVICE

The developmental disabilities program emphasizes the need to develop and
test out new models for delivering services to clients. One such model, which has
gamed popularity over the past few years, is the group home or hostel. Rather
than carting off retarded persons in need of residentiaJ service to some distant
custodiaJ institu hon, the group home concept stresses the importance of mam­
taining the individual in a small, community-based residence where he will have
an opportunity to participate m school, vocational training, employment,
sheltered work or developmental activities.

The State of Washington has been a forerunner in the development of group
homes. For example, three smalJ apartment-type houses have been in operation
for Ihe lasl three years at Fircrest School Jusl outside Seattle. This a1ternatrve
living siluation was deSigned (0 train retarded clients in the basic skills of com­
mUnity living.

The Office of Developmental Disabililles, the slale agency responsible for
community and residential programs for the developmentally disabled as weU as
deaf-blmd programs, now has broadened the halfway house concept. One aparl­
ment complex has been converted to serve relarded deaf and hard-of-hearing
persons (18 years or older) who are in need of guidance in urban living skills.
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The project IS being supported through a fed,oral gran! under Section 4a( II "I
the Vocational Rehabililalion Act, under funding authorIty administered by
HEW's Division of Developmental DisabiliIies.

The program will serve two populations of deaf or hard-of-hearing llIdivl,]'
uals: the mildly and moderately retarded and those persons from culturally O[

service deprived environmen(~. Primary consideration WlJI be given to InstItution­

alized, deaf retarded persons.
The participants will actively engage In tht Iramlng program for a 12·monlh

period with major emphasis being placed on the converSlOn of bas1I: ~n·care,

vocational and practicaJ academic skills mto methods for sUIVlvmg In an urban
community setting. Role playmg, group discussions, private counseling and spe­
cial classes will help prepare the clients for independent iJvmg. A local COIll­

mumty college also will offer adult edul:atlOn classes m "Survival Behavlo[" ttl

the group.
Only in isolated instance~ will the facilities and servi..:es al Fm;rest Sch·Jol be

Jtili1.ed. Every effort will be made to have tlleSl: handicapped persons perturm In
the communit)-recreation, shoppmg, bankmg, and health servIces.

Community services have reL:eived formal c?Jldorsement in Georgw With Ihe
recent enactment of mandatory community services legislatIOn S.B. 347) The
purpose of the law is to authoTize the developrrent of l;ommunlty alternatIves 1(1

total institutional care.
To begIn implementmg this legislation, thl' DiviSion of Mental Health III the

Gemgia Department of Human Resources has designed a plan for a nelw,,,k "I'
group homes throughout th~ state. ImtIally only thLIteen resldem;es will r,e
rented or leased; however, the diVISion ultimately plam. [0 expand the pr'Jgralll
to 300 group home s.

The fIrst phase has been parIially funded t1HOUgh a DDSA grant. all. glOIIp
home will be opened in each of the state's 13 hl~aJth district and wtll be operated
under the supervision of the distrIct mental Ilealth chief. Each pro)ecl wIll he
established in a locality with suitable recreatjonal, work, educatlonaJ, and tralll
ing activities.

The target population for the initial homt·s wtI1 be mildly and moderately
retarded children and adults who are presentl) instItutionalIzed. Every ae tlVIIY

in the program will be dire..:ted towards simulatmg a typical family cnvirunmell[
Each client will participate onJy in his or her work, educatIon or tratnLn~ pnl­
gram outSide of the home and return 111 the aflernoon for recreatIOn, household
chores, or other group aC1Jvlties.

Montana has utilized three different HEW funding mechanISms to Imph-·
ment a preschool program for children who exhibll learning disabtiities ,md/cl!
phYSIcal handicaps. The HEW Division of Developmental Disabilities admlfllSlelS
two of the funding programs used 10 the program-DDSA forlOula grants and the
Hospital Improvement Program (HIP).

The program is designed for children, 3 to 7 years of age: (1) to detemllne
each child's full potential: (2) to help the child develop to hiS fullest pot,·ntla!:
and (3) to prepare the child for appropriate school progranu in his cummunlll/
when he reaches school age. The preschool curriculum consists of moLor skiJJs
de\lelopment, speech and language development, and SOCIalization anu ~el··-Ilt·lp
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activities.
Since some of the childre n must travel great distances to attend the pre­

school, arrangements have been made to provide conununity-based housing for
them. TIlls housing project is funded through a HIP grant. living accommoda­
tions are provided on a five days a week basis. On weekends parents must
arrange to have their children at home.

The developmental disabilities grant covers the ancillary services to the pre­
school program. These supplementary services include consultations, transporta­
tion, and physical and speech therapists.

Services are provided on a regional basis in order to reduce the need for
institutionalization. Many of the children reside at home and are transported
daily to the program by their p"rents.

The third funding source i' Title III of the Elementary and Secondary Edu­
cation Act. Through this grant the academic preschool program is funded~that

is, staff, supplies, equipment, etc. The project staff consists of two teachers and
one teacher aide.

The Regional Interagency Council, a community voluntary organization,
coordinates and oversees the t:ntire project. The Montana Division of Mental
Retardation sees this triple-funded preschool program as a prototype of a much
more comprehensive community-based serVlce delivery system.

SERVING SPECIAL TARGET POPULAnONS

Due to the clear linkage between poverty and cultural-familial relardatlOn
among poor, deprived subgroups in our society, the Developmental Disabilities
Act places special emphasis on reaching au t to the poverty stricken. This is one
of the purposes for which funds for projects of national significance may be
used; in addition, a higher matching ratio is provided for poverty area projects
and states are required to spell out In the state plans what steps are being ta~n

to serve the developmentally di,.bled from poor families.
A project for the Ute Mountam Jndian Tribe, which IS located in an eco­

nomically depressed area of Colorado is a unique example of how one state is
attempting to make services available to a group that was unse.rved in the past.
The project's primary purpose is the implementation of an early intervention
program for the Ute Mountam (hildren under three years of age m order to deter
cultural retardation. Parent training and involvement are basic to the child stimu­
lation project.

As the project progresses, participation of the entire tribe is expected. The
project director has been selected from the Ute Mountain Tribe_ He and his staff
are designing their program til fit the surrounding culture. In order for the
educatIOnal system to be effective the new pattern must be adapted to the
youths' everyday culture.

InitiaUy, interaction with outside agencies was slow; however, a rapport has
now been established between the two cultures. The ex ternal groups are asslstmg
in developing new funding sources, legislation and other resources essential to
the project. [n cooperation with the tribal council and local community, the
Colorado Division of Mental Retardation, the Bureau of Indian Affairs, and
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several other slate and federal ageneles and cor sumer groups are partl~lpating Ln

the project,
The program IS aptly titled, "A ReluflI to Cultural Dignity.'" As the program

develops, the tribe wiU be able to understand more fuUy Iht· other cullures, to
resolve community problems, to deter e~onomlc depressIOIl and to stimulate
cultural respect and learning within their own children.

For the continuation of the projecl, the HEW Office of Child Development,
VISTA volunteers f,om ACTION, the John F. Kennedy o."elopment Center
outreach program, and mher tribal, comrnunl!~ and stale agt"n~ies iire proje'h~d

as [ulure funding and manpower resources. It IS hoped that the Ute MountaIn
project wJ.lI be not just another early mterventlon program but also a demonstrCi­
tion of an acculturation process WIth national illipact.

CONCLUSION

During the past decade all levels 01 gov,:rnmenl, along with the pflvate
sector, have joined in orchestratmg crfectlVe ~nd cooperative programs In the
community for mentally retaTded children and ddults. Concerted effort has been
concentrated on developing new federal, state and prjvate funding sources. AJ·
though the DOSA formula grants ha\le been limited, [hen~ are a number of
examples of how these monies have been used to fiji gaps III seLVlces, to launch
innovative, new programs and to atlTacl other dollars and m.lnpower and ,nate­
riel resources necessary fOT continued program expansion.

For a program for the developmentally disabled to be labeled a SUCCI'SS, lt
must not only be initiated but also must contUlue. TherefoH~, Ill-depth prdum­
nary and subsequent planning must be fully comdinated with all related govern·
mental Jnd private agencies and must take int·} account primary and aJterna(,~

funding sources.
If more detailed information IS desired, conlact
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Little Used
Funding Options

Tadashi A. Mayeda

INTRODUCTION
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Two workshops were held on "Little Used Options (for funding programs to
serve developmentally dlSabied persons)" at the November 1972 National Con·
ference of State PlannIng and AdvIsory Councils in Washington, D.C. The work·
shops were aimed at identifying infrequently used sources of funding whIch
could provide flexibility in program development.

The notion that seemingly unrelated sources of funds are avaIlable to
developmental disability orgamzatlOns was supported by scattered examples of

,fundmg such as the constructic·n assistance of the National Children's Center In

Washington, D.C > by the El:onomic Development Administration of the United
States Department of Commelce; assistance In the movement of Institutional
residents in Tennessee to community facilllies through rent subsidies provided
by the Department of Housing Jnd Urban Development; the employment of
dIscharged institutional residents in newly established InstitutIOnal jobs through
Emergency Employment Act funds of the Department of Labor; the support of
clinical and sheltered workshop programs in OhJO and Georgia by the Appala­
chian RegIOnal Commission; and food preparatlOn subsldies to various day pro­
grams through the UnIted States Department of Agflcuiture. In facr. with the
exceptIOn of the Treasury Department, examples of developmental disabllily
program support could be found 111 aJl FederaJ deparlments and many executive
agencies of the Federal Government.

Although optional sources of Federal funding were the focus of the work­
shops, it became abundantiy clear as the workshops progressed that these
options should include unusual ways to serve the developmentally disabled
through traditional channels nf fundrng such as the use of Title IV·A for summer
residential camping programs and (he use of general state funds for programs
such as the training and rehabilitation of retarded delinquent youth in the State
of North Carolina.
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In the workshops, the author stalled wItt, a Federal outlook. on unu~ual

sources of funding. This included the child development progr.'ms of the Appala·
ehian Regional ComrnlsslOn, the gene-lIcs resedlch programs of the Vel~rans

Adnunistration, and other Federal programs such a::. the manpuwer outlook 01
the Department of Labor. To llus, Dr. ErWIn Fnedman, the DlrCl.:tor l)f thf
NatIonal Childnm's Center, added the unusuaJ slluallOn of constrUCllon ~ul'Purl

by the Economic Development Adrrunistratioll and, particularJy, the cIrCum

stances surrounding the negotiations wh..ich led tIl finanCial assistance
John Horn, representing Robert Denny, the Exei.:uuve DiT,~ctor (If Ihe NlHth

Carolina Coordinating Council, and staff members of the (ouneiJ dc~cribe(1 one
of the few organizatlOns in the United State~. funded thJl,ugh lhe Stijlt tu
implemenl the recommendations which were fe,jcrctlly seeded In the early ~/('ar~

of planning on b~ha]f of the mentally relarded. The effect 'Jf plannmg In the
early '60's TIppled through many of the dep;:, rtments m the State of I\orth
Carolina so that ventures such as specialJzed COl rectlOnal programs tor mentaJJy
retarded youth and career opportunities for IlIgh school and undergraduate
students, Just now being discll~sed In nJany staLes, ;ae established prugrams III

that state.
Alvm SheetL and colleagUt~s of Cahlorma, (la., descflbed 'Jne of the fe,lJ, II

not the only, program lH the United States in which carpenL'rs, plumbers, and
other members of the buildIng trades ~ollaborcltc wlIh a volllntary ..tSSOCI<H1oll

and the Departments oj Special and Vu<.:atlOnal Education to mount an aggres­
sive building/traming program for youth In speci:u education classes In this (ase,
an unusual coalition, rather than unusual source of funding, led t(l a proglam
wttich serves low income homehuyers as well as youth with spe,:ial needs.

Fmally, Vernon Lindsay, the Executiw Diffclor uf the North Dakota Asso·
ciation fDr Retarded Children, descnbed numerous programs being supported by
Federal departments other than the Department of Health, Education, and Wei
fare. These included partIal reimbursement for costs of food provided tl) non·
residential clients of daytime programs, an imaglJlative use of The Dep<trlmerd ot
Agriculture's commodJty distributIon program, food eqUIpment and fnod hi:ln­

dling reimbursement, and housing development through thl~ DcpJrtmcn' of
Iloosing and Urban Developme",.

The author and alJ of the resource peoplt·, WIthout contradh.:tlOn, both
warned against the pitfalls and encouraged the sl:arch for and use of illlernatlve
sources of funding for developmental dJsahililles programs The pro<.:ess IS

tedious; and, more oftell than not, applicants an' turned away by local progri:lJn
offices. Nonetheless, the rewaClJs suggest thai thl' eHort IS worthwhIle Jnd {hat
many program alternatlves, which might otherWhe not come Into hemg, <.:al1 be
realized.

OBJECTIVES AND LIMITATIONS

The need for workshops on "u.ttle Used Options" was, lo a greaL ex Lent,
caused by the inability of the Department of Health, Education, and Welfare to
fLnance programs authorized by Congress. In fis(a! year 1971 the congre~sjl)na.l

authonzation to DHEW exceeded that department's actual appropnatioll by
$6 biUlOn' ~a fiscal gap reflected in the budget of the Developmental Dis·
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abilities Division of the Social and Rehabilil ation Service, the prime supporler of
programs for the developmentally disabled in Ihe Federal government.

The inabilily of the Federal government to finance authorized programs,
coupled with the trend to embrace larger numbers of "developmentaJJy dis·
abled" persons in program authorizations, have led many organizations to seek
support from sources other than DHEW. Financial necessity and, in some cases,
program alternatives not otherwise possible were the prmcipal reasons for seek·
ing other funding options.

Plain as the reasons might be (or seeking other sources of SUpp0rl, it must
be remembered that, despite the number of cases cited, Lhe total expenditures of
the Department of Labor, Department of Commerce, Justice Department, De·
partment of Agriculture, Appalachian RegIOnal Commission, Civil Servlce Com­
mission, and all other Federal departments and agencies probably do not exceed
the expenditures of Ihe Department of Health, Educalion, and WeLfare for Ihe
developmentally disabled' It IS likely that slate and local contributions on
behalf of the developmentally disabled are proportionately insignificant.

Nonetheless. readers are t:ncouraged to seek little used sources of suppurt.
This is said with the hope that succeeding awards from the same department or
agency might become easier to obtain as local representatives are persuaded to
include the developmentally disabLed in therr future program plans.

Apologies are offered by the author for rus Washington, D.C., viewpoint of
little used funding options. The author has only a vicaflous appreciation ior the
many pitfalls and hurdles of approaching regional representatives of Federal
programs, The comments and suggestions of the resource people, all of whom
have had the experience of qualifying for program funds, were particularly heLp­
ful from the "field" Viewpoint

WORKSHOP SUGGESnONS

Suggestions on how to go about obtaining funds from departments of
agencies not usually associated with developmental disabilities programs were
made 10 workshop participants by the author and the resource people. The
partiCipants undoubtedJy sens~d that some were germane only to a given locale
or situation, that others were timely only during the early years of a program,
and that only a few were generally applicable to all service organizations regard­
less of location. With these limitations in mind, some of the more commonly
suggested actions were as follows:

J. lltUlgilUltion. Dr. Friedman convmced the Economic Development
Administration to fund the Natronal ChiLdren's Cenler on the basis that il was an
"economic enterprise" in an econonucally depleted area.

2, Persistence. Vernon Undsay's housing developments started in
North Dakota and were pursued from there through local housing authOrities,
regIOnal offices, and the Department of Housing and Urban Development before
the matter of subsid.1es was resolved in favor of the dependent adults in question.

I Rlchilrdson. Eillotl: "Reosponsibility and RlO':>ponsiveness. the HEW Potential for tht>
Se'Venlies,'· DHEW PublicallOn No. (OS) 72 19. ):.mualY 1972.

1The PreSident's Commillee on Mental Retardation: "Federal Programs for rhe
Retarded." June 1972.
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3. Reillted Sources. SolicitatIOns should starl Wlth sources of support
most related to the problems of the developmentally disabled. Mmimally, these
should include the food service, offered througl, the Department of Agriculture
and the child care and development programs of the Appalachian Reg'unal Com·
mission.

4. Phraseology. Soliciting organJzatiof's must obtain applicable pro­
gram gUidelines and he familIar Wlth these pnor to solJcitmg assistance. The
language of solicitation must be phrased in tnms familiar to the awardmg
agency. For example, chIldren in foster homes while loosely reterred tn JS "famJ­
lies" tJy social service agencie:- are not legally ,'amtlies from the viewpoint uf
HUD.

5. Eligibility. Sohcitmg orgamzations must determine wluch groups are
eligible for support under different programs. Under the HUD Mudel Cilies
program, for example, eligible redpients are "any mUnicipality, county ,or other
public body having general governmental powers. '

6. Find a Liaison. Having determined what groups are eligible, SOliCIt­
ing orgamzations must find a "brother" (10 the words of Lindsay) 10 that
organization. Together they can find ways 10 meet the needs of the Jevelop­
mentally disabled.

7_ Cnmmunicarion. Soliciting organIZations musl establish ..:hilnnels 01

communication with regional (lr local progran: administratll)n offH..es Thest'
shouJd include Jucal houSUlg 3uthoTlties, reg..lOnal offJces of Federal departments
many of which are not co-located,3 and vartOUS ~;tate departments wtudl recelvt;'
formula funds through congressiLmal leglslation.

30 ffice of Management and Budto:H "Catalo@. of I eJeraJ DomestIc ASSISI.tn,e" 19'72

8. Seek A// Possible Sources. Each orf,anJzation should assign a per­
son(s) La seek and foUuw up on all prospective funding clurs. That persull should
obtain and reVIew monographs such as tJle "Calalog of Federal DomestJt.: AS)lst·
ance" (published annually by lhe Off,ce of Man.•gement and Budget, now ",ut­
or-print but usually available In DHEW regional l}ffices) .. nd "Federal Prognms
for the Retarded," publJshed by the Presidenr's l:ommlllee on Mental Retarda­
hon. They should subscribe to "New DlreClion'i," published by the National
AsSOCiation of C"oordJn3tors of State Programs for the Mentally ReTarded in
Arlington, Va., "Programs for the Handicapped," publIShed by the Orrice of MR
Coordination in DHEW, and the pubilcations o! the National ASSOCIatIOn for
Retarded Children, the UlI1ted Cerebral Palsy -\ssocl<ltions 'Illd the Epllepsy
Foundation of America. Clues w new sources of funds can also be found In the
pubhcalions of the Day Care and Child Development ASSOCJatlOJl 01 J\merH.:a
and various rehabilitation associatIons.

9. Requ~sl Guid~/ines. Program mform-llion and gUldelmes should he
requested from regIOnal offices hased on clues found In these publll.::i:ltlOns.

10. MalCh Need to Guidelines. Examples of unusual Jundlllg shuuld
not be copied literally but adapted to 'he pJoble'n on hand. Local need' should
be matched 10 guidelines and mlerpretatlOn (If gUldelmes by local oHiees
Soliciting organIZations should be mlfldful of the fact thaI there are loc::tJ varia·
tlons and ..:hanges in L:onlract or grant awards.
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JJ. Submit a Project Synopsis. Solicitmg organizations should take
advantage of the common plactice of allowing (or sometimes encouraging)
solicitors to submit a synopsis of a proposed project before investing in a de­
tailed proposal.

J2. Watch Trends. Soliciting organizations must be mindful of new
trends developing in Washington, D.C. and must guage their actions on these
trends. For example, signs that Federal programs were decentralizing appeared
four years ago. Relations with state and regional personnel should have started
early based on those signs.

FEDERAL PROGRAMS

]n recent years, there has been a growmg awareness that developmentally
disabled person qualify for the benefits of programs not necessarily aimed in
their specific direction. The developmentany disabled are often members of the
same priority groups and live in target areas that are the focus of many Federal
programs.

The developmentally disabled can qualify as members of low income
groups, residents of economkally depressed areas, as unemployed or under­
employed individuals, or othetwise dependent persons. As anyone of these target
populations they are sometimes eligible for housing, food, or employmenl
assistance from the Federal government.

The potential of programs, which are unrelated to the specific health,
development, and social needs of the developmentally disabled, is considered to
be good if for no other reason than they have been under-utilized by service
organizations. Many serious barriers, however. do exist and these will have to be
removed before a fun range of services can be provided to the developmentally
disabled. As national service organizations, congressional leaders, and advocates
in 'he Ex~cutive Branch of th" government identify these barriers and find ways
to resolve inequities, the situation will undoubtedly improve. It is the purpose of
this section of the paper to plOvide clues on what now can be provided to the
developmentally disabled. Readers are cautioned that the developmentally dis­
abled are not automaticany eligible for these programs and that the conditions
for award, as prescribed by earh of the program offices or as interpreted by each
of the field offices, should be examined carefuny.

Housing

Options:
Department ofHousing and Urban Development (HUD)
Department ofAgriculture (USDA)

Where both HUD and USDA are concerned with housing for the low mcome
family, HUD focuses on the urban problem while USDA emphasizes the needs of
the rural family.

HUD programs often require local support, i.e., recommendation of
approval by a local governmental unit Or community 'action group. This is a
requirement of Model Cities and the Neighborhood Facilities programs. Rent
Supplement payments are made on behalf of tenants to owners of rental projects
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which are a pari of an approved, workable program for community Improve
ment.

Some relief in provl(]ing community housing for the dependent develop­
mentally disabled nught be expected due to the tecent mo,lifJcalion of HUIJ
eligibility requirements. Certain provisions of the National Housmg Act had
previously been limited to the phySically handl<apped only. lrhlS inle[pretatJon
was hroadened to mclude the organically damaged, handicapped mdlvldual i\
legislative modltkalion 10 the NatIonal Housing Act IS seen as th~ only ...:Iear
route to qualifying all developmenlaJly disabled persons for these hl1usmg bene­
fits.

The i!'.sue of houslIIg support for developrnt'ntally dIsabled 1l11llurs In fnsle,
homes is not deal. Under l:ertain CHcumstances, groups of mmors under the care
of foster parents do not qualify as a "family" ,md are sometImes inehgiblf' for
housing assistance.

The USDA, through Ihe Farmers Home AdmmlStralion and Its field offl<Os
In 39 states, administrates rural housing loans, nHal rental housing loans, hOUSing
lepaiI loans, and self-help housing technical assistance. In g,~neral, these pro­
grams are deSigned to aSSist rural famihes to obtain decent, safe, and sanil<lry
dwelhng and facilities. Direct loans, guaranteed/Insured Joans, and direct redam­
cal assistance are included as types of ass~tance available through these
programs. Of the 20 rural credn programs admmislered by the Fanners Home
Administration,S are reported to be directly applicable to th,' developmenrally
'tisabled.

Food and Living Assistance

Options:
Departm,nr oj Health, Education. and WeiJare (DHEW)
Department ofAgriculture (USDA)
Department of Defense (DoD)
Department of Inferior
Veterans Administratiun (VA)

Assistance avadable thruugh DHEW and USDA IS broader than thJ[ avaIlable
through DoD, Interior, and the V A. The lattel three agenCJi~S are concerned
primarily with nuJitary personnel, military dependents, or Indian tubes.

Food assistance and food preparation subsidies are avatlablf through the five
regional offices of the USDA Food and Nutrition Service. Many of the day lime
programs of non-profit organIzatIOns servu1g tht' developmenlally disabled ,He
eligible for assistance through affiliations wah pUblit.: schools ur as Independent
non-profit organizations.

Distinction should be made between commodity disl rihutJOn and food
assistance programs. The former, aimed at the cultivation of farm markets, must
be used selectIvely.

Undsay reported that the costs of obtaming reimbursement under foud
assistance programs (partial repayment for actual meals served) can be high If
handled by each day program. Cennal accounting services 3Ce used Ul North
Dakota to handle reImbursement requests for all eligIbJe Association programs m
the State.
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Work and Economic Security

Options:
Department of Health, Education. and Welfare (DHEW)
Department ofLabor
AppalachilIn Regional Commission IARC)
Civil Service Commission (CSC)
General Services Administration (GSA)
United States Postal Service (USPS)

Work and economic security programs in DHEW are located in the Socia)
and Rehabilitation Service or the Social Security Administration. These are com­
monly known options and will not be discussed further.

The Department of Labor'> activity on behalf of the developmentally dis­
abled is carried on chielly through the Manpower Administration and the Em­
ployment Standards Administration. Under the authority of the Manpower
Training and Development Act, the Economic Opportunity Act, and various
Social Security Amendments, the Manpower AdminIStration administers pro­
grams such as On·rhe·Job Training, Neighborhood Youth Corps, Operation Main·
stream, Work Incentives, Public Service Careers, Public Employment, and
Emergency Employment. AJI of these programs have, in some way, provided
traming or job opportunities for the developmentally disabled. The Employment
Standards Admirustration is responsible for wage and hour·and·wage compliance
programs which are used to prevent curtailment of Job opportunities for the
developmentally disabled.

The ARC administers vocational education facilities and operations and
vocational and technical education grants programs which, depending upon local
initiative, can be used to help persons to obtain employment at their best capa­
bility. Various workshop assistance programs for the handicapped have been
reporred by the ARC.

GSA programs for the develupmentaUy disabled fall primarily in the areas of
contract opportumties for sheltered workshops and the provision of loan or
surplus equipment to organizalions serving the developmentally disabled. Con­
tract opportunities available ttuough the Wagner-a' Day Act since the Act was
amended in ]97] to expand preferential treatment in bidding on government
contracts to sheltered workshops despite the initial, high priority for the blind.
(The program benefits were preViously limited to the blind.)

The CSC and USPS are involved mostly in provIding jobs for the develop­
mentally disabled. A Federal program of employment (for the handicapped) is
administered through the CSc. The Conunission, thlough various agencies of the
Federal government in aU state" employs 3,800 mentally retarded individuals.
How many other developmentally disabled individuals are employed through
CSC is not known. Over a third of the above are employed in the District of
Columbia, Maryland, and Virginia. The balance are scattered in civil service jobs
throughoul lhe United States.



526 Syn~rg.l.~,m for th.: Se\lt"ntles

Family Development and Assistance

Options.
Department "I Health, Lducation, and Welfarc (DHFW)
Department "I Agriculture (USDA)
Department ullnten"or
Appalachian Regional CommISSion (AJiC)
Veterans AdnlimstratlOn (VA)

Gen~ral assistance in family devcl(lpm~llt 15 avaiJable to Indian" [hr{lu~h the
Department of Interior, 10 Iesldenls of the Appalachian States through the
AppaJachian ReglOnal ConumsslOn, and ItJ oth'~r select groups through orgamz,l­
11005 such as the Velerans AdnumsuaLJon. PJOgrams of the USDA apP'~<lr to
offer the greatest potential In trus aced.

EducatJOnal programs based on 101..:31 need:-- in the areas of home c(.;vnlllllKS

and youth development are administered through deSignated land-gran! llisritu
lions by the USDA EXlensioll Service. Through these programs, JTI;JIlY 1.~;o;,iJmpln

have been found or disabled youth bemg peepal ed for community ltvmg through
extension programs of housekeeping, budgetmg, all aspects of personal and
family management, "and work prepar~tion ExtenSion programs uf mterest to
organizations serving I he developmentally disahled include the Expanded Food
and Nutntion Program, Family Life Program, Falmly Resllurces MdnJgcJ1Ient
Program, 4-H, and Community Resource Develuprnenl.

Nurture and Protection

Options'
Department 0/ Healrh, Educalion, and Weljare IDHt'W)
Department of thi' Interior
Justice Depor/menl
Veterans Administrorion (VA)

The programs of Intenor and the VA are a1Jned at speCial mterest groups,
The InstitutIOns and Facihtles Office of Justlce\ Civli RIghts DIVlSIOII,

estahlished In Septemher, 1971, IS charged with and has reci:ntly been dcll\'e In

protecting the rights of persons conunitted to institutions. Allhough Al)1 dHc((l~

Involved in providing services to the developmenlally dJsabled, thell 11lIp.JLI In

the area of C(vi] fJghts wiJJ be slgmficant
The Law Enforcement Assistance Adrrunlstration IS the second org,1nJZil­

tional unit In the Justice Department C{lncerned With the problems and T1efds of
the developmentaUy disabled. AuthoTlzed undel the Onullbus (TIme Contrc,[ and
Safe Streets Act of !<J6R, requests f"0I discretionary giant iupport have heell

submiued by organizations servmg the developmentally dJsablcd only arlt'r lhe
LEAA was well underway and probably 100 lale to be l:onsldered III the IIIIHill
seJections. With the exception of North CarolIna, Slate plans have not mdicated
that block grant funds will be used to s<tve the developmentally disabled.
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Research and Prevention

Options:
Department of Health. Education. and Welfare (DHEWI
Department ofAgriculn.re (USDA I
Department of Housing dnd Urban Development (HUDI
Appalachian Regional Commission (ARC)
National Science Foundation (NSFI
Veterans Administration (VAl

The involvement of USDA in nutrition has been long and deep. National
Science Foundation programs are more recent. The Veterans Administration
claims to have a broad spectrum of interest in research topics related to the field
of developmental disabilities. HUD interests are confined primarily to effects of
lead poisoning on children. Child development and the many forces that tend to
affect the ch.ild are subjects of inlerest to many departments and agencies.
Other Areas of Interest

Options.
Department of Comme'l~e
Department of Transponation (DDT)
ACTION

Commerce's Economic Development Administration is charged with the
responsibility of assisting communities which suffer from substantial and per­
sistent unemployment. Authorized under the Public Works and Economic
Development Act of 1965, as subsequently amended, the program is admini·
stered through six regional offices. Only one case is known in which an organiza­
tIOn serving the developmentally wsabled has been able to qualify for construe·
lion funds. (See the foUowing sec lion).

In the Deparlment of Transportation Ihere are no categorical programs for
the developmentally dlSabied, h"wever, the Department feels that many of the
public carner design and regulatiOn programs have some bearing on the needs of
this group. Recommendations have been made to DoT to ensure the safety of
the developmentaJly disabled in public carriers, to use safety training towns to
(each the developmentaUy disat>led how [Q become more moblle in communi·
ties, and to subsidize these individuals for transportation not otherwise a'r'ailable.

ACTION is mvoJved in volunteer programs whlch benefit the develop­
mentally disabled. Among these are the Foster Grandparents program, Volun·
teers in Service to America (VISTA), Service Corps of Retired Executives
(SCORE), and Active Corps ot Executives (ACE). Many cases are known in
which volunteers ditectly help with developmentally disabled persons or the
organizations servmg them.

A SAMPLING OF LITTLE USED OPTIONS

Community Residential Living in North Dakota

Five reSidential units with 6 - 8 children in each umt are being developed
under HUD 221(d)(3) mortgage insurance and HUD rent supplement funds in
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North Dakota. Loans are guaranteed by the government and up to ~'Oq;n rent
subsidies to tenants will be allowed. For loan authorization purposes, e3(h beo·
fOom (not the entire huildlng) IS I.:onsidercd to be a Unit.

(N.B. 22Hd)(3) IS J NatIOnal liousing Act program ~dmll11­

sleted by HOUSing Produclion and M.)flgage CredIt at FHA to
Insure lenders agamst loss on mortgages. ]n thIS case It was tied
together with the rent supplement pogram admlllistered by
the same agency. The progIclm I,> admlrustered through H~­

gional or local Insunng offKes of HU[I.)

Clover Bottom Hospital and School Normalization Progl1lm

In early 1972, thirty Clover Bottom residents were moved 10 newl~- con­
structed apartments In the Nashville, Tennessee community With the FinanCial
assistance of the Federal Housing AdministratIon rent subSidy program, the
former residents) paymg less than $25 per month, are able to manage on mudest
Old Age or Disability benefits. The tranSllLon was smoothed by donations and
assistance from the Clover Boltom staff and co nmunlty volunteers.

Model Cities

In variOUS areas deSignated as model cllles, the governing resldent:-; have
chosen programs for the developmentally dlsahled as lugh priority Ite,m. Classes
for mentally retarded cluJdren are sponsored by rhe Albuquerque, N.M., Model
City; home health aides fOl the mentally relatded are being trained 111 New
Orleans; and a special education kindergarlen IS sponsored III Texarkana, Texas.
Depending upon local interest, projects range from speclill recreation, home
services, and vocational traimng, to independent livmg assistance programs for
developmentally disabled adults.

(N.B. Model CJtles Supplement Granrs admJnJstered by Com·
munity Development of HUD will b~ replaced by the Urban
Community Development Re\'enue Sharing program Jf enacted
by Congress. Municlpaltties, countIe~ OJ other pUbhc bodies
havmg general governmental powers ale eligible. Nell~borhood
resIdents playa role In governing and admmistenn,g, local pro­
grams and determining, to a great degrel::, local priofl ties.)

Neighborhood Facilities

HUD reports that the Neighborhood FaLllitles program, adminIStered by
Community Development, is a potential resource for orgamzatlOn!> serving the
developmentally disabled. Although no examples have been cited, service agell·
cies are eligible for asslstance in the construl:tic,n or rehabilit'ltion of commumty
servIce centers through local pUbJit: bodies, p,-ovided these faClhties are ~hared

with other commuruty based orgaruzalJons and are accesslbJe to a slgmliralll
proportion of the area's low or moderale income residents.
Iowa Foster Homes

Two commumties, each involvmg J 5 to 21) [oster placements for mentaJly
retarded adults, will be selected In Iowa as part of a pro~~rarn utihzmg cash
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assistance payments to adults under Aid to the Disabled, county funds, and
special demonstration funds from Section II J5 of the Social Security Act.

Emergency Employment in Pennsylvania Institutions

Department of Labor Emergency Employment Act funds have been used in
Pennsylvania institutions to establish 300 positions for unemployed residents on
discharge status. Placement priority IS given to fully employable, discharged
residents who have worked in the- facility.

(N.B. In early fiscal year 1972, $1 billion was appropriated to
provide unemployed and underemployed persons with transi­
tional jobs in needed public services. Administered by the
Manpower Administration of the Department of Labor
through a state designated official, aU states and 650 cities and
counties with more than 75,000 population have been desig­
nated responsible program agents. Apportionment of funds
range from $1.5 million to 1100 million per state. 90:10 fed­
eral matching is authoriled with local share in cash or in kind.)

North Dakota Job Training

The NDARC has been involved in the Department of Labor On·the·Job
Training program-most recently througb the NARC-for six years. Clients, start·
ing with no income now have a combined income of $304,000 in jobs srarted
througb the OJT program. Afte' six years 58% of all clients are still in the same
jobs for which they were trained.

(N.B. Funded at the level of $20 million per year, the National
On-the-Job Training program is administered through Man­
power Administration of the Department of Labor Under the
Manpower Training and Development Act, as amended.
National organizations representing unemployed or under­
employed persons who cannor reasonably be expected to
obtain full time employment are eligible for cross regional or
national programs. The National Association for Retarded
Children (NARC), longtime recipients of OJT funds, have been
contacting local units with invitations to participate.)

Neighborhood Youth Corps

Mentally retarded youth have been included in Neighborhood Youth Corps
programs in the state and public schools. Administered by the Manpower
Administration of the Department of Labor, the program is authorized under
the Economic Opportunity Act and is designed to proVide job opportunities to
students of low income families. As in the case of the mentaUy retarded youth
working on projects while attending classes, the program is designed to prOVide
work experience while aUowing youth to remain in school.

Public Service Careers

The Green Valley Hospital and School, Greenville, Tennessee, is a work site
for training disadvantaged enrollees under the Department of Labor Manpower
Administration Public Service Careers program. Authorized under the Economic
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Opportunity Act of ] 964, 3!) amended, the proglam, allow ... occupational tram·
ing and related services pnmarily Lo low income and dlsadvant<Jgcd persons. 1 he
program is managed through the eleven ofllces \)f the Regwnal Manpow,~r

Adrrumslratlon.

Employment of Older Adulls

Older residents al the Bowen CIILJdren's (entel In Harrisburg, mlllor:,. hdve
been employed on grounds Improvement under Operallon Mainstream ,-)1 rhe
Department 01 Labm The $83 million program, aumlnlstered through Ref-mll.)l
Manpower offices of the Department of Labor, seeks to pr,)vlde work traJnlllg
and employment activities for chronicaUy unemployed, poor adults. (-iunds ,1[1:

used primarIly for the betterment and beautIAcalIon of communities III <i't~,l<;

served by the project.

Area Manpower Planning for Retarded Youth

All state governors and mayors of cities ov'~r 100,000 ptlpulatH1ll .11(' ellg.lhle
for manpower planning funds [rum the Coope alivl? Manpower Planmng Sysl~m

(CAMPS) of the DepaTlmeni of Labor. In New Orle;Jos, becallse 01 the Pdr11l':UIaI

interest ofa member of CAMPS. a SIX month survey of the needs of the mentoUy
retarded was conducted, As :J result of that survey iHtempt~, are being made III

mobilize support for a center for vocatIOnal traming of men Lilly retarded you til,
a sheltered workshop, and an extenslOn of .:ommunlty evaluiJtiun and WUII<.

adjustment facilities.
Child Development in the Appalachian State,

Seventeen hundred learning dIsabled <.hd,llen Jrc servt·d by I\l'pillrtchLl l l
Reglonal Comnlls~lOn (ARC) funds m the New YOlk ~0uthern tler fund") IlJ\'C'

also heen provided to Ihe Schuyler (New York) COllnlY Early Chtldhood Ldll,J­
lion Program for Handlcappell Children, the l'>..cerllonal Children's Day LlIl'
Center III Kingston, Tenn~s.see, and the Jeff~rstln Cl)Unty (Oluo) ChLid [Iewlor'·
ment and FamiJy Advoca<.:y (enter for home VISIt, to famJlIl~s With IllelllJllv
retarded children,

(N,B. ChLld developmcn1 tunds are autnofl/t:d l,) th~ 13 APPd­
lachlan StiJtC5 through SectIon 202 of thl: Arpal;..I~hlan Rv
gIonal Development ,\-:t of 1965, as amended. The $1 H mLllloll
appropriated by Congre,,, Jll fIsCJI YtiH 11)72 Cdll be used III

combmatlOn wllh TItle VI-A funds fOI 10O'j F.:dcral fundLlli:',
ARC representatives dre located In cacl. of the 13 A~lpa1achJaJ1

states (Alabami:l, Gt'"orgJa, Kentucky, Maryland, MlSSJS~lppl,

New York, North Carolina, OhiO, Penn::.ylvalll:l, South
Carolina, Tennesse~, VIrginIa. and West Vlrg1ll1a) )

Health Programs in the Appalachian States

To the extent thai d~vel()pm~ntal dlSdbL.lltlCS Jle IJ~ntlfled as pflOrllle~ h'i

local cuuncils funded under lite Appalachian Hegiulldl Development A, I, rrot­
eels have been developed and lunded for drJnomlrdtJOIl health progrJllls III lil'~

Appalachian stiJtes. Pwjells f'XISt In 1 ~ of lht Sf sLalc~ and mclude fund' 10.1
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3·county mental retardation project in Alabama, a sheltered workshop program
in Georgia, an evaluation clinic in Ohio, and varlous regional mental health/
menial retardation programs.

Camping for Mentally Retarded and Developmentally Disabled ChUdren

Day care (Title IV-A) fund,. are used in the Slate of North Dakota to pro­
vide reSLdential camping for bOO mentally retarded and developmentally disabled
persons of all ages. Funds are available through regional HEW offices on a 70: 30
matching basis.

Construction of a National Children's Cente,

In lhe fiscal years 1971 and 1972, the Economic Development Administra­
tion of the Department of Commerce provIded $3 million in funds toward the
construction of a new residentlal and trainmg facility for handicapped chlldren
m Washington, D.C. The facihly will be used for an IntensIVe and comprehenSIve
traming program for 250 mildly to profoundly retarded adults and children and
training lOa high school graduates pel year in vanous phases of work with the
handicapped and 10 the field of child care.

(N.B. The Ecunoffil-: Development AdmJnlstratlOn (EDA)
authoflzed through the PublJc Works and f,conomlc Develop­
ment Act of 1965. a'j amended by various public laws, aims to
assist In the construction of publ1c [acuities needed to lmtlate
and encourage long-term eConomIC growth in geographlc areas
where economic growth is lagging behInd the rest of the Na­
tIOn. ThiS project described above IS partlcularly umque in that
it is the only known instance in which human services to the
handicapped was proposed from the vieWpOint of economic
lffipact on an area.)

OUTLOOK

The very long lead times needed to arrange contract and grant awards
demand that soliciting organizations anticipate program trends as far in advance
as pOSSIble. Some trends or signs of trends which might affect organizations
serving the developmentally disabled are listed below·

The Revenue Sharing bill, recently signed into Jaw, will provlde states
with "no strings attached" momes. The extent to which revenue sharing will be
used to supplement health, educational, or social services funds will be deter­
I11Ined at the state and local levels.

HR-l. recently Slglled inlo law, does nol include AFDC welfare rofonn
proviSIOns but does Include extended Medicare benefits to d;sabled recipients of
social security and other assistance provisions that will affect Ihe disabled.

Vocarional Rehabllitarion Amendments, vetoed after the closing of the
session, will probably come up again in the first session of the 93rd Congress.

Social Security Tirle XIX requiremenls for screening chtldren and
youth for oilments, the implementahon of which has been long delayed, is
gradually heing clarified.

Veterans AdminiHrorion program of assistance for medical educanon,
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signed into law on October 24, 1972, will provide assistance to educational
instilutions fOI the training of allied health personnel.

If enacted, the Allied Services Bill, in Congressional committees, will
encourage coordination and consolidation of human service programs at the
slale and local levels and will have authority to lransfer funds between specified
Federal programs including vocalional rehabililallon and developmental dis­
abilities.

The J9 72 Economic OpporTUnity Amendments mandaled that 10% of
Headstart enrollment opportunities will be made available to handicapped chiJ·
dren. Guidelines to implement this new statutory provision are expected to be
issued soon by the Office of Child Development.

Transportation provisions are being drafted that we allow payments for
transportation of children or for transportation subsidies within certain mileage
to schools, for payments of I ransporlation 10 and from lhe hospilal and other
necessary services, for payments to and from rehabilitation centers, and to cer­
tain categories of people receiving public assistance.




