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g 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 service.

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

l. Clear separation of the service delivery function from the monitor-
ing, protecting and advocating function.

2. Responsibility 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 mins-
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 Protective-Advocacy System

In Ohio where a case management prolecuve services system went into
effect under law July 1, 1972, the various responsibilities are defined and
assigned as follows:

1. Case Managemenr -- Case Management services provide or see that
the service is provided: intake, counseling, diagnosis and evaluation, prescriptive
programming, referral to appropriate services, regulal assessment of outcomes
and modification of program prescriptions. In addition such a service has the
capability of responding on a 24-hour, seven days a week basis to client needs.

2. Protective Service ~ A Protective Service is a monitoring, tracking,
appraising, counseling, and advocating service for individuals who need help in
managing themselves and/or their affairs.

3. Personal Advocacy Service — A service in which an individual
assumes responsibilities for looking after, as if they were his own, the interests,
nights, and personal needs of a developmentally disabled individual.

Other states have different ways of defining and assigning responsibilities.
The important fact to note here is that a long term care program must address
the problem of seeing to it that all of the responsibilities are assigned and that
someone Is accountable.
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Ohio DDA Councils Involvement in Long Term i are

The Ohio Developmental Disabulities Planning and Adwvisory Council desig-
nated as 1ts top priority a1esidential model of services which included protective
services, case management, personal advacacy ard a commitment to the develop-
ment of community alternatives for long term czre.

In order to get this project off the ground funds were given to a consotliun
of Ohio Association lor Retarded Children, Epnlepsy Foundation of America,
and Uuted Cerebral Palsy of Ohio Lo conduct a residential serninar which would
involve as participants state leaders, state aduwunistrators, piofessionals in the
field, volunteers and the handicapped themselves. The semnar was to ‘ocus
atteniion on the program needs in the residential services area and to iav out
some philosophical positions and guidelines for the State of Ohio 10 take with
regard to residential services.

In addition to dralting 12 working assumplions for a state residenual serv
ices program, the attendees at the conference pussed a resolution reconnmending
that vver the next 10 years the present institutional system be phased out: that a
system ot community based residential units be developed, and that any monies
earmarked lor construction for institutions be reallocated fo construction os
such units. The conference further recommended that funds be requested frum
the DDA Councd for a Residential Planming Project to develop a state plan
which would be a compilation and collation of 10 grassroots district plans
developed by reactivated citizens committees in each of the 10 districts of Otio

Governor John J. Gilligan addressed the clusing session of the senunar and
endorsed the recommendations. In order to get the citizens commidtees react
vated and the eftort rolling at the grassroots, DDA provided funds for the huwng
of a State Coordinator. The DDA Council also agreed to fund the residential
planning project providing the consortium of tiree agencies would ncorporate
in order to provide a sound adnunistiative structure for the supervision and
carrying out of the projectl. At time of this writ ng the groups have incarporated
under the name of Ohuo Developmental Disabilities Incorporated, have elected
officers, have appointed hoard members, and are in the process of huing stasf

Backing up this effort the Developmental Disabildities Council has also pro
vided funds to the Division of Developmental Disabilities 10 expand its case
management system so thut the entire state 1s covered. This system provides m
each of the 10 districts of Ohio, a Distiict Offi:e which is the pomni of re‘erral
for all individuals and families who need or thiak they need 1esidential or nther
services. After intake and evaluation every effo: t wil be madez to find a suitable
residential placement in the community. If ths 1s not possible the indwidual
may enter the institutional system. All entries .nd departures from the mstitu
tional system will henceforth be made through the distnct offices. Some fundmmg
for residential placements is already available through family care tunds in the
Divisions budget. To provide more adequate fundmg for this endeavor, the
Division of Mental Retardation and Developmental Disabiities will include i line
item in 1ts next years budget for additronal lunds for purchase of residennal
care. The Governor has already dicated his support of this request,

As individuals are placed either in commuuly placements or in the stitu-
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tion, a referral will be made to the protective service of the state authorized
under House Bill 290. This bill provides for ongoing follow-along monitoring
services to check regularly on individuals in its care and report in writing at least
annually to the Direclor of the Division of Mental Retardation and Develop-
mental Disabilities on the condition of the individual, his response to the pro-
aram, and the appropriateness of the placement. Also authorized under this bill
is a public guardianship program for those individuals who are felt to need this
amount of supervision and control. Parents can apply for this guardianship while
they are living or ask for it as a successor guardianship in their wills. A computer-
1zed tracking system will be used to follow individuals in the protective service
30 that they do not get lost. DDA funds have already been ailocated to develop
rhe system.

The protective system has been operational since July 1, 1972 with 12
workers plus an adminisirator avthorized. Although this program is budgeted by
the Division of Mental Retardation and Developmental Disabilities, some DDA
funds have been assigned so that this program can be expanded as rapidly as the
Division is able to hire and train workers. Workers are nservice trained in a
traimng course conducted by the University Affiliated Facihity in Columbus, the
Nisonger Center. The training program is funded with DDA funds.

In the meantime, with DDA Council “nudging,” the Division of Mental
Retardation and Developmental Disabilities and the Department of Weifare have
negoliated a contract using social services funds to hire 100 additional protective
service workers and 100 additional case managers.

As a watchdog on this state cperated protective service, the DDA Council is
also funding a project for the development 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 citizen’s
committees and with the voluntary agencies at the local level in the development
of this system. Once again DDA funds have been allocated to the University
Affiliated Facility in Columbus to train the personal advocacy workers.

Thus DDA funds have been used to help put in place a resource. Salaries of
the state citizen’s commitiee coardinator and the stale personal advocacy co-
ordinalor will be ongoing commilments on the part of the DDA Council. DDA
Council funds will also provide angoing Iraining support for these programs.
Initiaflly some project monies will be vsed to help agencies get their personal
advocacy projects off the ground. However, in the long run these programs will
be expecied to be staffed by the agencies themselves wath volunieers serving as
advocates.

PATTERNS OF FEDERAL SUPPORT

Long term care for a developmentally disabled individual is expensive. The
cost of institutional care over a lifetime has been estimated at somewhete be-
tween $300,000 to $500,000. At present no type of help or catastrophic insur-
ance is available to help families meet such astronomical costs.

Recent acts of Congress have, however, provided bits and pieces of help
with some of the elements.
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Funds for Construction of Living Arrangemenis

In addition to DDA funds there are three major resources tor construction
funds for long term cace lacdities.

l. Housing and Urban Development funds under Section 231,232, and
236 of the National Housing Act of 1959 are uvailable l'or construction, rehabdi-
tation and equipping ol long term care faciities such us nursing homes and
ICF’s.

2. Health, Education, and Welfate tunds are available under the Hill-
Burton Program which provides grants, loam. and loan guarantees for the con-
struction, rehabilitation and/or equipping of long term care Tactinies. For those
living in Appalachian areas Appalachian 202 and 214 funds are also availuble.

3. Under Sections 502 and Section VII-A of the Small Business Act
loan guarantees and direct loans are available from the Small Business Admini-
stration to construct, expand, rehabiditate andfor operate long term care laci
ties

Federal Funds for Ongoing Operating Costs

Resources for operating costs of long term care can come trom many
sources. The primary funding resources are  Medicaid, Social Secunty, third
party payments including heaith insurance, patient or family payments. local 1ax
levies, and general fund appropriations.

Under the Social Secunty titles there are several possible funding resources,
For those individuals in calegorical assistance programs or living 1n states where
the medically indigent are covered, Medicaid funds are avadable for care
skilled nursing homes or in intermediate care facdities. Under PL 92-223 rederal
maiching under Medicawd becanie available fcr care of the mentally retarded n
public insututions whuch qualify as ICF’s provided that health or rehabditative
services were avallable and provided rhat the resident was 1ecewving active treat-
meit. In addition, each such elipible person tn a public insttulion or nursing
home or ICF who 1s getting Medicaid fund: alse qualifies for wp to $29 per
month for incidental expenses.

Aid for the Permanently and Totally Disabled

The ‘recently passed antendments fo the Socl Security Act contar u 1eal
breakthrough fur suppurt of ongoing costs ot care for disabled individuals.
Beginming 1n January, 1974 the Aid for the Permanently 1nd Totally Disabled
program will be “federahized,” and administered by the Socl Secunity Admiun-
stration under federal uiteia and guidelines At this time there wall be fedyrat
basic support {or disabled individuals of $130 per month In addition, the dis-
allowances have been liberalized and mdwviduals may keep up 10 $2U per month
from any resource. They may also keep up (> 365 per month of earned mecome
and half of any addinonal esined income up t» the maximum allowed The $130
per month 1s reduced hy one-third 1f the mdividual remains at home  The break-
through tnsofur as long term care 1s concerned 15 that parental hability for
individuals above the age of |8 wdl be remved Not anly will evary disabled
individual above the age ol ¥ gualify for support funds, bui ehgilicy Tor
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categorical assistance programs usually implies eligibility for Medicaid to cover
health costs and eligibility for social service programs including protective serv-
ices, wnformation and referral services, homemaker services, nutrition services,
adull education services, training and employment services, chore services, and a
whole host of other benefits. States are expected to add 1o these federal funds in
order to provide an adequate suppori base for appropriate long term care.
|Ediror's Note: See also discussion of the provisions of the Social Securty
Amendments of 1972 (P.L. 92-603) in Jerry Turem’s paper entitled **Services
Under Titles IV and XVL.”

Social Security Benefits Under Title I1

Childhood Benefits (formerly Adults Disabled in Childhood). If parents are
covered by social security or ratiroad retirement, 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
individual is eligible for three-quarters of the benefits of the parent. After a
24-month initial period beneficanies of Childhood Benefits become eligible for
Medicare. As basic social securily benefils increase, therefore, so will children's
benefus.

Disabiliry Benefits Disabled workers in sheltered workshops can qualify for
disability benefits on their own earnings. The amount of work needed to qualify
depends on the age at which the individual becomes disabled. If disability occurs
before the age of 21 the individval must have credit for 1% years of work in the
3-year period ending when application is made. When 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

Since other sections of this Conference are addressing indepth the funding
resources for programming, this paper will merely list some of the resources:
Titles [, UI and VI of the Elementary and Secondary Education Act; the
Rehabihtation Act; Titles I, TV. X, XIV, and XVI of the Social Security Act,
Comprehensive Health Planning, Vocational Education Act, the Adult Basic
Education Act, in addition to th: Developmental Disabilities Act.

Protective Services

The new Social Security Ainendments contain helpful provisions for social
services—including prolective services for all recipients of categorical (welfare)
programs. Since permanenily and totally disabled individuals over the age of 18
will now qualify for aid for the disabled il they have no financial resources of
their own, they become eligible for social scrvices. In addition, there is a special
priority coverage with open-ended funding (up to the limit given to the state on
the basis of its population) for children and adults who are mentaily retarded.
Although there was some confusion and misunderstanding on the part of some
members of Congress concerninyg the use of the term “mentally retarded” rather
than “developmentally disabled” Congressman Mills has assured us that it was
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the intent of the Conference Committee to invalve them. Congressman Malls o
speech on the Floor of the House concerning the definition of “menually
retarded™ explained the mtent of Congress thus y:
“The term ‘mentally retarded” does not apply to a speaiiie
ament or disabiity as known by th: medical profession |t
normally describes persons—and this 15 our wtenhion - wha,
because ot neurologeal or other causces at buth or in earlv
childhood have increased difficulties 11 thor focial lunclion ™
{Congressional Record?)

Hence all developmentally disabled indwidual: should quahfy for tunding ton
protective services from social services lunds. [=diror’s Nore See further aiscu s
s1ion of this pomnt w Jerry Turem’s paper entitled “Services Under Tutles IV and
X[V *

CONCLUSIONS

As Developmentual Dhsabilities Councils really get rolling and the individuals
administering the varnious federal-state programs at the state level woik 1opgethe
around specific problems, 11 1s obvious that miny new possinilities tor conpera
tive action 1n the provision of comprehenswe long term care programs will he
found. It would seem we arc himited only by cur creative imaginanions ard o
will to accomphsh our goal.

There are lots of options for developing lung term care services. There are
few models. There 15 a great need for someane ta assume responsibility to
putteng 1t all together

President Nixun has asked that the large mistitutions be reduced i popuia:
tion by one-thurd. Those people can’t just sit or curbstones. Communily alierm
tives must be developed Yor them. Hopefully we wul not repeat mistukes ol the
past. Hopefully we wall not exchange Christmas in purgatory m large mshitutions
in the country for dozens of small Christinases in purgatory n group homes in
the city.

In closing the residential services serinar in Ohio, Governor Gilhigan perhaps
put his finger on the key to the whole problem. He said

“The one thwg that [ would nsist upcn, [ will cell you now in
response to your |l-point platform i« that there be citizen
participation in these programs .t all levels fram panning (o
implementation | will say that unless we have that, we are nei
going to makc any real or lasting progri ss. | don’t care how 1he
system 1s designed, 1t wil have a way of <hppwig into a
bureaucracy more concerned with the wellbeing of the people
operating it than the people 1t serves It's the nature of the
game, Full citizen participation at all evels, at all tunes, is the
only way we are gaing to make progress and the only way wo
are poing to protect what we have uchwved (Ohio Resudential
Seminar, Proceedings' )
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Factors in Planning
Residential Arrangements

For the Developmentally
Disabled’

Earl Butterfield

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 main
residential services for the developmentally disabled 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. If 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 hospitals, then you
should look more directly at the problem. Examine the photographic evidence
of Christmas in Purgatory. This document by Burton Biatt 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 facility for the retarded. Observe, if you are allowed, each living unit
in the facility. Ask yourself whether the activities you see seem beneficil for the
children who are participating in them. Observe their food and how 1t 1s pre-
sented to them. Determine how many residents are seen, let alone served, by the
professionals who are retained by the facility and wnquire 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 disabled.

' This paper was presented and has been revised in view of its discussion at the National
Conference on Services and Facilities for the Developmentally Disabled, Washington, D.C.,
November 16-18, 1372,
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Resist the temptation 10 blame anyone for the deplorable condimons and
lack of treatment in residenual facities for the retarded. You may have a giea)
urge 10 damn and punmish those who seem most immedidately responsibie, the
admnmistrators and employees of the facilitics. They seem responsible usually
anly because they have remained at the scene ot the crinie, and they have
usually done that because they recognize the size ot the problem and are tiying
to improve the situation. Recognize at least, that powerlul social and econormme
forces have acted for generations 1o mold The nstitunonal system whuse shor
comings are so reacdily apparent today, The eugemic movement and the pred
depression, to name only 1wo soclal movemerts, caused many of the ills ol
today’s 1esidential facilities Blaming those who now st 1n positions ot authoriry
for the consequences of such forces, which acted hefore theur tenuee, 15 un-
productive at best. At worst, 1t results n defensive mancuvers that furthe
reduce the effectiveness of thuse very people who must do most ot rthe work o
improve Tesidential services. Muteover, those people who are now n the van.
guard of reformers, more often than not, draw their mspiration and proposed
innovations from experiences in exwisting {actities for the retacded

Do not succumb (o the behel that nothung :an be done. It 15 oo eady an
excuse 1o conclude thal because well-meaning people have {ailed for generaiions
lo find ways to provide humane care and habilitating services {or the develup
mentally disabled, that you cannol now rise above the forces that have put rhem
down. Our knowledge 1s greater, our resources more abundant, and the woial
clunate more conducive to helping the afflictec than it has been for decades
Thus, some residential facilities are dramatically improving their conditions and
services, The task now is to increase the number of facilities that are improving
and to accelerate the pace of change

INCREASING AND REFINING KNOWLEDCE

Some of us, and | put myself squarely m this group, believe thai increasing
and refimng knowledge is a key to mproving scrvices for the developmenitally
disabled. We have sought several kinds of knowledge For example, we duocu
mented that residential services were imperfect by showing that some tacibiues
had more beneficial effects upon thewr residents than others, und that even the
most beneficial programs fell short of reasonable standurds of 1esident impr yve
ment. Thus, when 1Q change is the crienon for g sy service, the inest rentark-
able improvements have been n the vicinity of 5 1Q points The children whe
showed these ‘‘large” 1mprovements generally came from such adverse pre-
institutional environments that the most reasonable conclusion about why they
improved was that they were removed from a bad situation, not that the nsiyu-
tional program was better suited to them than tc chidren who came from mare
satisfactory backgrounds and showed either no increase or actually lost 1Q
points.

The work of Miwchacl Klaber 15 an excellent example of trying ro imprave
residential treatment by increasiog and refuming knowledge Dr. Kiaber examuned
mtelleciuul, self-help, und happimess behaviors ol carelully-matched severely re-
tarded people 1n six differcnt residential tacilities. He demonstrated that those
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facilities which promoted residents’ happiness also promoted their self-help and
intellectual behaviors. One can 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 different 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 training 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 developmentally disabled.

MANAGEMENT AND INSERVICE TRAINING

During the last 20 years, many researchers have gathered information which
clearly shows how residential services for the developmentally disabled can be
mmproved. Until very recently it has been difficult to justify and maintain the
belief that this research contributed anything to the improvement of conditions
in residential facilities for the mentally retarded, because its implications were
not used. Just accumulating information had not improved residential services.
The reason, some have concluded, is that conventional research reports do not
reach the people who influence residential service programs. It follows that if the
implications of those reports were disseminated to the proper people, they
would change residential services to make them reflect research findings. The
question is, who are the proser people and how should the information be
conveyed to them?

The people who can influence residential services can be divided crudely
nto two categones’ managers and service deliverers. Managers include superin-
tendents and other administrative personnel within institutions, as well as their
immediate extra-institutional superiors. Service delivery personnel are profes-
sionals such as physicians, psychologists and teachers, and technicians who are
usually called aides or attendants. The technicians are far and away the largest
group. Many efforts have been made to convey relevant information to both
managers and delivery personnel. Managers have been invited to participate in
conferences and workshops. Fur example, Michael Klaber, with the assistance of
the Social Rehabilitation Service, 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 unport the
implications of his research into the institutional systems of all of the United
States. The Southern Regional Education Board has implemented a more formal
and long-term management iraining program which combines all of the best
features of management tramming employed n industry. Personnel from many
institutions participate in this program. Service delivery personnel regularly par-
ticipate in inservice training programs of many sorts. Practically every residential
facility for the retarded has ar inservice training 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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to assess the impact of such efforts has concludeo that the impact was small. The
consensus is that the delivery of services depends on local tradition, and thar the
informal power struclure of residential facihties funcnions to preclude innova-
tion and change of that lradition. | beheve this conclusion | also believe that 1he
power structure which impedes innovation and 1mproved service 1s, from many
vantage points, a constructive response fo condiiions and events in residential
facilities. 1 do not know how much worse the conditions of residential facilities
would be if these inforpal power structures did not anse within them. But | an
certain they would be worse. The problem 1s to 1solate the valuable functions
these seemuingly conservative structures perform, and to devise ways to continuc
to meet these functions while removing Lhe barriers to change which 1he sirc-
tures present. 1 am convinced that systematic and creative approaches to their
understanding their internal structures and processes will produce ordeily -
provement in our residential facilities Simply continuing the present inseivice
and management training rouunes will not. The challenge 15 to mount such
creative and systematic efforts.

ACCREDITATION OF RESIDENTIAL FACILITIES

When | concluded that the results ol research into residential programming
affected that propramming negligibly, | hegan loaking for an vpportunity ti da
something that would have u more substanual impact. | thought that oppor-
tunity had ansen when | was asked to work with the Joint Commussion on the
Accreditation of Hospitals 1o develop procedures and standards that would he
used o accredit residential faclities for the mentally retarded. The work ol the
Joint Commussion had earlier in this cenlury revolutionized treatment and carc
in general hospitals, and T envisioned them doing the same for residential
facilities.

All of the early indications are thut the accreditation program of the Joni
Commussion will be a umquely powerful force for revolutionizing reswlential care
for the mentally retarded, at least, and perhaps for all developmentally disalsled
persons in this country. This probably stems mn the first place from the voluntary
character of the orgamization. Interested groups like the American Psychustrc
Association, the American Association on Mentzl Deficlency, and the Natwonal
Association for Retarded Children, voluntardy agreed to work out mutually
satisfactory standards for the evaluation of residential facilities. Large numbers
of facilities are voluntarily submutting themselves to the evaluation procedure.
They are even paying for it. This signals thar the faciities themselves are
enthusiastically in favor of changing. Without that enthusiasm, change would
indeed be unlikely.

The second reason lor the Joinl Commission’s probable success 1s thatl 1hey
have departed from the entirely structural approuch they employ to evaluale
general hospitals for accreditation. They rely upon measures of the plocess ol
delivering services and upon indices of the vulcomes of services, as well as upon
the structural features of the facility when they cvaluate residential facilities for
the retarded.

Let me illustrate the structural approach with an example. People often die
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in hospitals. An important question is whether the treatment received by
patients who die contributes to their death. A hospital where it frequently does
should not be accredited. The structural approach to coping with this problem 15
to determine whether each hospital has an established procedure for reviewing
the causes of death of its patients. If it does, and if those procedures involve
review by people with specific credentials, then the hospital meets the structural
standard for this problem. An alternative would be 1o observe a sample of
patients who are receiving caie, and to evaluate the extent to which the process
of delivering that care meets specified standards. Yet another alternative would
be to survey the outcome of the treatment of patients falling into different
categories, and to determine whether actual death rates meet specific standards.
Hospitals in which the outcome 1s more often death should be denied accredita-
tion.

Take an example more appropriate for a residential facility for the retarded.
The question is whether the 1esidents are receiving minimally acceptable special
education. A structural way o answer this question is to determine whether a
{acility’s teachers prepare leswon plans and whether those plans are appropnale
for the pupils she teaches. A process way would be to observe the teacher as she
warks 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
acceptable degree.

Structural, process and outcome standards all have shortcomings. They also
all have strengths. The basic problem with structural standards 1s that meeting
them, particularly if they are relatively low standards, does not guarantee nor
probably even markedly increase the likelihood that a facility’s program has
desirable outcomes. The basic problem with outcome standards is that specifying
them is often difficult, and sutisfactorily assessing outcome is more difficult and
time consuming than assessing structural criteria

The appropriate response to the various advantages and difficulties is to
employ a mix of structural, process and outcome standards. Even a close reading
of the Joint Commissions’ statement of standards for residential facilities for the
mentally retarded suggests that they do not do that. The standards document 1s
composed almost entirely of structural statements. In fact, however, the Joinl
Commission does observe process and outcome dunng its evaluation procedure,
and 1t weighs these observations very heavily when deciding whether to accredit
a facibty. Thus is a radical departure from previous accrediting efforts, and if this
practice is maintained, | believe that the Joint Commission’s accreditation proce-
dure will continue to be 2 umquely potent force to improve residential services
for the retarded.

There are movements 1o give the accreditation procedure more formal
authority. Thus, Senator Javits has introduced legislation which will tie Federal
support which residential facilities receive to their accreditation. Other such
efforts will be made, and judging from the history of accreditation for general
hospitals, they will make it irnperative for residential facilities to seek and secure
accreditalion. As the accrediting procedure becomes more important, the pres-
sure to relax standards below their currently high level will grow. Those pres.
sures are already great. [ am zoncerned, therefore, that the process and outcome
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portions of the evaluation ure o uch less public and standarduzed than the
structural standards. They appear. at least, more corruptible

Many more resources were put into developing structura standards than
ptocess and outcome standards. The ratio of time ind money spent on structuaal
as compared to both prucess and outcome evaluation must have been m the
vicinity of 100 1o 1. Luerally hundreds of thousands of dollars and thowsands of
professional hours went nto the preparatton of the structural standwds. They
were worked on by well over 200 professional peisons. Less than $5,000 dollaws
and the hmited time of only {wo professional: went into planning possible
process and outcome measumes When, at the tme ot had to act, the lomt
Comnussion was faced with the obvious discrepancy m detall and consensus
concerning the three kinds of standards, 1t had littie alternative but tv pubhsh
more complete structural standards than process und outcome standards The
question ubout why the ditferential investment in the various kinds of standards
temains unanswered. The answer is undoubtedly complex aud many of st~ detals
surely reflect a realistic recognition of difficult problems The fact remains that
if the accreditation procedure has any weaknesses, they must he m the proce
dures for evaluating process and outcome.

The apportunity to tmprove the evaluation >f process and outyonie 15 4l
hand. The work of makmg vn-sie evaluations of the facilines that have appl.ed
for accreditation has jus! begun Only six have actually been visited, and everni-
tually most of the facilities in the country will be exammned The questior s
whether the rare oppottunity imphicit in this fuct can be realized The rate
opportunity is to collect truly representative and comprehensive data on the
programs of residential facilities and Lo conduct research on how to cvaluate 1he
process of delivering residential services and the outcomes of thuse services while
examining the facilities to deteimine whether they should be accredited. T wee
two obslacles to such an endeavor. One 1s the natural relugtance to acknowledge
that so impartant a procedure a4 acceeditation evaluation s somperfect tha it
needs 10 be improved, and yeil so robust that experimennng with 1wl rot
cause any deserving facility to rmss being accrediied. Overcoming this vbstacle
will require an act ol fuith based 1n part on the 1ecogmition that process and
outcome will be evaluated, either with current techriques or improved onee,
Improved ones would be betler fur everyone, so Lhe fanth widl come when some-
one specilies how he will develop improved procedures wihie insuring that this
development will not degrade our current imperfeci ones The second obstacle s
to find the resources for such an effort, The fzes paid for evaluations un-
doubtedly cannot support the expense of adding research activitios to the evalua-
tion procedure. 1 even question the lairness ol Irymg 1o Tinance such anellort 1n
this way. The obstacle must probably be surmounted by a grant from etther a
Federal agency o1 private fuundation. Since the rate of evaluating residenual
facilities will accelerate, the time tu secure such furding 15 shipping away

COURT ACTION

Recent court decisions m cluss action smits on behalf of the retarded show
that the courts have become an unportant simulus for retonming nstitutional
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services to the mentally retarded and other developmentally disabled people.
Despite the courts’ inherent executive weakness, they have shown 1in such cases
as Wyati 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 retarded people is their reliance upon research findings.
1 observed earlier that research findings had not had an appreciable impact upon
the service programs of resideniial 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
implement the broad mandates handed down by the courts. The court action in
Alabama illustrates this need. The chief bases of the complaint in Wyart vs
Stickney were that the physical plant was unsafe, that the faclity was under-
manned, and that the facility's staff had not prepared nor executed a plan for
the rehabilitation of each of the residents in Partiow State 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. To 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 thus relatively simple part of improving residential facilities has pitfalls
which are obscured by our ignorance and mught undo our best effort to rehabili-
tate the retarded. There s first the question of what kinds of architectural
arrangements are most likely to enhance the development and foster the habihla-
tion of the developmentally disabled. Will simply renovating any particular
facility's old and dilapidated buildings serve our greater goal of habilitating the
retarded, or will it have only a cosmetic effect? Is the care we provide condi-
tioned so heavily by the physical structures in which 1t 1s 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 o
care for and maintain new ones to prevent them from being turned into new
horrors like some of the urban housing developments with which we have
atternpted to eliminate sium conditions?

Determining that a facility is understaffed is more difficult than diagnosing
its physical defects, but there are some guideposts. It 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 in
the vicinity of that recommended by the American Association on Mental Defi-
ciency, and residents are still not receiving adequate physical and education
care’ Are the recommended ratios too low, as many believe, or are the em-
ployees not working efficiently and wisely? Each lacility probably has a differ-
ent employee/resident requirement, depending on the character of its restdents,
its physical layout, the number of unpaid workers it attracts, and the quality and
quantity of its leadership. Neither the courts nor any other social nstitution
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may have the wisdom and resources to assess these tactors well Recognizing
this, the natural human reaction ts to be chaitable and conservative, and to
prescribe more help for the Tacilities with inadeqguate programs. This s a chanla-
ble reaction if more help 1s needed, but 1f the problem 15 poor utiizalon of
available help, then tlns reaction may worsen the situation. At the veiy least, it
will take funds that mught be used for more relevant changes. At the wo st, it
will increase the problems of utilizing the abilities of the available perscnnel,
because a facility which 15 using its present employees inefticiently can b red-
sonably expected (o use more employees even less effiviently. We need solid data
on the numbers and kinds of personnel required for different treatment plans for
different kinds of residents.

Recognizing the absence of treatment plans for residents 1s simple Prowiding
the will and experuise to formulate and implement such plans 1s much more
difficult. The biggest problem les in our conception of how to do these 1asks.
Simply put, the conception 18 that an interdisciplinary teain of professionals
apply their vanious diagnostic arts 10 each retaided person, pool then findings,
and develop an integrated plan to habilitate the individual The sticking ponts in
this conception are the lack of enough professionals in esidential setungs, the
irtelevance of many of their assessment techmiques to the human and behavioral
problems of the retarded, and an incredible mynad of interdiscipiinary ditfer-
ences and mutual misunderstandings about how to implement a mult-faceted
treatment plan once 11 is formulated. This model inay never have been given
fair test, and perhaps it should. But m addition, radically new and less expensive
approaches must be tried. This prevailing model 1s probably no more feasibie fo!
solving the problems of all the developmentally disabled than psychvanatvtic
therapy is for solving the problems of all the mentally 1l Group appro.aches
involving nonprofessional personnel must be perfected, and haw to do that miusr
be the subject of intensive investigution. The courts have served 1air warping tha!
we musit act 1n ths direction soon.

ALTERNATIVES TO RESIDENTIAL CARE

Many states have recently begun to try a rew solution to the problems al
residential programs for the developmentally disabled That solution 1 1o reolace
residential care with community-based care. The central shategy 15 Lo remove
the developmentally disabled from institutions and to place them mn halfway
houses, foster homes, condominiums, or even their own homas while providing
them with economic assistance 1n the form of welfare payments, workshop
placements, and jobs and social assistance in the form of legal awid, medicl
advocates and organized companionship and recreational opportunities Chhel
states have developed combination residential and day cure centers thdl are
located 1n urban settings and which draw on communiy resources 1ather than
on inhouse services. These are healthy developments, and close observers of
them hold great hope for their success. So do 1 hut | do not expect established
residential facilities to wilt away as these new alternatives blossom, nor do |
expect the new alternatives to flourish without 4 major new effort 1o research
and remove the obslacles that confront them There are problems of zoning
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regulations, transportation to dispersed services, coordinating administratively
separate agencies, spelling out for parents the advantages of community over
residential 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 1s for the chang-
ing of an old. Undoing the errors of past innovators requires energy that might
be used to help more directly, and it seems negative and unrewarding. But when
the old institutions preside over the noncare of disadvantaged people, can we
justify putting all of our energy into new systems? | 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, 1t will be because they are experimenting with many alterna-
tives, and they are tailoring these alternatives to the particular needs of the
people they serve using the tesources that are available to them. That same
strategy could and should be applied within existing residential facilities 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 trnied to improve residential serv-
1ces for the retarded, and | have stressed the shortcomings of each. But these
ways are still useful:

I. We need additional and more refined knowledge, and research can
provide it. But that research needs to be refocused on the problems of changing
institutions without undoing their good features. To achieve that, research will
require a new partnership in action between scientists and employees of residen-
tial facilities. Too often, scientists have treated residents of institutions as cap-
tive colonies of research subjects whom they have exploited for the purpose of
answering questtons that have no bearing on the human condition of those
residents. Too often, administrators and employees of residential facilities have
aided and abetted this sterile approach. Both sides of this potential partnership
should seek the help of the other, and offer their cooperation in return. It is
time to recognize that residential facilities are not laboratories for socially un-
comrutted scientists. It is time to recognize that the responsibility for changing
institutions lies with their current employees, and that one resource which they
can tap to help them change ix the talent of the scientists who lurk 1n secluded
laboratories on their very grounds. I have at various times in the past enlisted the
cooperation of perhaps a dozen different residential facilities for research proj-
ects | wished to perform. Only once in the course of negotiating their coopera-
tion did an admimstrator ask what I would do in return for his help and that of
his staff. | hope that in the fuiure I will 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 [ seek to work.

2. Management and inservice training must be made more effective. It
should probably focus on ways of changing exisiing 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 are imporiant 10
know, and reject the didactic approach of instructing them in the jargon which
the various professions use to convey their understanding of the disabled [t
inight focus on both the needs of residents and ways to surmount obstacles
which the institutional system puts in the path ol ineeting thosz needs

3. All residential tacilities should seek to be accredited, und they
should participate actively in evaluating and improving the pracedures used to
decide on accreditation. Particular emphasis needs to be placed on how 10 2vil-
uate the process of delivery upon the outcomnes of residential services

4. More court actions should be imtiated These should include indvid-
ual liability court actions as well as class actions. But we should recognize thai
the main values of such actions are to stimulare reform anc formalize hroad
principles to guide that reform.

It was probably inevitable that the most exciting prospects for unpreving
treatment of the retarded would center mn resulential facilities, because t10se
tacilities have been our most extensively developed treatment modalities rar the
retarded. In the eyes of many, residential facilites and their peisonnel have alse
been one of the most reactionury forces in the battle 1o improve the treatment
of the retarded. The opportunity is here to change tins. All that 1s required 15 o
these facilities to lead the way In nnovating new services, whether thev be
institutional or community based Inadequate care can be provided anywhere
Institutions do not have a corner on its market They should be allowed to help
the newly emerging community-based programs reach and mantain excellence
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Role of University
Affiliated Facilities

In the Developmental
Disabilities Act

Julius 8. Cohen

INTRODUCTION

The Developmental Disabilities Services and Facilities Construction Act of
1970, P.L.91-517 contains two major sections. Title | addresses itself to the
problems of direct service to the developmentally disabled. It creates a mecha-
msm for planning, establishing pricrities and meeting the needs of this group.
Title 11, the University Affiliated Facilities portion of the law, extends the con-
cept of interdisciplinary training 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
intertwined. This paper will explore that relationship and the extent to which
the Umversity Affiliated Facilities (UAF’s} can serve as a resource and as a base
of technical assistance to the Developmental Disabilities Councils and service
agencies in their states or regions.

BACKGROUND

In 1962, the President’s Parel on Mental Retardation issued its report on
the needs of the mentally retarced. One section of that report recommended
that skiled manpower must be developed so that adequate services could be
provided for the millions of mentally retarded individuals in Amernican 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 of mental retardation research centers. Part C
provided for the development of a wide variety of needed community facities.
Part B of P.L. 88-164 created the University Affiliated Faculities Program. The
iutial concept of the University Affiliated Facilities, as embodied in Part B,
provided for the construction of Facilities to house those exemplary and innova-
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tive interdisciphinary trainmg programs that were designed to meet the complex
manpower needs n this field. Imually. there was a strong emphasis on medicine
and closely related disciphnes.

The primary mussion of the University Affiliated Facilities 15 to setve the
developmentally disabled of ull ages by providing: (| yinterdisciplinary traming of
administrative, professional, technical, direct care and other personnel who pro-
vide the spectrum of services required by the target population: (2) research
trairung for carrymg out appropriate research (3) assistance 1n the process of
establishing state and regional objectives and evaluating the effectiveness wath
which these are being met. and (4) technical asststance to community agency
personnel.

By 1965, it became clear that the constru:tion authority was insufficient to
fill the legislative witent und that program support inoney was needed to provide
both staff and trainees i these facilities. Accordingly, tn the 1965 amendmenis
to the Social Security Act, the Children’s Bureau (now the Maternal ang Chuld
Health Services of the Health Service and Mental Health Admimistration) was
authouzed to support traiung programs in Urwversity Affibated Facilites under
Section 511 of the Act. The major intent hert was to provide support fo- tran-
ing of physicians and other health related personnel. These tunds form one base
of support for UAF program activities.

Twenty such faciimies were constructed with funds from P.L. 8%-164. In
addition to the constructed lacilities, there ar approximately awne uther opeta-
tional programs, some with tacilities of their vwn which were not constructd
with these funds.

tn the Spring of 1968, a group ot directors and admimstrators of the devei-
oping University Affiliated Facilities met during the AAMD convention n
Denver. Out of this informal gathering grew the Association of University
Affiliated Facilities.

The group organized: (1) to share information about common problems and
strengths: (2) to provide a more unitied app oach to funding agencies; (3} to
assist in the process of information, personnel, student and data exchange. and
(4) ultimately to have an impact on the development of new legislation i the
field.

While the UAF's onginally had started therr development 1 direct
relationship to mental retardation programs, tiey, 1n tact, adopted the prnciple
of the developmental disabilities concept a. a training reality prior o the
language change in P_L.. 91-517.

The Association defines a University Aflihated Facility as a uriversity-based
or university-affiliated interdisciplinary program for the development of skuled
manpower in the feld of mental retardation and other developmental disahibities
which meets the following criteria. The taciity

(1) Leads in the demonstration of improved means for provision nof
exemplary services for the developmentally disabled.

(2) Meets the criterion of an adminstrative identification within a
universtty which demonstrates significant lung term commutment to the concept
of mterdisciplinary training in mental retardation and other developmental dis-
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 exempiary 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 to utilize the resources of the university and the
region:

(a) to develop new approaches in utilization of the disciplines of
mental retardation and other developmental disabilities, and
(b) 1o identify new roles for new disciplines.

Currently, over 35 Univeisity 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 1n constructed buildings or are
functioning prior to such construction. As these facilities proceed in developing
their complex and innovative programs, it becomes increasingly apparent that
there is a greater need to share 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 certain 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 1 ate achieved because of the manpower trained by
the USAF's. These programs are just beginming 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 on new, relevant services for the developmentally
disabled and their families; (¢) information on the quality and impact of inter-
disciplinary training; and (d} an exchange of information, experiences, and ideas
to aid and improve all 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 regional 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, Congress passed P.L. 91.517. Titl: 1 of that law amended Part C ol
P.L.88-164 and mandated, among other things, the establishmenr ot State
Devejopmental Disability Councis. Title 11 extended Part B ot P.L 8X-1064 and
authornized core support for University Affibated Facihiies. A formula grant
progiam was established to provide support fu states i planning, admnistia
tion, services, and construction of facilities for the developmentally chsabled
The formula grant program operates through rwo main mechanisms The s,
the State Planning and Advisory Council and the second, designated state agen
cies. The Council 15 responsible for estabhshing pnionties for the dircction.
development, and growth of programs. In orde to receive the federal allocauion,
the state must have a state plan thai was approved by the Secietury ot the
Department of Health, Education, and Welfare. The Advisory Council s respon
sible for reviewing and evaluating the state plan and submitting appropriaie
revislons. The state plan must conswler all grogram areas including, but not
limited to. vocational rehabilitation, public assistance, socul servigces, coppled
children services, education of the handwapped. medical assistance, maternal and
child health, comprehensive health planning, an 1 mental health

‘The new program of federal support for witerdisciphinary iraining programs
at Umwversity Affiliated Faciliwes under Title 11 was seen av a wav ol tying
together provision for the on-going manpower need wath the pruposed expansion
of services (under Title 1) to developinentally chisabled throughout each stite. A
great polential exists lor the UAF's 1o inreract with stale and iegiondl panmng
agencies for the mprovement of the quality and quantity of services available 10
the developmentally disabled and then familics There needs to be o common
awareness of methods by which the UAF’s can provide technical assisiance (v
planning and administrative personnel ol state ugencies. Approaches to me:l the
state manpower needs should be reflected, m pait, through the UALF The
Umiversity Affiliated Facdines also can help (o gencrate model progiams which
could be used both m the high densuty disability areas as well as the less dunsely
populated regions of the state.

THE CURRENT ROLE OF THE UNIVERSITY AFFILIATED
FACILITIES

It should be helpiul to explore the iule «f Unwversity Aflihated Facihties
and determine what their potential actually 15, and the exten! 1o winch they a2
providing service to the field. In the preparation of this paper, 4 request wa. sent
to Umwversity Affiliated Facdities to obtamn information on how each related o
the Develupmental Disabiliy Councyd and to the service agencies in the state
region served by the facihty. This paper will yot identify o particuksr activny
with a specific facility, but rather will use the mformation collected to lghhght
some of the ways in which UAF s 1elate 10 their geographic areas

Training

The Umversity Alfihated Faciny represenis a umigue concepl and an out-
standing resource lor the states and regions in which 11 exists. While there s
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much variation in organization and structure among the UAF’s, there are some
common factors which enhance their value to the field. The first, and perhaps
niost important characteristic, 1s that the University Affiliated Facilities draw
together a number of highly skuled individuals from a wide variety of disciplines
who have common interests in the field of mental retardation and developmental
disabitities. This collection of individuals with concerns in a single area may be
seen as a critical mass, the existence of which stimulates activities in the area and
also attracts additional resources, students, and community practitioners, and
the attention of the general citizenry to the field, its needs, and accomplish-
ments.

Rather than merely providing additional training, the interdisciplinary max
of staff and students serves as a basis for improved community service to the
field. That s, students are trained 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
Umiversity Affiliated Facility oattern is to maintaiy a very strong outreach
effort, seeking to provide in-service, continuing, and adult education to the wide
variety of practitioners, volunteers, family, and interested community persons.
Thus effort is significant both in upgrading the skills of personnel in the field and
also mn 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 college programs, most of the programs have
developed mechamisms to work with this group of individuals who are starting
careers as support personnel in community programs. A significant portion of
this thrust is in efforts with para-professional workers in residential facilities,
dental hygiersts, as well as other personnel involved in a wide variety of com-
munity-based programs. The fermalization of the relationships with the com-
munity colleges has enabled commmunity college students to obtain part of their
training at UAF’s and, probably even more important, has provided professionals
1n training the opportunity to work directly with support personnel as part of
their training experience.

Technical Assistance

With the large number of individuals representing a wide variety of discr
plines available within thewr programs, the University Affiliated Faciities have
served state and local agencies and State Developmental Disability Councils by
providing technical assistance and 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 role conflicts. University Affiliated Facilities staff
members have assisted states in 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 most important Council appointment as the Univer-
sity Affiliated 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, statf of the UAF's have provided
training programs for the members of the Developmental Disabiities Council to
enable them to function more adequately in their assigned roles. Because of the
need to coordinate the University Alfilated Facilities’ activities with those
operated under Title 1, because of the potentiul value of the input of the Uni-
versity Affiliated Facilities to the entire Courncil process, and because of the
flexibility and vanety of services provided through University Affihated Facil-
ties programs, | believe that each Councd should have, as members, a representa-
tive from each of the Unwversity Affiliated Facilities that serve its state

Qutreach

Unlike many University programs, the con:ept of the Universily Aftiiated
Facihty has included a very strong community outreach component. The. out-
reach has been marked by a number of signilicant efforts. First, rather than
merely providing preservice training for professionals, inservice and community
education has become an important part of most UAF activities. Morcover,
models of service have been established whiclk permit a great involvement of
community agencies and personnel within University Affiliated Facilities. For
example, in several of the UAF's which are serving rural, sparcely populated
parts of states, a number of approaches have been designed to assist practitioners
from these areas in obtaining the more complete services of the developwental
disabilities team. There has been extensive use ol video tape, traveling teams, and
telephone consultation to demonsirale what can be done in these areas and 1o
provide a back-up support {or the local pracutioner.

Concerned with the national goal of rewurring as many residents as possiblz
from institutions to the community, the UAF's have focused on two areas of
activity. First, there has been a major effort to address themselves to the needs
of institutional personne} and to upgrade institutional programs and services su
as to enhance the likelihood of residents being returned to the community. At
the same time, concerned with the lack of community support agencies, the
UAF's have worked 1o demonstrate what kinds of services are needed m the
community and ways in which personnel from a wide vanety of community
agencies could be trained most effectively and efficiently to meet the needs of
individuals who are returned to the community. As another aspect of this eftort,
there has been an emphasis on the prevention of institutionalization with pro-
grams designed to assist parents and communi'y agencies fo mamtain develop-
mentally disabled individuals in the home community.

The outreach concept was extended (and reversed) to include planning for
the development of the University Affiliated Facility. In many of the university
settings, the original planning committee consisted of individuals representing
the university, various state agencies, local agencies involved in delivery of serv.
ices to the developmentally disabled, and consumer representatives. This type ol
input has, in many instances, been maintained through the establishment of a
facility state advisory committee. These advisory committees include representa-
tives of the various state departments who are responsible for serving the devel-
opmentally disabled as well as consumer groups. Thus, the relevance of the
activities of the facility in providing Iraining for present and future professional
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stall is monitored by the continued input ol the service agency personnel and
CONsUMErs.

Service and Consultatijon

While the major concern of the University Affiliated Facilities 1s in the
training 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 replicated in
the field, not to provide a major service to the state and region. Nevertheless, a
stgnificant number of ndividuals and their families aie served by the programs.
Because of the depth and variety of staff, the UAF’s frequently are called upon
to provide consultation and/or service for specific cases and to assist in develop-
ing management plans for difficult to diagnose individuals. In this regard they
work both with state residential facilities as well as with a wide variety of
community programs.

There ts some emphasis on work with individuals with multiple handicaps
who present particularly challenging problems for service agencies. For example,
a few of the UAF’s are working with Deaf-Blind-Retarded persons; others with
severely and profoundly retarded who also have severe physical limitations.

The University Affiliated Faciities provide consultation and referral services
for regronal mental retardation clinics, and in some settings they operate a field
team which maintains liaison with community prograins, provides consultation
in the field, and makes provision for continuing education of the staff of local
agencies. This inservice training component is an important adjunct to the clini-
cal service activity and demonstrates an optunal use of cases to improve practice.

Without a control on the number of indwviduals served directly, 1t would not
be possible for the University Affibated Facdities to perform their vital training
function. If the contributions of the program are viewed only in relationship to
the number of individuals and families directly served, the cost per case would
appear to be extremely high. However, when the University Affihated Facilities
are viewed in the light of their true purpose, that is traintng and using the cases
served to upgrade community programs, then a better batance would be seen.
For example, it is not unusual for a sinple 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 observation rooms or monitor it by television. The same
case also could be used as a basis for inservice training of agency practitioners,
and to assist them in improving their services, nof only to the individual being
directly served but to many others 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 provide for the training needs of a large number of
preservice and inservice individuals. To cite one example, a severely retarded
cerebral palsied youngster of 18 months was referred by a community mental
retardation service agency for evaluation by a University Affiliated Facility in
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the university setting. The entire staffing process was video 1aped and the tapes
used in student training. In addition, the tapes were brought buck to the home
community, which was a sparsely settled section of the state. A meeling was
scheduled to show what the Unwversity Affilhated Facility team had done, therr
staffing conference and the recommendations they made for the chdd. In add-
tion, the meeting was seen as a vehicle for inservice traming and for stimulating
cooperation and coordination among the jocal :hud-service agencies. Individuals
representing most of the health, education, and social service agencies in the area
participated. During the conference 1t was found that four different physical
therapy treatment prograins had been designed by four different apencies .n the
community, each without the knowledge of the other. [t should be noted that in
some regards, these treatment plans were 1n 1 onflict with each other. [t was
found that the family had been utdizing a rremendous portion ol the very
limited resources of the commumity and that agency efforts were not coordi-
nated at all. The case provided a basis for exarmning the problems ol coo dina-
tion mn a rural community with lumited resources and the need to coordinate and
cooperate among service activities. During subsequent months, there have been
significant changes made wn the professional pra tice in these rural counties

How is the impact of this case evaluated” From one pont of view the
University Affiliated Facilities served only a single individual. However, 11 1s the
multipher effect of the University Affihated Fucilities activities which makes 1t
such a significant aspect of the total community program. The role in preventing
the duplication of services, as exemplified in the sttuation cited, 15 un important
one, as is the extended use of the case for trainug,

Service to Developmental Disabilities Councils

The University Affiliated Facilities have a great potential in direct service 1o
the Councils in their states or regions. They can assist i estublishing prionues,
developing, modifying, and monitonng state plans; and in providing training
experiences and various additional services designed specifically to meet the
prionties and needs set forth in the state plan. Already, this 1s being done 1n a
number of states and regions. However, this tvpe of mlerrelationship between
the UAF’s and the Developmental Disability Council should be an integral pro-
gram activity of both agencies. The University Affiliated Facilities are umguely
situated to assist in efforts in disseminating information to the field, collecting
and organizing data, and supporting service functions. They can imtiate the
sharing of ideas and the exchange of models of practice and service.

Because of the existence of the Association of University Affiliaied Facil-
ties, activities which prove to be successful ip one region of the country are
being transferred quickly to other regons where they can be applied. University
Affiliated Facilities have provided direct consultation to state developmental
disabilities councils and have, furthermore, staff trom the facilities serving on the
councils. In some states, the University Affiliated Facilites provide essential
information and library service for the Councd and other interested persons.
While these kinds of relationships now exist, they must be developed much more
fully, and new ones must be explored and created.
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Each state plan addresses itseif to needed services in terms ot priorities
established by the Developmental Disability Council. The University Affiliated
Facility has the capabilities {or 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 ol’ the University Affiliated 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 [actors to the development and evaluation of curriculum for
educating handicapped developmentally disabled individuals as well as practi-
tioners in the field.

SUMMARY

The interdisciplinary training concept reflected in the development of the
University Affiliated Facilities has been in existence for almost a decade. During
that time, major efforis 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 several years, there has been an increasingly strong
thrust by the University Affiliated Facilities. Their outreach activities and their
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 service, 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 served by the pro-
grams is not large, the spin-off effects of University Affiliated Facilities programs
are great. A single case may serve as a model which will improve services to many
families. Preservice and inservice training have a long range ripple effect which
may take years to fully assess. The University Affiliated Facilities are willing and
able to become full partners in the implementation of the Developmental Dis-
abilities Act. [t will be primanly by close coordination of the needs addressed
under Title 1, and the manpower which can be provided by the UAF’s under
Title II, that the greatest progress will be shown. University Affiliated Facilities



380 Synergisin tor the Seventies

representation on Developmental Disabilily Councils witl help to mnsute closely
coordinated efforts. The Unwersity Aftihated Vucilities 1s a singular 1esource in
many states and regrons whuch must be unilized 1s fully as possible

INPUT FROM THE CONMFERENCE

This paper was presented at (wo sessions during the National Conterence ter
State Planning and Advisory Councils on Services and Facilities for the Develop-
mentally Disabled. The audience al each session was spht equally betweern indi-
viduals from state councils, and staif from Univeisity Affibated Facilities
Rather than read the paper, the author presen ed a 10 to 15-minute sum nary
The following three puinis were covered (1) ;ommon aspects of most of the
factities programs; (2) preblem areas, and (3} future trends and directions

The common aspects included a pnime factor the facihity being a umversity
related training program. [n all instances the programs are interdiscaplinary in
nature drawing together students from many disciphnes. The exient of com-
munity outreach of the programs was noted as was the extent to which they can
serve as new models ot service delivery.

The primary problem area cited was that of evaluating the effectivencss af
the University Affihated Programs. The community is mtercsted m the number
of persons actually served, usually a relatively mall number withun facility pro-
grams. The University usually 15 interested 1n research and publications. areas nat
stressed within the programs While there 15 a general agreement that the ¢ are
considerable manpower needs, the Umwversity Affiliated Facdity piograms aie
just heginning to demonstrate therr abdity to fram sigmiicant numbers of pei-
sons. Because of the extended delays between imtial legislation and the current
stage of development, the propgrams are having s me difficuliy as theiw offorts are
being evaluated.

Another pioblem arca that was presented 1n the lack of a clear, mandated
relationship between the University Affiliated Facilities and the state plan, While
there was close cooperation with the facdity in the development of the panmn
some slates, in others state planners were without knowledge of the existerce uf
the program or 1ts mandate to help serve the manpower needs of the state [here
was also some feeling that the Title 11 monies would be added to Tile | 1 the
University Affiliated Facilities program did nov exist. Our presentation eripha-
sized that this was not so, and moreover, the facilitics did not have any furds 1o
do what the state councils might wani of them. Most activities undertaken 1o
assist the council and implement the stute plan would require additional sources
of funds for use by the lacihtics.

The future duecuons of the programs weie pomnted oul as capitalizing on
the strengths of the University Affihated Facilines programs (or providing tiam-
g, technical assistance, advice and service consultation. The importance of the
outreach activities was slated as well as the programs’ ability 10 show oiher
models of service delivery

Following the bnef presentation by the author, there was (in vach session)
an intense discussion in which almaost everyone participated. The discussion
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highlighted several factors which both University Aftiliated Facility staff and
state council members must keep in mind:

(1) There is much confusion among some people concerning the role of
the University Aifiliated Facilities.

(2) Many council merbers did not know of the program and did not
have a lacility within their state

(3) A method must be evolved to insure that each state council has
access to a University Affiliated Facility program.

(4) Having learned of the resources, several members of the audience
mdicated that they would work toward the development of a relationship be-
tween the programs in their home states.

(5) The funding sources currently available 1o the University Affiliated
Facilities do not insure that Stare Council needs will be met.

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

{7) The University Affiliated Facilities require additional resources for
the development of long term manpower, and an ongowng relationship with the
State Council should be a requitement.

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

(9) In an effort to provide a broader undersianding 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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Maximum Utilization
Of Transportation
Systems

William J. Bean

INTRODUCTION

The “developmentally disabled™ obviously do not present a single constella-
tion of limutations, mental or physical. However, in order to develop a perspec-
tive on the topic of transporlation, we may convenienltly address the question by
assuming that the limitations may range on a continuum flrom severe mental
relardation with no physical limitation to gross physical limitation with no
mental retardation. In the one suplilied case, many of the (ransportation prob-
lems can be overcome by training of the individual so that he can perform
regardless of any menlal deficit; on the other hand, gross physical limitations
may require spectal vehicle modification and personal assistance.

[n practice, of coutrse, the problems are not all that dichotomous. Further,
the age of the individual under consideration affects the nature of the problem,
so that very young children ol any physical or mental condition are not gen-
erally held Lo be fully capable of independent travel.

TRANSPORTATION AND THE PHYSICALLY DISABLED

The problems facing the physically disabled in regard to transportation n
this paper generally have been identified as to the types of transportation avail-
able: use of the automobile, and use of mass transportation.

Judge Sherman Finesilver of the University of Denver Law School has been
among the persons who have been studying the problems facing the handicapped
drniver; that interest beginning first with an nterest in the deaf driver, then
extending nquiry into the more severely physically {orthopedically) disabled
person.

The most basic physical requirement for driving seems to be vision; compen-
sation for most other conditions can generally be achieved through specialized
equipment or specialized training. Examples are extra mirrors to help the deaf
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person be more aware of on-conung and cross streel traffic, cr hand contiols Ler
persons who have losi the use of their lower extiemities

A sympaosium held in Deaver w1 1969, under the leadershup of Judge Fune-
silver, focused on hicensing, retimmg (Tollow ng onsel of disabidity ), avaidem
records, driver weaknesses and shortcomings and nsurance considerations
Among the findings of the experts and the studies reported at the Denver sy
posium were

® Physwally disabled drivers ure wmong 1th? most salety conscious anc have
safety records as good or better thun viher drvers.

® Insurance companies report posiiive atti udes roward <lisabled drivers aud
no discnminatory treatment, although the disabled themselves 1eporl mslances
of difficulty 1 obtaining msurance at standard rates

® There 15 marked need for driver trammg focused on the needs «f the
disabled.

® There 15 a need for uniform teshing and evaluation ot special equpment
(hand controls, etc ) needed by disabled drivers.

® Special parking privileges are a must 1f the disabled diiver 1s 10 make tull
use of the independence the antomohile can give- hum

® The disabled driver needs some means ol summoning assistance 1 the
evenl of an automobile breakdown.

Increasingly, attention 1s being given by thase concerned with rehuabilitation
to the important vontnbution an automobsle can make 10 the tull mdepondenee
ol a severely disabled person Several compiehensive rehabilitation centert, as a
malier of routime, evaluate persons for driver tramning, and may even offer suclh
traning as part of the overall program. Also, several states inctude i high schoul
drving traiming courses special traiming [or disabled drnivers. A study done in the
Los Angeles schools mdicates that (1) knowledge of safe diwving requuements
and atirtude are the prime requisite I succes: us they are with all drivers (2)
the rate of success among the disabled student group (95 or 182 ar 82 | peicent)
more than justifies the added expense and eftort to provide driver lraining
this group; and (3) the rale of success, as deternuned by being able to qualily tor
licensing, was highest 1n those qualifying as “orthopedic,” but 1 signilicant
number of persons with cerebial palsy were also successful

A very significani study on the needs of the physically disabled m the use of
public transportation was conducled tor the Cepartment of Transpoiiation by
Abt Associates of Cambridge, Massachuserts. The report produced by this study,
“Travel Baroers,” exammed all modes of transportation available 11 travel Liom
Boston to Washington, with a focus on the elements of each mode of fiansi. thal
pused problems to those with mobility fumrtaticns. Ao innovative approach used
tn the Abt study was the filming ol a motion pcture of each mode, so that 4
person who may nol have expeiienced, say, the problems uf emplaming on an
arrtiner could have the vicariuy expenence of sceing a fhight of steps requicd
for boarding.

The Abi study adentified the Jollowing problems faced by the disabled in
use of public transportation, any one of which could prevent the use of «
particular mode. As the number of these hurdles accumulates, the possibihity of
success becomes more and mote problematic
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Sudden movement

ability to ride standing

ability Tor rapid seif locomotion
abihty to move in crowds

ability to wait standing

ability to change levels (1 e., steps)
¢scalators

narrow aisles

long walking distances

baggage

In additon 10 the problems directly connected with 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 inherent in present mass transit clearly calls for
redesign of equipment and systems. Problems still remain, especially movement
from the transit stops to the passenger’s ultimate destination. Of course, these
problems exist 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 transit station
and iater picked up by their spouse. 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 featnres as curb cuts, close parking, ete.

TRANSPORTATION AND THE MENTALLY RETARDED

A recent publication of the President’s Commitiee on the Menially Re-
tarded enutled Transportation and rhe Mentally Retarded provides the most
thorough examination of this topic that is currently available. Though offered as
the anonymous work of the contractor, 1 is chiefly the work of Ms. Linda
Sadler, who was with Harold FF. Wise Associates at the time of wnting.' Al-
though the focus of Transportation and the Mentally Retarded 1s more narrow
than the developmentally disabled in total, many of the concepts discussed
therein have relevance, especially when addressing the problems of dependency
that may accrue to the individual who 15 dependent from birth.

Independent vs. Dependent Travel

Transportation and the Mentally Retarded makes a distinction between in-
dependent travel performed by the person, and travel in which the individual is
highly dependent on others, or on a specially designed system. Drawing heavily
on the results obtained by Arnold Cortazzo and Robert Sansone at the Sunland
Training Center in Flonda, it is pointed out that most mentally retarded people
have the potential for developing independent travel capabilities; that is, travel
using modes regularly used by “normal™ people: walking, public buses, bicycles,
trains, even the automodbile.

Transportation and the Mentally Retarded makes the case for developing
independent travel in the individual through several approaches interrelated to
the different modes of transportation. First of all, the potential for success 1n

]Ms. Sadler has reviewed the portion of this paper dealing with her earlier publicativn.
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traimng the bulk of the menlaily retarded s vned. Cortazzo and Sansone reporl
that in work with trainable retarded adolescent- and young adults aged 17 16 40,
and with measured 1.Q.’s from 17 10 40, 199 of 378 trainess learned 1o havel
independently. 1.Q. was not seen as a parlicularly important criteria for dete
mining independent success. [he impoitant charactenstics were social maturiiy,
emotional stability, and parental cuoperation. [t 1s reported that individuals
labeled as border-line or nuldly retarded can be successfully trammed to fravel
independently. Even for those more retarded, success can generally be obrained

The desire to be as independent as possibh: motwvates the mentally refarded
as sirongly as others, and this drive 15 cuited as one of the positive elements in
support of training mentally retarded in independent travel skills.

Another reason to encourage independen! travel whenever possible 13 the
burden on parents. Keeping mentally retarded youth and adults fransportacon-
dependent defeats the provision of other services to encourage independence
One of the major problems [acing any program 1s the expectation that inde pend-
ent travel is impossible for the mentally retarded. Many programs, reportediy,
have never given consideration to rthis pussibility and are surprised af the 1esults
obtamned by Cortazzo and Sansone.

The major barrier to independent travel 1s the lack of suwtable public trans:
poriation, especially in rural areas. In many arcas of the country, theie 1s sumply
no public transportauon. (The extent 1o which suntable public transportanon i
available lor specilic fucthties 18 anothey queshion This should be considered in
planning when facilities are located. Most Amernicans are dependent, psychologr-
cally as well as physically, on the automabile. People who are mentally reiarded
are, again, no exception. Transportatton and the Mentallv Retarded cites al leasl
two programs which have been successful in teaching mentally retarded people
to be successtul drivers. One concern cited 1s that the retarded drver may lack a
capacity for making correct decisions when ar cmergency anses. This has been
countered by providing visually oriented training and more behind the wheel
training.

[n addition to buses and the self-driven antomobile, other modes of trans-
portation are available to and used by the mentally retarded, and all of these
modes may require some special attention and (raining in ther use

Walking is likely to be the mosl {requently used mode of fransportation,
though seldom thought of in this manner. Special “survival™ skilis should be
taught. Systematic investigation has begun i the area of special needs vf men-
tally retarded youths and adulls in walking 1iraffic lights, judging speed and
distance of on-coming vehicles, etc.), though much remawms to be done

In addition to infrequent bus service, the mentally retarded person may
become confused over changes in schedules, transferring, determimng which bus
to take, where 1o get off, and the like. Thuse skills can be taught by agencees and
parents. In addition, bus drivers can help, if they recognize the need, which
suggests that training mn these matters should he part of the regular training lon
bus drivers.

Recommendations of the report i regard to independent travel ate (1)
provide sufficient staff and time for independent travel training in all agency ard
school programs serving the mentally teturded (2) provide special driver educa-
tion to mentally returded individuals who are c.pable and deswrous of driving: (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 Transportation and the Mentally Retarded re-
lates to sysiems for dependent travel, that 1s, travel services in eddition to or in
fieu of the travel modes used by *“normal™ individuals. Considerations cited
apply equally to special supplementary systems for the physically disabled.

Several concerns emerge whenever a special program for transportation 1s
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 to mode of transportation:
automobiles, vans, taxis, buses.

There are perhaps as many ways of paying for transportation services as
there are programs. Among those reported by Transportation and the Mentally
Retarded are state per diem/sindent payment, stale vperated small buses, con-
tracted carriers, and full or partial assumption of costs by parents. The very
diversity of payment sources makes it difficult to make an 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 following chart indicates
costs by vanious modes of transporiation:

Per Person

Per Day

® Bycar-810amile ... ... . . ... . . . ... e $1.00
® Bybus—$40pertrp ... .. e .80
® By contracted public transit ............. ... .. ... ... 1.60
® Bysmallschoolbuses ..... ........ ... ... ........... 2.54
® Byvans—doortodoor ................. .. ... ... .. .. 3.00
® By privat@ Car . ... ... e 2.80

Staff and volunteers are sometimes used by agencies to transport clients
those agencies. Sometimes aides accompany a driver to assist in emergencies and
help maintain discipline. Volunteer groups such as civic clubs and fire depart-
ments have been enlisted to provide transportation services and/otr equipment.
Car pools organized by parents are frequently formed.

Insurance looms as a problem. State laws differ, as does the willingness of
different firms to insure volunteer or agency programs. Transportation and the
Menually Retarded quotes a New Yotk fitm as determining from experience that
wisurance coverage is most needed n “third party™ situations—public liability,
auto lLiability, and malpractice Workmen's compensation, which covers em-
ployees, should be exiended to volunieer workers.

Automobiles, vans, taxis, and buses are all used in one or another of the
programs. Parents and voluniees fiequently use cars, while small agencies may
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use vans. Somelinies taxis are used on a comract basis. Buses, while olienng
some economy may require lengthy (rips.

Among the recommendations made m Transportation and the Menialiv R
tarded are. (1) use of transputtation time to continue instruc tion through taped
lessons and the Like; (2) development ol specialized systems such as dial-a-us o
taxi-bus combinations, (3) combinig of Iransportation services for the celarded
with other specialized transportanon systems, 4) proviston of better traming ol
transportation personnel. (5) secking legislation, especially for operating sub-
sidies for specialized systems: (6) centralizing all services programs so suphcative
systems with different destinations are not needed, and (7) integration of Lrans-
portation inlo other activities

{One participant at the National Conference of the National Advisory (oun
cil told of a simple adjustment made in busey used to transport childrea  the
seats were raised and tumed to face the windows, thus giving the children an
opportunity to observe city life as they went (0 and from their respeciive desit
nation. Boredom [and resultant misbehavior{ decreased, and the long tnp wus
transformed intu a stimulating expericnce. )

COMMENTS

In providing transporiation for speciahized services, transportation needs ae
somewhat simphfied. The service center n each case 1s sometiung ithe the hub o
a wheel, with spokes 1adiating to points away trom the hub. However, a major
adulut activity for many developmentally disabled will be work. To the extent
that the individual can enter into the competitive labor market the hub-
perimeter analogy does not hold. In this case. travel 1s more likely (o be from
one point to another sumewhete wathin rhe wheel with few traveling the same
toute. Even within well defined job markets such as the Washington, D.C. metio-
politan area, daia shows that 40 peicent of th.se hiving in the suburbs nuw also
work in the suburbs, and thus ratio 18 expected 1u increase.

Time is another factor delineating transportation needs for agency seivices
from those needed for non-agency hie activities. Many service agencies begin
operations later m the morming than mos! employers, and end earlier 1n the day
Some transportation activities, which are adeq.ate for service programs, such us
use of volunteers and extended bus 1outes, will not meet the tune requirements
of employment. It is one thing 1o lind a volunieer able to ge1 a child 1o a service
program at 9.30 a.m., and quile another 1o g1 an adult to work at 7 30 a.m.
Attendance presents sumilar problems. Neither 3 service program o1 the ndivul-
ual client is damaged much by an occasional absence when lransportahion fais.
An employer, on the other hand, requires a muh better record

The solution to mnany of these piroblems lies in the development ul inde-
pendent travel for the individuals nvolved. fransportation and the Mentaliv
Retarded suggests that transportation problenis could be solved 1l the januly
would move near a bus stop. That 1s not, perhaps, such a bad suggestion. The
Post Office reports that one m three addresses are changed each year. Very tew
people live in the same house while their chuldren are growing up In light ot tlus
mobulity, families of a developmentally disabled child nught be advised to con-
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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 irrelevant. However, if he 1s able to begin
to use pubhc transportation from time to ume as he grows up, there will not be
a transportation crisis when he 1s age 16 or so, when 1t would seem to be asking
too much to move merely to solve the transportation problems of one family
member.

Service agencies, also, should keep the availability of puble transportation
i mind when locating programs. Even if these programs serve children of par-
ents who can dnive them in for services, the availability of nearby public trans-
portation would {acilitate training in independent travel,

{ Discussion at the National Conference clearly showed that most gtiention
has been given to transportation in the urban setting. Problems relating to mass
rransit have little relevance to many states and areas. One participant pointed
out that the most ubiquitous public transportation mode was ““the big orange
bus” that rolls down the rural highways and roads bringing children to school
Making public education universally available to alf would do much to solve the
transportation problems of the rural area, this participant felt.

Participants from several of the developmentally disabled wn rural stgres
indicated that a good portion of their DD funds are directed to development of
rransportarion in thewr states. One indicated that thewr 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 being posed regardmg the extent to which transporta-
twon systems built for the masses should be usable by those with mobility prob-
lems This question arises because of the funds, available through the Urban Mass
Transit Administration, which are being spent on helping communities develop
transit systems, and the laws that govern UMTA activities

There wall perhaps be some for whom specialized services will 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 handicapped?

Representatives of the transportation industry have made their position
rather clear. In testimony before the Senate Special Commuttee on Aging,
Herbert Scheuer, assistant to the executive vice president of the Amerncan
Transit Association, stated . .. even if urban transit bus systems could afford to
make buses totally barrier-free, we would question the advisability of doing sv.
The goal of mass transportation 1s 1o move great numbers of people from pomt
A to point B as quickly and efliciently as possible .. . The problem of moving
the handicapped—a very small percentage of the total ndership—is of special
concern, outside the realm of mass transportation, and rather a community and
welfare responsibility.”

A spokesman for the Depaitment of Transportation has been a bit ambigu-
ous on the question of special systems In testimony before the Aging Commit-
tee, mentioned above, John E. Hirten, Deputy Assistant Secretary for Environ-
ment and Urban Systems, responded, “We believe, within the Department, that
there is a need to serve the elderly and the handicapped through a vanety of
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methods. One method that certainly deserve: consideration 1s a systemr thdt
would enable erther taxi service or iinthus service tu go nto areas wheie the
elderly live and take them where they need to go, that s hospitals, chinics, and
whal have you.”” !

One umque demonstration project develosed through funding irom burh
UMTA (DOT) and the HEW 3ucial and Rehabilitauion Service, 1s 1 the Nauga-
tuck Valley of Connecticut. The Connecticut project 1s in an area 1n which no
public transportation now exists. In developing the project, design consideration
has been, first, for the needs of the aged and handicapped, and secondly, for all
othets. Some twenty-six local agencies are involved and supporting the projed!
The Hegm Traming Center in Derby 1s selliny six of the seven huses it now
operates (one 15 being kept for emergency) anc funds equal to the cost of ther
service are bewng allocated to the project for transportation ot chents

Since the project will also provide services to the public at large, it may he
able to avord the problem ol “separate hut equal ™ Already, the Connecticut
project 1s providing vseful mformation to orhe agencies in areas such 45 equip-
meni design and fare collection and tracking systems

There is no question that there s a very large public comnutment to trans-
portation throughout the country The most obvious evidenes 15 the presence of
the tbghway Trust Fund and the amount ot tax manes in it The real question,
then, is deternuning priorities within this public commitment Many participants
al the National Conference fel that the Fhghwav Trust Fund should he opencd
up 1o provide funding diected toward & preate vanety of trensporration 1 eeds
By focusing so closely on the Jevelopment of more and betier highways, 11 was
felt, many needs of particular groups weie submeiged

Addittonal questions were posed regarding the role of the Departinent nf
Transportation 1 meeting the needs ol the handhicapped and aged Disapponi-
ment was expressed that the Biagg amendmen: to the Urban Mass Transpor ta-
tion Act merely provided pernussive authonty to ditect one and one hall percent
of available research and capital grants funds to transportation of the elderly and
the handicapped Tt was further poimnted out rthat, reflective of s name, the
Urhan Mass Transit Act did not provide tor rwal transportation and that there
was, as 4 consequence, no major public locus on the needs of the rral areas.
Any assumption that the automobile 1s sufficient in these ateas does nol 1ake
into account the specialived needs of particular individuals and groups such as
the developmentally disabled.

SUMMARY

Clearly there are mare questions than an:weis o regard 1o transpoitation
and Lhe developmenrally disabled. The knowledge that s generally availabie
relates Lo the wiban situation, leaving (he raral areas 1o 1the car pool

Even so, there 1s much that cun be done in terms ol developing independent
transportation capabiities 1n developmentally Jlisabled individuals. 11 there ts 4
problem that seems to range across all categones of developmentally diszbled,
the problem of dependency would seem Lo be one

l'“a Barrier Free Environment lor the Liderly and the Handicapped,' Hearings hefore
the Special Comnuttee on Aging, Umited Stats Senate October 20, 1971, Part 3
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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 tume, all seem to pose similar problems, whether the presenting
disability is physical or mental.

Finally, the chief policy 1ssue—transportation systems usable by all vs.
“separate but equal” seems to be relevant to all with special transportation
needs.
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Case Management, Personal
Advocacy and Protective
Services

Keith Yelinek

During the decade of the 60's one of the foremost issues expressed by
persons with organizations interested in the developmentally disabled person was
that of educational opportunity. While educational opportunity 1s still a prime
objective, the most frequenily discussed issue at this bme is that of protective
services.

The desire for a system of prolective services for the developmentally dis-
abled person can best be siated as a desire for a legal and social system that will
assist those persons who do not have adequate menital and/or physical capacity
to direct and control their own lives, to hive, grow, and develop to their fullest
potentialities through the gutdance and protection ol another person or persons.

The goals for such a program can be illustrated by referring to the following
statement [rom the “Task Force Report of the Wisconsin Mental Retardation
Planning and Implementation Program”

A broad program of protective services for the retarded should serve the
poals of (1) securing his oyvil rights whether in an institution or 1n the
community, (2) acting on his behalf 1n securing necessary or desitable
services. (3) representing hiin in situations of conflict with agencies provid-
ing services or with institulions to which he is committed, and (4) man-
aging huis estate. Every retarded person who needs guardianshup or protec-
tive services should have them, no matter what his age, degree of handicap,
ur financial resources.”

The need for such a program 1s pnimarly a resulr of the success we have had
iIn mitigating some of the other problems connected with developmentally dis-
abled persons. As is frequenily the case, the solution of a specific problem
eventually leads to the creation of additional related problems.

In recent years, the conceplt of institutionalization and custodial care has
given way 1o the implemenialion of communily-based programs of education
and rehabilitauon for developmentally disabled persons in order to achieve the
individual development of thewr capabilities. With thus newly placed emphasis on
keeping the developmentally disabled person within his own family upit and
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local community, he must be provided with guidance and supervision in those
areas of living where he cannot care for himself,

While preat improvement has been made n the education and lrammg ol
such persons during the last decade, our society has changed so rapidly that a
person who may not have required guidance and supervision in a more siinple
social system must recewe such protection if he 1s to function i the saxual
system of today.

More important, however, 1s the fact that the longevtty f such persons 13
being increased and frequently they are cutlving theis parents and the social and
economic support or gumdance parents provide. Therefose, iIf * society” does not
provide a system of protective services (o replace the support and guidance of
the parent or family unit, the return of the developmentally disabled persen to
the “community’ may not be of long duration.

The purpose of thus paper is to discuss some f the reasons for this change in
emphasis, the role and relationship of case management, persunal advocacy, and
guardianship 1n a program of protective services and (he requirements 1 such
program is to be effectve.

At the present timc, the law of guaidianship 1s the only system availabie to
provide protective services to the developmentally disabled person However,
dissatisfaction 1s being expressed that the law of guardianship as presently cper-
ating does not provide the framework that i1s required to develop the desired
program. In order to vnderstand the reasons for these frequent expressions of
dissatisfaction we must consider the form and history of the law of guaidianship
in the United States.

Three plans of legal guardianship are generally provided by state laws. One
extends to the person of the individua! under guardianship (guardian of the
person), another to hus property (guardian of the estate} and a third to both the
individual and his property. A guardian of the person 1s one appointed by the
courl to have the care, custody and control of the person of a munor v an
incompetent, In general, the term refers to the person having the nght to make
major decisions affecting a ward, imncluding the right to consent to marnage, to
enlistment in the armed forces, to major surgery, and to adoption or to makang
recommendations as to adoption. The legal custody of the ward 1s given by the
court to the guardian of the person. A guardian of the estaie 1s one appoinicd by
a court to have the management of the estale ol a minor, an incompetent » a
spendthrift. A guardianship of the estate of any person, once granted, extends (o
all his estate and excludes the jurisdiction of every other court, Estate refeis to
the interest which one has 1n land and other prcperty, such as a bank acconnt
bonds, inherntance, etc.

The underlying theory and philosophy ol guardianship is deaived fram twu
tegal sysiems, the Roman and Enghsh. Under Roman law, guardianship was
viewed as a concept of blood relationship— a continuation of the power of the
head of the family over hus descendants. The law of guardianship, derived liom
the Enghsh common-law rules, grew out of the feudal law of the land with 1ts
system of land tenure and was essentially an institution existing 1n regaid to the
propertied classes. Early English law had many different type: of guardianshep
but on the death of the lather, the type of guardianship which resulted de-
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pended on the nature of the pioperty. Unproperlied children were substantially
ignored by the law of guardianship.

in those states that have a guardianship law denved from English common
law, which is the muyonty of the states, the specific provisions of that law are
cancerned principally with property matters, Therefore, the law of guardianship
as applied by the courts n these states has followed a fiscal approach tather than
a social approach. This emphasis on property values over human values is one of
the major reasons for the dissutisfaction with the law of guardianship as a deliv-
ery system for protective services.

Under the law, the courts have a twotold function in guardianship. The first
is a judicial one. It entails the determination of the need for guardianship and
when there 15 need, the appuintment of a suntable guardian over his person,
estate or both.

The second function of the court 1s an admimstrative one. [t entails the
maintenance of a proper record of the individual wardship and continuing super-
vision over the guardian to make sure that the indwvidual’s interest and welfare
are being served at all times The courts carry on this administrative responsi-
bility through the process of appointing, supervising and discharging guardians.

In selecting a guarchan, the couris place reliance on the principle of kinship
and in the device of bond and surety lor holding him 1o his responsibility. Sccal
standards and social-study procedures are almost never used by the courts n
discharging these responsibdities.

In addition, the courts conduct practically no follow-up of the person
placed under personal guardianship unless or until a petition for the removal of
the guardian is presented. Except for the requiremnent of bond, referred to
previously, the guardian of the person is completely outside the supervision and
control of the court appointing han. The guardian of the person 1s under no
requirement to submit a periodic accounting of his stewardship. The court gener-
ally mamtains no contact with him and for all practical intents and purposes,
permits personal guardianship 10 be exeicised at the guardian’s pleasure.

However, the guardian of the estate 1s subject to several legal controls by the
court. He must file a bond and periedic accounts, usually on an annual basis. He
must submit for ¢court approval his plans 10 invest, sell or disburse the assets of
his ward’s estate.

It 15 readily apparent that the law ol guardianship, as developed in the
United States during the last two hundied years, 15 pnimanly directed to the
protection of property rights. The interests of he person are considered only
infrequently and n those instances 1t is prumardy through the desire to proteci
thurd parties from the person under guardianship.

As the disabling conditions of the developmentally disabled will vary in type
and degree, the needs of such individuals will also differ. Some indwviduals wili
require fulltime supervision while others will only require occasional help with
minor problems and decisions. Also the needs of any one individual may change
during a Lifetime. Therefore, in seeking to provide & continuum of protective
services tailored to the individual needs of the developmentally disabled client,
the delivery system for such a program must be flexible enough to respond to
these varied needs.
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The law of guardianship does not piovide Tor this fleubility because a
puardian cannot be appointed for a person unul such person has been declared
imcompetent by a courl of law. Such i persan ot only sufters trom the stigm
of being considered mcompelent, he loses certain civil nghts—such as the nght o
marry and the right to contracl

The present legal standatds 1or deterrmining whethet a person s “incompe-
1ent” do not recognize degrees of mcompetency nor do they recognize the
different types of physical and menial vnwpairments. Therelore, we are ficed
with an “all or nothing” situation whereby we cannot obtain the protecuon of
the guardianship system if a petson 1s not legally ncompetent.

11 15 obvious that there are many persens who could benefit from a progiam
of protective services, but are not “incompetent” and should not sufter the loss
of their civil nghts.

As a result of this inflexibthity i the guardianship system and the previously
mentioned mnadequacies, alternative systems hav: been proposed to provide the
desired mrdividuahization. Proposals have been made to establish a legal status oi
“prolonged minority” for persons who could benefit from a protective services
program but are not mncompetent by legal standards. Such persons would be
considered as minors, and theretfure subject to all the protection of minority
status, even after reaching majority. No determmination of mcompetency would
be required to impose guardiansiup. At this tine no states have enacted this ype
of legislation. however, such a sysiem 1s operating in Sweden and Belgum.

In addition to the possible changes i our legal sysiem, several progranis
have been developed which provide Tor sysicms 51 advocacy that are based ona
non-legal rather than a legal basis

Under the concept ot Case Management a socal worker rehinguishes his
traditional role with a direcl service ugency and : ssumes the role of advocate for
a chent. [t 15 the social worker's responsibility te secure the appropriate services
for huis client throughout the client’s e cycle. To be etfective the social worke:
must have organizational autonomy from a paiticular service agency and the
ability to obtain the desired services on hehalf of the developmentally disabied
client. The Developmental Disabilities Act, PL 91-517, refers to this new rale
of a social worker as the “Follow-along Service > The State ol Rhode 1sland has
already implemented such a program but 1t hes not been in operation long
enough to determine its level of success

A Personal Advocacy System seeks to pravide a developmentally disabled
person with a friend (1.e. advocate) who will assime the respensibriity for pro
tecting the interests and rights of that person

In most cases the persuonal advocacy systems that have been implemented
are informal and voluntary However, a Personal Advocacy System was recently
created 10 the Slate of Ohie as a supplement 1 the “'State I'rotective Service
Systen™ through the c¢oordimated effon ol the Ohiwo Association for Retaided
Chiidren, the Epilepsy Foundanion of Amenca, the United Cerebral Palsy Asso-
ciation ol Ohio, and the Ohio Developmental Disabihues Council This system 1s
umique . that 1t 1s formalized and has been implemented on a statewide basis A
synopsis of this program is attached as Appendix A to this paper.

The Case Management and Peisonal Advocacy Systems dw have an Lmpor-
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tant future role in providing a program of proteciwve services. However, it is this
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 siatutory responsibility 1t will be difticult from an
“advocale” to discharge his responsibhlity to his client with any degree of
authority.

[t 1s my opinion that a revision in the legal concept of guardianship holds
the best promise for an effective delivery system for a program of protective
services. The required comporents of such a systemn were best expressed by the
participants 1n the “Symposium On Guardianship of the Mentally Retarded™
sponsored by the International League of Societies for the Mentally Handi-
capped 1n San Sebastian, Spain in 1969.

Some of the conclusions rzached at the Symposium are as follows:

.. that puardianship should be viewed positwely as @ means of tmple-
menting rights and opportunities, with as much participation by the re-
tarded as is practical 1n all decisions affecting him.

. the participants also helieve that, 1n addition to the institution of
formal guardianship, a parallel service of personul counseling 1s required,
avadable to mentally handicapped persons who, if they receive appropriate
guidance and advice on a continuing basis from a counselor whe has
earned their confidence, may not require formal guardianship.

The fact that a retarded person 1s recewving, or has received services from a
specialized agency for the retarded (school, workshop, residential facilities,
etc.) or has been diagnose:l as retarded for medical, educational or other
treatment purposes, should not be construed as necessardy indicating that
he needs a guardian.

The retarded adult should be permitted to act for humsell in those matters
in which he has competenc: . . . a person whaose mental retardation is char-
acterized by impawrments >f social competence which are partial should
enjoy a partial guardianship specifically adapted to his strengths and weak-
nesses.

The participants in the Symposwum strongly recommmend, therefore, that
the professional evaluation of an individual’s competence and the extent
and character of his need {or guardianship 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 this re-
sponsibility. Such a team would include—in addition to a psychiatnisi—a
psychaologist, a social work.er, an educator and other trained observers of
social behavior.

... that the need for guardianship be re-evaluated from time to tume, if1s
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 tesources, drawing on both the generic
and specialized services for education, rehabuitation, health care, recreas-
tion, employment, social services and specialized day or residential care, as
needed.

As appropriate (n each case, he should encourage witiative on the part of
the retarded adult, complementing this with action of his own, as neces-
sary, to assist the retarded person to secure access to the program most
likely to benefit him.
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The participants agreed that there must be . adequate machinery o the
eflective supervision ol the guardian. indwid sally and collectively. .ind o
reinforcmg the system of guardianship, throu:h constructive review.

. 1L1s untedsondble fo expect the courts themseives to engage in the kind
of constant monitoring of the sysiems whicn the participants envisian as
necessary 1 the benefiis of guardianship as acrelotore ouwdmed aie to ne
realized.

[n keeping with their sense vl the primacy of personal considerarions. the
participants were of the opimon that o report on the ward's personal
wuil-being and progrumming for the year should also he expected
However, hetter onentation of judpges will not suffe inatsell The courts
or Iribunat wil need the support of 4 well staffed agency. pnhhe and
permanent —which, among other things, has the power and duty te hrimg
belote the courts some of the iformation ¢n wiuch court action should
be taken.

Il the punciples stated above are incuorporated withim a revised faw o
guardianshup, the resulting legal structure shoulil support the system of prolec
tive services that we all desire However, 1 inust noint out that merely revismp ot
the law of guardianship without 1mplementing, the accompianying social pro-
grams will not enable us to reach ow desired goals. Therefare, 11 i nnperatve
that the several components of the desued svstem of protective scrvices be
developed and uimplemented at Lhe same tume.

Attached as Appendix B to this paper are sclected extracts hrom the com-
ments of the participants in the workshop session on “Case Management, Per-
sonal Advocacy and Protective services” at the Mational Conterence vn Develop-
mental Disabilities, held 1n Waslington, D.C on November 17, 1972, where this
paper was originally presented

Appendin A
PERSONAL ADVOCACY SYSTEM FOR OHIO

Philosophy and Rationale

The Personal Advocacy System of Ohio s undergirded by certain basic
principles We feel that every c¢itizen repardless of the severity or multiphieny ol
his handicap, has certan malienable nighis -human and cwvil. Certam ol vw
handicapped citizens are not capable of exereising these rights- dependhing on the
situation, the Life expericnces the indvidual has had including his opporturities
1o make decisions, the impaument in his adaptive hehavior, and his physical
and/or mental status.

Since no agengy or individual 15 endowed with Godlhike Powers to know at
all times and in all sitnations “what s best™ lor anolher indwidual. we feel Lhat
all judgments and decwisions ol agencies and mdividuals managing handicapped
individuals should be audited and 1eviewed regutarly by someone outside o1 the
systemn or service.

A personal advocacy system has a two fold 1esponsibility ot roust prevade
individuals in the systent with a concerned Triend on a personal basic, and 1L musl
watchdog the delivery ol services system (o se that the individual pets trnose
services which he needs

We fcel that such a service 1s best provided by a voluntary o1 nonpublbe
agency which understands the total needs ol handicapped individuals and then
families.
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Definition of Personal Advocate

A personal advocate 1s an individual who assumes a responsibility for look-
ing after, as if they were his own, the interests and rights of a handicapped
indrvidual.

Organization and Strategy Plan for the Personal Advocacy System

The proposed Personal Advocacy System operates as a supplement 1o the
State Protective Service Systein which had a target date for initiation of July {,
1972. As proposed it was to bring the three main voluntary agencies together
into a statewide plan for advocacy on a cooperative, comprehensive statewide
basis under the following guidelines:

1. The statewide system would be operated in a Consortum Board
appointed by the DDA Council. The Board would be composed of representa-
tives from the Epidepsy Foundation of America, the Ohio Association for Re-
tarded Children, and the United Cerebral Palsy Association of Qhto.

2. The State Office was to be based in the Headquarters of one of
these three Agencies or of[ice of Ohio Developmental Disabiities Council.

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

4. Each voluntary agency wishing to participate will be asked to
appolnt a Standing Advocacy Committee and assign responsibility for Advocacy
functions 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 training sessions at regular intervals.

6. 1t will be suggested that the University Affihaled Facility, under
coniract 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
Protective Services or Case Management Services of the Advocacy Service avail-
able to them.

9. Names of clients wishing to participate in the Advocacy Service
will be forwarded to the Dustrict Coordinating Advocacy Committee.

10. Advisory Committees will be Standing Committees in each of the
Distrct Citizens Councis which are (o be reactivated Such District Coordimating
Advocacy Committees should have representatives from each of the participating
agencies.

11. 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 individuals
within their target area for whom Advocacy Services are approprnate.

12. DDA Council on an ongoing basis will hopefully fund both the
Advocacy Coordinator at the state level and the training workshops.

Roles and Responsibilities of an Advocate

I. Be aconcerned friend to a handicapped individual.
2. Mamtain promised commitments to this individual.
3. Attend training sessions.

4. Know the personal and program needs of his protege.
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5, Be famil:ar with the prescripiive program plan ior this indwidual

6. Sec that this plan is followed.

7. Raise questions with the Staff Uerson or Commuttee Chatrman
assigned responsibility for the Advocacy Program when the individual’s plan
does not seem to fit or 15 not beng tollowed

8. Keep 1 touch with protessionals scrving the handicapped individ
ual, in the manner that a famidy would keep 1in touch with a child’s teacher

9. Be acgquammted with the other indnviduals in the environment ¢f the
handicapped individual, tor example, landladies, policemen, shopkeepeis, etz

10. Know resources in the area
11. Know procedures tor intervention

Responsibilities of the State Level Advocacy Coordinator

I. Be directly responsible to the Bxecutive Committee ot the Con-
sortium Board.
2, Coordinaie of Personal Advocacy Program activilies helween State
Repgional and Local Agency levels.
3. Develop guidehines for operation ot the program at all levels
4. Develop uniform systems, proceduies and forme« lor bolh agencies
and advocates icluding certificatron procedures
5. Assist 1n developing and conducting a training program tor Super-
visors and Advocates.
6. Be responsible for public relations and education programe and
providing information services about the Person:] Advocacy Program.
7. Consult with agencies, supervisors distnict darectors, and wotkers
8. Assist 1n matters of litigation and intervention.
9. Prepare progress reports on the program.
10. Work with coordinator - Bistrict Citzens Commuttee in coording-
tion of progrums.

Appencix B
Participant Comments

Workshop Session vn
CASE MANAGEMENT, PERSONAL ADVOCACY &
PROTECTIVE SERVICES

Narional Conference—Developmenital Disabilities

THE CHAIRMAN “On the panel we have Howard Rosen, Lawience Kane.
who's a lawyer and member ot the President's Commiitee on Mental Retarda-
1ion, Ardo Wrobel, who 1s the Director of the Dwision of Mental Retardation in
Minnesota, and our topic writer for today’s conference, Keith Yetinek 1 an
your Chairman, Dennis Haggerty ™

MR. YELINEK: “There are several questions 1 would like to pose tor our
participants and tor you in the audience How does citizen advocacy and per-
sonal advocacy differ; how are they alike, whal are the advantages and Jisadvan-
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tages of each ot these systemns? What future rale will citizen advocacy or
guardianship play in the development of a protective services system? Who
should have the responsibilily for the follow-up supervision? Should 1t be a courst
responsibility? Should 1l be an administrative agency” Or, should i1t be stoctly a
voluntary organization’s resporsibihty. such as the local ARC or other public
service agency? And lastly, when should either or all of these programs be
implemented {or the benefit of 1 developmentally disabled individual?”

CHAIRMAN: “Given an actual commilment as stated by the President in
November of 1971, a reduction of the complement in the state schools and
hospitals throughout this land of a signilicant percentage given that and given
the tact that the heretofore residents are going to be in communities, you can
see how tumely the questions posed by Mr. Yelinek are

“*Now, our resource personnel, Mr. Rosen, Mr. King and Mr, Wrobel are not
necessardy the respondents {o the paper that has been presented. They are just
that, resource personnel, but they may respond as they wish and n therr re-
sponse or 1n their comments, they may want to agree with or disagree with or
present additional thought-provoking comnients on how to manage and how to
deliver protective services in the commumity. I'd like to start off with Mr.
Rosen.™

MR. ROSEN: “I would Ik to respond to your third question mn terms of
who wil have the ultimate—or who should have the ultymate responsibility. [
chose this one because | feel 11 s the easiest for me 1n my framework, because 1
come {rom a state where a prolective services law was recently passed—and thal’s
Colorado. In Colorado, the responsibility for protectve services 15 with the
Department of Social Services. By placing protechive services in the Department
of Social Services, the funds wlhich the State Legislature made available to begin
thus small experimental program can be matched with Federal Social Service
Funds. It’s extremely advantageous 1o 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 1in terms of their income, which 1s quite
limited . ... [ could see the D:cpartment ol Social Services in this state having
the ultimate responsibility for protective services for individuals who need this
service.”

CHAIRMAN. “‘Mr. Kane would you comment.”

MR. KANE- ... to have an effective guardianship on a citizen advocacy
program, you've got to separate that entity, and | look upon 1t like a little
agency of itself, a new thing to be created; but 1t should be independent of other
dgencies n terms of 1ts tunding . . . . they would pick up in guardianship those
that needed tt and only to the extent that rhey need it .. . the probate court
could then be, as 1t tradimionallv has been. 1the ennity 10 which this agency reacls
n terms of periodic review and the sophistication of services that the guardian-
ship agency is to look for, and advocate for, and lind lor each retarded person.

*“The retarded perscn . .. should be walking around with rights . . . he needs
a Social Security system which serves everyone that has a handicap up to a level
that they could hve with and live on, 1f necessary, and a national system of
health tnsurance which would be avaidable to every handicapped person ... The
guardianship agency sees that those rights are realized and implemented; and, if
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yvou will, the probate court 1s kind of a super-siructure that sees that it all wvorks
oul. And you know, it may be ternbly sumpli:fi 1o put 1t this way, but 1 we
have a sensible Social Security system, and il wu hod a sensible narional health
insurance program which dealt with the handicapped . many ol v problems
would go away You see, as we talk about 1t now, we can dream up and conjure
up 4nd structure and duwsgram endlessly all binds of structures for guardun-
ship ”

MR. WROBEL. “l would Like to examine several of Mr Kane’s comuments
because | think that he was lalking about the balance for the polarized system
of ... guardianship from a legal framewark, and [ think you are saying it should
be outside of the agency system

“lI would hke to cover maybe a lLittle bit about what you said n terms of
what there 1s 1n this whole spectrum . . It covers more than the legal puardian-
ship of a person. | think there 1s the social . . if the agency 1tsell does not have a
commitment toward any system, . . to deal with matters ol rights ot the ndr
vidual and delivery of them, then I'm just afrard that . we could be setting up
an adversary kind of situation | would hike t5 see some concentration cn the
idea that the agency itself and the people who work 1n this agency have the
ability to develop a sense of advocacy for the indwvidual.

“In Minnesota we just established a depirtrienl policy concerning advoacy |
we're working on the procedures thal would be nvolved. 1 would hke to stress
that, at least from my pointl of view, 1 think that the agency alse is an advocatu,
in a sense. If we can pive staffl people in th: facdities @ sense il also heing
advocates of the individual, we may help to biung about some of the etforts trom
the outside, and from the public point of view. So, | would rather sce it not a0
much a polarized system but rather the conc:rted effort to get the system ro
respond.

“I think Ohio has set up 4 rather 1esponsible way of handling this. that 1,
on the reponal basis there would be a case m:nager who would be part ot the
agency.

*“It 1s sel up so that when there 1s controversy and when there s difterence
of opinton, 105 resolved around the purson rather than the traditional way of
doing 1l where the parent tries to fight the mnsutution or the supenntendent ar
the agency 7

MR. KANL . I sull see the role of tie advocate as a sepaiate thing
Maybe 1t does polanze a bit, but that's how w're making some progress . have
more confidence 1n the probate courl than 1 would have had a lew years ago
because of the dynamic things that are happening in constitutional law which
affect the legal rights or conshitutional rights of the mentally Jl and mentally
retarded. Almost every month we get a new dewision which 15 even more sophis-
ticaied and more clear about the due process ghts ot the handicapped. Whai-
ever our bad experience has been with courls vver the yvears. 1f 15 changing and
it's changing almost every week.™

CHAIRMAN. “*Could | just pose 4 question dand d4sk someone 10 the audience
to respond to 1it, other than the resource people Given a situalion where a
retarded individual 15 moving from 4n institution and needs some services but he
is not yet to the point of competency so he would have 10 have a4 guardian
appointed for him. Given that. how Jo you se: the role of a personal advocate
who 1s not accountable on a periodic basis, either tor whdt monies he might
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handle or for whatever personal attention he gives the retardee, how do you see
that working as drawn from your own experiences, you know, as volunteers.”

MR. BECKETT: “Bob Beckett, Ohio, Believilie Disabilities Council.

“I think you answered your own question. I’'m a consumer, a volunteer, and
a volunteer 1s a rather fickle person . ... So, I think what you're saying here 1s:
Do you think that an advocate should have some bindings as to his action? And I
would say *‘yes” because when an individual is looking after another individual 1
think it should be a consistent and a rather flexible thing as far as what his duties
are.

*... I think that there have to be some ground rules and | think they have
to be legal, so that we are bound to really doing the job.”

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

“1 think we have a responsibility to teach the retarded to be his own
advocate and I think that many of them can become their own advocates with
our assistance; and they haven'l been pushed 1n this direction very much and |
think many of them are capable of being therr own advocate, standing up for
their rights.

“When you get around to it, | would bike 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 siress rights. And we have, as their advocates, a
responsibility to them to define for them what thewr privileges are just as we do
our own children. We don’t give them their rights until we think that they have
fearned to accept this as a responsibulity.”

CHAIRMAN: “Well, could [ just pose a query to that. Don’t you think wn
adopting that attitude, given the gradations of deficiencies of this group, that
some would opt for not giving rights unless the handicapped person met cniteria
which would be difficult tc meet under most circumstances?™

DR. POMEROQY: “‘For example, the right to vote. I think that they have to
know what 1t means to vote and that they have to be able to exercise sufficient
judgment in voting.”

CHAIRMAN: “But are you not now talking about—in that example you
brought up—the old-time, dishonored now, standards of literacy which were
used to keep people from voting?™*

DR. POMEROY: “No, I don’t believe I am. | 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 drniving 1sn’t a nght. Driving 15 a privilege. And you know that, and |
think many other things that we talk about as rights are not rights 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 would apply the same standard toall ™
DR. POMEROY “Thal's nght 7
CHAIRMAN “Qkay

DR. POMEROY. ‘But I'm fearful that we meght be tryimg to broaden that
standard . . ..”

MR. ORWIG. “I'm George Orwig and U'm Chauman of the Pennsylvania
Council and 1 happen to be an attorncy And my main interest s epilepsy Thas
discussion has pretty much concentrated on the field of mental retardation anil,
of course, we're talking about developmental disabilities, which 1s mote than just
MR. You cannot have a common standard that you apply to all DD’saf y >u are
going 1o talk about cerebral palsy and epulepsy in addition to mental retardation

“The type of advocate program that you aced for the epileptic who 1< not
mentally retarded —and most of them are nat—is entirely different than the iype
of advocacy program you have to develop for those who are mentally retarded
So, let’s not be discussing ~tandards that you feel you can apply across the
board because with cerebral pdisy, and epilepsy —true, we have sonie that are all
three—hut for those who are nol. the type of advocacy thal they nced s com-
pletely different from what the MR would n:ed We can't qust lump them all
together.™

MR. THRONE: “I'm John Throne from Kinsa<. | share M Kane s dubious
ness about leaving to an apency the responsilulity for advocuting what at's re-
sponsible for doing; but [ don’i sev the polarizanon between his posttion and Mr
Wrobel's that scems to be taken 1o granted. kven i Ohio, as | understand 1t
where this operation involves three people, the personal advocate 1s not 4 inem-
ber of the state apency, as I recall. He doesn't work for the state He 15 just as
much a private citizen as you would have him be, so | really think that there 15
potential, at least, apreement between you lwo pentlemen on whatl you die
talking about. It reminds me of 4 hittle project ve are undertaking i Kansa,
What we have in mind 1s having a volunteer from the community, probably say
an ARC representative, who will volunteer as a cilizen to scrve as -we don’i
exactly know what the term 18- community advocate, personal advocate ot
whatever, in behulf ol an institutionalized residont al the time of irstitutioualiza-
tion ... He will serve on the planning and, msHfar as 1s possible, on the trainniy,
and mmplementation committees that work vith this patient right from ihe
beginmng and then follow hun out into the coramunity and continue lo serve as
hus advocate 1n the communiry, having prepared the way in the commumty well
in advance of s discharge.™

CHAIRMAN “Who appomis who?”

MR. THRONE: “Well. we thoughl we wouwd have a pool and, using cettam
criteria, we would call upon velunteers For exainple, 1t we have a 1esident trom
Dodge City, Kansas, we would look on our Liltle map and we would call up a
couple of people 1n that area who have indicaled that they would be intercsted
m serving this tunction and ask them it they would volunieer to serve in this
capacily.
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“Now, strictly speaking, I believe thal the person would have to be an
appoiniee of the institution who has legal guardianship over the child.

“What we are interested 1n avording is breaking down the four of our institu-
tions into what amounts to regional institutions. 1 don’t see that as much of a
gamn. And [ see a lot of state programs 1n danger of doing just this. I don’t really
see that that will be progress.”

CHAIRMAN. “Just a thought on this subject. Unless you have some way to
monitor the cnteria for how decisions are made for an individual who may be
handicapped, you may have some weird decisions . . .

*“ ..in a lot of my conversations with people, I find that mothers of boys
don't want their boys sterilized, but mothers of girls want their girls sterilized
and you might get a personal advocate who would be 1n one category or another
category giving his decision or hert decision.™

MR. THRONE: “Well, but you have these kinds of disagreements among
staffs in institutions or tn agencies and all we're proposing 15 that added to this
mix would be some personal advocates who presumably —sure, they have ideas of
theirr own about just the very point you made—but are not beholdin’, I mean
they're independent presumably. They come as close as you can get in principle
to being surcly interested in the resident and his interests rather than in serving
an institution’s best interests.”’

MS. KINDING: *“Columbus, Ohio. But as we look at the dynamics of the
movement toward a personal advocacy program . . [ think that we're now going
to Literally institutionahize this citizen advocacy thing, so 1 don’t have to sit out
here alone. | need help. [ need to be able to call on a structured system that says,
‘I've pot the sanction and authority to put some pressure at certamn points to get
a Job done.” Noi do we let this thing hang out in mid air. We have to have a point
of entry for the advocate, and i our case 1in Ohio, that point of entry is going to
be that cuse management protective service module. No citizen advocacy pro-
gram can function unless we can get the pressure poinl and get the job done and
get the change.”

CHAIRMAN: “In Ohio, do=s the case manager answer to the Division of
Mental Retardation? Does he react to that structure?”

MS. KINDING: “He does. At this point in time. This will be decentralized
and the only hope we have here again, you know that the guy that gets the
money 1s monitoring himself which is not a good system. On the other hand, the
only counter-balance we can have today 1s to develop the cithizen advocacy
components strong enough so that the pressure (just as the pressure of the
parents years ago initidted 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’ commuttees, and within these citizens’ commuttees there hopefully will
be task forces with special inter:sts on residential services, citizen advocacy, etc
You go for a very different group of people in a community to consider the
development of a residential program than you do for a citizen advocacy pro-
gram. And we might not wear cut so quickly if we had a few successes with our
advocacy. In the past this has been very difficuit.”

MR. ORWIG: “f wanted to comment. You raised the questions earlier about
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whal kind ot binding arrangement you hud with the citizen and, it scems (o ine
when | think about rhis idea. that the more binding you try to make som2 kind
of arrangement, the more difficult 1t’s going to be to get peaple Lo be <itizen
advocates. In any event, you're practically going to have to insulate 1t with some
kind ot a good samantan statute. I would never be one unless | wa~ insulated.
Particularly 1n my position as an dttorney | jusl wouldn't because the kinds of
people that you would want to be citizen advocates, you know, are not peifect,
nobody’s perfect, so you're taking that risk today. In this hihigation conscions
soclety in which we hve today, you're going to have that problem wiih cilizen
advocates. They're going to make mistakes —not intentionally, but unintention-
ally. And, families ate gomng to come forward a1 the urging of their department
of welfare case worker to seek redress—and | can just see the problems n this
kind of an nstitution. And thost people are going to be mnsulated by 4 good
samantan statute, ['mn just absolutely certain of it. | would never personally want
any part of a citizen advocate program unless that were an inlegral part of 17

CHAIRMAN. “Given the fact that you’d want this good samarilan statute,
which means if | act 1 want lo be protected from what | might do wrang, where
do you then draw lines becvause you do have people who are working i taistitu-
tions now seeking that kind of insulation themselves®”

MR. ORWIG: “Well, in many wnstances they have 1t.”

CHAIRMAN: “But where do you draw the lines? Where do you stop the
accountability? | grant you have a problem of finding the bodies and doing the
job.”

MR ORWIG: “Well, | don’t Lhink any gocd samaritan statute insulates you
from wanton and willful wrongdoing.”

MS. KINDING. “We don't have the drive of the parents any more We don’t
have the concern of the indwvidual or the friend or the aunt or the uncle who hit
hard for a long time. And what we're really dcing 1s coming up with some other
system of bringing about the same pressute that we had with parents But just as
parent, we're satisficd with some levels of care, some services. they became
complacent and have moved away and [ challenge anyone in the Unitcd Cerebral
Palsy, Epilepsy or the ARC’s to show me the kind of membership, paicnral
membership 1n their agencies, that they had ten 10 years ago. They'te having a
heck of a time surviving and we’re now going to take federal money and put it in
there and say, ““Now, we'll sel up a kind of a system to bring it back, to bnng
the same motivating pressure back.”
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Part VI
Future National Strategy

Editor’s Notes

No publicly funded program exists in a vacuum; it is vulnerable to shifting
public attitudes and alterations in policies and priorities resulting from changes
in administration 4and in the composition of legislative bodies.

As a small, new, and thus far, underfunded federal program, DDSA 15 partr-
cularly susceptible to the program and funding priorities established by the
current Administration and the Congress. In addition, in recent years 1t has
become apparent that the attitudes of the judiciary —particularly the federal
courts--are ltkely to have a major bearing on future directions in programs for
the developmentally disabled.

Daniel M. Sprague explains the purposes and provisions of a piece of legisla-
tion which incorporates the principles of one of the Nixon Admunistration’s
highest priority efforts in the area of human services reform. An integrated
approach to human services ancd decentralization of decision making responsi-
bility are the keynotes of the Administration’s Allied Services legislation. The
author coinpares the intent of the Allied Services Bill and Developmental Disa-
bilities legislation and concludes that “in many 1espects the Developmental Dis-
abilities Act can be viewed as a munt-Allied Services Act for a particular group.”
He outhines six major features ol the pending Allied Services bill and suggests
ways 1n which enactment of this legislation would serve the interests of the
developmentally disabled.

In drafting the original Developmental Disabilities legislauion, 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 rzason the Secretary of Health, Education and
Welfare was authonzed to set aside up to 10 percent of Title I appropriations for
projects of “special national significance.” George N Bouthdet describes the
manner in which the prionities for use of initial national significance set aside
funds were reached and outlmes the purpose of projects already approved and
those areas 1n which grant applications are being sought. He also reviews present
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efforts on the part of the ledewal adimunstering ageucy (o evaluate the impact ol
the Developmental Disabilities program

Litigation has emerged m the past lew yeurs as one of he most promising
new avenues fue efonm i cucent practices and patiecns ol delivering services to
the developrmentally disabled and other handicapped cilizens. Stanley Heri ana
lyzes some of the long range implications of recent court dewisions mvolving the
rights of handicapped childicn mnd adults Alter reviewing relevant tretads 1
Judicial thimking and deseribmg the federal court’s decision m the Distnct of
Columbia “night to education’ suit, fhe autaor predicts that the cour s will
conlinue to take 2 more achive role 1n safeguarding the constitutonsl ehis of
developmentally disabled perscns
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The Allied Services Bill and
Its Implications for
Developmental Disabilities

Daniel M. Sprague

INTRODUCTION

On May 18, 1972 President Nixon sent a “special message” legislative pro-
posal to the Congress. This bill--the Allied Services Act—was developed by the
Department of Health, Education 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
poals (see Appendix A for a summary of the provisions of the proposed bull).
The Act was referred to the Laboer and Public Welfare Commuttee in the Senate
and Education and Labor Committee in the House. No action was taken on the
Bill in the last session of Congress.

The Administration did notl 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 u 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 Allied Services Act work-
shops of the National Conference on Developmental Disabilities. The purposes
of the paper are:

(a} to explain briefly the context in 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.
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Hopefully, this paper and the workshop discussion of 1t will sumulate further
awareness and analysis of Allied Services across o range of developmenial dis-
ability interest groups and piofessionals in order thar HEW may benefs! from
their ideas on how best 10 unprove the Bill.

DISCUSSION
The Rationale for an Allied Services Approach

The Allied Services Act 1s the oulgrowth of o two-year analysis of the 280
services programs of HEW as viewed from the federal overview perspective and
the chent contact pomnt of services delivery

When looked at either from the federal o/ the local ends ot the continuuin,
the exssting pattern ol services delivery 15 nefficient and effective

For the past fortv years, as the social cons:iousness of the society mcieased,
Congress passed particular program laws to respond to particular human condi-
tions. The result of this well-intentioned governmental response 1s the 280 social,
health and educational service programns currently administered by HEW. Each
program has a special target group andjor programmati: tussion which s
intended to be served through uts own set of tughly presciiplive staluto-y dnd
regulatory rules and delivery routes.

To give some idea of the complexitics of rhis network of authoiues, there
are 1,200 pages of the Code of Federal Regilations devored to Lhese service
programs. And, for each page of regulations, there is an average of 10 pages o
interpretative guidelines. The regulations of one program frequently conflict o
not directly contradict those of others

In addition, certain statutory requiremenis result in highly redundant and
costly practices. The single state agency statutes mean that the federal prolifera-
tion of administrative units must be replicated at the state level Some states
have as many as sixty separate program administrations. In onc community 1n
the Mid-West seven different health grants frory seven different federal programs
led to the creation of seven different governing boards with overlapping member-
ship and charters. (The funds awarded under these grants represented 75% of the
federal discretionary ‘“assistance” dollars spert on health in this metropolilun
area.)

In short, thuis highly prescaptive and <pecialized system of services 1s
inherently fragmented and il concewved from a1 admunistrative point of view

This problem 1s compounded al the chen: ievel. Suiveys show that eight of
every ten HEW clients have multiple rather than singular service needs -not o
wholly dlogical circumstance when one considers the fact that the typieat HEW
client is a person falling ocutside of the econo nie, educational and seoal v
stream of the society.

Unfortunately for a]l concerned the exmisting configuration ol services
delivery is1ll-adapted to the inulh-problem phenomenon. The following case will
make this point clear.

A sick and discouraged mother of lour chddren from Arkansas was aban-
doned by her husband, she 1s heisell illnerate. Two of her children are sick with
the flu, another cuts her hand on u rusty nail, and the mother has a painfully
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impacted tooth. 50 she goes to the public health clinie, which refers her to a
unwversity medical center because the extraction in the center is not covered by
Medicaid. The daughter with the injured hand is taken to a different clinic,
where the 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 her basic 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 educalional system for assistance in over-
coming her illiteracy. The State employmen! agency is the source of job training
and placement, and still another 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 clients 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
interests. 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 over the course of six years. The case was dis-
covered through a newly installed computerized information system shared by
some 300 agencies. None of the agencies 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 sbght neurological damage. He went on to say that
this particular problemn 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 services to ireat her symptoms but no one sought
to find the root causes of her condition. ]t would make little sense for every
agency to have its own diagnosric service. This would be very expensive and if
each operated its own diagnostic service it prebably 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 earlier instead of being a victim of welfare status and a drain on taxpayer
dollars through years of piecemeal services provided by separate agencies.

It 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 human service system in which service agencies have
common geographic boundaries, a common set of goals and the necessary
lools—waiver authorities, starl-up planning and administrative grants, the some
priority settling flexibility—to implemenl new integrated service systems. Such
service systems would be accountable to the electorate, o the client and to
performance standards.

Under the leadership of th: Governor and with increased involvement of
chief elected local officials or combinations thereof, the Allied Services Act is
intended to supplement rather than supplant existing categorical programs. It is
an attempt to build upon the cornmonalities of service programs rather than feed
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on their categorical distinctions.

‘The Implications of Allied Services for Developsnental Disabilities

In many respects the Developmental Disabilities Act can be viewed as o
minr-Allied Services Act for a particular targetl group. For example, the prnine
concepts of P.L. 91-517 are “*the development of comprehensive services lor the
developmentally disabled through the combwnanion and integiation of the cffores
of both specialized and generic services of several state agencies representing
diverse areas such as health, welfare, education and rehabilitation, without
imposing a set pattern of services on any one st.ite.”

This concept is totally consistent with what the Allied Services Act would
promote except that Allied Services is more broudly concerned with fuman
development and dependency across a somewhiit broader set of service areas

Allied Services ke Developmental Disabiines does not prescribe any single
model or pattern of service delivery across states. B does 1equire that human
services planning and delivety processes be established but leaves the miple-
mentation of the integrated services plans to te states and, through ther1. the
localities that participate in these processes.

The nine specific programs which must be taken into account 1n the state
plan under P.L.91-517 are principally those which would be embraced by the
Allied Services Act in any given state, with the public social services program
being a mandatory participant,

In addition to the conceptual simlantics beiween Allhed Services and
P.L.91-517 there are several other HEW legiulative authonties which contain
“comprehensive, ntegrative”™ language. The new amendments to the Oldey
Americans Act and to the Juvenile Dehnquency Prevention and Control Acr are
such examples.

Perhaps the most important single feature of the Allied Services Acl is the
emphasis it places on the direct involvement of chief elected officials, partr
cularly the Governor, in structunng and overseeing integrated services processes
at state and local levels. This coupled wath the prerequisite steps of estabhishing
coterminous sub-state service boundaries and of conducting needs assessmenis
and services inventories gives the Allied Servi:es Act u basic authonty which
logically should lead 1o substantive integration as opposed ro traditional 1onus
of cuordination -- usually very limited i natuie - acioss complementary but
usually competitive agencies. To understand precisely what the features of the
Allied Services Act are which would serve to sirengthen substantially the ability
of programs, such as Developmental Disabiliies, to perform theiwr purticula
missions the following points are presented.

1. Involvement of Chief Elected Officials at State and Sub-State Levels. -
Some single unit—"the buck stops here” decision-maker- must be given the
authority and responsibility necessary to make integrution work, In this way,
peer agencies will not be left completely on their own (o coordinate only on the
basis of what they exclusively perceive in thewr best interents. (Forty years of
experience suggests that this form of integration does not werk very well ) What
we are seeking is a participatory process in which different providers and elected
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officials sort out and agree vupon more adaptive and cos! beneficial ways 1o
organize human services tesources. An additional rationale [or designating the
state chief elected official as the lead decision-maker 15 that he has the power to
unplement prerequisite steps for integration by executive order. Point #2 is such
an example.

2. Coterminous Service Boundaries—[t i5 axiomatic that integration of pro-
grams take place across agencies having common boundaries. (Those who have
attempted integration at the sub-state level with agencies having different service
jurisdictions know how important this 1s.) The Allied Services Act requires com-
mon boundaries as a prerequisite to participation. The Governor, therefore, must
establish uniform service areas across state agencies before any Alhed Services
Act benefits can accrue. Programs—such as Developmental Disabilities—having
tried to tie together the resources of other programs for a particular target group
when the boundaries of those other progiams are tiemendously varied, know
how difficult these coordinative missions can be under such conditions.

3. Goal Oriented Planning and Performance.—Truly mtegrated processes
require common goals which can incorperate the resources and missions of
diverse providers. Allied Services has four antidependency goals as 1ts focus.
Preventing and reducing instifutionalization is one of these key services goals. ]t
also 15 a goal which 1l fulfiled leads to greal cosl-benelil returns. The Develop-
mental Disabilities thrust is a significant contributor to this goal. The mentally
retarded and other disabled groups constitute a large portion of the institution-
alized population in most States. Inherent n the *.L. 91-517 mission 1s the
earliest possible diagnosis and treatment of developmental disabilities. Consistent
with the Allied Services goals, it is clear that the Developmental Disabilities
program mission would be an essential area of emphasis.

4, Funding Flexibility.—lntegration will not work without an 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 dollars go to a related
purpose. Therefore, in instances where four or five agencies are allocating a
percentage of their resources to common aclivities and they wish to commingle
their resources into a new more comprehensive, inlegrated package of services,
under a lead agency auspice or a coalition program auspice, the tund transfer
provision would enable this to happen. When funds are so transferred they do
not lose their original identity in terms of subsequent agency budget requests.
They simply are administered for a year under a different mechanism as agreed
upon by the participating agen:ies. This funding feature would serve to give the
coordinative charter of the Developmental Disabilities program the necessary
leverage to move closer toward « fiscally integrated approach.

5. Waiver Authority.—Waiver authority is needed for two reasons. First,
there are genuine instances whereby integrated services efforts are impeded by
categorical statutory and regulatory constraints. Secondly, there are instances
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whercby categonical constraints do not necessardy impede integranon but are
misrepresented as preventing real movement. In either case, the waiver provision
of the Bill would work to alleviate constraints a guments —substaniive and scupe-
goat alike—against intepration.

6. Planning and Administrative Start Up Custs.—Finally, any agency o1 pro-
gram participating in Allied Services stands to pain something for nothing The
bill would provide both the imitial start-up planning and administrative costs
associated with ntegration efforts Frequently even where there 15 1 genumne
interest in integration of staff, racilities, and information systems acioss agencies
the realization of these efforts are stymied by the lack of unfeticred overhead
funds to support such efforts.

CONCLUSION

In these six important ways, the Allied Services Act would strengthen the
ability of each human service agency to achieve its categorical ends The
Developmental Disabditics program wuuld be one program which stands to
benefit significantly within an Alhed Services approach.

The Allied Services Act is not designed to supplant categonical service pro
grams. It does not contain any new services money specificatly for this reason
Rather the Allied Services Act 15 technical/means type of legislution which
would add a new horizontal dimension 10 the existing services network 1 wav:
which are responsive to mulliple needs and 1ntentisciplinary solutions.

Most significant in our view 1s that the Allied Services Act is designed 1o
have teeth, through its various provisions, to biing about integrated and wunple
mentable approaches across a wide range of health, education and social service
sectors withun highly participatory state and local processes.

We hope you agree with our analysis that the Allied Services Act 1s umpera-
tive to the systematic improvement of the state of the human services art. We
welcome your constructive comments about and criticssm of the approach se
that we can improve upon 1t prior lo remntroduction in the next sessicn of
Congress.

APPENDIX
SUMMARY OF THE PROPOSED “ALLIED SERVICES ACT OF 19727

The proposed “Allied Services Act of 1972" 15 uitended to encourage siates
and localities to coordinate the provisien of human services 10 individuals and
ramilies which wdl assist them in attaning the greatest teasible degree of per-
sonal independence and economic sell-sufficiency, or which will prevenl ndivid-
uals and families from becoming increasingly dependent upon public and privale
programs for both [inancial suppurt and personal care

The Act would define various key lerms. “ur instance, the term “human
services” includes any services provided fo aclieve or maintain personal and
vconomic independence. The ‘“‘coordinated provision of services,” means the
provision of human services needed by mdividuals and families, 1n such a wav as
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to (1) facilitate access to and use of the services, (2) improve the effectiveness of
the services, and (3)use service resources more efficiently and with minimal
duplication. These definitions help to restate the goals of the Act in clear
terms— to lessen dependency through more effective service delivery.

Title I of the bill provides authority for the Secretary to make various 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, the programs established under this Act. In
addition to any salary and expense 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 services 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 the state into service areas (within which human
services programs will be coordinated), after taking into consideration factors
such as the distribution throughout the state of service needs and service re-
sources, the boundaries of planning areas or areas for the delivery of individual
service programs, and the location of units of general purpose local government.
In the process of delineating service areas, he must inform units of general
purpose local government of his 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 state established for the planning or
administration of human services programs. Second, he must determine, after
consultation with the various public and private service agencies, whether a local
allied services plan will be developed for any given service area. In 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 services plan incorporating local plans and
implementing the state plan.

Section 201(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), which can plan for and provide a broad
range of human services, and must give assurance, satisfactory to the Governar,
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 services ptan.

The local allied services plan must be approved by the state agency and
incorporated into the state plan before any of the forms of Federal assistance
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described below can accrue. The local plan mus: specify the agencies and o.gani-
zations which have agreed to participate in the coordination effort, describe the
service needs and resources withmn the service wrea, enumerale the progriams o
be mcluded under the plan, and provide reasonable assurance that progiess will
be made¢ in coordinating the provision of services. This assurance 15 10 be pro-
vided by describing the specific tunctiony and services to be coordinated, the
benefits to individuals, and the admimstrative ¢tficicncies to be achieved by the
coordinatior.

It is the intent of this bill to have the activ: and contnuowns involveinent of
voluntary organizations, client groups. service consuimers. and local socia) seivice
providers in the plannmg and adminisivative processes of the program. There
fore, to ensure the program’s responswveness Lo the puarticular needs ot each
comnunity, each plan must be accompanmed by assurances thai mterested igen-
cies, organizations, and indivtduals were afforded the opportunity 1o commens
upon the plan prior to s subuussion ta the state agency and will have an
effective channel through which their views can be known with respect 1o the
ongoing administration of the plan

Section 202(a) prescribes the requuements apphcable to a seate allied serv-
ices plan. An approvable plan must, (1) through 4 briel summary of the ncor
porated local plans, describe the current status of the coordinated provisian al
services, and the steps which will be taken (o a hieve a greater degrec of human
services coordination, (2) provide assurance thai under cach local plan services
under the assistance utles of the Social Securily Act will be coodinated with
services under' any other three human services progranis, any other HEW sup
ported programs which the Secietary nay specity, and any other such programs
regardless of whether they are receving Federil supporl, which the state may
destre to include, and (3) provide that the state agency will provide anv othe
relevant mformation which the Secretary may request.

Subsection (b) directs that an opportunity to review and comment upon o
state plan submitted for approval be afforded to the head of any Federal depart
ment ot agency which s extending assistance to a programn ncluded within that
plan.

Subsection (¢} duects the Secretary to appiove a stale plin 1f he finds that
(1) the Governor has complied with the preliminary organizahonal requirements
prescitbed in section 201, {2) the plan meeis all the specilied requitements and
(3) the plan 1s designed 10 accomphish tlie purposes of the Act o achieve ex pan-
sion of 1ts coverage to other services and other service areas on a reasonable
basis.

Subsection {d) provides certain penalties 11 the Secretary finds tadure 1o
comply substantially with the provisions of an upproved staie plan (o1 ipchaded
local plan). He may mn his discretion apply these penalties 10 the entire stale plan
or only those parts ol the state or local plan or service areas affected by the
noncomphance. In such instances, the subsection would provide no Federal
planmung tunds may be consolidated or intermuigled with other such funds tor
human services planning, no Federal funds may be transferred among prograims,
no requirements may he waived, and no turther payments ue grants may he
made (in the fiscal year for which the plan is approved) for so long as the laillure
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to comply continues.

Section 203 describes the varous types of Federal assistance which become
available upon approval of a state allied services plan. Four types of assistance
are available:

First, authority would be given both the Secretary and state and local
governments with allied services plans (o consolidate planning funds extended by
the Department of Health, Education, and Welfare. Thus, the Secretary may
make a single, consolidated grant of HEW funds available for planning for or
under any program included in the approved 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 {unds provided by the Depart-
ment of Health, Education, and Welfare and available for any program included
in this plan, for planning in connection with the provision of human services
under any included 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 carrying out any other included pro-
grams. Assistance transferred under this authority carries with it the matching
rate established under the program for which it was ariginally appropriated, so
that no incentive to transfer will be created merely by disparities in matching
rates whuch exist mmong the included programs. The transfer authority does not
apply. however, to the open-ended assistance programs under the Social Security
Act, or to assistance provided under fitle 1 of the Elementary and Secondary
Education Act (consistent with the Administration’s special education revenue
sharing bill).

Third, the Secretary 1s authorized to waive requirements of statewideness,
single or specified state or local agency, or technical or administrative require-
ments imposed in connection with any included program which, at the Federal
level, is administered by the Secretary and which the state or local agency
certifies impedes implementation of its albed 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-
ning or preparing to carry out allied services plans, or to meet the administrative
costs of coordination under a siate or local plan, which cannot be met from
other available funds. The state inust (ndicate how it plans to allocate the funds
applied for among the various designated local agencies with approved plans.
These grants are not to be used 10 meet the non-Federal share requirements of
any Federally-assisied program and may not be made to any state for more than
two years except where Lhe Secretary finds il is necessary 1o enable the state to
carry out a significant expansion of its allied services plan.

Section 204 provides joint funding avthoriry. 1t is almost identical to that
contained in the juvenile delinquency law, the Economic Opportunity Act, the
Older Americans Act, and the Law Enforcemeni Assistance Act. It goes some-
what further than those statutes in two respects: (1) it would permit joint fund-
ing of several grants made by the same agency, and (2) it would permit waiver of
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technical grant or contract requuements imposed by statute as well as by regula-
tion.
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Objectives of ““Projects
of National Significance”

George ]. Bouthilet, Jr.

iNTRODUCTION

Thus 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 It later was revised for application
i the present volume,

PURPOSE -- FOCUS & PRIORITIES

The Developmental Disabilities Services and Facilities Construction Amend-
ments of 1970 became Public Law 91-517 on October 30, 1970. The Act
authorizes grants for: (1) developing and implementing a comprehensive and
continuing plan; (2) providing services to the developmentally disabled; (3) con-
struction of facilities for the housing of services; (4) local planning, administra-
tion, or techmcal assistance; (5) framing of specialized personnel for services and
research; (b) developing or demonstrating new or improved lechniques of service
(7) construction of “umversity-affihated facilities” for the mterdisciplinary
training of professional personnel; and (8) demonstration and training grants.
Title 1, Part C, of the Act includes: (1) formula grants to the States for planning,
administration, seivices, and construction, and (2) set-aside grants (discrelionary
(unds) for special progects of national significance. The latter, provided for under
Section 132(e) of the Act, permits the Secrelary to reserve up to 10 percent of
the amount appropriated for tke formula grant program for the support of
special projects of national significance which will demonstrate new or improved
techniques in the delivery of services, assist iIn meeung the special needs of the
disadvantaged for services and facilities, and 1o carrying oul the purposes of the
Act (e.g., program planning, mnformation, and evaluation).

The discretionary funds for special projects of national significance are
being used to provide general support to all States through grants of national
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significance n the areas ot planning, mfurmatien, and evaluation In addion w
these hasic areas, specusl progects of nationad significance may be funded in
support of certan DD-related areas of high national priority (c.g , socially dus-
advantaged-handicapped cluld advocacy). Thu, the discretionary tunds {1 spe-
c1al projects are for the purpose of providing the necessary assistance for eflee-
tive implementation and elMlicient managemen: ol DD State plans and prograins
for a national framewwk Because of lmited Tunds Tor tonmula granis, and
consequently, lnmited tunds for special project grants, sef-aside discretionary
tunds are used to suppuit State leadership and program management tun ztians,
providing effective planming strateges, mformanon and data systemns. evaluation
cuterta for State plans and projects, technical assistance and consuliation to the
States, support for nutional conferences and workshops tor State Councils, and
other DD-related national prionties

Demonstration of speaific services, on the other hand, may be supporied in
parl by (1) the State through use of 1ts own formula grants for services, {2) any
increased amount which s allecated through 1o the Termula grant by reducing
the total amount of set-aside Tunds withheld, and (3} atilization o athe  avail-
able project grant resaurces with often large: amounts of discretionary lunds,
administered by the Division and numerous other ielated Federal progranis souy.
ing the developmentally disabled population.

The effecuve utihization of hmited DI set-aside national project funds dic-
tates that the monies be used on a selected hugh priotity and maxinum impact
basis. Thus, the provision of technical assistarce 1o State Councily and the sup-
port of a national conflerence of State Counals recewed tugher consideration
than the demonstration ol a specific service o1 >xpansion of an existng sevice n
which other Federal grant lunds are already available to ussist 1n the specitic
endeavor. Of course, the ahove focus may b madified should lagger siuns ol
discretionary funds hecome available. peimitting a wider range ol funding in
terms of kinds of projects. At the tune of this writing, due Lo both the newness
of the DD Act and limited appropnations, the focus must be on geneial and
basic support for national impact through projects which will increase the eftec-
bveness of State Councils and assocrated vrganizations and agencies

Linutations on the number of Diwision stail and financial resouices jequne
the utihzation of discretwonary tunds for special projects in order to serve 1he
Siates more effecnvely Nom a Federal/nanonal level This approach plan pernnis
the Division 10 use (he best talent availuble throughout the natton and stret h
the lumited Federal dollars avallable so that all or most Stuwes will benetit trum
any single national project in the areas specitied above. I each State were to
expend its own tunds for special projecis as i this inanner many moie dollars
and other resources would be utihzed for national benelit.

STRATEGY — DISTRIBUTION OF FUNDS

The strategy specilied tor the use of these discretionary funds is 10 awird
grants for DD planning, mformauon, and evaluation projects of nation.ad agmfi-
canve and nmpact to provide the necessary support fur the etfective nnplementa-
tion and efficient management ol the DD progian. OF the allowahle arneunt ul



Conference Proceedings 421

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 full 1 percent. Thus, a total of 10 percent has been
set-aside in these two fiscal yeais. Applications for special projects are received,
reviewed, and approved and funded directly by the Federal government (ie.,
RSA/DDD with assistance from the DHEW regional offices). The National Ad-
visory Council on Developmentul Disabilities considers and reviews areas of sup-
port and advises the Secretary, DHEW, on selecting prionty areas for special
projects of national significance for the developmentally disabled. In collabora-
tion, both the National Advisory Council and the Department arrive at an ap-
proved listing of areas for funding.

One-fourth of the 1 percent which is set-aside for evaluation projects 1s
retained by the DHEW Office of the Secretary, Assistant Secretary for Planning
and Evaluation, for Departmert-wide evaluation projects of high priority or
special significance. These evaluation funds may be used for DD evaluation or
DD-related evaluation projects. The funds are utilized at the discretion of the
Secretary with 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).

Evatuation plus five other special 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 thus
time, although new areas will be 1dentified as additional resources are made
available. In addition to evaluation, the current priority areas include the follow-
ing: (1) advocacy, (2) technical assistance, (3) national data base, (4) natwonal
conference of State planning and advisory councils, und (5) deinstitutionaliza-
tion,

MANAGEMENT — PROPOSALS, APPLICATIONS AND GRANTS

Except as may be indicated otherwise in information statements which are
issued from time to time, the following applies to the processing of proposals
and applications and the submidssion of reports. The onginating organization
forwards proposals and applications for project grants and reports on special
projects of national significance for developmental disabilities directly to the
Director, Division of Developmental Disabilities, Rehabilitation Services Admini-
stration, Social and Rehabilitation Service, U.S. Department of Health, Educa-
tion, and Welfare, Washington, D.C. 20201. Subsequently, copies of the above
documents are forwarded by the central office 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 originates, prepares and provides additional relevant
and specific information and duta on the appropriateness and adequacy of the
organization submitting the docnment. Regional office consultants in all regions,
especially one who has technicul 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 Ntom the reqional
office staff, through review and discussion with the appropnate peison(s) in the
organization(s) submitting the document(s} Momtoring ol all projects v a cul
laborative endeavor between the central and reglonal otfices Evaluation ot the
project is the responsihihity of the designated pruject officer.

Proposals and applications received which do net fall n one ol the joint
National Adwvisory Councid and Department o1 Health, Education, and Wellare
(DHEW) designated pronty areas for funding will be returnad with an exolana
tion. A letter 1s sent (o the originating viganization informing them of cnrrent
prionity areas for funding of special projects o nauonal signiticance, indicating
the present status of their own proposal or applicanon v relationship 10 the
approved prioitty areus, providing clanfication on specific items o5 may he
needed to assure an understanding of the origin of prionties and other re-evant
procedural matters.

Applications which fall in one of the join prnority areas for grant support
are considered for review with other applications falling within the same prionity
area Applicants are informed of the results of the review and subsequent recom
mendations made. Organization resources, staft experience, specification ol pruy-
ect objectives and methodology, design tor evaluation, and cost-output {prod
uct) are among the criteria considered 1n competitive teview ol an uappheation
for funding.

Imitially, all proposals and applicauons are screened for {1) whether o nol
they fall in one of the designated joint prion y areas, and (2} whether ¢1 not
they are of national significance Generally, a project which rouches on all ar gt
least a significant number of States and ternito s simultaneously 15 considered
national in scope (e.g., the project prant for a national conference of State
Councils). In contrast, a proposal for 2 project which 1s condueted i a single
State as a possible model for other States, 1nay ur may not be consulerenl
“pational” (e.g , “modet project for a counselirg service’™) On the other hand, 4
nationwide geographicat distnbubion of a small number of closely assocted
individual projects falling within a single priortty area may form o na 1onzl
network of related projects ol national signifi ance (e.g., 10 State projects fur
preparing “‘demnstitutionalization” plans, whict are located on the basis of one
project in each of the 10 DHEW regions, might provide nutional peographice!
distribution of projects suppoiting a priorily area)

Specific prionty areas will change from tinie-to-time as priority projects aie
being funded. It 1s not possible to distribute a list of current prionty areas (o ail
potentially mterested organizations in the nation Howevel, the Naiional Ad-
visory Council, State Planning and Advisory Councils, and the Federal central
and regional offices of DHEW are informed as to the curreni and proposed
prionty areas, and serve as information points,

Intormation statements and guidehnes are prepared and made avaldatle hy
the Director, Division of Developmental Disabilities These ar2 1ssued from fime-
to-time depending upon changes 1 priorities, grants management proceduies,
and other matters relevant to adnumstration of special prajects of national sign.-
ficance. A general information statement on the program was issued n the early
part of 1971 following passage of the Developmental Disabilties Act in 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 orderly management of the grants and to respond to
special priority areas (e.g., State planning grants for “*deinstitutionalization’).

DESCRIPTION OF AREAS AND PROJECTS

The special projects of national significance may be divided into two major
categorles: (1) planning and information and (2) evaluation. The order of pre-
sentation does not reflect order of importance. The initial five priority areas for
special projects are in the category of planning and information and represent
strategy jointly reviewed and approved by the National Advisory Counci (NAC)
and by DHEW through the Division of Developmemal Disabilities, Rehabilita-
tion Services Administration (DIDD/RSA).

The sixth area includes two evaluation projects; these projects are sum-
marized following the above five areas. The evaluation projects are also reviewed
and approved in a collaborative manner between the NAC and DHEW through
DDD/RSA. However, the NAC 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 evaluation staff of DHEW. A
DD Evaluation Plan, now in preparation, constitutes another collaborative
endeavor between the two orpanizations. All project areas are considered in
terms of national needs and prionties.

The Stale planning and advisory councils may participate in setting priori-
ties for special projects of national significance through either the NAC and/or
the DDD/RSA. A review of the priorities listed in the State plans for DD, a State
councils “needs assessment™ suivey, and State/Federal regional office communi-
cations, all offer opportunities for State input into establishing national needs
and priorities. Other mechanisins may be explored and tested in order to pro-
mote an effective approach to priority setting for these projects.

Implementation of the strategy for using developmental disability discre-
tionary funds for special projects of national significance are described below.
Some areas may wnclude more 1han one project. The priority areas, project titles,
organizations, goals and objectives, and amounts 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 national priority child advecacy projects. The RSA contribution of
$150,000 is matched in similar amounts from each of the other agencies.

The projects, approved by an independent review committee, meel 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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Projects Award Recomnendainm
1. NARC % 66000
2. Peabody Coliege (01000
3. Kentucky Commussion on Childien He.000
4. National Easter Seal Sociely 106.000
5. UCPA. 101,000

Tutal new starts FY 1972 - $480.000

1. National Association for Retarded Children Inc, — Arlingron, Texas.

The NARC project aims at catalyzing the development of a nationwidez
volunteer chid advocacy program Loual and State Associations for Retarded
Children will serve as the mmplementlation agencies. Pnimary objectives ¢l the
project include (1) developing written and audiovisual mateials to eheit under-
standing of, and comnmutment to, the cibzen alvecacy model, (2) developing 3
standardized traming program (o cvnable the establishment of Child Advocacy
Boards and local and stale advocacy offices. the identification of mentally re-
tarded chidren in need of advocacy services, and Ihe training of cifizen volun-
leers to serve as advocates for mentally retarded children. and (3) providing
direct program consultation to assist NARC mt mber units i establishing model
programs. [t 1s anticipated that the propect will have a significant posioive rnpact
upon the delivery of needed services and piograins to mentally retarded children.
as well as upon the overall environment within which these programs and serv-
ices are provided. The advocacy services developed wul provide a concrere na-
tional prototype which may be applied in efioris to obtain improved services for
other handicapped and/or disadvantaged children and youth

2. Peabody College — Nashville, Tennessee

This Child Advocacy Research and Demonstration Program proposed lour
General Advocates wn four rural counties, with roles modeled after that of
County Apncultural Agents They will seek to identify unfilled expressive and
instrumental needs of children in the counties ind to procure the salisfaction ot
those needs through increased knowledpge and understanding of chidd develop-
ment by parents, families, communily clubs and orgamizations and threc sets ot
systems described in the proposal a5 the Key Integrating Systems of Suciety, the
In Trouble Systems and the Institutional Care Endeavors. The County Agents
will seek to promote understanding ol 1he findings of research in education and
child development by the foregoing agencies in 3 manner sumalar to that used by
County Agricultural Agents. These efforts wili be augmented by developing
Individual Citizen Advocates {or individual child proteges where needed o 1l
unmel expressive and nstrumental needs of such children. Duata and experiences
will be procured and evaluated relating to the program and its objectives with a
view to replicating the program elsewheie.

3. The Kentucky Commission on Children & Yourh — Frankfort, Kennicky

The Kentucky Cemmussion on Chddren and Youth proposed Lo conduct
research and demonstrate the feasibihity of establishing state and regional oftices
of Advocacy for Exceptional Chuldren and Youth. It s proposed that the State
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and regronal offices would develop mechanisms to insure the attainment of the
following goals and objectives (1) formulation and advocacy of special legisla-
tion vital to the needs of exceptional children, (2) serving as an appeals agency
or ombudsman in dealing wilh the grievances of exceptional chidren and their
famibies; (3) serving as a walchdog or guardian ot the rights of exceptional
children. (4) providing educational information and statistical data to state offi-
cials, the legislature and the general public concerning the needs and problems of
exceptional chudren; (5) developing and establishing a unifred policy framework
within which statewide goals for exceptional children are formulated, service
priortties established, existing programs kept in balance, and new programs
developed; (6) insunng that coordination involves the management of human
and fiscal resources to avold waste, duplication, conflicting program objectives,
and gaps n existing services; and (7} evaluating agency programs (o assure maxi-
mum effectiveness for qualhity controt and accountability.

4. The National Easter Seal Suciety for Crippled Children and Adults —
Chicago, Hllinois

This project proposed to establish and perfect a model of advocacy lor
physically handicapped children in Massachusctts that can be replicated by any
affiliate of the National Easter Seal Society for Crippled Children and Adults.
Through the establishment ot a Child Advocacy Association and Board, it is
hoped to bring together parents and interested persons from schools, public and
private agencies and the community to achieve change 1n legislation, policies,
practices, and attitudes which prevent physically handicapped chiddren from
achieving basic nights related > home, community, schoohng, medical care and
legal rights. 1t 1s also hoped to find physically handicapped children who are
deprived of these rights and a«1 on thewr behalf on an individual basis The staff
will consist of a Project Dwector, Child Advocates and consultants in research
education and child development, law, medicine, mental hedlth and sociology.
Expected benefits to chuld, fainily and community agencies and schools mclude
the removal of barrers to the nnprovement and extension of thewr services.

5. Unired Cerebral Palsy Association

United Cerebral Palsy Associations, Inc., Proposed to establish three models
of advocacy for children with developmental disabihities and thewr famulies (in
New York State; Milwaukee, Wisconsin; San Mateo and Santa Clara Counties,
California). These three model; wil) be coordinated by the national organizahion.
The purpose of the project 15 to provide an advocacy program 1o assist children
with developmental disabilities and their families to obtain needed services and
to make the best use of available resources. In addition, data of various kinds in
regards to service needs of chuldren with developmental disabilities will be col-
lected and collated at the State and local levels and organized by the national
organization. These data will be used by the State, local and national orgamza-
tions to develop necessary legislation at all levels of government. This will make
it imperative for the various orgamizattons to work with legislative bodies and
governmental agencies. 1t will also be essential to work with consumers and
consumer groups to urge thewrr participation 1n commumity organization, plan-
ning and legislative processes. It will also be essennial thal all orpanizations work
toward implementing already existing oliwial programs. This will be accom-
plished by employing four qualified persons, one in the National Office and vne
in each of the three affiliates. The three local advocates in this project will have
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the responsibility ot developing the three model: The four advocdtes will orga-
nize necessary National, State and Local Advocacy Advisory Councils to zive
unpetus to the program, provide guidance to the advocates and evaluate the
functioning and accomplishments of the models. 1t is proposed that jocal finan-
cial participation will increase beginning in the third year <o that the models can
be tested in other areas ol the country during the five year period Stale and
lical affiliates have agreed o participate financially in this manner and to con-
tinue the program after the five year project period has been completed.

DDD/RSA has made arrangemenis for participation in the monitoring of the
five chuld advocacy projects funded this year by tiie Bureau of Education for the
Handicapped, the National Institute of Mental Health, and the Rehabiitation
Services Adminstration.

B. Legal Advocacy

The Council for the Retarded of St. foseph Counry, South Bend,
Indiana, and Notre Dame Universiny

This 15 2 joint project involving DDD/RSA and BEH/OE. it seeks 1o estab-
lish a national clearinghouse for law infonnation, to provide “Amcus Curae” Tor
the courts and to provide technical assistance in legal areas as 1t pertawns Lo
developmental disabilities.

The proposed legal advocacy will include the 1ollowing.

I. Maintenance of an up-to-date reference system for all nalional siate
legislarion peruinent Lo the wellare or potential welfare of the developmentally
chsabled.

2. Maintenance of an up-to-dute reference system for all national,
state and local legal action perunent 10 the wellire or potential welfare of the
developmentally disabled.

3. Provision of an electronic retneval system for all data recorded 1o
access the system fou short term feedback 1o any legitimate requesting party

4. To research questionable 1ssues, pertinent 1o the legal rights of
developmentally disabled persons, and to provide empirically based position
papers on such 1ssues.

5. Development and maintenance of communication for specific lines
of input and feedback fiom local and state Bar Associations.

6. Development of model legislation for laws dealing with the nghts
of developmentally disabled persons which tetlect a national “quality of hie.”

7. Development of model pleading and briefs relating to the institu-
tion of legal proceedings to secure the rights of developmentally disahled for
concerned organizations or praclicing attorneys.

8. Serving as Amucus Curae 1n court cases involving the nights of devel-
opmenlally disabled persons, 1o compile a roster of expert winesses and 1o
provide lechnical assistance m coordinating expeit lesiimony vath existing and
proposed litigation

9. Assisting pracucing alloreys in preparing brefs or a legal course
of action for specific law suits.

10. Utilzing iaw school students and students 1n the behavicral
sciences 1o research the law and obtain appropnate empincal data regarding
specific relevant tssues,
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11. Developing a clinical education seminar dealing with the psycho-
logical, sociological and legal aspects of the developmentally disabled, and the
specific concerns for equal opportunities thereof, to be offered to Notre Dame
Law School students.

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

13. Developing a seres of short term clinical education workshops
dealing with disabling conditions and the law, to be offered to any law school in
the nation.

14. Developing a legal advocacy model and to assist in disseminating
and implementing the model in any law school or other appropnate agency at
minimal cost.

15. Developing a lepal advocacy education program for the handi-
capped and their famihes to assist them 1n obtaining appropriate setvices through
a knowledge of the social systems in which such services exist.

First year Federal funding of this project 15 $168,000, RSA and BEH will
each provide $84,500.

II. Technical Assistance Projecis

A. Technical Assistance rv State Councils for the Developmenially
Disabled.

The Umwversity of North Carolina proposes to eslablish a Technical Assist-
ance and Consultation System.

Goal: The Technical Assistance and Consuliation Sysiem is to develop a strategy
and organization and deliver technical assistance and consultation to the state
and territorial developmental disabilities councils, assisting them in their task,
especially in program planrung and evaluation, program management, tnforma-
tion and data dissemination, and developmental disabuities education and train-
ing activities.

Objectives: The Technical Assistance and Consultation System is to develop a
small central staff at the Umversity of North Carolina, Chapel Hill and ten
regional technical assistance teams which will draw upon available techmical
assistance from a “talent bank ~ consisting of the best available personnel in the
relevant technical assistance areas who can be brought together to assist in this
national scope technical assistance program.

It is to develop and conduct 2 needs assessment of the developmental dis-
abilties councils in order to begin individualized programs of technical assistance
and consultation to each of the developmental disabilities councils.

Strategy: The organization of the Technical Assistance and Consultation System
15 to consist of four basic elemznts: (1} a central staff, (2) an advisory group, (3)
a talent bank and (4) ren regioral rechnical assistance teams.

1. The central staff will include professional specialists in the area of devel-
opmental disabilities, program planning and evaluation, communications and
information dissemination, and research utilization. Central staff will be assisted
by a program coordinator and (wo research assistants.
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Y A small advisory group (hive menmbers) vall be diawn together 1o assist
the central staff in 1ts planiung and development. This advisory group will meet
twice annually wrth the project director and his seaft and ather relevant adnum
siratons, ancluding represeniatives ol the Dwaision of Developmental Lhsabibines
The purpose of the advisory group is to provide top Might assistance, perspective.
stmulation, evaluation and overull survedlance ol the System’s development and
operations.

3. A three-person regronal rechnical avsistance team will be developed in
each of the HEW regtons. Each team will consist of two specialists, one trom
program plannmg and evaluation, and the other from developniental disabilinies
The tlurd will be a designated statf member in the developmental disabilities
section of the appropnate regional HEW office. This combination of regional
office staff and specially tramed technical assistance personnel in developmental
disabthties and program planmng and evaluatior will constitute the nucleus of
activity 1n each region for the needs assessment, pilot technical assistance deliv-
ery and eventuai full scale technical ussistunce operations of the Technical Assust-
ance and Consultation Svstem

4 The Tulent Bank The 1egional techmeal assistance teams will requice o
pool of technical assistance talent from which te draw in order to complete 1he
nceds assessiment and techuiical assistance activiti s, In order to provide an eco-
nomical but available talent bank made up of -he most competent planming,
evaluation, developmental disabilibies programnung, commuteations, and stuff
development personnel. u fafens bank will be pu  logether by the cential ollce
that will consist ol approxmaitely 50 10 75 protessionals from all over the
country who will agree 10 mahke themselves availible for from 3 to 5 dayseach
year and who will be deployed on request fromn regional techrucal assistance
teams as their own needs develop and as service activity needs dictate.

The total FY 1973 budget amount 1s $364,6'9 for the first 9 months of the
project, beginming October 1, 1972 The total pryject pertod runs from October
1, 1977 through June 30, 1975 for a total project amount of $1,201,587

B Technical Assisiance on Public Policy (TAPP) tor the Developmentaily
Disabled.

A proposal to study and recommend approaches of providing plannung and
public pohey technical assistance methodologies 1s being reviewed. As recom-
mended by the Bureau of Developmental Disabilines, Executive Office for Ad-
ministration and Finance, Commonwealih of Missachusetts, the proposal wug-
gests that a university based center with a national reputation and experfise in
goverminent, public admimstranion, and public policy undertake the develop-
ment uf a Technical Assistance Unit in Public Policy and Planming tor the Devel-
opmenially Dhsabled. This unit would be requited to develop specific preducts
for the Division of Developmental Disabilities, RSA, and the Mational Advisory
Council for Developmental Disabilihies.

Through a Natwonal Plantung and Policy Developmental Task Force con-
prised of representatives from DHEW and other Fderal Departinents involved m
programs for the developmentally disabled, and the National Advisory Council
and State Ptanoing and Advisory Counciis’ representatives to be staffed by the
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TAPF umit and RSA staff, policy position papers are to be generated with
respect 1o overcoming gaps and deficiencies 1n existing Federal legislation. Once
deterrmnined, gaps and deficiencies in Federal law, regulations, and guidelines
would serve as baseline information for the National Planning and Policy
Development Task Force. Developing solutions and recommending pulicy
changes lo achieve greater inclusion of the developmentally 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 gquality, extent, and
scope of all Federal programs with high relevancy to the developmentally dis-
abled.

To undertake such an endeavor it is proposed that the selected “center”
operate under a five-year project whereby all generated products are reviewed as
implementation matenals for the National Advisory Council for Developmental
Disabilities and the Division o7 Developmental Disabilities.

No application has beer received and no project has been funded as of
November 1, 1972, Approxunately $500,000 was set-aside for technical assist-
ance projects in the initial years for special projects of national signiticance. This
amount may be modified pending an application for a project grant in the above
darea.

II1. National Information and Data Base for the Developmentally Disabled.'

The Pacific Siate Hospital, Pomona, Calilornia, plans to identify develop-
mentally disabled individuais recewving services and establish a model data system
for tracking developmentally disabled individuals through a continuum of serv-
ices 1n various geographical areas of the country. Also, an evaluation will be
made of the type and range of services used including hving arrangemenits, in
terms of subsequent changes n the individual’s developmental status. Finally, an
analysis will be made of the relative cost for living arrangements and services
received which will also be related to indsvidual developmental outcome.

The proposed project has a number of specific aims under each of 1ts four
main objectives’
(1) To identify developmentally disabled individuals receiving services in
selected peographucal areas ol the United States.
(a) To assess their developmental status in terms of ambulation, toilet-
ing, arm-hand use, and other characteristics.
(b) To deterrmine their living arrangements, whether at home, 1n a tra-
ditional tesidential institutior, or in some type of community residential setting.
(¢) To ascertain what short-term and extended services they receive.
(2) To track these same individuals through a continuum of services over a
period of time

UThis project 15 described in inore detait in a separate paper by Dr. Richard Eyman. The
objective is presented here for purpose of having a camplete paper on atl DD special projects
assemblied in one document.
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{a) To assess changes in their developmental status.

(b) To determine changes in thexr living arrangements

(c) To ascertain what changes take place 1n the services they receive

(3) To correlate changes 1n the developmental status of these indwviduals
with their living arrangeinents and the services they receive.

(a) To evaluate the effectiveness of ditferenl hiving arrangements and
services 1n producing changes i their developmental status.

{b) To devise and implement procedure: for the collection ol such data
from a large number and variety of sources and ror their processing, ev.duation,
and reporting from a single center.

This study 15 an attempt to ill the void thar exists in terms of mlormation
about services and those individuals recewing them. If the study’s obyed tives are
met, the result will be the development of model data systerus which dentify
the supply and demand of services to the developmentally disabled, as well as
their cost and efficacy.

The project penod runs {rom 9/1/72 through 8/31/75 for a tolal amount ot
3463,195. The FY 1573 budget amount is $185,252

IV. National Conference of State Councils.

The Council tor Exceptional Children cond 1cted a national conlerence of
State planning and advisory councis on service: and facilities for the deve.op-
mentally disabled on November 16, 17, 18, 1972, 1n Washington, DC (This
paper was prepared tor the conference.)

The purposes of this conference were as follows:

1. To encourage fuller understanding and elfective implementanon of the
Developmental Disabilities Act of 1970 by those principally charged with 1ts
execution.

2. To provide technical mformation relative Lo the tuncuons of planmng
and evaluation of services for the Developmenitally Disabled.

3. To develop and extend communication between the National Advisory
Council on Services and Facilities for the Developmentally Disabled and the
respective State Planning and Advisory Councils.

4. To provide a forum [or considenng the 1ssues related to extenston and
madification of the Act

Participants included members ot State Councils (including territories),
members of planning staffs of State Councils, representatives of Stare Admuu-
strative Agencies, representatives of Uniwversity Affdiated Facdities. Nauonal
Advisory Council members, RSA Regional Office staff related tu Developmental
Disabilities, and representatives of national orgamzations concerned with Devel-
opmental Disabilities.

There were five distinct workshop time periods, three having % sinui-
taneous workshops, vne having 17, and one having 10. There were i 101al of 8
different topics, with selected ones being repeated in different tune pencds.
Examples of topics are as follows (a) Topic | “Allied Services Bill™ (h) Topw
3--"Data Gathering and Analysis™, (¢) Topic 9 -“I'rionity Setting in the Plannmng
Process.”



Conference Proceedings 431

The project period runs from June 30, 1972 through June 30, 1973 for a
total amount of $138,090.

V. Community Alteratives and Institutional Reform (CAIR) for the Develop-
mentally Disabled (Deinstitutionalization).

The failure of institutionalization as a public policy has been acknowledged
for over a decade, the President’s panel in 1972 questions the efficiency of
multi-purpose residential facdities of more than 500 residents. More recently a
number of institutions have been cited in the Federal Coucts as unconstitutional
facilities violating the residents’ rights to due process and equal protection of the
laws. President Nixon has provided additional impetus for de-institutionalization
by establishing a national goa) of reducing the number of institutionalized men-
tally retarded persons by one thard. The National Advisery Council and the
Department of Health, Education, and Welfare are supportive of this Presidential
iniliative.

Developmental disabilities special project grants, including grants from other
related Federal programs, are to be awarded to assist the Slates to improve and
expand supportive community services, improve the quality of residential care
(institutional reform), and previde community based alternatives to institutional
care for the developmentally disabled, including.

A. Planning, developing, and implementing an SRS interagency role of com-
munity alternatives and insututional reform (CAIR) for the developmentally
disabled;

B. Assisting all States 1o prepare statewide deinstitutionalization plans.

C. Enabling 10 States to implement statewide programs for community
care and deinstitutionalization which will:

(1) Stabilize admissions to pubhc institutions for the mentally re-
tarded;

(2) Scieen DD persons in institutions or individuals at risk of institu-
tionalization in terms of potential for community piacement and need for com-
munity services.

(3) Place developmentally disabled individuals in community based set-
tings.

(4) Provide developrnentally disabled individuals at risk with alterna-
tive supportive services in the community.

Upon the development of an SRS plan and cnitena, selected States will be
assisted in planning, developing and implementing prototype programs to de-
monstrate measurable impact in turning from institutionalization to community
alternatives. Alternative care options and priority service areas will be deter-
mined by the needs of each State and will most likely differ from State to State.

At the time of the wnting of this paper, approximately $2,000,000 has been
set-aside out of DDD funds for special projects to support the above objective.
No projects have been funded as of November 1, 1972. The exact amount of
funds to be comingled with other Federal programs in support ol this objective
18 yet Lo be determined. Also. further specification in use of these funds for this
area must be determined.



432 Synergism for rhe Seventies

V1. Evaluation Projects .

Evaluation piojects mdy be suppurted with sei-aside tunds from the DD
Act, Title |, Part C, formula grant program and Part B, university-aililiated
fac:lities program. One percent of the program appropriation may be utilized fo
purposes of evaluation of the program n order to assess 1ts accomplishments ane
effectiveness.

The Nationia) Advisory Council 1or Developmental Disabilities has two re-
sponsibilities as described in the DD Act, one ol which 1s to study, and evalualce
programs for the developmentally disabled. The National Advisory ¢Councd has
established a DD Evalustion Comnutlee with tluee members. The Evaluation
Commitiee met with the Planming and Evaluation Branch stali of the Division ot
Developmental Disabihities, Rehabilitation Servicrs Administration, on fwo ceca-
sions (o date. On June 14, 1972, a preliminary ¢ snsultabion meeting was held in
which DD evaluatson proposals, apphications, and projects were reviewesd in
order to establish an eftective working relattonship between the Council and the
Federal program, On August 11, 1972, the furst official meeting of the NAC
Evaluation Committee and the DDD Evaluation Branch touk place At this
meeling a specia) focus was given 1o developing an outhine lor a long-range DD
Evaluation Plan. The mitial rough dralt of the DD Evaluauon Plan has been
completed and distributed fur review and comuinent by NAC and DDD siaft
Upon revision, the DD Evaluation Ptan will be shared with the total NAC mem-
berstup and forwarded up the orgamzanon line for further review and comment
The Evaluation Plan has a national focus, with & State and local framework for
assessing program impact and strategy The Evaluation Plan will provide a guide
for evaluation of the progrant, selting prioritie: for evaluation pryjects to be
undertaken. Stimulation and funding of evaluation projecrs will follow 1he [val
uation Plan.

The two evaluation projects which are currently bewng supported with DD
funds include 3 project a Flonda State Universiiy and vne at Brandeis Uawver
sIty.

!, Developmenr of Evaluation Criteria 10 Assess State Plans for the Develop-
menially Disabled.

Florida State University was awarded a 2': year grant for o pioect to
develop a framework for assessing State plans in the area ol developmental
disabilities. In accomplistung this task, the projec 1s concerned with estublisting
the factors which are unportant in deterrmiming the effecuiveness of State plins,
which includes setting down criteria by which State plans can be evaluaied,
determining what information and data s needed to know if these criteria are
being met, as well as testing and modifving the evaluation system once 1t has
been formed.

The project 1s in 1ts second year of operation. The efforts in the first year
have centered essentially on developing the background information necessary
for establishing evaluation critena. 1L includes a review and analysis ol all State
plans for the developmentally disabled, and an u -depth study of a smull sumple
of States to monuttor planning and progruam changes
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The project will develop criteria for assessing State plans through a study ot
the following: (1) the relationship of the designated 16 services to the other nine
State plans as listed in the legislution from the program and financial aspects; (2)
the analysis of the significance 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 facilities
and services especially with 1espect to poverty areas; (6) the analysis of
“statement of need” priorities, and objectives, in relationship to resources; (7)
the tie-in of unwversity-aftiliated facilities and programs for the developmentally
disabled; (8) the tie-in of programs not included in the DD Act but directly
admunistered by the Division of Developmentally Disabled, 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 utilized for reviewing and
analyzing the selected States in the survey i order to obtain more n-depth
mformation and data on planning and programming. The selection of the States
themselves was based upon carefully considered critena, including the nature
and scope of the State planning and advisory councils and the State programs in
order to ensure heterogeneity. The States selected participate on a voluntary
basis following consideration ot 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 into 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 15 1n its second year of operation, with
a grant award of $89,777.

2. Evaluation of the Process of Periodic Review of the Developmentally
Disabled,

Brandeis University, Florence Heller School for Advanced Studies in Social
Welfare, plans to evaluate the results by the newly enacted legislation in Massa-
chusetts requiring an annual review of persons 1n State Schools for the Mentally
Retarded. Because of the leading nature of this legislation, the results of this
evaluation will have national significance in determining the course of action 1n
other States.

The evaluation study will consist of three phases, each requining roughly a
calendar year to complete. These are:

Phase I will provide for a} a systematic and in-depth testing and evaluation
of a stratified random sample of 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 institution-
alized and non-institutionalized populations.

Phase [T will be an evaluation of the legally required review process with
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respect to which types of developmentally drabled residents of State mstnu-
tions for the retarded secure in the process ol review, a change mn treanment, or
placement n any of the avaldable alternatve prugrams within or ourside the
mnstitution.

Phase HI will consist ot ) a follow-up evaluation of sutjects using Phase |
measures to determine chunges in the resident’s econermig, social, environmental,
health, educational and legal stutus by employ:ng social, psychological and bia-
medical standards and measutes, associated with review and/or treatment inte:-
ventions, and b) preparation of a modef law concerming annual reviews ol resi-
dents in mstitunions for developmentally disabled persons. The justfication foi
the above program lies pumardy in the weakness ot available information regare-
ing such persons with developmental disabilities and their parents or legal
guarchans and uts scattered, inconsistent, and generally maccessible character

The project period runs from July 1, 1971, through June 30, 1974, lor
total aniount of $342,285. The project 1511 1ts second year of operation, with a
grant award of $92,262, $74,653 of this amount s from the developmental
disabilities program and the remainder 1s {rom the vocational rehabilitation pro-
gram.

3. Evaluation of University-Affiliared Facilitics.

Evaluation projects may be supported with lunds ltom Part B of the DD
Act, university-affiliated facihues prograni. Again, | percent of the budget may
be used for evaluation purposes. At this tune, no UAF evaluaion project 15 being
funded with these monies. The amount of funds available is small (Le |, $42,250)
Of 1tus amount 25 percent 1s deducted by the Qftice of the Secretary for use by
the Assistant Secretary lor Planning and Evaluation, which leaves the Division
with about $31,875 lor such purpose

Appendix A

FISCAL STATUS REPORT - NOVEMBER 1972

I Funds Reserved for Projects ol National Signufi-
cance (9% of Title [, Part C, Appiopnations)

FY 72
9% ot appropriation of Title I, Pait C funds can
be obligated until June 30, 1974 $1,954,350
Obligated as of January 1, 1973 -234.3500
Legal Advocacy Center al Nolre Dame 34,500
Joinl Advocacy Projects with BEH NIMH 130,000
Unobligated FY 72 funds $1,719.850
FYy 73

9% appropnation for Titte [, Part C fuads can
be obligated until June 30, 1973. Regulations
require funds to be obhgated by Apul 1, 1973
or returned to the States. 51,954,350
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Obligated as of January 1, 1973
Technical Assistance to State Councils
National Conference of State Councils
National Data Base

Expected continuations and new projects
Child Advocacy (BEEH-NIMH)
Legal Advocacy
Technical Assistance for Policy & Planning

Unobligated FY 73 furnds

Total Unobligated funds (FY 72, FY 73
Projects of National Significance)

Il. Funds Reserved for Evaluation (1% of Title I, Part
C, Appropriations)

£Y 72
Obligations
State Plans Analys)s/Criteria
Periodic Review Process
Office of the Secreiary (% of 1%)
Unobligated funds

FY 73
Expected continuations to be obligated
State Plans Analysis/Criteria

Periodic Review Process
Office of the Secrerary (%4 of 1%)

Unobligated funds

364,699
130,114
167,021

175,000
100,000
250,000

89,777
74,653
52,720

89,777
74,653
52,720

435

-661,834

-525,000

¥ 767,516

52,487,366

$217,150
-217,150

000

$217,150
-217.150

000
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Development and Recognition
Of Human Rights for the
Developmentally Disabled

Stanley Herr

On December 27, 1971, the General Assembly of the United Nations
adopled a resolution entitled “Declaration of the Rights of the Mentally Re-
tarded.”™ Notwithstanding i1s cndorsement by an overwhelming majority of
nations, the resolution, as well 1s the substance of the humane and legal princi-
ples set forth therein, 13 more commonly dtsregarded 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 particular importance is its
recognition that the retarded person has a “nght to proper medical care and
physical therapy and to such education, training, rehabilitation and guidance as
will enable him to develop his ability and maximum potential.”

Developmentally disabled citizens, historically among the most sient of
Americans, are now demanding their right to the services of the public sector.
Through litigation and legislative advocacy, their attorneys and advocate organi-
zations have served notice on the agencies of government that access to public
education and related developmuntal services 1s a matter of night and not chanty.
For the 275,000 chtidren and adults in this country who live in facilities for the
mentally retarded, the focus of advocacy is the “inshtutionalization, dehumani-
zation and neglect to which w2 have so long relegated many of our mentally
retarded under the guise of care and concern.”™ And lor the nearly one million
handicapped children either excluded from public education or otherwise denied
a free and suitable education,? r1ecent federal court decisions such as Mills v.
Board of Education® are encouragingly ending such practices.

THE CHILDREN OF MILLS

Who are the school-excluded children? They are the “slow™ Gregorys, sus-
pected of being mentally retarded, indefinitely 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 are shunted from one custodial msthiiunon to another while the
public school system refuses to create specizl educational programs fo seive
them. And they are the Janices who are so profoundly retarded that public
schools deny them admissiun o suitabie learniag programs (or to any program).
leaving harassed parents in the cruel dilemma of either institutionahzing their
child or bearing the burdens of 24 hours a day, 7 days a week care, When such
parents are unaided by cummunity agencies or lack funds to obtan private care.
the state imposes upon hoth child and parent a virtual house arrest Often the
only remaining “option” left 1v these parents s commnment of then chdJ 1o a
public mstitution. Yel, m too many of these nshilutions—sorely overcrowded
starved for funds and stall, improperly managed--hving condions arc harely
conducive to physical survival, iet alone habilitanion,

A wisit to custodial institutions for the r:iarded reveals a harsh array ot
sights, sounds and smells. Many of the abuses have been chromcled in the Wyast
v. Stickney case.® During discovery proceeding. al the Partlow State School, fur
example, [ saw a teenage boy in a strip-cell, muic and naked, who had beer kepi
in nearly contipuous solation for the preceding tive years hecause beliavior
modificauion programs were unavailable. At Pirtlow, | spoke to a middle-aged
man, dressed n overalis, who quietly, but clearly described to me a hife ol nearly
forty years of peonage in that wstitution’s la mdnes, diming halls, and cotton
fields. Yet, in recounting his personal history. he revealed enough intelligence
and evident capacity for self sufficiency to raise questions as to the “rananale”
behind his confinement 1 an institution for the retarded.

Perhaps no sight is more cruel than the unnecessary tfliction ol pan upun a
young child. In the basement ol one ol Parttow’s dormitories, there was an
“experimental” program n which unirained ittendants administered electric
jolts from cattie prods 1o the misbehaving The Tuces of the children confined 1
that ward wall not be forgotien, nor the daily mhumanity and angwish ol their
confinement.

THE DEVELOPMENTALLY DISABLED PERSON'S
DAY IN COURT

On August 1, 1972, the United States Dustrict Court for the District of
Columbia held that the handicapped child has :onstitutional nghts to a specal-
1ized pubhely-supported educauon:

The District o) Columbia shall provide to each chid of schuool
age a free and suitable pubhcly-suppoeried education regardless
of the degree of 1he chid’s mental, physical or emouonal dis-
ability or impairment 5

The Court expressly emjoined the practice of excluding school-age chizdren
from regular public school assignments withoul providing them, at public ex
pense, a suitable immediate educational alternative. It further declared that each
child 1s constitutionally entitled tu a hearing pror to his ussigiment to any such
alternative program and to penodic reviews of the appropriateness of thal assign
ment. The Mills case 15 thus the fitst declaration of the consututional right of a/
school-age children to public education,
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Four months earlier another federal court, in Wyatt v. Stickney, had held
that an involuntary committed mentally retarded person is constitutionally en-
titled to adequate habilitation® 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. In enunciating the nght to habilitation, the degree in Wyatr recog-
nized the constitutional obligation of public authorities to provide adequate
care, treatment and training to the institutionalized retarded. Other recent fed-
eral court decisions in Pennsylvania® and Massachusetts® suggest that such judi-
cial scrutiny of public services for retarded and other handicapped persons may
become increasingly common.

An estimated 6 million Americans are classified as mentally retarded.'®
Sixteen million others have mental, physical or behavioral impairments suffi.
ciently disabling as to require special educational and therapeutic services.'!
Yet, across the naticn 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, confined to unspeakably overcrowded living quarters,
and required to work without pay in virtual slavery.'? Incarcerating 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 standards, these institutions barely provide ade-
quate custodial safekeeping for their charges, let alone habilitation. Notwith-
standing their deficiencies, custodial institutions still retain countless individuals
who could benefit from outright discharge or transfer to a more *‘normalized™
program of care and education in the community.!3 Failure to create a suffi-
cient number of such programs perpetuates warehouse-like institutions and pro-
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 reflects. Recent judi-
cial decisions as well as similar cases now pending, embody this new sense of
optimism. This litigation articulates two basic reforms. Mandatory provisions for
the suitable education and training of all handicapped children will require 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.
Pennsylvania1® represent successful challenges to contrary policies and prac-
tices. Wyatr and other right to habilitation cases question the necessity for and
desirability of commitments to impersonal institutions and focus on the availa-
bility of less restnictive and more humane alternatives.
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MILLS V. BOARD OF EDUCATION: IMPLEMENTING
THE RIGHT TO EDUCATION

On Seplember 24, 1971, seven school-excluded children and thewr parents,
and Congressman Ronald V. Dellums, a local clergyman, and the D C. Family
Welfare Ruights Orgamization filed the Mulls cluss acnon. The named plaintills
were children merely laveled as mentally retarded, behavioral problens, emao-
tionally disturbed, hyperactive, or otherwise 1impatred, who were excluded cn-
tirely {rom educational programs. Numerous formal or informal devices and
practices, such as waiting lists, indefintte suspensions, refusals to cnroll, use ol
homebound nstruction, conditienal, unofficial suspensions, and delay i evilua
tion procedures had made such exclusions posuble Plaintiffs sought to require
the Dhstrict of Columbia, the Board of Education, the Social service Admimistra
ttion and 1ts public residential institutions Lo end thewr practices ol denying
handicapped and “disciplinary problem” (and any other) children then vppuo
tunity for publicly-suppotted education.

On December 20, 1971, Judge Joseph © Waddy preluminanly ordered
Defendants to {1} provide named-plaintiffs with a pubhcly-supported education
suited to their needs; (2) provide plainhiffs’ counsel with a list of names ol every
school age child known not tw be attending o pubhcly-supported educational
program because of suspension, expuision, c.clusion or any other denial ol

placement: {3) initlate eftorts to 1dentufy remaming members of the class nol
known to them; and (4) considet, with plamtltfs, the selection and  ompensa-
tion of a master who would determine the proper placement of childezn
contested cases.

In this final opiion, granung plaintiff’s summary judgement Judge Waddy
found that the stawutes of the District of Columbia, the regulations ot 1ts Board
of Education, and the Constitution of the United States guarantec a publicly-
supported education to all cluldren, ncluding all “exceptional’ children Tha
Court held that defendants’ conduct, in denying these children any access 10 4
publicly-supported education while providing such education to other children,
violated plaintiffs’ rights to equal protection of the law. These children, the
Court further found, were suspended, expelled. or reassigned trom regula spe-
cialized nstruction without any prior hearing and without any penodic review
theceafter. Due process of law, the Couri declared, requires a hearing prior 1o
exclusion, termination or classitication 1nto a spuecial program.

The Court rejected the Defendants’” contention that they were unable to
provide publicly-supported education for all “exceptional” children because of
insufficient funds, stating that ‘“The wnadequacies of the District of Columbia
Public School System, whether accasioned by insufficient funding or admimstra-
tive inefficiency, certainly cannot be permitted to bear more heavily on the
‘exceptional’ or handicapped chidd than on the nonmal chid.”

The District of Columbia was ordered within 30 days, to evaluate lhe educa-
tional needs of all identified plaintiff children and to offer them appiopriate
educational facilities. Such placements could be to a regular public school or to
an adequate alternative including special education or tuition grant-supparted
private education. The school system was also directed to mplement constiti-
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tionally adequate hearing procedures lor placement or transier ol exceptional
children. Furthermore, no child was therealter 10 be suspended lrom school lor
more than 2 days without a prior recorded hearing before an independent hear-
ing officer. At both the disciplinary and special education placement hearings,
the child and his parents have the rnight to representation by counsel, to examine
the child’s records, to compel the attendance of school officials who may have
relevant evidence to offer, to cross-examine witnesses and to introduce evidence
of their own. Elaborate notice requirements are set forth for identifying all class
members and informing all resulents of the District that all children have a right
to a publicly-supported educaticn suited to their needs and of the procedures for
enrolling chuldren in an appropriate educational program.

The Distnct was further ordered to produce a written, comprehensive plan
for providing special education lacihities and compensatory education programs
and identifying those children who need such services within 45 days. If the
school systen1 failed to comply with these crders, a master would be appointed
1o 1mplement the judgment and decree.

In the Distrct of Columbiz, the children alfecied by the decree include all
cxceptional chiddren and all ncrmal children subject o possible suspension or
nusclassification. There are an estimated 22,000 retarded, emotionally disturbed,
bhind, deal, and developmentally disabled (hildren m the District, and yet, as
many as 18,000 of these chuldren are not being furnished with programs of
specialized pubhc education. Furthennore, the exclusionary practices cited n
the Milfs decision occur throughout the nation.'s

INEQUITIES IN THE DELIVERY OF SERVICES TO
THE DEVELOPMENTALLY DISABLED

Just as developmental disability oceurs in all classes of society, inadequacies
n developmenta)l disabihity services affect all classes, but with varywing degrees of
severity. In mos! commnunities, for example, the affluent can elect to pay the
fugh cost of quality private education for i disabled child. Those of moderate
mcome, who are not able to pay thesc costs, often find their children misplaced
1n classes not suited to their child’s learning capacities. Those who are poor may
tind therr children wholly excli ded from publicly supported schooling. Because
these parents will lack the resources--financial and informational—to place them
in the privale schools, their chiidren often remain at home and go vnschooled as
public institutions default in their obhigations.

Recent studies by the President’s Comnuttee on Mental Retardation disclose
1 higher meidence of mental disabalities 1n areus in which (he rural and urban
poor reside than in other paris of the country.’® Such g result 1s, in part,
attributable to the cumulative disabulities imposed on lower income persons. For
cxample, one of the known causes of mental retardauon 1s malnutrition.!’
Likewise, the cating of lead paint by chidren, a serious environmental hazard 1n
slum tenements, can cause permanent brain damage and retardation.

Poor children also face incieased risks of educational misclassification. Too
many of these students are thought to be organically mentally mpaired by their
teachers and school psychologists when they are not, in fact, so handicapped.
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Siandardized ntelligence testing contributes to erroneous diagnusis when such
tests are biased against the culture and experience ol munonty group children '*
The overall result is a remarkably high percentige of impropar educational classi
fications for the chudren of the poor. Many are demed suitable services hecauw
thewr real disabuities remain unidentitied, anc untreated. nw less disadvanrtap:d
are the many who are not in fact retarded, bu.t whu are nonetheless assigried 1o
inferiar **special edcuation” programs which t:nd o propel chifdren toward the
self-fulling prophecies of failure.

LITIGATING THE RIGHTS OF THE MENTALLY DISABLED

Reform based upon hitigation on hehalf o the mentally disabled has roved
effective because, mterafta, of care n formulating 1ssues and thorough tral
preparation. Unfortunately, today’s nitial courtroom successes must be reas-
ured, in terms of wasted hves, against a background of legislative and adnunsiia-
tive intransigence

The goals of recent tawsunts' * have long bren songht by parent assecistinns,
professional organizations, and others concerned with the hives of the veninded
Central to the habilitation process, according to these advocates and proles
sionals, 1s the concept of normahization, of nunnnizing devianons frinn the nerm
n treating the retarded. Within this conceptus] framework, habifuaton services
should be made available to each person who is certified 1n need of them, n
programs available, wherc necessary, ai public expense and located. when pasw-
ble, in the commumty i which the fanuly iesides. The adequacy of thew
programs, depends upon perindic evatuanons which accord with objectie pro-
fessional standards. Furthermore, the needs of persons enrobizd mosuch programs
must be constantly reviewed so that meanmg ul hubilnauon plans mav be 1o
mulated and carried out. It the retarded peison resides i a state instiiution s
review should include a periodic, multi-discipinary diagnostic evaluation snch
evaluations should describe the habilitation setting of chaice for each mdiidual
On the basis of these indwvidual reviews a state’s overall mental rctar dation
services plan may require revision (o ensure slelivery of (he mosr appropriate
services and facilities to consumers.

These propositions raise a number of legal 1ssues of coitical concern o Hie
retarded. Is a state legally required to includ: all ehigible sersons 10 develop
mental assistance programs, and are siich proprams 1o he 1) community -based,
2)supported  wholly a1 public expense, ..)penodically reeviluated, i d
4) operated in conformity with professional standards?

Must placement in such programs be preceded by 1) ai appropiiate com-
prehensive evaluation, with 2) specific notice of any proposed placement 3) on
opportunity for further independent evaluations, and 4) & due process heaing ro
resolve any objection to a proposed placement” Moreover, must such a place-
ment reflect scientific knowledge as to the least restrictive habihtation retting
swited (o the individual's needs, proceeding long 3 spectrum ol habiitativen
settings which range from assignment to rewlar educanion with supporine
services, to full time special education classes. 10 small congregate resicenll
facilities offering comprehensve care and habditation progrars”
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The emerging case law is generally requiring that each of these questions be
answered 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 subtle, phase. Constitutional rights which
have been lormulated must now be more widely applied. Cases have been won 1n
the courts; they must now be implemented on the back wards and n the class-
room. Procedural safeguards and substantive requirements have been established
which will require an infusion of new personnel 1If they are to work. Perhaps
most important, out of greatzr awareness of nstilutional conditions, public
sympathy and interest may be developing. Can this sympathy be converted into
a base ot support for the less spectacular concerns and problems of the mentally
impaired? And, can litigation h2lp to instill in the American public new attitudes
towards and expectations for the mentally disabled and a belief that such per-
sons should remam 1n our communities?

Certain precondittons are essential to cllectively safeguard the human rights
of the developmentally disabled. The rnights 1o which these citizens are entitied
musl be clearly and specifically set Torth in coherent and humane laws, regula-
tions, policies and procedures.t?

Litigation alone cannot eradicate the effects of decades of neglect and com-
placency. Nor can it offer finadd answers to such issues as the full range of
habilitation services to be publicly provided, or the techmques by which the
individual’s need for such services can be accurately determined and appro-
priately delivered. Civil actions, however, offer disabied persons and theu allied
devices lor publicizing, legitinnzing and orgamizing around certain grievances.
Given the barriers to their participation 1n electoral processes, the mentally
disabled may need to seek judicial redress 1o challenge an intolerable and long-
1ignored status quo.

For the incipient processes of rewnteprating the retarded into society to
flourish, several basic reforms ure essential. First, the federal role in this process
must be greatly augmented. The Secrelary of Health, Education and Welfare is
empowered to enact a varicty of guidehnes for programs administered by that
Departmeni. Sorely needed, for example, ure regulations in the educational wd
programs which would require school sysiems ucross the country to nitiate a
zero-reject system of educaiion and to otherwise prolect the constitutional
rights of the handicapped aru:ulated in Mifls. The federal government should
also set guidelines, modeled after those in the Wygir decree, to ensure, hoth
quality residential care for the retmded and the movement of persons now in
custodial settings to appropriate communmity-based facilities and services.
Second, if mandates of change are to be vigorously carried out, new professional
roles must be articulated and perfonned. Uniess more mentat retardation pro-
fessionals are trained to serve in consultant, special master, or other change-agent
capacities, and more attorneys and lay advocates are recruited 1o provide repre-
sentation for the many developmentally disabled persons in need of 1t, efforts to
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implement the nights o1 the mentally disabled wall be considerably nnderigng
Thnd, some of these manpower shortages van be partially offser by creann
argamzational activity m fonmulaung end pub sshng professionar wradands wind
guidehnes tor the delivery of specific habihitanon services Vitally needed, Lo
cxmnple, 15 o manual, dosigneed for educators and parents o excepriomil b
dren, which sers out approved practices for the ceatuation nnl penoda review ol
such children, Fourtly, and mast sienificantly, the growth of enhibements fo
developmenially disabled shonld provoke o reconceplualizanon of e dysabled
person’s place m our suctety, and ihe vl and human nghts which e o sl
ought to more Tully enpwy Such @ refonnulation anl onty requires revison o
existing laws and practices in aceordance with 1ow soennfic knowledpe, bl also
entails greater responsibilines 1o compune ate such knowledee tothe gener
public. Without such commumcanion, the succrssful reentry Hf the cedarded wo
the mamstreams ol ther commmunities will be considerably delaved

Perhaps, as Dostoyevsky snd with prsowers imonnd - the sneasiee al
soctety's desree of avilization 15 1o he Toumd n the care 1t atfords s ao
disabled members. Unfoinimaiciv, castodial ap prodches 1o the neads of ez o
tarded which did not develop suddenly 1n this vy, cannot be s pected 1o he
eliminated mstantanecusly or «ffortlesdy But vhe oo ol human warnchouses
least tar the retarded, 1s hopetully diawmg toa close Logal activity s apaareni
hastening that end Too many retdrded peisons have needlessly endinec fives o
suffering, waste and oblivion Ton sociery Lo dole ate any other onrcon

Our present laws, scientifiic knowledpe a1 d sense of consciene comipet
to reexamine a systen” which lias often chosen 1o micacerale vather than Liehili
tate. Toward thal obecnive the advocates of e retarded seele by pive vorce Lo
the paius ol the stent, daod o make possible Tes ot digmity aed productinene s,
for the humble Gue ol then pesent dependency, developimentatly Jrablen
ciuzens ask anly for coporiumues tor sell-help Mads and Wearr suppest Urar 1he
conrts will ol he nrvesponmve to rhas petitin bas ame for exern e
legislative acuions no less osponsive

'Presadent’s Connaltee on Mental letardaimn, MR A0 The Decvsne Brcade 1 -
Gavanment Printing Offiee, 19713 a1
fWemtraub, Abeson and Braddock, Stare faw wmd | ducanon o e M ool
Issuvs and Recommendatioms (19°71) 4t 7
:145 F.Supp. 866 (1), 1hU . fugust | 1972)
344 T Supp. 3BT MO Ala Aprl 6, TUT2) 1251 Supp s o supp 1 iad
(1971), o appeal as Wirari v e fiolt Noo 52 26 49
*Mills v Board ot Lihacalicon R F Supp. ar 87
“Wyati v Suckney, 343 1 supp 870390 Halahiataon s odefined o0 e o g
Crder, as.
The process by which the <talf ol the naOfunon 1esisis the restdenl o deguife ond
mdndam those hfe skills which enable hwm to cope more cffectvily with The O
mamds of lus own person aud of hisenvirenment and o ratse the level ol his physi al
mental, and social ethowney Habihitatior tnchede, Lot s oot hmeted oo provordgmes .t
tormal structured educ.atuin and treatment,
'Md at 393-394.
A dew of the atrocious wiadents <itcd al the hedr ng i this case oiciude the Tolle
uty (aba restdent was soalded 1o dearh by hivd it water (LY g oaosident was 1.
stamed moa sinnghl @aokod or mne yoedrs n cnder oo pievent hand and hinge r
suckmp. () a resident wis mar-piopnately contiper m secluson Tos g perpod ol ve s
and (d) a resident died from The insertion by anoth o resdent of 5 runnmg watis hose
mio s rectum Each of these mewdenis could have been avinded had adequare siat
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and facilities been available. .
* Pennsylvania Association for Retarded Children v Pennsylvania, 343 F.Supp. 279.
(E.D. Pa_, May 5, 1972); 334 F. Supp 1257 (1971).

*Rlcciv. Greenblatt, C.A. No. 72 469F, (D. Mass., February 1], 1972).

'® Wyart v, Stickney, 344 F. Supp. at 389 note 2:

Mental retardation refers generally 10 subaverage ntellectual functioning which is
associated with impairment in adaplive behavior. This definitional spproach to men-
tal retardation is based upon duat criteria: reduced intellectual funciioning and im-
pairment in adeptation 1o the requirements of social hving. The evidence presented
reflects scientific advances in understanding the developrental processes of the men-
tal retardate, The historic view of mental retardation as an immutable defect of
intelligence has been supplanted by the recognition that a person may be mentally
retarded at one age level and not at another; that he may change status as a result of
changes 1n the level of his intellectual functioning: or that he may move from re-
tarded to nonretarded as a result of a training program which has increased his level
of asdaptive behavior to a point where his behavior is no longer of concern 10 society.
See United States President's Panel on Mental Retardation, Report of the Task Force
on Law, §963.

'Y According to HEW, an estimated 7 million of these disabled persons are children.
U.5. Department of Health, Education and Welfare, Programs for the Handicapped (Bureau
of Education for the Handicapped, Office of Education, 1970).

'5ee, e.g., Townsend v. Treacheay, C.A. No, 6500 (M.D. Tenn., filed February 16,
19712).

' *President’s Committee an Mental Retardation, MR 69. Toward Progress, U.S.
Governmeat Printing Office, 1969) a1 6-7. Hindering the release ol such persons, according
to the PCMR, is the reality that in many communities:

. services for the retarded are inadequate or almosi nonexistent because agencies
will not act, are unable te ccoperate, or are prevented from acting by policies,
procedures and lack of funds that jestrict their development of services.

'4Supra, note 8.

'$For an informative discussion of school exclusion practices, see Regal, Elliott,
Grossman and Morse, "“The Sysiematic Exclusion of Children from School: The Unknown,
Unidentified, and Unireated™ (1971) (U.5. Office of Education Grani 0-70-3126 {603).
Informally reprinted by The Counci for Children with Behavioral Disorders.) These educa-
tional experts concluded:

Through legal, quasi-legal and extra-legal devices or through apathy, schools cause,
encourage and welcome the lack of attendance in school of millions of American
youngsters. Such activity by the education system serves as a denial of civil nights as
masgive as the separate school systems mamtained by law in prior years.

'# president’'s Committee on Mental Retardation, MR 69: Toward Progress (U.S.
Governmeni Printing Office, 1969) at 8-9. (*'No estimale of mental retardation incidence n
[urban and rural low-income | neighborhoods is less than twice the national average.”’)

1? president's Committee on Mental Retardation, MR 70 The Decisive Decade, (U.S.
Government Printing Office, 1971) at 4-7,

'bSee, e.g., Larry P. v. Riles, C.A. No. C-71 2270 RFP (N.D. Col., June 20, 1972), 41
U.S.L.W. 2033, granting preliminary relief to black elementary school children placed n
Educahle Menlally Retarded Classes, who claim that they are nit mentally retarded and that
such educational placement violates their rights to equal pratection of the laws,

' “Right to education” suits for various types of handicapped children have been filed
in at least 14 staies, These include California, Delaware, Distrnict of Columbia, lhnoss,
Louisiuna, Maryland, Massachusetts, Michigan, New York, North Carolina, Pennsylvania,
Utah, Virginia, and Wisconsin. “Right to habilitation™ or “right to treatment™ suits have
been brought in Alabama, Georgia, Tadiana, Massachusetts, Minnesota, Nebraska, New York,
North Carolina, South Carohina and Tennessee.

1®g5ee, for example, Senate Bill $.3759, 92d Congress, 2d Session, introduced by
Senator Javits and 21 other United S1ales Senators which seeks 1o provide, infer alia, for the
humane care, treatment, habilitation and protection of the mentally retarded in residential
facilities through the establishment of strict quality operation and control standards and 1he
suppert of the implementation of such standards by Federal assistance.

' Ocganizations invoived in litigation aad law reform activities in behalf of mentally
handicapped persons include NLADA National Law Office, Washington, D.C., Mental
Health Law Project, Washington, D.C.; National Center for Law and the Handicapped,
South Bend, Lndiana; Harvard Center for Law and Education, Cambridge, Massachusetis:
and Patient Advocacy Services, St. Louis, Missouri,
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Part VIII
Delivery of Services

Editor’s Notes

The complexity of structuring a comprehensive system for delivering serv-
ices to the developmentally disabled has Jong balfled social planners because of
the numerous ways in which the individual's handicap impacts on his daily life
and the jealously guarded prerogatives of a wide range of specialized and generic
agencies dealing with DD clients.

Edgar W. Pye describes several distinct modejs of delivering services to the
developmentally disabled including the hospital/instituiional approach and the
reglonal center or community-based model. He discusses some of the hazards
mherent in any effort to deliver services to the developmentally disabled and
closes by listing the essential elements in an effective DD delivery system.

A different perspective or improving the delivery of residential and com-
mumty services for the developmentally disabled is offered by Kenneth G.
Crosby. He reviews the principles and purposes underlying the organization of
the Accreditation Council for Facilities {or the Mentally Retarded and the proc-
ess of developing a set ol standards for the operation of public and private
residential facilities for the retarded. He outlines how the new accreditation
process works, emphasizing the Council’s commitiment to measuring outcome
rather than program inputs. The author also mentions that the Council is pres-
ently actively engaged in developing standards for community agencies serving
the mentally retarded and developmentally disabled.

Harold [. McPheeters examines some of the emerging trends and problems
in the administration and operation of services for the developmentally disabled
and explores their 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 delivery systems. The author also notes the need to
improve consumer involvement, apply the techmgues of management by ob-
jective and management information systems and make more effective use of
hunian resources in administering programs for the developmentally disabled.
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Cooperation between the public and private sectars n serving the develop:
mentally disabled is the topic of a paper by Eolf Willums Notmng the prowmy
interaction between government and voluntary agencies, the author suggests two
primary roles private vrganizations van play. cnect provider of service and cuin-
munity advocate. He predicts that we will see inore und more voluntary agencies
assurning primardy an advocacy role in the near tuture Williams alsa ofters
practical advice to prvale agency voluntecrs ind professionals m dealing wieli
government administritors
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Models of Service Deliverv

Edgar W. Pye

INTRODUCTION

Mark Twain once said that it is right to do good and it is nght to tell others
1o do good — and much easier! Thal we iniend to do both is apparent by the
convening of thus conference.

The example of this conlerence as assembled today and concerning itself
with the many facets of essential services and Tacihties for the developmentally
disabled marks a milestone in our efforts to unite in achieving a higher level of
services. [n my remarks, | would like to: (1) postulate certain concepts that | see
essential as a sound basis for a service 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 devise; and (4) point up those elements that [ feel
are necessary within any viable system, regardless of 11s auspices, sponsortship, or
location.

My assumption is that we ugree that all persons, regardless of their needs or
special categorical distinction, have a potential for achievement and have a right
to the services necessary to maximize their abulities. Thus, if we are to talk about
models of service delivery we musl begin with the environment into which the
individual i1s born, namely, his community, and there to seek to renforce that
cominunity with ideas and resources so that the delivery of human services can
be enriched and augmented. This effort will be aimed at all persons, including
persons with special needs. Unfcriunately, this approach has not in the past been
our Lommunity organizational pattern. Toduy we are beyond that period when
we sought but one solution to the problem of the developmentally disahled. We
have progressed to the point at which we see our pnimary responsibility for this
population (estimated conservatively to encompass more than 20,000,000 per-
sons) as that of determwning how best 1o apply the human resource systems,
which theoretically are available to our entire population, and to then make
these increasingly available to the developmentally disabled. These persons too
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long have found themselves in no systems, or haphazard substandard systems, or
in separate and segregated substandard systems.

We are aware that the very nature of man’s search for solutions promutes
fragmentation of effort and diversity of standards Tt has been easier to classify
individuals into categonical groups and try to make them fit the taxonomic
grouping than to individualize programs ta fit the needs of people Our hisiory 13
replete with examples of this mechanical approach to planming for human
beings, which exemplify the heavy costs such dl-planned systems cun wneur by
preventing utihzation of the potential for achievement m even severely handi-
capped persons. Qur history 15 also overburdenad with examples of how delivery
systems devised as solutions have robbed the indwvidual of his basic righ s as a
free man as well as hus dignity 1o move 4s an eq 1al 1n his community

It 1s appropriate. 1 feel, that we are examuning the cemposie delivery
system here in Washington. In examiming moadels of service delivery we are
continualtly reminded of the confusion that has existed, and | regret to say sull
exisfs, within governmental bodies as to just where concerns relating o develon-
mental disabilities belong. Mental retardation, cerchral palsy and cpilepsy have
been tossed from lederal bureuu, o division t> departmeni and back, and as 4
result consistent planming efforts toward bninging this population mto the main-
strearn of governmental planning ettorts for all its citizens has sutfered. The
same pattern has regrettably been seen at the state and local governmental level
partially as a result of this confusion. Visibiliiy of the needs of this gioup his
been possible only through the continued efforts of consumer groups whose
labors we must applaud most heartily.

The result of this fragmented appiroach in planmng for the needs of 1 large
segment of the population 1s still visbie at most junsdicuonal levels. There
rematns a lack of consistency, direction, and :ommitment as to what develop-
mental disability planning 1s all about, and wtat positive steps can be taken 10
move this population into human resonrce sen ices systems that arc available tor
all persons 1n our soclety. This conference, w th 1ls ties to leaders 1o the Stute
councils, has for the first time the opportunily to set in motion the beginring of
planning for a new cia tor thuse persons herciofore relegated to o lesser and
more segregated role m the communiry 1n whica they hve,

In looking at service delvery systems presently operative for the develop
mentally disabled, | am usny the word “model” to cepresent a niethed to
delivering secrvices to the population concerning us, as distingwshed from a
standard of excellence. The day may come when such a model of perfecnon
emeiges, but I, as one of the many striving to perlect a better system, realize
that day 15 still far ahead of us. [n the incantime, we who are tied to a particula
model continue o work toward changing it, p:rfecting it, and lo work towards
its ultimate replacement as our clients’ needs aie met within the genenc delivery
systemn 1n the community.

Perhaps the most eviden! and prominent end the most controversil model
that is before us today takes form in what i« described as the state hospital
Much has been written about this system, and what 1s both night and wrong with
it. Neediess o suy 1t 1s easy for one to place all the blame for the failure of this
system on particular theones of those eras; on amplistic solutions. on oncz-held
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values of segregation now outmoded. Whatever the reason for the failures 1n the
past, efforts are being extended in the present, looking toward a new day, when
the state hospital will hopefully be retooled and redefined as an integral part of
the continuum of communily services neccssary to provide the ingredients for
making a more complete and entiched 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 | 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 1orn down following the tremor. It s
faulty to attempt to patch or jury-rig these in expecting them to become func-
tional once again. Thus it is T feel with state hospitals. 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 seivices for all the devclopmentally disabled and
which can be seen in their service outreach as participants with the commurnty
in bettering the life of the individual. There are others, however, whuose basic
structure is too frail to tolerate change; and planners and technicians must be
honest ¢nough not to allow thernselves to be distracted from their main responst-
bility by trying to perpetuate those misconceived systems that should be abol-
ished. Name changes, decentralization, new intake policies, geographic moves or
other such devices to effect change will not suffice unless there is a commitment
from leadership at all levels that the facility must provide a program geared
toward the client receiving that help which wil assist him in functioning 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 system has also taught us that attention to and
support of an individualized program directed to the needs of a handicapped
person can result in that person moving loward more independence and less
dependence. It has shown us that program needs can be provided by a variety of
resources not always located within institutions. It would appear our task is now
to build on what is good within this model's experience, and to use the reservour
of resources and experience that is residual to set the 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 systern
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 communly. Both Conneclicut and Cabfornia have moved in this
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 to secure services heretofore denied them.
Perhaps the most abvious similarily is the establishment of a fixed point of
referral, called 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 appropnate to assist them 1n mecting 1dentified needs. The philosophical
basis of both models 15 the right of any individual to have uptions in securing
specialized help needed. The vld concept that led families to collapse before the
state initiated some kind of program, namely, .tate hospital admission, 1s elin-
natecd by the Regional Center model. Both maodels also provide uan advocacy
system whereby the family and the individual are not only helped in considenug
various alternatives, but thev are provided assistance in secunng and nailmg
down the appropriate program in both Regicnal Centers 1t 1s possible tor the
client to secure an essential service from the most suitable system tor o detined
need. We in Cahfornia try to ensure that the health care comes trom the private
physician who is often the same one who provides health caie 1o the rest of the
family. Medical staff of the Center then provides the back-up consultanion when
necessary. Another positive aspect of the Centers system is 1's abithity o go nto
the market place and secure a vanety of services related to agreed upon needs
rather than handicapping conditiens. 1t 1s not uncommon tor a chent of a ¢ enter
to be the recipient of an assortment of services having no identification with
whai have often been thought of as traditional handicapped services. Both Cen-
ters pride themselves m ongoing counseling services being made available to the
individual and his famudy for the lifetume of the handicapped person Through
such close relationship, the Center staff becomes an integral part of the planning
process, working very closely with the family and the client for his best welfare
Through guardianship seivice which becomes effective upoa the death or -
capacitation of the pareni, the Califfornia Regional Centers may, by the will of
that parent, be able to continue the “wise paren:™ role

There are vanations in the two Center models that need to be highhghied in
order to perceive the total dimension of the Ceater concept. In Connecticut the
Center 1s operated in various parts of the State as a state agency, and ofters
services such as residential, day care, and social service programs In California
the 13 Regional Centers are operaied by varicus private health agencies nnder
contract, renewed annually, with the State of Cahfomia Department of Public
Health. Thus, the employees of the Center in Connecticut are State employees,
whereas in California all are hired under the rub.ics, conditions, and starlaids of
a private agency. California estabhished its Centers expressly in this tashion thus
giving the staff freedom and incentive to act in an advocacy role which they telt
would have been difficult to effect had they bren constrained by their ties to a
State system

A second chiference hetween the two types of Centers lizs in the manner in
which services are provided to the chent and family. Tn Connecticut the Center
operates facilities in maintaining beds, where:s 1n California we believe that
those who designate a service or prescribe a program should not he delivering
that program. We feel the flexthility and freedo'm we have to monitor the service
provided the client 15 greater 1 our having no direct tie {o the service systern In
fact our basic commitment to a community orsanization approach tn mutiting,
upgrading, evaluating and retuoling services and programs would he gieatly
restricted were we tied functionally to the system that was providing the service.
In the Regional Center with which 1 am affiliared, the agency contracting with
the State for the opeiation of the Center 1s San Francisco Aid Retarded Chil-
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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 communily {rom the private operator or provider when no
alternative sources for that funding are available. 1f the family can pay a part of
the cost of program, through an ugreed upon pian, 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 hospitals, thus, placing the State hospital in a competitive
position with the private sector.

The 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 served. Connecticut's and California’s experience
will be used, | trust, by others who are contemplating change, not as absolutes,
but as a base upon which they build their own system tzilored to the needs as
identified in their particular area.

There are other delivery systems which have merit and which have emerged
in several areas which need mendon here. The pattern in 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 function as steppingsiones to a broader community participation, while
others totally ingrown, are known as life-time care living sitations. The lalter
type often is seen 1n the uwo-called private community-based residential
institution. The hazard here is that unless there is an advocacy compenent built
in, there is a great danger of clivnt reversion to the loss of identity and the loss
of rights as often seen in the ol state hospital model. Wisconsin has developed
basic guidelines for what are called community living situations. These guidelines
are refreshing and creative as they set forth philosophy, standards, staffing
patterns, environmental and legal considerations. Such guidelines will serve as
blueprints for commuinties and organizations concerned with community living
sitvations for the developmenially disabled and will reinforce many of the
principles heretofore expressed as essential il we are to see this population being
served within the mainstrearn of services. Such guidelines, 1 trust, wil be
prepared for use in other areas of essential services such as work activity
programs, recreation, and education.

| am happy to say an expiring 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 problems which fall within the
province of psychiatry, it is mappropriate {o include them n a system not
related 1o their primary needs. The handicapped as well as the nonhandicapped
population should have ready access to the menial health system as the need
arises but need not be a part uf that system as the source for provision of all
ather services to them.
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POSSIBLE HAZARDS IN ANY DELIVERY SYSTEM

The following listing of observations and warnings may he considered i the

establishment ol an cifective delivery system Jor the developmentaily disabled

1. The creation of a “Developmental Disability Authonty™ does not

itselt result in the delivery of better services or more eftective courdinaticn.

Quite to the contrary, it may preserve the sam -+ old unsatisfactory system unds:
a new and attractive label

2. Public monies allotted to a new concept can go toward peipetuation
of an agency rather than being apphied lo client services.

3. The power nherent 1n any system 10 provide or (o purchas? may
tend to sustain the tamiluin but outmoded fashuon ot service Thus, the
establishment of any new system, must have as its basis a clear-cut statement n
terms of policy and philosophy as 1o guals and direction with the means to
control, monitor, and evaluate compliance and >erformance.

4. In any new system commutled to integration there v alwavs the
potential for the outgrowth of separate but equal services becausce of the Tvar hy
the consumer of being bunied once agaut i a larger system. Integratwon, atthaugh
agreed upon, may result wn a centrahzation ol authornty 1o the pomt that the
value of mntegration will be lost and the handicapped will again be segregatcd,
but within a larger burcaucracy. Also, within an integrated system, there 1s sull a
danger that some handicaps may be moie or les. popular than others

5. There s tendency wn the formulation of a new delivery system
serving as 1t does a misunderstood or unpopular population, that other categories
of social problems will be *‘dumped™ within the scope of the wystem cven though
there is hittle or no relationship between them.

6. The funding agents’ agenda and philosophy for the system musi he
clearly stated, and understood in being coripatible with the gouls of the
consumer groups.

7. In the fust Nush of creative zeal there 1s a nsk hat “new”™ miodels
will be developed and tested which have alread~ been tried and tossed asid: Let
us not continually redevelop the whecl'

These hazards and olhers imaginable must be considered 1f we e Lo have «
practical and viable system that is directed toward moving the developmentully
disabled at any age, o1 handicap into the mamst eam of community hie

ELEMENTS ESSENTIAL TO ANY DELIVERY SYSTEM FOR THE
DEVELOPMENTALLY DISABLED

In summary, let me sel forth o statement of key elements m the
establishment ¢l a delivery system n recognition of the rights of an individual,
regardless of his handicap, to live within his ovn community, and to be served
and to partake of those resources avaidabie to 11l restdents in that communiy.
These are listed below not necessanly n priovity order

I. The human rights of the person 1dentified as developmentally
disabied must be contmuously observed and sened.
2. Means and metheds must be present within the system to enable



Conference Proceedings 455

the client and his family to effect continued input into program direction.

3. The system must be located geographically to permit casy
accessibility to the clients and families it serves.

4. The system must continually work toward guiding its clients into
the mainstream of service resources available to all residents in the community.

5. Provision must exist for the system to be free to select the highest
quality of service from any service sector. Whatever services and programs are
selected must have built-in provision for continuity of service.

6. A realistic level of funding support is essential to carry out the
overall objectives of the program.

7. An appeals procedure within the system must be available to the
client at all levels.

8. An ongoing participation with community planning bodies (such as
Comprehensive Health Planning) in order that integration of the needs of the
developmentally disabled can be effected into the pnmary health and welfare
delivery systems.

9. A method of early case-finding must be present with provision for
entrance into accessible and necessary programs.

10. An advocacy component must be an integral part of any system.

11. A state political structure must exist that is responsive to the nceds
of all its citizens including the developmentally disabled.

12. Manpower training and development must be responsive to the
continually changing nceds identified by the system.

13. A recordkeeping system musi be adequate, and record materiul
easily retrievable and useable for planning and program direction, as well as
being meamingful to the client’s needs.

14. There must be a clearly defined goal-related evaluation system.

15. An effective method of educating the community as to the
problems and needs of the developmentally disabled and i1ts role and
responsibility 1n overcoming the problems and providing for the needs must be
devised.

As a matter of basic philosophy any system must pursue every opportunity
to participate with parents, providers of care, and others in the enrichment of
the lives of the handicapped. Moreover, 1t must continuously seek the ways and
means to achieve its stated goals and toward that end invite the views and
counsel of those who share 1n this important endeavor.

SUMMARY

The problems are many in the establishment of any service delivery system
where human beings are concerned. We have struggled over the years in our
search for better ways to do the job that needs to be done. Now the opportunity
presents itself to work i concert in this age of ecumenism with one another to
design and build that model that we conceive. Let us agree that with our state
and nutional planning and advisory councils supporting this principle of
innovation and integration, we as participants also will share our ideas to the end
that the new systems we seek will emerge. The mechanism for communication 1s
here. Let us use it!
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WORKSHOP DISCUSSION

The tems hsled here are a2 summary of peneral comments by resoure:
persons and participants.

(1) It must be recogmzed that funds dictate the level of ~mnawn-
strearn” services. Thus, persuns who have problems in geiting any services due to
their handicap may have an even greater probleny in secuning necessary services
from the genernc systems.

(2) 1t 1s a problem to plan svstems of service delwery when the
dimension of need 1s unclear. We must know all the parameters.

(3) In any system cost efficiency factors must be zonsidered versus 4
humanistic approach or system

(4) Early casc wdentification must be seen as an aid 1n cost reduction.

(5) Problems were described related to the development ol a svstem
that has a total commitment to all the developmentally disabled--not to only
one segmenl of the population.

(6) An expression was made aboul 1oe need [or any service sysbm 10
first consider indwviduals and thew needs and develop the system around that
rather than around the needs of the deliverer. Jliimately, any model should be
evaluated by asking the queshion “are people gerling service?”

(7) Pros and cons are discussed us 10 whether or not advocaty can
best be offered froin within ot without the delivery system,

{8) The question was raised as (o whether our society really beneves
in equality of scrvice for ats handicapped population, doubis were expressed hy
some.

(9) An expression was imade as (o barriers exastent i delivery systems
in the form of poor architectural design: nusnamed organizavons, such us,
National Association for Retarded Chuldren elc.

(10) There was much “show and tell” by various State representutive
describing how they approached service delivery in thewr State From Alaska
with 1ts umique problems, to Ohio with 1ts new statewide casc management
protective service and personal advocacy system, and then on to the Atlantic
Coastal States with their varied approuaches and problems, the groups agreec that
one model cannot serve all States. Each State must tool its system to meet 13
particular needs recognizing the hazards cileé 1n the topic paper as wll as
considering the elements described as essenhial i any delivery system
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ACF/MR-JCAH Standards:
Instrument for Development
Of Quality Services

Kenneth Crosby

Let us begin by assuming that all persons responsible for providing services
to the developmentally disabled want to provide high-quality, effective services.
This assumption is justified, 1 think, because, in the first place, if the new
concept of developmental disabilities is to be accepted and implemented, the
services provided under the developmental disabilities legislation must be effec-
tive 1n 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. Doing
a good job, however, requires that we have some objectives against which we can
judge our performance. Such objectives are often informal and unwritten. But if
they are to be maximally helpful in assuring hugh performance, they must be
precise and explicit, so that our attainment of them can serve as a measure of
our achievement. Thus, in the performance of our day-to-day jobs, each of us
actually requires a set of standards as a means of assuring quality performance,
for a standard 15 nothing more than a practical objective, the attannment of
which can serve as a measure of our progress Or QUr 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 .und the measunng of performance against them are
essential functions in the management of any enterprise, and the Developmental
Disabilities Act already requires that each State Plan provide for the mainte-
nance of standards with respect to the scope, quality, and admimstration of
services under the Plan. | would hope, however, that the experience of the
Accreditation Council for Facilities for the Mentally Retarded would be helpful
in this regard, for the Council was established three years for the express purpose
of establishing standards, and the means to assess compliance with standards, in
order to improve the quality of services provided that portion of the develop-
mentally disabled called mentally retarded.

The Accreditation Council for Facilities for the Mentally Retarded-
AC/FMR for shori—is a component of the Joint Commission on Accreditation
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of Hospitals, whreh has provided a natwnzl volnntary acereditation prograin fo
hospitals since 1951, The Councit 1s cormpused -1l two representatives of cach ul
its five Member Organuszations the American Assoctation on Mental Deliciency,
the American Psychiatiic Assoviation, the Counal for Exceptional Childrer . the
Nalional Associatron for Retarded Children, and the United Cerebrai Palsy Asso
ciations, Several other national orgamizations nterested in programs o1 the
developmentally disabled are curtently applicanis for Councid Membership. One
of the great strengths of the Council 1s the fact that it mcludes participatiun by
both the protessional providers and the representatives of consumers of services
for persons with mental 1etardation and other developmenial disabilitics The
Council’s whole reason for being 15 the mmprove nent of services (o the ultimate
consumer.

UNDERLYING ASSUMPTIONS

The Counail’s standards, ke all other stardards, are hased upon assump-
1ons that either anse hom cultural values, or cepend upon the valihty of the
telationship between the accomplishment of ar intermeduite objective to the
subsequent achievement of an ultimate goul Since value asswmptions are nol
subject to prool, but are either accepted or repected by the aser ol standards,
and since, in most areas of human service, the validity o the relabionshaps
between mtermediate and ultimate objectives s [ equently unproven, it 1s impuor-
tant that these assumpuons be identified and understood. Among the assumnp-
tions underlying the Accreditation Council’s standards are the tollowing

(1) The person with mental retardation (o1 anuther developmentul dis-
ability) 15 first of all a person who has the same basic nights as other persons,
including the right tu adequate treatment and hakihtation

{2) The most useful way o view memial retardation 15 within o “de
velopinental model,” in which each retarded per.on 1s considered (o be capable
of learning, growth, and development, and eacli person 1s held to have some
potenuial for progress, no matter how severely handicapped he may be. (Obvi-
ously, the developmental mode! of mental retaidation Is both consistent with
and supportive ol the developmental disabihities congept )

(3} Services can and must be providel to meet the developmental
needs of the disabled person throughout tus Uit span, »0 as to maannize s
human qualities, increase the complexity ol his by havior, and enhance hus ability
to cope with his environinent.

{4) Programs and services should be conducted 1n accordance with the
principle of normalization, defined as the usc of means that are as culturally
normal as possible (o ehiat and mammtain behavior that 1s as culturally normal as
possible.

These and other underlving assumptions are stared 1 documents such as the
Declarauon of General and Special Rights of the Mentally Retarded, and the
Palicy Statements on Residential Services of the National Assouiation for Re-
tarded Chuldren and the President’s Conunittee on Mental Retardation. and the
dependence of the standards on these assumptions s acknowledged in the stand-
ards documents.
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PARTICIPANTS IN DETERMINATION OF STANDARDS

At this point in time we frequently lack data to show that compliance with
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 ol experienced leaders i the field as 10 whatl constitutes an adequate
program. There may, moreovel, be a number of means, ar kinds of programs,
that can achieve the desired result, and since 1t is the result that is important,
standards should be applicable to diverse kinds of endeavors. For both reasons,
parucipation in standard setting 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 i1s charged with adopting standards, it is obvious
that they cannot, by themselves, possess the expertise required to develop stand-
ards for every kind of service needed by the retarded and developmentally
disabled. Consequently, the real role of the Council 1s to enlist the help of many
individuals and groups in developing standards, and from these efforts then to
assemble a workable whole for the guidance and assessment of overall program
adequacy. The Council’s Standards for Resideniial Facilities for the Mentally
Retarded, published in September, 1971, reflects the participation of more than
200 individuals—administrators, practitioners, researchers, and consumers—
including representatives of 42 national professional and consumer organizations
(in addition to the five Member Organizations of the Council). Thirty-five of
these organizations, with 3 manifest major interest in the provision of services
for the mentally retarded and developmentally disabled, have been asked to
estabhish continuing formal liaison with the Council, so as 1o keep 1t advised of
changing knowledge, needs, and practices relevant 1o standards setting and com-
pliance testing. For as value and validity assumptions change, as data relating
intermediate to ultimate objectives becomes available, and as program ap-
proaches and emphases are modified, the standards must also be revised in order
to keep them eftective tools for the improvement ofl services.

STANDARDS: ENVIRONMENT PROCESS OR OUTCOME?

Most assemblages of stamilards emphasize what may be called the “struc-
ture”™ of a program: the possession of an adequate physical plant, sufficient
numbers of qualified personnel, and a sound administrative organization. Essen-
tially, such standards, which have to do with inlermediale objectives and are
sometimes called “effort standards,” relate to the environment in which services
are rendered, rather than to the services themselves or to the outcomes of the
services. The problem with such standards, of course, is that while environmental
factors may enable adequate services o be provided, their presence does nol
guarantee that effective services will actually be delivered to the clients who
need them. Stated another way, structural standards are necessary but not suffi-
cient to assure an adequate program. If one wants to use standards as a means of
ensuring the delivery of elfective services, 1t is necessary to look at more than
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the environment 1 which those services are rendered.

Since an elfective piogram is the ultimate objective, 1t is desirable, wherever
possible, to define program outcome in such a way that it can he addressed
directly in standards. If «t is agreed that, whatever else they may du, programs
for the mentally retarded and developmentally disabled must produce incre-
ments in the adaptive behaviors ur developmental skills of their chents; and it 1t
is further agreed that these behaviors and skill. can be measured at some accept-
able level of reliabihty: then there is, in principle, no reason why standards
should not focus directly on outcome. The AC/FMR standards do require the
facility to provide each client with services that enhance his develupment Thev
demand for each client an evaluation that idenulies his pasticular devel »pinental
needs, implementation of an habilitation ptogiam specifically designed tc meet
those identified needs, regular review of the client’s response to thut program,
and appropriate revision of the program consequent to the review 1o ensure that
program objectives are achieved. The specific ohjectives of each individualized
habilitation program must be stated in behavioral terms, so that thewr achieve-
ment can be assessed; general, hoped-for goals, however worthy they may be, aie
insufficient for program evaluation.

If 1t were feasible or desirable to 1gnore the means by whuch outcoines e
achieved, 1t would be possible to hmet standaris for services to the rerarded and
disabled to outcome measures alone. Nol all ¢f the possible means to etiective
results may be consistent with underlying value assumptions, however. The nor-
malization principle, for example, stipulates means as well as ends, ard the
achievement or elimination ol behaviors through the use of aversive conditionng
may not be acceptable when other methods are avaitable. There are, morzaver,
data that validaie the relationstup of somne piogram provisions 10 the achieve
ment of desired program outcomes. There is, for example, excellent evidence
that the development of mentally 1etarded persons in a residential setting 18
highly dependeni upon the degree of positre interachion with nomelarded
adults, and there is good reason 1o believe that certain aspects of the physial as
well as the social environment are really important in achieving desired behay
ioral results. In the absence of umwversal knowledge of thewe factors, and the
implementation of this knowledge tn program {esign, 1t would be imprudenr to
ignore them in standards. [nsofar as there is concern with means, therefore, 1f 1s
necessary to wclude standards that relate to program process—ihe hinds of -
ices thal are delivered to reciprents and the ways in which they are delivered - as
well as standards that stupulate program outcom:

It 15 also sometimes possihble to conceptualive and design interimediate objec-
tive standards as the outcomes or products of structure, 1ather than as structusal
or formal components. Thus, rather than stipulating the form of the administra-
tive organization of a facility, one may specify znd examine what the product of
the organizatron 1s to he: the delivery of services to the clients, This approach 15
deswrable whenever there are a number of equally acceptable means to u destred
end.

The Accreditation Councd 15 commutied to developing and using oul:ome
and process standards wherever possible. At cur present stage of knowledge,
however, some need for purely structural standards remawns. With the hirntted
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techniques for performance assessment that are currently avadable, for example,
it is frequently difficult to judge the quality of professional services. Requiring
that such services be rendered by professionally qualified, certificated, and
licensed personnel does not 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 less-than-fully-qualified personnel were used. Thus, the Council’s
standards do make this structural requirement.

Because standards concerning structure and process may have to (nclude
considerable detail, they may take up substantial space in a document such as
the Council’s Standards for Residential Facilities. No one should believe, how-
ever, that the amount of space occupied by a standard, or by a section in the
standards document, is necessarily proportional 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 ultimate objectives, standards must
be expressed in such a way that their attainment can be objectively determined.
Standards may represent the implementation of a philosophy, or they may
require a philosophy to be implemented, but if they are to be useful in assessing
the adequacy of programs, they must not be merely exhortations with which
compliance cannot be judged.

STANDARDS RELEVANT TO ALTERNATIVE MODELS OF CARE

The 23 committees that wiote the Council’s Standards of Residential Facill-
ties were asked 1o develop standards that do focus emphasis on the delivery of
development-enhancing services to each individual resident, without stipulating
the organizational means o1 mandating any model of delivery. By focusing on
the developmental services to be provided residents, whether by the facility wself
or by other community agencies and resources outside it, the committees found
1t possible to write standards that are selectively applicable to the total range of
facilities, from the large public to the small private. The Council’s Standards are
wmtended to be pertinent to improving services 1n the tradrtional institution, but
without encouraging the perpetuation of the institution as the model for the
delivery of residential services Whether any mentally retarded person really
needs the kund of care that only such an institution can provide remains an open
question, and it is clear that standards should also be relevant to alternative
models of rtesidential care, and that exploration and innovation in this field
should be encouraged.

1t is also clear that the “1otal institulion™ described by Goffman and others
must be avoided, and that such *““total institutions™ cun be small as well as large,
and physically located in the heart of a community as well as remote from il.
Consistent with the principle of normalization, therefore, the Council’s Stand-
ards emphasized affiliation of each facility wath other community resources, and
the use of community rather than only facility services wherever possible. By
focusing on outcome and process rather than on structure, the Council’s
standards-writing commiliees realized thal many services to residents may be
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provided as well or better by programs that are vutside the facithty 1sell As 4
result, many of the standards for professional and special services, and for or
ganizational, adminustrative, and programming policies and pracuices, are applica-
ble to programs that do nol provide residential ervices.

Some 9,600 copies of Lhe Standards for Reswlential Facilines have been
distributed 1n the year since their publication, and this, ] think, does indicate the
hunger that exists for standards that can help 1o assure the development of
quality services,

The standards {or residential facidities have served as a base for the develop:
ment of standards for comprehensive community programs for the mentally
retarded, specilically applicable to agencies praviding less-than-24-hour services,
These standards are bewng developed by a 26-member advisory committee, with
the assistance of some 30 consultants, and they are expected to be published
next year. They will, of course, reflect the sa ne emphasis on the provision i
individualized developmental services Fur each client in response to his ider-nfied
needs. To promote contmuily and mtegration of services. standards will be
provided for “agency service components’ —such as diagnostic and evaluation
services, services to promote learming developrient, and services to suppail cim
ployment ur work --tather than for specific pregrams that may be categorized in
terms of age group o1 setting. The standards will not mandate any adminisitative
or organizational model, but they will require zuch agency to seek participation
n a comprehensive netwotk of services, or service delivery system. that will
enswie the delivery to each client of those services thatl he needs. Eventually, i1 1s
hoped that the Councid will publish a single, comprehensive set of standards 1im
all facilities and programs serving the mentally rerarded, imcorporating residential
services as only une essential component i the _omplete continuam of care. The
Council also Intends to explore, during the coming year the feasihihiv of
accrediting a coordinated, comprehensive, coninunity-wide systern of services
rather than merely accrediting individuai elements in such a svstem.

Although the Councl 15 entitled *for the mentally retarded,” U 1S w0 tune
with the developmental disabihties concept Throughoul the development of the
Council’s stundards there has been a deliberare effort to wrclude participation
that would make the standards apphcable to persons with cerebral pulsy and
other developmental disatilines, as well as to persons wath mental retardaton I
15 likely that the Council’s nexi publication will be ttled “Standards for { om-
rmunity Agencies Secving Indwviduals with Mental Retardation and Ocher Do
velopmental Disabilitics,” and that persons interested i programs for individuals
with disabilities other than mental retardanion will also fmd the Council’s resy
denual standards to be useful

THE ROLE OF STANDARDS IN IMPROVING SERVICES

A well-developed se1 ol relevant standards can be usec 1 several wivs (o
help 10 impiove services. The standards can provide guidehines useful 1o agencies
tesponsible lor deveioping services and service defivery systzms. They caa pio-
vide the concrete information needed 1o enlist the support of legislators and the
general public in making necessary resources avulable. They van serve to educale
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members of the various profesiions as to the kinds of services they should
provide. They can guide the administrators and staffs of facilities and agencies in
upgrading services, and encourag: them to appraise the programs that they offer.
They can assist consumers and consumer representatives in evaluating and monr-
toring the services that are made available 1o meet their needs and in initiating
change where necessary. As a lasi resort, they can serve as a resource in the event
that a court of law is asked to judge the adequacy of treatment received in
relation to the treatment to which a recipient is legally entitled. And, of course,
they can be employed in a formal accreditation progran.

While standards may be used as a sort of checklist against which services are
compared, their usefulness can he increased by defining systematic procedures
for measuring the performance of 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 well as by the particular purpose for
which the assessment is made. Thus, the National Association for Retarded
Children’s project for Parent Training in Residential Programming (supported by
the Division of Developmental Disabilities) has developed excellent materials 1o
help parents judge the exient to which residential facilities comply with the
Council’s Standards. Highly systematic and standardized procedures are needed
for accreditation, in which the degree of comphance must be determined. In any
case, experience indicates that maximal benefit accrues when performance 1s
evaluated both continuousiy by the program operators and at regular intervals
by independent, impartial, outside observers. 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 well.

THE ACCREDITATION PROCESS

Self-Survey by Facility

For accreditation purposes the procedures to assess compliance with the
Council’s Standards begin with a complete self-survey, which 1s to be done by
the facility's own staff prior to a site visit by Council surveyors. Since each 1tem
in the Standards has sorme degree of importance in a fully adequate program, the
Survey Questionnaire used for the self-survey requires the faciiy 1o assess its
compliance with every itein 1n the Standards that is relevant to its particular
operation. The facility 1s required to report whether it 1s in 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, and o answer questions concerning
the implementation of certain items, or to give examples of their implementa-
tion. Like the required explanations of partial compliance and nonapplicability,
these supplementary questions serve several tunctions. An answer may indicate
whether or not the respondent has understood the statement of the standards,
and it may permit an independerit judgement to be made regarding the facility’s
compliance. Perhaps more imporniant, it is easier 1o simply say, yes, we are doing
what we are required to do, than it is to state what it is we are doing or how we
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are doing it, 1n relation to 4 specitied objective. Having to do the latter causes us
to think, and often to evaluate the ralionale of what we may he domg merely
fromn custom, or hahil, or routine.

Council Prepares for Visit

Prior to conducting the on-site survey, the Council’s surveyors review the
facility’s Survey Questionnaire, which constitutes the information bhase tor the
survey. Inquiries may be made ol publc licensing agencies. or other relevint
examining or reviewing bodies, concerming the facility's comphance with stand-
ards. At the beginning of the site visit, an opportunity 15 provided lor any
representatives of consumers or the general pubhe to offer any other inforraa-
tion relevant to the determunation of the facility’s compliance.

Compliance with structural standards can usually be deterrmned by review
of the Survey Questionnaire, leaving the Counci’s on-site survey lree 1o con-
centrate on ohservations of process and oulcome. When standards emphasize
product or outcame, as do the Council’s, the on-site survey must locus on
confirming the actual dehvery of services to :hents, and on the clfectiveness ot
those services. One simply cannot judge complbance with such standards by
examming a table of organization, computing alloted spice, o1 counting the
number of persennel, no matter how vuportint these enabhng factors may be
The time required o assess the delwvery of services Lo every chenl of a facihly
may prohibit that approach, bul at least a representative sample of clients must
be investigated

Site Visit

In conducting the on-site survey ol a residential taciliny, the Counci’s sn-
veyors coacentrate un perfouning « “program audn™ of i« stratilied sunple of
residents, of vatious ages and levels of retardation, hoth ambulatory and non-
ambulatory, 1n order to assess compliance with those items in the Standdrds that
most directly pertan to the delivery of adequate programs and services to resi-
dents. The size of the sample needed depends, of vourse, upon the size and
homogeneity of the facility’s population, the consisiency found as the sumple 13
examined, and the desired level ol confidence for the conclusioms (While Tull
compliance can ncver be proven by a sampl- of any size, only one instance ol
less than full compliance 15 required to disprove full comphance for 4 populu-
tion.) The surveyor's assessment 1s derived from reviewing the record of each
resident n the sample: from observing the resident, in the living umit and 1n
program areas; from talking 1o hum {when that 1s feasible), and from taiking with
the direct-care personnel who are responsible tor the resident’s care In respect
to professional and special services, the surveyors assess both whether or aot
such services appear to be reaching the resilent, in accordance with his needs,
and whether or not such services appear to be reaching the direct-care, front-line
staff, in accordance with their needs for trarung and consultation, so that they
may more adequately meet the needs of the resideni. The surveyors also assess
the degree to which services seem (o be rendeied in 1 coordinated, nter-
disciphinary fashion, rather than i a fragmented, discipline-oriented way, 4nd
the extent to which the prninciple of normalization, as delined wn the Standards,
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15 implemented in the daiy lives of the residents. Finally, the surveyors assess
the ultimate measure of the facility’s effecliveness: the irend in the resident’s
development during his stay there, as judged from the recorded assessments of
his behavior and slatus.

You will note that rather than beginning, in a more traditional way, with
the top administration and stafl” of the facility, the Council’s surveyors begin
with the resident, go to the direct-care stalf who ordinarily spend most time
with the resident, and then go to professional staff and administration, primarily
to try to ascertain the reason for those instances in which needed services do not
seem Lo be being delivered. As the last step in the survey process, the surveyors
meet with the facility’s administration and staff and review their self-assessment
of compliance with the Standards, pointing out and discussing each instance 1n
which the surveyors’ assessment—derived from observations of individual resi-
dents and individual programs—differs from the facility’s assessment relative to
all 1ts residents and all its programs. This 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.

Evaluatjon and Feedback

An accreditation survey by the Council requires from two to fifteen man-
days, depending on the size of the facility. The survey is not an inspection. 1t 1s,
rather, an evaluation, designed to provide the facility with impartial educational
and consultative services that its own staff, no matter how well qualified, simply
cannot offer. Each Council surveyor 1s an experienced and fuily 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 18, of course, trained in the Council's standards and in the procedures used
to assess compliance with them, before undertaking a survey. The survey proce-
dures are thoroughly tested prion to use, and feedback from the survey process is
used to improve and refine th2 survey techniques, as well as the standards
themselves.

At a recent national conference, one faclity admnistrator, who had experi-
enced both more traditional kinds of surveys and a survey by AC/FMR, stated
bis conviction that the latter was “infinitely more meaningful” to the facility's
staff. A survey that focuses on process and oulcome rather than on structure has
another advantage, too, in that data concerming program effectiveness, compiled
vver lime, can serve to validate standards concerning program structure. Once
programs successiul in achieving desired oulcomes are 1dentified, it may be
possible 10 specify what inputs are really necessary o1 successful programs and,
accordingly, to supply empirical justification for the effort requirements stated
in the standards. The validity assumptions that necessardy underlie standards
must be subject to continuous scrutiny and test, and the standards modified
accordingly. Standards must, in other wards. be continuously subject to review
and revision on the basis of survey experience. Standard setting and compliance
assessment are, therefore, really dual, complunentary aspects of a single process
of accreditdtion,
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LEVEL OF STANDARDS AND DEGREE OF
COMPLIANCE REQUIRED

A dual-aspect problem 1n this process concerns the levef at which standards
are {o be set and the degree of compliance that is to be required for aceredita-
tion. Two choices are possible concerning stardards they may be set at 3 level
representative of some level of current practice, or they may be ser at the level
representative of current knowledge and beliwf as to what good and elfective
practice should be. 1t 1s generally agreed that i most areas of human service--
and certainly this 1s true of services for the gevelopmentally disablid - current
practice lags far behind avadable knowledge Since published standards in-
evitably serve as guidelines tor the development of future prograins, as well as
measures of the adequacy of existing vnes, tt was the Counuil's decision that 1ts
standards should represent what the best avald ible cunent knowledge and prac-
tice hold to be necessary or desirable for previding a fuily adequate program.
The patticipation of practitioners n standard . developmeni assured that every
standard is currently bewng met in at least one facdity. and so long as any facdny
can comply with a desirable standard there 1s no reason, i principle, why others
should not do so, or why consumers should not expect them to do so, or why
consumers should be satistied with less. Considering the vanable level of ¢er-
tanty with which comphance with intennediate-objective standards may be re-
lated to achuevement of ulimate goals, however, the standards are divided 1o
those believed mandatory or essential and those thought desirable o1 recom-
mended, in order Lo provide a fully adequate program.

Once the level of standaids has been estat:lished, the degree of compliance
that is required for accreditation may be sel at the level ol compliance exhibiled
by the least-complying member of the group, or number, of facilities one wishes
to accredit; or (1 may be set according Lo s0 ne desired level of adequacy of
program without refetence 10 the number of facilites that achieve it. The degrec
of compliance may be established, in other wcrds, so that any given proportiun
of existing facihittes may qualify, or so that outy those that provide a4 program
defined as adequate may do so. The number of accreditable lacilities, abviously,
is a function ol hoth the level ol the standards and the level ol comphance
required for accreditation: and the determinations of these two levels, therefon:,
are inseparable interrelated.

The fundamental purpose of accreditation, as the Council views 1f, i the
improvement ol services 1o the consumer, and the level of required complance
must be set so as to best accomplish thus result Accreditation ts also infended,
however, to protect the consumer by identifying high-quality faciities, ang both
the required level of comphance l'or accreditation and the way 10 which accred
tation js presented to the public must also realize this goal.

It may be argued that 1" accreditution 1s himited to the tew Jacilities that
provide the highest level of service, ather faciities will nut be mativated o
improve their services so as to achieve the distant goal of accreditution, und thal
the most effective approach to improving services through accreditation, there-
fore, is to establish 4 level at which many facihities can qualify, und then 1a15e the
level 50 as to lead these tacdities to improve thei services i arder toectn theu
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accreditation. On the other hand, most leaders in the field would probably agree
with a recent public statement of the Executive Director ot the President’s
Committee on Mental Retardation that “'very few™ residential facilities for the
retarded presently maintain “adequate standards of health and treatment,” and
it may be questioned that less-than-adequate facilities should be awarded the seal
of approval that accreditation tnevitably implies. If accteditation means to the
consumer (or his representative) that he can feel some assurance of obtaining
adequate services from an accredited facihity, can accreditation of a less-than-
adequate facility be countenanced? Finally, accredited facdities are likely to be
taken as models for others to emnulate, and should anything less than what the
best current knowledge and practice allow be permitted to serve as such a
model?

While discussion of this 1ssue will undoubtedly continue, for the present the
Counctl has taken the position that the bestowal of accreditation must attest to
the demonstrated delivery of adequate, effective services to the residents of a
facility. The fact that a facility applies for accreditation and voluntarily subjects
itself to survey, however, 15 obvious evidence of its striving for excellence,
whether or not accreditation 1s achieved, and every facility that opens ttself to
the Council’s scrutiny deserves public recognition of this fact. The award of a
certificate of accreditation is not, and should not be thought to be, the sole
reason or motivation for applying for a survey. The counci is studying, however,
the possible advantages of providing for levels of accreditation, rather than only
accreditation or nonaccreditaticn. It might be possible, for example, to recog-
nize a less-than-full-accreditation status that would acknowledge the demon-
strated effort and 1ntent of s facility to offer adequate services, without
implying to the consumer that adequate services are presently available from the
facility, or inferring that the facility should be taken as a model that others may
emulate. [t should be noted, 1. this connection that all accreditation 1s condr-
nional, tn the sense thal its retention is dependent upon continuance of compli-
ance with the standards and upon anpual or biannual resurvey; and durning each
resurvey, atiention centers on improvements accomplished since the previous
assessment

INDEPENDENT, NATIONAL, VOLUNTARY ACCREDITING BODY

it should be apparent from the preceding that if standards are to be effec-
teve 10 ensuring quality services, the body that sets standards and required com-
phiance levels must have the flexibility to change standards and levels in response
to changing knowledge, conditions, and needs, and especially n response to
experience with the apphcation and use of the standards. The standard-setting
body must also have the flexibility to assure appropriate participation in stand-
ards development, review, and revision. Governmental licensing, primarily con-
cerned with the availability of essential environmental factors, and intended to
assure minimum capability to offer services to the public, 1s surely relevant to
consumer protection. The flexibility necessary for setting and maintaining effec-
tive, detamled, programmatic standards, however, 1s more hikely to be possessed
by a voluntary than by a governmental agency. The Counci] therefore believes
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that such standards are best set by an independent, nattonal, voluntary accredit-
ing body, composed ot representatives of both the providers and the consumers
of the services covered. Through tlis unified approach, alse, the nelficient
prolferation of standards can be avoided. The accreditation awarded by an
independent body, atteshing that a laciliry meels relevant standards, may, of
course, be recognized by goveinment, as, for exaimple, i certifying ehgibility for
participation 1n public financial programs. Ever (f accreditation 1s not achieved,
a survey may provide evidence that supports the efforts of publicly-operated
facilities to secure needed changes or imcreased resources from legislative bodies
Consumers can assist facilines 1n this tegard by encouraging their participation in
the accreditation process. Facilitation of cooperative relationships with umver-
sity and other professional training programs, which are themselves linked to
voluntary accreditution, is yet another way wn which accreditation ol a faclity
may help to upgrade its services.

SUPPORT FOR THE AC/FMR

All these approaches are anticipated in the program of the Accreditation
Council, which represents a partnerstup ol prviders and consumers, actively
supported by government, and working together to unprove services to the
mentully retarded and developmentally disabled Since ns formation the Council
has been financially supporled by rhe Social and Rehabilitanon Service of the
Department of Health, Education, and Wellare {with current grants from the
Division of Developmental Disabilities), by contribunons from each of ity five
Member Organizations, and by contributions fram the Joint Commussion (whose
Corporate Members are the American College of Physicians, American College of
Surgeons, Amernican Hospital Associalion, and Amernican Medical Association)
Fees pard by facilitics and agencies parlicipat ng in the accreditation process
partially defray the costs of the survey. All relevant sectors thus share in the
Council’s commitment to develop and 1oplement standards and survey proce-
dures that will ensure the delvery of quality services to persons with mental
retardation and other developmental disabilities.

Using these techmques, accreditation can protect the consumer by identify
ing high-quality facihities, encourage providers to mamtain high levels of service
for the consumer’s benefit, and furnish the facihty or agency with evidenze vl
accountabthty to these orgamzatuons and individuals who support 1, and whom
it serves.
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New Skills Required

As A Result of New
Problems in Administration
And Service

Harold L. McPheeters, M.D.

In the past few years, seveial 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 adminisirators to be concemed 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 lield of forces in greater depth than previously.
Before 1dentifying some of the new skills required, it may be well to first explore
some of the new trends in the delivery 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 trend has been the affirmation by many courts of the right
to treatment or education of handicapped persons (Alabama and Pennsylvania
especially). Some of these court decisions have been directed to single institu-
tions around single individuals, while others have been the result of class action
suits against entwe 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 staffing 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 1t sufficient to have only general care
for all handicapped residents 'n institutional programs or simply to include
retarded youngsters in the regular public school programs. New planning, record
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keeping systems, and monttoring skills must be developed 10 meel these Je
mands.

Another aspect of the Human Rights movement s the reaitirmation ol the
right of the handicapped 10 privacy, peisona; dignmity and a better gualiny ot
life -especially 1 imstitutions. We can no longe, 1olerate gang bathroommns, censir-
shup of residents’ mail, drab wmiform-hke clothing, and regimented dinly iving
schedules. Program leaders musl be uble 1o urt:culale the elements that nuike up
a hugher quality of hife; they musi alse establish procedures to assure tiar these
elements are present despile lunttations ol resoiees

COMMUNITY BASED PROGRAMS

Closely related to the “nght to treatment * decisions is 4 new movement 1o
locate programs for the handicapped 1n the communities. Despite the Cacr that
there 158 an increasing number of severely and multiply handicapped peisons
surviving past infancy, there 1s a treml to hal the development of any turther
mstitutional facilities and a conconmtant efivnt to encourage and assist com-
munities to provide a wide range of services so Lthat the handicapped may remam
in therr own homes and communities and hive as normal a e as possible ‘There
has been a great acceplance of the concept ot helping the person with some
residual disatmlity to function at his best possible level at home Schoals. bu-
nesses, industries, churches, and social organizations aie much more willmg o
serve the handicapped who nst a lew years ago were excluded becanse they
“were of below average mtelhgence” or “not fully ambuiatory

These trends require a wide range of new « ompetencies lor the agencies and
prolessions that work primarily with the handicapped. They are leanimg 1o wok
with lay groups, commumty agencies and the public at iarge This requucs
commumnity planming skdls, consuttaton skdls and educational skdls the skills
directed to helping the staft’ persons ol various agencies tu know how to wuik
with the handicapped in thewr 1egular progrums and the ability to help the
general public to understand and accept the handicapped 1n the commumty. It
requires skulls in community development amd advocacy 1o get new rescurecs,
facilities, and services for the handicapped n the community and to change
rules, regulations, and pohicies that formerly blocked the developmenially dis-
abled. It also requires skitls in the use of the media, in working with the pohitical
and cwvic leaderstup of the community, in usit g consumer groups, and m work -
ing with courts and other parts of the commumity wih which we have
customarily had little to do.

Furthermore, as services move (v the community level, we see the amdlp.
mation of a vanety of public and voluntary ag-neies inked i providing se ivices
for the handicapped. This requires a vanety ol interagency contracis and ayree
ments for funds, services, and records The overall program administrator jnust
have the skills to develop and monitor these purchase-of-service contrac-s and
agreements. It 1s no longer sullicient for him to be concerned only with the leg.l
and financial aspects of lus own program. For the voluntary agency there usl
be new skills of contracting for certamn service: and assuring that those services
are dehvered and linked according 10 the tertns of the contract This kind of
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accountability to an overall program admimsirator has not been characteristic of
most voluntary agencies.

MANAGING MORAL DILEMMAS

The presence of larger numbers of severely and multiply-handicapped per-
s0ns in our society requires even greater development of lughly sophisticated
professional skills for working with these persons. In fact, our technology's
fabulous success in maintaining life 1n some of the very severely disabled persons
has raised serious moral dilemnmas about whether we should apply these tech-
nologies to maintain Iife at all costs. While this kind of moral dilemma is not
unique to the developmentally disabled, it does have specific import for workers
in this field. This requires deftness in working with families of the disabled and
with staff persons when these issues apse. The issues are legal, moral, rell-
gious, cultural and psychological. Closely allied is the need for genetic
counseling—skitls which have generally been reserved to only a few specialists,
but which now are being expected of more and more workers.

UMBRELLA HUMAN RESOURCES PROGRAMMING

These new concepts and trends 1n services require new trends in program-
ming and administration, and we [ind that another host of new skills is neces-
sary Perhaps the most overwhelming problem here is the movement to plan and
program # wide range of public human services programs together at both the
state and local 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 15 now a trend to plan, finance, and structure public
programs under much broader groupings. The concept of the developmental
disabilities is one manifestation of that trend. However, with the Allied Services
Act before the U.S. Congress ar.d with new Depariments of Human Resources or
similar composite agencies in nearly half of the states, there is an even stronger
need to incorporate developmental disabilities within a broad human services
framework that includes heaith, rehabilitation, welfare, and corrections as well
as mental heatth, alcoholism, drug abuse, and aging. At the same time, there is a
drive to locate the initiative for statewide planning and development of programs
at the state level—in commissions and councils as well as in the state depart-
ments. This 1s somewhat different from the usual establishment of a state plan to
which local proposals must conform. Rather, 1t requires an active reaching out to
help local communities to develop and carry out their plans and programs. In
addition, there is a strong expectation that both state and local planning and
programming will include substantial consuner involvement.

HUMAN RESOURCES PLANNING

These trends requre many new skills. Chief among them are skills for plan-
ning, but especially in relating to a broad range of human service agencies, local
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governments, citizen groups, voluntary agencie:, consumers and funding sources
More precisely, we must develop skulls of advocacy w the broadest sense of
encouraging Lhese agencics and groups Lo get together and winate planmng and
programming on behail ol the handicapped. B it we must also have the bivader
skills and knowledge to participale in planning and programring for other areas
of the human services for which we have not 1radinonally had much concern
the poor, the aged, the offender, etc.

CONSUMER INVOLVEMENT

We need also to develop sensitivily and ability to work with consumers and
citizen proups—especially those from minornties—so that we truly encourage
their contributions and participation in planning and operating services Frofes-
sionals and adnunistrators have traditionally been the experts who “knew it all ~
and who prescribed and gave orders tor client:, but most of them have had no
training for the role of ehciting and allowing consumer participation o definirg
problems and setting plans. This 1s the age of the consumer, and these skills must
be learned by the professionals who will work in programs fo the handicapped
so that consumer participation works at mote than the token level.

MANAGEMENT BY OBIECTIVES

At a more specific level ol program planning and admimstration, we bind
several new trends. One of these is the trend 1> some kind of “management by
objectives.” There are many approaches—Program Budgeting, Programi Financial
Planning, Key Factor Analysis—but all have 1 common the notion of spelling
out some kind of program objectives lo be accomphshed with the coresponding
budget costs. Most public agencies are moving sirongly away from the traditional
lump sum or line 1tem budgets to some form 0! program budget. Admunistrators
and staff must learn the techmques of developing and executmg 4 program
budget. In the most sophisticated of these te:hniques, the objectives must he
stated in measureable terms of outcontes to he attamed for the clients—not 1n
terms of services provided. Tlus is often extrerely difficult to do i the human
services and especially for the handicapped [t is particularly difficult for most
professionals who are accustomed to thinking and being pad n terms of the
services they provide rather than in terms of oittcomes attamed by their cuents
These new management techniques locus on ost effectiveness raither than on
professional perfection. This often requires prefessionals to think moie 1n terms
of offering consultation and education to family members and to lesser tiained
workers rather than spending all of thewr time n direct chent services The
administrator will also need to be able 1o peisuade the professionals 1o make
these changes in their roles and methods

MANAGEMENT INFORMATION SYSTEMS
Closely related 1o these new fonms of management hy objectives 15 the

matter of newly developing Management Information Systems. The record keep-
g and data systems in most hiuman service programs, and especially those far
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the handicapped, have been almost useless. They have given us little more than
just gross totals of the numbers of persons served with only the crudest data
about the irdividuals or of Lthe services, costs, results, etc. Sophisticated record
and data systems closely related to obijectives are being developed in many
places. Most are computerized ind require a fair degree of technical skill, espe-
cially in their use 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 skills on the part of program planners and
managers. Skills of data management for program evaluation and administration
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 dara management and budgeting, the
other major function of administration 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 development and use ol new levels of workers in the
human services.

In institutions we traditionally have employed only a few full professionals
and a large number of aides or attendants who had no formal training for their
work nor any status in the sysiem. Now we are developing a more coordinated
manpower system for the human services, including. (1) New Careerists,
(2) technical level workers with certificates or associate of arts degrees from
two-year colleges, (3) associate level workers with bachelor’s degrees as well as
(4) the professionals. Community programs as well as institutions are beginning
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 workers are vsed only as aides or assistants to the
professionals, or they are given only limited or menial tasks and responsibilities.
Some places have well-developed career ladders for these workers: others have
only dead end jobs. Many of the morce successful programs are training and using
the new workers as “human service peneralists.” These workers are assigned to
work with a small group of clients and their families 1o get to know them and to
help them in the fofaliry of their problem—whether the needs are medical,
educational, financial, occupational or whatever. The worker plays whalever
roles he can to help his client; he calls on consultation from specialists in the
varivus agencies when he needs it, 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 working on
their behalf in the maze of agencies and professiuns, to listen to their problems
and to represent their special concerns in the overall planning. This is often the
best way to deliver the professional expertise of the various speciahsts rather
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than having cach speclist spend his himited professional time with the chient in
somewhat disjointed vne-to-one sessions in the vsual prolessional patiern

All of thus use ol new levels and kinds of human service workers will require
skills m staff supervision, conununication and :onsultation of new ot umproved
kinds. In addifion, admmistrators will need special skalls for intrednong thexe
new manpower patterns ito their programs.

STAFF DEVELOPMENT

Another major need of adminstrtation 1n the arca ol personnel i rhe whole
mativr of staff development. The newer skils und tevhnmiques that have been
listed above must be laught to professionals and other workers Contimumg
education programs must be devefoped (o skarpen and update the skills ot
existing staft’ New workers will have 1o be tiam-d (somewumes in inservice educ-
tion programs) for their jobs. Others will reqinre onentation (o new program
direcuions and agency procedures.

The skills of pknning and carrying out continuing education for technicul
competence in clinical work are complex enough, but they are only 4 part of the
needed staff develupment skills. Perhaps {31 more important are the skl thag
mus! be developed for overall program plannimg end admimstration. Most organi-
zatjon experts feel that the autocratic maragenal style in which everything 1s
decided and handed down from the top is not the most appropriate style for the
human services Rather some [orm of participative planning. program develop-
ment, and mansgement 1s more hkely to meel wuman needs However, very few
human service professionats have the traming to he able tw lead ur funchon
effectively in thus kind ol orgamzation. In fac', there are even subtlc biases in
many of our professiondl schouls against selecting persons nto basic professional
education who might have inclmations to use participative managemeni styles.
Thus a major skill m staff development which -vill be required ol every level uf
manager Is that of orgamzation development—helping all levels of admmistratars
and supervisors to be able to participate in wetting objectives and prioittes,
planning goals and programs, coordimating effoits and reshaping programs hased
on sound data about thew effectiveness. Then we shall have true managemenr
teams with participative management.

Several umwversities offer vourses i admiristration that cover mainly the
mechamcs of administration (budgets, inventonies, personnel procedures, ete )
and ignore some ol the more unportant aspects such 4as setting policy, definmg
the plulosophy and objectives of the orgamzation, personal styles ol lcadership
and bringing about changes in organizetions. To some extent the expertise fvi
many of these broader aspects of administration 1s gained wn the field rather tharn
in the university. Perhaps there should he a much closer tie between the univer
sities and the ficld for traiming 1n administration especially in staff developmem
for persons already in leadership positions in the agencies

The newer trends n services and administration of programs for the handi-
capped have been discussed, and some of the iew skills needed to nieet 1hese
trends have been identified
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Developing Cooperative Efforts
Among Public and Private Agencies

Rolf R. Williams

The subject under discussion is probably the very root of the whole new
planning mechanism created by the Developmental Disability Act (DDA). It isa
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 s vital that we begin to clarify these relationships and look at
them in the light of the period in which we are hving.

During the past ten years we have been working in very foggy areas in these
relationships and have participaled in what I refer 1o as “personal diplomacy.”
Personal diplomacy 1s one in which a particular personality from a veluntary
agency, usually on the local level, 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 m 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. This type of diplomacy can no
longer be lolerated. Both the public and privaie agencies will have to have a
thorough understanding of their own goals, policies, direction and funding. They
will have to develop the same understanding regarding all of the agencies in the
community which make up the 10tal service system for the handicapped.

In this light | would like to go into some specific methods and philosophies
i which this cooperation can occur. Due to my background and particular
interest I will focus mainly on the responsibulities of the voluntary health agen-
cies on the local level. However, the concepts will hold true to a great extent for
the public agencies and state and federal levels as well.

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.



478 Synergism for the Seventies

PROVIDERS OF SERVICES

fn this country the most popular role of the private agencies involved in the
DDA mechanism would be the role of provider of direct sarvices Lo a specilic
clientele. These services can be workshops, dav care centers, rehabilitation cen-
lers, diagnostic centers, ¢lc. These services plice the voluniary orgamization n
the role of a vendor o1 contractor to a public agency 1n most cases. As such, they
are under the mandates of the agency lo which they are selling services. The
agency could be a department of vocational ehabuitation, 1egional MR center,
social welfare department, public school, or others. In this role they have an
ancillary position to the public agency to which they are providing service. In
this role they are particularly obligated to know the function and the purpose of
the public agency with which they are working and be forthnght in the inlorma-
tion they supply the agency, the result of the program :nd the request tor
ongoing growth and expansion of the service. They must be aware of the chang-
ing nature of the public agencies. They cannot sxpect one public agency to meet
every need of a particular developmentally d sabled population. For instance,
day programs for adults cannot be provided only by Vocational Rehabilitation
but must involve Adult Education, Social Welfare, and Park and Recreaticn
Departments. Much cnticism of DVR i the past has come because this agency
dedicated to vocational training was expected to nvolve itself with @ non-
vocationally oriented population. We all have nuddied the water in the past by
forcing particular agencies into providing serv.ces, into buying services, o1 mio
supporting services which they were not legallv nor philosophically equipped 1o
handle. Remember, 1 am speaking ol the voluntary agency playing the role as a
provider of services at this point.

ADVOCACY ROLE

The voluntary agency may take the primarv role of an advocate o1 4 catalyst
in the community. As such, they will not be selling services te a public agency
and in such a role the situation becomes almost the opposite of the previous
role. They will have an obligation to criticize, to nvestigate, and to uutiale
changes in the public agency. They will also take on the obligation of looking al
the programs which are supported by the public agency They will also louk at
the philosophy and legal foundation ol the public agency and work for changes
in them. They will be constructive wn their criticisms but will not be in a position
ta be fearful that someone might disagree with their criticism of the agency and
cut off their funds. This 15 a very dynamic role and one in which the Nattonal
Assaciation for Retarded Chudren, United +’erebral Palsy, and others have
claimed as a part of the national, state, and Iocal policies but have not jeally
taken it on as a dynamic challenge at this point. | think the change in support of
programs to more of 1 tax supported system cf services will demand that more
voluntary agencies take on this role than has been the case in the past. However,
this will require a great deal of change of thinking on the part of the voluntary
agencies in the way they view their own roles, the way they sell themselves in
the community, in the staffing, and n their entire purpose of being.
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TRANSITIONAL ROLE

The third type of voluntary organization is one which | will refer to as a
transitional type. This will be the 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 this 1s 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 public serv-
ices to the handicapped. They will have to begin to insist on permanent funding
and much less reliance upon grants for demonstration programs. [ 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 1n 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. 1 musi state here that goals should
never be so solidified that they cannot be changed with the times. Only through
this basic understanding and coordination 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 wony of hidden agenda when
the private agency speaks. We cunnot eliminate this factor but we can begin to
modify it.

There are ceitain factors that all 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 phuosophical base of the
public agency with which they are working. This includes the influence of
federal, state and Jocal legislation, as well us sdministrative policy, philosophy
and internal conflicts that go on within the agency. By internal conflicts [ 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 will the change in
the Yocational Rehabilitation Act mean to the philosophy of the line worker in
your local vocational rehabilitation agency? A voluntary agency planning to use
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the new Vocational Rehabuitation Act verbiage must understand this tactor

The voluntary agencies traditionally have notl been involved in long-range
budgeting or planning. Mast of them budget and plan for a year at the most, In
the developing interrelationship between public and private agencies, the private
agency will have to understand the budgeting yrocesses of public agencies which
range from 18 months or 2 years to as much as 5 years in some cases. This means
that input from a voluntary agency, whether il be program ur budgel, to the tax
supported agency will have 1o occur long belore the eifective date or the fiscal
year. This 1s the only way that the consumer input can be 2ffective, whether it
be as an advocate agency o1 as an organizaticn providing direct services Lo the
handicapped and the public agency. [t wall be »ne of the most difficult 1tems for
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 three years
in advance. Most of us are su used 10 putting out day-to-day fires that it 1s
difficult to lock that lar ahead.

Long-range planning also implies that we might well refuse cerfain inoncy
for momentary gain. We as planners musi not use money for programs until our
planning is advanced enough Lo give us good priorities for spending just muney.
For instance, construction money and DDA grant money spent too early could
perhaps continue a sysiem of services that is already twenly-five years out-of-
date. [n such a case we might do well not to spend the money until we can find a
new system of services that is more applicable to the community and current
thinking.

With the changing relationship between public and private agencies, 1t wul
become more and more vital that the public agencies, whether on a national,
state, or local Jevel, provide their members with up-to-date, correct imformation
as 10 how legislative and adinistrative poliies will affect the legal-financial
status of all public agencies. 11 1s very frustrating 1o work with a local Umied
Cerebral Palsy affiliate that has heard that soinething could be done under the
Social Rehabilitation Service Title XVI funding in another state or county, but it
is illegal or against regulations or policy in their state or county. They may
accuse a local welfare chuef of dragging his feet when il is completely out of his
hands. I feel this factor should have more influence on the way we as voluntary
agencies distribute information from nationar and state otfices. This requires
that we must develop volunteers and staff wwith a great deal morc 1echnical
knowledge of government and public agencies’ procedures.

Related to this has been our almost complete lailure to give constructive
input into the development of guidelines and policies 1o implement new legisla-
tion con all levels. We have strenuously worked to have certain legislation passed,
but we have forgotten about it during the period of developing guidelines and
administrative procedure and have ended up with the opposite effect than that
for which we worked.

Voluntary agencies in the new partnership will have to become more aware
of their relationships with other such agencies on the community, stale and
national level. If thus awareness is reached, 1t will bring about cuoperation n
services, legislative aclivities, public education and other areas which will provide
betler services to the handicapped. However, everyone working in these agencies
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is aware of the underlying need to certify the existence of their agency to the
public and to the government. 1 am sure all of the voluntary agencies have a very
important role to play and wili be more vital in the future with the demands of
such acts as Developmental Disabilities. The voluntary agency always has and
must continue to be the Jeader in new dynamic programs and philosophies.
However, we must talk about the financial support, the public image, and the
role of the voluntary agency. We must talk about the basic structure as a volun-
tary agency in a factual way and not keep burying it under cliches. We need 1o
develop true cooperation with other voluntary agencies in the field through
complete seif-understanding. This cooperation often is stymied at a very delicate
point because we have neglected to discuss some of the basic needs of the
organization,

We need to clarify the functions of various members of our local voluntary
agency as 1o what roles they play. Here | am speaking of the roles of the
volunteer and the staff that pught be played in the new relationship between
public and private agencies. What is the legitimate role of the paid staff and what
is the functional role of the volunteer? At this point 1 am not simply talking
about policy versus administration but rather | am speaking of the active role of
each in this new relationship. It has always been my basic philosophy that staff
should primarily work with staff of other agencies and be concerned with plan-
ning or the implementation of plans. The staff should be the backup to the
volunteers, They should limit their committee work to staffing committees and
interagency staff committees and task forces. The volunteer, board member,
etc., should be encouraged and trained to participate as an informed community
or consumer representative on boards, committees, task forces or other bodies.
He should mainly relate to other 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, [egislative committees, boards of caunty
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 information and for
follow-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 100l we have 1n creating
true coopecation 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 experi in developing his agency’s relationship
with public agencies. He must be a neutral resource to the public agency with
information relating to the particular diagnostic category his agency is dedicated
to. For example, if he is an executive of an Associated for Retarded Children
unit, he must be informed 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 unit 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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situations where they are stymied by agency policies or agency commumcation
problems. [ have found many times that a director of special education o some
other public agency has come o me with a problem and states 1 cenmn dno
anythung administratively but your group d4s a private agency could help our ™ in
this case 1t 1s our obligation o venify the infonnation, to build the facts withonut
using the source and then brng 1t 1o the ztitenuon of the privale agency’s
policy-making board and pursue 1t through higher levels of the public agenicy In
this way we are able to use our consumer clout to help out staff in & public
agency setung. This 1v a very good way to build up good posttive stafl warking
relabionships. However, the voluntary agency should never allow themsclves 10
become a part of the burcaucratic ur political game We can only harm our
posiiion 1n the community by doing this and ilso become very confused n our
own role and goals.

CONCLUSION

[ would lthe to make the point that in the next few years we arc pomng 1o sec
a very dramatic and traumatic changing of roles, shifting of roles, shifting ot
legislative bases, smfting of attitudes in the voluntary agencies, and changing of
the whole role of voluntary-1sm 1n America. If ‘e are to see growth and develop-
ment in services for the handicapped on a meanmglul community, slate, and
national level, both the voluntary and Lhe public agencies will have 10 keep pace
with these changes. Fach one will have 10 develop new strengths and new roles
Each one will have to release some of jts former responsibihies This job will not
be easy to do, but we must make a start now as individuals concetned with the
developmentally disabled, whether we represent public or private agencres un
local, regional, state or nationa) Jevels. We inu:1 first undersiand our own ageir
cies and goals and then understand other agencies 1l we are 1o succeed n fhis
tremendous task.

WORKSHOP DISCUSSION

The lollowing is a review of certam fuctors that were brought out at 1he
DDA counference workshop tn which the foregoing paper was presenied. These
comments are being added to the paper in the hope that it will provoke thinking
in the area,

The major comments regarding the paper could be divided into twa distingt
areas. One 15 the nature ol the voluntury agencics involved i1 DDA planming, and
the other is the fulure role of these agencies advocates. These two puinis will be
trealed separately.

Several times dunng the workshop 1t was pointed out that the voluntary
agencies mvolved 1n DDA are parent groups. Trey have a background and nake-
up that has placed them in the direct service role. Theur basic strengths lie in the
participation of parents who needed a service for thewr own child. What the
pape! is implying 15 a change in the traditional role which wall be very ditlic it 10
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sustain without destroying the basic forces which caused these groups to be so
dynamic during the past 20 years. Thus, it was felt that the 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. 1t was hoped by many that the
agencies such as NARC, UCP and the Epilepsy Foundation would retain their
parent input and not become like many of the other health agencies which have
mainly staff with a community board of well-known individuals mainly for fund
raising purposes. This concept | support but 1 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 noncomimittal role
which would involve only a few professiona) staff. The writer feels that this may
be due to a lack of knowledge 1egarding the advocacy roles and a general lack of
knowledge in our overall membership. The voluntary agency has to know how 1o
be a true advocate and know what parameters may be involved. Several sugges-
tions were brought forth in the conversation in the workshop regarding this
topic. State and national units 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 1urn
would encourage these agencies to hire professional staff with talent that would
aid them in the move to the new role. It may be that for an executive director
they would lock for a professional community organization specialist or a com-
munity planner rather than a man with u traditional fund raising or direct
program background.

Reparding advocacy roles, it was emphasized that one of the first hmes a
voluntacy agency took the advocacy role on a large scale and won some ground
was during a Pennsylvania law suit regarding the right to education. It was
further pointed out that with the suit, even 1f they won the case, the problem
would not be solved. There would be a great need for advocacy to see that the
schools and state follow the suit and provide this quality programing.

Of great interest to me was the concept brought oul by one reactor who
represeated the Department of Vocational Rehabilitation. He pointed out that
departments such as his department, welfare and education all have their own
advocacy roles to help the clients get services from other departments and public
agencies to fill the gaps they cannot legally provide. This would indicate that the
voluntary agencies would have the help of a public agency in one area, yet they
might be criticizing that agency in another area. This is a very important fact 10
remember that both public and private agencies may have different attitudes and
philosophies in different situaiions, so we musl not look at any agency as “all
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 community as co-advocates and will have support of the general popula-
tion when it comes 1o improving services and programs Io the handicapped
population with which it is concerned. It's when the public in general becomes
concerned that we can expect {ruly dynamic movements in services for the DDA
population.
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Part IX
State Advisorv Councils

Editor’s Notes

Any new orgamizational entity—be it public or private—faces a whole senes
of problems in defining 1ts role and functions, its internal and external relation-
ships and 1ts operating procedures and policies. State advisory councis for the
developmentally disabled are no exception.

The membership of each council was selected by the Governors of the
respeclive states under general guidelines set down in P.L. 91-517. Despite the
wide varialion in size and makeup of individual state councils, each shared a
common set of problems including: (1) how to 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 establish and maintain a viable
working relationship with other state agencies responsible for delivering services
to the developmentally disabled; (4) how to organize itself to carry out its
mission; (5) how to determine service priority, utilize its limited grant resources
for maximum effect and evaluale the impact of its efforis.

George H. Bown analyzes the problems inherent m organizing state DDSA
councuds from his perspective as a council chairman. He points (o the notable
absence of directions on council organization in P.L. 91-517 and subsequent
federal regulations and guidelines concluding that this omission is wise given the
impossibility of developing a blueprint which would fit the pecuhar social, politi-
cal and historical consideration in all 56 jurisdictions. He sees the need for the
state council to function as a true policy making body but warns that existing
stale agencies may be threatened by such a development and attempt to turn the
council mto just another advisory body. Bown argues in favor of a clear legal
mandate for the council (either by state faw or executive order). He also dis-
cusses the variety of vesied inierests that are represented on the council includ-
ing the three major consumer organizational systems, the state bureaucracy, the
agency to which the council 1s administratively assigned, and consumer repre-
sentatives.
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One of the major operational questions which immediately taced many state
DDSA councils was: How do you distribute the state’s DDSA allotment among
the various competing interests in an equiiable and effective manner Gilbert L
Woodside attempts to respond to part of thts question in his paper concerning
the grant review process. He suggesis that the widely acclaamed peer review
system established by the National Institutes of Health may offer some guidance
for state DDSA councus. After describing the MIH system, the author discusses
several built-in conflicts of inierest i DDSA council decision making. He pro
ceeds to suggest several strategies a state council might follow-adapted from the
NIH project review syslem—in urdes to avoid conflicts of interest and provide an
effective grant review process.
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Organization of
State Advisory Councils

George H. Bown

INTRODUCTION

Noticeably absent in the Developmental Disabilities Services and Facilities
Construction Act is specific direction in the organization of State Developmental
Disabilities Planning and Advisory Councils. This 1s 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 Councy functional
without such specific direction, there would seem to be considerable wisdom in
such an omission.

The wisdom of an omission such as this becomes immediately apparent if
anyone attempts to evolve a blueprint 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 planning 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 Disabilities, Massachusetts was immedi-
ately prepared to begin the business of implementing the Act. Since 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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orgaruzational base for the permanent Councd, ar ahead of most states. Having
this tunming start and because of the unigque s L of circumstances surrounding
the inmbial implementation of the Act in Massachuseits, | have every 1eason (o
heheve the orgamizational systein set up in the Commonwealth of Massachusetis
10 be enough different from all other states 1o suggest that 1t could net be
considered a typical state. | would ulso believe thar the circums<tances giound the
development of each Council v cach other state are unigue enough to make
them also nontypical.

Thus paper, then, will not attempit 1o spell cut conerete suggestions For how
a Council should be organized. It will instead be developed on the assumption
that State Councis, as with any entity within a social system, ae subject 1n
Torces which shape and mold thewr internal urganzation, externdl relanionghps,
operational methodologles, and certainly their cfiectiveness This paper pre-
sumes that although these forces are in the mam genceric and umversal, the
extent of influence and umpaci they have on each separate junsdiction 1s highly
individuahized and upon being indwviduahzed ¢in be utitized by the states to
modify their existing organizational structuie.

We will look at historical influences, legal mfluences, politicel influences,
influences of vested mrerest and nfluences of consumensm. These aie not -
tended to be an all iclusive recitation of the rarces shaping and molding the
Planning and Advisury Councds for the Developmentally Disabled This miter
polation of forces inlo organicalional stralegy Yor State Developmental Dis-
abilities Councils will hopetully becomce the basis lor discusston in this sectien ol
the conference.

HISTORICAL INFLUENCES

Histoncally the bureaucratic system has become enamoured, al mcreasing
rates, with all sorts of advisory councils and pirucularly those imvolving con-
sumers. They have, however, pnimanly seen such Councils as advisory bodies and
not policy bodies. Under these circumstances, Ccuncis become a problem Lo the
bureaucracy as well as (o the indwviduals the Councils are intended to serve The
problems anise for both—not only because ot the mcreasing numbers of Councils-
but also because the Councils have begun to clamor for a policy role The
proliferation of advisory councils and their msistence on a policy vowe has led
many state governments and now the federal goverrunent to bzgin to reduce the
number, delimit their terms severely, and 1n many cases aholish them altogerher
The seeining paradox of gavermment encouraging increased citizen participation
while at the same hime seeming 1o challenge the existence of advisory councis
cannot help but raise questions in the minds of persons considering membeiship
on any Council, including rhe State Developmen al Disabilibies Council. Many o
these people also have had experience on other Councils and sull have the 1aste
of nonaccomplishment brought about by the “window dressing” defimition ot
their 1ole and function.' There cannot help but be questions raised as to whal
effect any new council might have on 1he destiny of the populatien a1 nsk

As a rather interesting aside, and in keeping with the rise and fall in tavor ol
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counctls 1 general, is the most habitual presumption that the State Develop-
mental Disabilities Council is an **advisory council” rather than a planning and
advisory Council. It should be noted, however, that although this diminished
role has been accepted in far too many quarters, particularly within the state
government, it does not seem to have been intended by the Congress. It would
seen the intention of the Congress was that the Council should, in fact, be a
planning and advisory council since all references 1o the State Council in the Act
use both words, “planning” and “advisory.” Parallel to the question about effec-
tiveness or lack of effectiveness of councils in the past is the increasing suspicion
with which both state governments and proposed recipients look at any new
federally energized program. Without belaboring the point, there would seem to
be some justification of this suspicion in view of the number of programs that
have been introduced to states with great fanfare but with less than an optimum
level of long range continuity.

Stil] 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 influence to maintamr their
viability independent of a State 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 evidence during the early 1960’s.

LEGAL INFLUENCES

Each state, in order to have access to the funds avadable under the Develop-
mental Disabilities Act, has had to establish a state Council and submit a plan.
Depending on the state, this 1s undertaken either through an act of the legisla-
ture or through an executive order. The extent of authority given to the Council
does not seem to be dependent upon whether it was an act of the legislature or
an executive order. [t is, however, crucial to the organization of the state
Council as (o 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 Disabilities Council is very careful 1o
use the words “shall advise™ when referring to any functions of the State Devel-
opmental Disabulities Council. This advice giving restriction even extends Lo the
development of a state plan, not by the Council for submission to the federal
government, but development for the submission to the state’s own Secretary of
Human Relations. The presumption being, then, that the plan js a plan for the
state government and not of the Council. Further, this state’s legislation is even
careful to insert the phrase 1o the extent feasible™ in the section that relates to

' Advice by a government official to an advisory board regarding their “proper role and
function.” “members ... ‘need nct feel they have to do something or nat do something . .
but (to use) the renure of their olfice to become wellanformed, to educate themselves . ..
to listen to what the professionals .re thinking about.” ™
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the responsibility of the Departments of State Government to cooperate with
the state Council.

In direct contrast to the tone of the above legislation 1s the executive order
of the governor of a populous eastern state. This order establishes concrete
responsibilities to the State Developmental Disabilities Councd and allows 1hem
reasonably autonomous operational opportunities. These apportunities imclude
reporling directly to the Secretary ol Health, bEducation and Wellare as 15 un-
plied in the Developmental Act and its regulations. The tone of this Executive
Order is best exemplified by the following quoie, “Council shall be entitled ta
call upon any department, agency, or office of the State of
for such documents, matenals, and information as 1t may
deem necessary, and shall be entitied to the cooperanon of every department,
agency, and office of the State of

Anvuther one of the {egal influences that one must addre s1n atfempting to
look at the organization of state councils is the legal mandate ol agencies v
councils which deal directly or indirectly with the developmentally disublec and
are currently in existence. Although the Developmental Disabilities Act calls for
the Developinental Disabisties State Counciis 1o undertake certain behaviors and
inplies certain mandates in working with other councils within the state, the
mandate does not take into account the legal responsibilities of the existing
agencies or councils. We cannot ignore the fact that fiscal accountabiity as
alluded to within the Act belongs sclely to the state government, except m the
unique circumstances which have established State Planning and Advisory
Councils as a separate legal enuty. Therefore, Council members must recognuze
that state governments have a specific legal responsibdity with regard to the
expenditure of money no matter how their review commiltees are set up or what
they think they are going to do with the expenditure of money A consequence
of such conflicting legal authorization may well provide a matenal nterference
in the functioning of the Council itself

POLITICAL INFLUENCES

To deny the reality of havmg the state Councils operate within a political
environment is pure folly. The Councils are appointed by the governor and 1n
almost all cases have their tenure controlled by the governor. The overtones ot
such a relationship were clearly articulated at a 1ecent meeting involving several
State Developmental Disabilities Councils and their staff. One participant at the
meeting, in discussing the politics related to the Councils, was quick to remind
everyone in atiendance that given cause, reasonable or otherwise, the Governon
would accept their resignation before 1t was submitted!

Since the State Plan and any subsequent ev:luations of the State Plan or of
the state program is a reflection on the state government, the possible imphca-
tions of a negative reflection on the state would have 1o be mterpreted as
negative statement upon the reigning political power. (Need we be rennnded tha
the developmentally disabled are usually not corsidered to be a powetful voting
block?) With this in mind, some fascinating dilemmas can be imagmed 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 represeniatives 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, toward relatively independent behaviors.
Even though there has been some coalescence of these divergent activities on a
national basis, the probability of immediate ecumenism an a iocal or individual
constituent level seems to be a great deal to ask. In effect, the organizations for
the retarded are to give up their preeminence established numerically, organiza-
tionally, 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 sometimes not so gente} 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 small step on the long road toward
having them eventually divorce themselves from the competitiveness nurtured by
the need of self-perpelvation.

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 to insure the continuation of their jobs. Although the question of self-
evaluation js 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 legal constraints with regard to the manner in which they
can evaluate another agency within their own system. Beyond the legal con-
straints, it would seem difficuit to imagine any bureaucratic system functioning
without closing of the ranks against those outside the bureaucracy. In effect, if
one is altacked, all are attacked—if one is vulnerable, all are vulnerable.

While considering the vested interest of the bureaucracy, it becomes appro-
priate 10 raise issues about the placement ol the staff of the Council as well as
about how the Council is administratively linked to the state 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 hinkage should
be at a high enough level to vommand the attention and cooperation of those
agencies represented on the Council. This linkage, in any event, should be con-
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sidered *in but not of’ the governmenlal systemn and the allegrance of the stafl
must be to the Council and nol to the agency.

INFLUENCES OF “CONSUMERISM™

Although the concept of the “consumer’ does not i itsell become an
independent influence in the organization of Councils, “consumerism™ when
taken in conjunction with other influences does. There 1s a self-evidenrt parallel
between consumerism and vested interest as described earher relating o the
consumer organizational system. The nature of the development of consumensm
has been due to the recurring reality of disappointing service delivery. This
would tend to encourage the consumer element of any Council to ook toward
the Developmental Disabtlities Act for immediate gratification of service detr-
ciencies. In effect, this establishes a contradiction to the efficient wtihzation of
monies available 10 any Councd and also to the interstitial nature of the legisla-
tion itself. The delicate balance necessary 10 maintain the consumer on a Council
as a viable decision maker has to be maintained by atiempting to define a new
role for and with the consumer {representative) as a straregist rather than a
seeker. Consistent with this new role, the consumer 1s squarely confronted with
the various bureaucratic or quasi-bureaucralic systems that have always confused
and confounded him in the past. The very nature of the jargon and the sureness
of the public and private providers of service 1n explaining their mussion would
tend to deny the consumer any comfort as an cqual partner in a discussion In
this case, the influence of the consumer becomes a null influence, by omission,
that can be rectified only through concerted supportive behaviors toward that
cOonsumer,

The same null influence of consumer unessiness can be carried turther by
attempting to look at the question of true consumer repiesentalion on the
Council. Before one looks al the absolute numbers of consumers 10 be rep-
resented on the Council or their assignment to committees or the like, the
question as to what is to be expected of the consumer must first be resolved
Does “consumer representation” mean (beyond the defimition i the regulationy)
that he should be truly representative of a majority of consumers and being
“representative” be incapable of competing as in equal 1n the strateges of the
planning process? Does it mean that we cannot have mentally retarded mds
viduals or severely physically handicapped ndividuals on the Council because
the ebb and flow of Council decision is beyond thew comprehension or the place
of meeting is inconvement for the handicapped”’ Does it mean that the Council
cannol use the input of the heads of marginal income households because the
meetings are held during the work day? Beyond the loss of income, do the time
and energy demands made of a Council member in preparing for and attending
numerous meetings suggest Council consumer membership must be drawn {rom
the “elite™?

The final point to be raised relating to consumer influence 1s the need for
recognition of the fact that sanctions for the organization of State Coungils
come not only from a pohtical side of srate governmem but also must be
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obtained from the consumer side of the state. Therefore, not only is the repre-
sentation question germane to our discussion bul also the question of how
effective does the consumer feel the Council is or should be. The history of
promuse 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.

CONCLUSLON

As promised in the ntreduction of this paper, little has been done to offer
concrete examples of how a Council should be orgamized 1f, 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 organizational strategies within the constraints or
advantages of their individual States. In conclusion, however, it would seem
appropriate to offer some geneial suggestions directed toward “*Qrganization of
State Advisory Councils™ which are as follows:

(1) Organizational emphasis of Councils should be placed on planning
and not on delivery of services or construction.

(2) Councils should be mainly consumers or possibly totally consumer
in their makeup.

(3} State Planning and Advisory Councils should be as independent of
the bureaucratic system as possible. A concept of “in but not of™ should be built
into any orgamzational system developed.

(4) The State Councils should be atfiliated, if affiliation is necessary, to
the highest level of authority within the States, preferably 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
embraces 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, be rruly adequate, and be under the explicit direction of the Council
only.

(8) There should be built into Council actwities a continuous “in-
service” training program for all members of the Council with particular atten-
tion to the needs of the consumer representatives.

{9} Inputs to the State Council should be broadened to the fullest
extent possible through all possible mechanisms including public hearings,
ad hoc membership, and committee appointments.

(10) There should be a continuous flow of public information from the
Council regarding activities of the Council to allow for the broadest community
response to the Council.
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ADDENDUM

The nature of the discussion following the presentation of the paper entitled
“Organization of Suate Advisury Councits™ was molded not only by the contents
of the paper but alse by the diversity ol the audience This diversity, while
encouraging mteraction, also led the discussien toward individual needs Lo be
heard. A fact also to be considered n review of the discussion 1s the problens
mnherent n conflict resolution when [ull discussion 1s profibited by the con-
stratnts of time and the need to hear from as many people as passible  The
discusston seemecd ta center around four mager areas ocluding national leade:
shup, the question of consumer tepresentalion on Councils, staft role and diree
tion, and individual state tmpiementation,

National Leadership

The question of national leadership was brought up directly os a0 major topie
of conversation as well as indirectly on severul occasions. One member ot the
group voiced the opinon that a great deal less contusion would anse ovar the
impiementation ol the Act if the federal government and its staf{ were to take o
more definttive role in laying vut the expectations of and lrom the mdivdual
State Councils. The response 1o this concern took the form of 1racmg the evolu
tion of the Act which placed particular emphasis on the concept of siates’ tights
lnherent in the concept of states’ rights was the responsibility for each srate o
evolve 1ts State Plan and strategies according to the states’ particular need:
Guidelines were intended to piven general duechon rather than speaitic preseny-
tion. The feeling was expressed that while more specific central direction would
be helpful in some areas, it would n the long run deprive the Siates and the
Counctls of thetr local autonomy and responsive ness

Consumer Representation

Considerable discussion was evoked by the suggestion n the paper that
heavier emphasis be placed witlun the Council on “consumernisin®. possibly 1o
the point of having the Councils made up totally of consumers The pros andl
con’s of such an approach were discussed with rarticular interest being expiessed
on the need for conupuing mservice trainng if we were 1o have aclive consumer
participation. Support was given to the parucipant who flelt that the intention of
the Act was bemg met by having a mux of State agency 1epresentatives and
prvate service delivery representatives, as well as consumers live and work to-
gether 1oward a common goul. The question ol true “consumer™ was ratsed as
was lhe question of the evolution of the sophisticaled consumes who might
overpower the unsophisticated consumer Inclusion or exclusion ol particular
types and kinds of representation on the Council were individuaily defende:d
without any particular consensus except perhaps in the area of reducing vested
mterest,

Staff Role and Direction
The group found the question of staft rode ind direction 1o be 4 particularly
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diverse problem although there scemed to be a vast difference between the states
in the management of this question. In some slates the question, “To whom is
the staff responsible?™ does not seem to have arisen since the Council Chairman
automatically assumed complete 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 direction of the staff. The feeling was
expressed that in these states the person controlling the paycheck controls the
employee: and since Lhe administering agency pays the siaff, it gives the direc-
tton. Some emphasts in Lhe diicussion was placed upon that section of the
regulatons which refers to adequate staffing for the Council, with the implica-
tion being that the phrasing of 1hat section of the regulation could and should
invest m the Counci responsibili'y for the direction of staff.

Individual State Implementation

Although individual “*show and tell” 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 renforce their description of statewide participation
and training. It was also felt that coalescence of regional planning activities made
for a sironger “‘grass roots” State Plan which was much more reflective of both
consumers and generalized Stale needs.

Another reference to coalition was coupled wath the need to reduce vested
interest by the various consumer groups. It was suggested that by joining forces
the various consumer factors might efficiently direct their energies toward
mutually supportive behaviors such as legislative change.

One additional area was clarified both through interpretation and discus-
sion. In the presentation of the paper there seemed 10 be the impression con-
veyed that planning was interpreted to be in opposition to the provision of
services. This was not intended and the group {ound that concept of planning for
services much more acceptable. They did, however, seem to emphasize the need
for a planning strategy rather than having Councils move loward an exclusive
service delivery type of activity.
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Project Grant Review
At the State Level

Gilbert Woodside

The Developmental Disabilities Services and Facilities Construchion Act
(P.L.91-517) offers a multipurpose and multifaceted Federal grant-in-aid
approach to the strengthening and expansion of services for developmentally
disabled persons. The variable grant formula to states can be used for planning,
admunistration, delivery of services, training of personnel, demonstration, and
construction of facdiues. The diversity of use, while highly advantageous in the
scope of activities covered and 1n the potentially flexible use of allocated funds,
poses difficult problems of qualny control in project grant review.

NiH PEER REVIEW SYSTEM

The wadely acclaimed peer review system of the National institutes of
Health may offer some guidelines in this regard, but the underlying processes
and modes of funding are vastly different. Some programs within the NIH such
as the now lerminated construction grants for Mental Retardation Research
Centers, bear striking similarities to the University Affliated Facilities construc-
tion program. In such instances, or in the special projects section of the Develop-
mental Disabilities formula grant programs, the procedures and principles of the
NIH review system are clearly apphcable. However, the distribution of formula
grants through State Planning and Advisory Councils and designated state agen-
cies to a variety of ehgible parucipants, 1s another matter. Here, priorites,
special inferests and political pressures may influence the review system and
hamper s effectiveness. Because of these differences, each dimension of the
problem wall be considered independently.

The NIH research program, despite its heavy accent on basic research in the
biological and behavioral sciences 1s nevertheless, a mission-oriented program.
Everything we fund must be health-related. The Institutes are charged with
finding solutions 1o specific diseases (arthnins, infection, allergy, cancer) or
organ system problems (heart, lungs, eye, dental). Mare recently established
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Institutes have more broadlv delined mussions, such 4s child health and human
development, and environmental health.

Establishing new Institutes or increasing the budgets of exishmg oaes dre
two visible ways of setting national prionities Many (actors contribute 10 this
process—concern regarding 8 major natiwonad health problen, the interest of the
scientific commuruty, the pressure ol consumer groups Comgiessional and
admunistration responsiveness Diverse conseq tences Flow [rom the connritinem
of fiscal resources to new program priontes At ihe Federa) level, expert statl 15
recruited, peer review groups are formed, and natwngl advisory councds are set
up 1o promoele goals and advise on pobcy Within uvinversities, depariments niay
assign laboratory space to thy new prionty ani scienlists may shifi the direction
of their research. How extensively sciennific interests may shaft, or at least ap.
pear to, 1s partty a function of the availability of other sources of grant support
The large number of research taculty supported by Federal funds dictates 4
survival philosophy by going where the money 1s, but 11 also serves the posiiive
function of diawing manpowcr resources 1o prionty problem solving Th s tech
nique, as will be noled later. may be applizu in the state’s distnbution of the
tformula grant,

At the NIH Institute level of operanon, the contiact mechamsin s one ol
the primary tools [or implementing prionties. Within the regular grant program
of a broad research mission, such as child he.lth and human development, the
range of possible prajects 1s almost inflinite. ‘The Institute musi accepl what
comes to it for review and has little mfluence aver spectfic directions, except as
stall, through consultation and programmatic effort. can encourage certain proy-
ects By contrasl, the contract—-in the nost simphstic terms-1s an agreement
with an investigator to carry out a research study the lnstitute wants dore The
level of invulvement of Institute staff may range from true collaboralion 1) mere
supervision of contractual tenns, but the important point s that funds can he
directed toward specific prionties These pronties may alse b affeced by
outside concerns, but staff input bears more heavity on the vutcome Another
obvious means for stimulating activily 1n a specific area 1s through carmarking ot
funds.

PRIORITY SETTING

The very comprehensiveness of the Developmental Disubilities program and
the variety of nterest groups it serves, greatly complicate the prority setting
task. Compelilion belween groups 1s inevitable when all must share 4 common
resource pool and when the pool 1s insufficient to the total need The require-
ment that consumers be represented on advicory councils does not guaranive
impartiality in pronty determinations. Peckong orders are bound fo emnerge
when well organized, politically influential groups such as those concerned wilh
mental retardation and cerebral palsy, are paind with other disabifity groups In
thus alliance, there is the danger that the convcept of developmeniat disubilities
may be subordinated 1o the specilic categones subsumed under its winbrela,

The inciusion of state und local agencies and nongovernmental urganizations
on ihe State Council further comphicites prnicnty setling. The Council s and
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should be responsible for program direction, development and growth. Since the
grant program buids on existing services operaied by these agencies, they are
clearly the best informed on what is available and what s lacking. Yet, 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
demonstrating need, may dictate priorities.

Despite the potential conflicts this structure presents, the concept thal plan-
ning must be a continuous process involving agencies and consumers at all levels
is 2 sound one. The review and approval of State plans by the Secretary through
the Regional HEW Office adds an objective dimension to the process, but offers
only partial quality control. To properly evaluate such plans for merit calls for a
broad range of professional skills, up-to-date knowledge on research, social-legal
trends and innovative programs and delivery system know-how. Few regional
offices have sufficient manpower to effectively carry out this role. Furthermore,
as staff members for the granting agency, they may be vulnerable to conflicts of
interest and subtle political pressures. One pussible way of assessing the merit of
the state plan and the validity of the priorities identified, is to establish program
review groups at the regional level composed of professionals of multidiscipli-
nary backgrounds who are not members of the State Counci and a proportion
of whom reside ouiside this region. Members, of course, would be excused from
reviewing 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” bring
in fresh ideas.

Modification of Council composition at the state level would also be helplul
in avoiding the internecine conflicts that may occur. Professional members fiom
outside the state could become *‘arbitrators™ when necessary and possibly mini-
mize the perpetuation of programs by vested interests of agencies or depart-
ments. These suggestions are nit foolprooi ways of objectufying the planning
and prionity serting processes, but they should help to externalize the evaluation
process and reduce conflicts of interest and political influence. They approx)-
mate, in principle at least, the dual review sysiem of the N1H, separating the
assessment of program meril (bv the progran regional review group) from that
of planning and policy making (State Courncil) and adding review personnel
outside of the system under review.

The determination of priorities 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 of services they recewve and who provides
them, as well as what facilities and resources are available. Client data are rarely
available, since (ew reporting systems designate their clientele by disability cate-
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 to assess the prevalence of
various types of disability. It would be clearly wasteful for 50 states to replicate
one another's efforts. The special projects funds reserved by the Secretary under
this Acl, may be a better mechamism for this purpose. Sufficiently precise data
for planning are already available on urban-rural and social class prevalence and
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incidence in mental retardation. Through carefully designed studies and sampling
procedures, similar data could be obtained on other disabihties. Epidemiclogical
studies of this type clearly satisfy national significance cnitena and could provide
a reasonable basis lor each state to determine need, program duection and
distribution of tunds.

Other baseline nformauon regarding agency tnvolvemeni and facilibies 1s
already avallahle in many stales because of eather legislation relative to planning
and construction of facilities for work 1n mental retardaticn This infonnation
needs to be updated and expanded to tndude other cisabilities, and the
machinery for 11s collection 1s 1n some stales »ull viable. The data could povide
a usetul starting pownt for planming and advisory councils i evaluating the
growth and quality of services, program innovations and unmet needs

Al the Federal level, the special projects g.ants offer excellent opportunieies
for implementing priorities and developing delivery system models on new serv-
ices that states could emulate. The National Advisory Council, because ol s
charge to evaluate the effectiveness ol programms on a national level in carrying
out the purposes of the legislation, 15 1n a unique postion to identily the need
for promising and new approaches and where they might be developed, tried and
tested. [n briel, they could establish prionties and invite grant applications or
contract proposals responsive to their interesis. The NIH, as noled earher has
used the contract mechanism with considerable success to stimulate research
activity tn specific areas. Often, 1t advertises ns interests 1in the Commerce Busi-
ness Daily and 1ssues a Request for Proposals (RFP) which sets torth in fairly
precise terms the aims and scope of the siudy proposed. Not uncommonly, imn
REP generates a Muny of research grant apphcations as well as contract pro-
posais. It is an excellent way of publicizing the interests of the funding agency.

PROJECT APPLICATION APPROACH

The state plan must satisfy certain requirements of effectiveness n 1ts distri-
bunon of funds to siates and local agencies. Assurances are also required that
some of the funds will be allocated to local groups, that standards will be
maintained, records and repons kepl, and povarty areas afforded special consid-
eration. The project application approach, as discussed above, can be utilized ai
the state level as well. Clearly, a major part of Developmental Disabilities funds
will be used by the major state agencies for planning, admirustration and dire:t
delivery of services. The concept of public responsibility for disabled chridren is
well established and in probably all stales, the states are the primary providers of
service. Nevertheless, there is un unportant rol: for the voluntary agency in the
areas of family counseling, homemaker services, foster family and group care,
adoption and similar services. More important, the voluniary agency can be
highly flexible unlike the public agency whose policies and regulations are dic-
tated, and sometimes conslrained, by Jegislative authority. These voluntary
agencies have a capacity for experimentation sorely needed in uncharted areas
concerning the developmentally disabled. Their resources should be 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 Siate 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 consultative 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 consultaiion, academia, state
personnel, or the staff of the granting agency. The important consideration is
that individuals involved in the application development process do not review
the proposal once it is submitted.

The NIH project review sysiem does not 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 15 freely provided. Where such contact is made with the snvestigator, he is even
invited, if he wants to, to send in a draft proposal for staff review before
officially submitting it to the NIH Division of Research Grants. There are self-
evident hazards in thus proces. for applications that fail to pass scientific
scrutiny, but scientists are aware that consultation, whatever its source, 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 scrupulously separate from the technical assist-
ance to the grantee outlined above. Once the application is formally submitted,
it is assigned to a Study Section for primary 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, the 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 proximal to the applicant. These zealous protections against conflict 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 has been rendered by the primary
Study Section, its conclusions and recommen-iations are presented {o the Insti-
tute’s National Advisory Council for further review. This review include: scien-
tific merit but is concerned primarily with issues of polwy, relevance to the
Institute mission, and to some extent, program prionties Council also has the
option of questioning the recommendations of the primary group and the uade-
quacy of the review, but this option is judiciously, and thus infrequently, exer-
cised. The recommendations of the Council are advisoty to the Direcror. NIH,
except that no grant application can be funded without Council approval,

Some of the proposals ate approved und funded, others are approved but
cannot be funded, and mmany are disapproved. In alt of these snuations, staff
contact and responsibility may be reinstated. I unded grants are assigned to staff
for management and for evaluation of progress as evidenced through iegular
reporting procedures. More intensive participation may take place at this time
for project renewal. For the grants that are not funded, staff. upon reques: or by
its own initiatrve, may share with the investigutor the ¢ntique of his study and
otherwise help him to formulate a revised proposal, thus further enhancing the
quality of the scientific enterpnse.

This capsule version of staff-Study Secrion—-and Council responsibilities
indicates the interrelated and complementary nature of the grant review system.
While staff is by design not 4 part of the evaluative process per se, its 1ole
preliminary consultation, administrative management and followup, 1s obviously
essential in carrying out Institute goals. By 1he same token, sciennfic review
alone, without reference to policy, mission or prionities is less likely to achieve
agency objectives.

All of these elements, with modification, would appear applicable to project
grant review at the state level 1t 1s economucally unfeasible for states to set up
an elaborate structure of Study Sections and piobably unnecessary to do sa. But
some kind of primary review mechanism, incependent of the designated state
agency or Adwisory Council, would appear essential. Conflicts of interest are
likely to anise when a single body 1s responsible for planning, program direction
and growth, review ol projects and evaluating 11s own state plan. Such potennial
conflicts would probably be most apparent armong consumer members aid the
state agency beneficiaries of the program. The use of a subcommittee of 1lie
Council, supplemented by ad hoc members does not fully sansfy this concern,
nor does the review by staff of the administerirg agency.

It would seem advisable to establish a project grant review group whose
members represented different disciplines and various aspects of delivery svstems
and who were drawn from unwversity setiings and public and voluntary agencies
at all levels of governinent. The swe of the gronp should probably nor exceed 15
and should rely on adhoc persons to supplement group expertise. Meetings
could be held 2 - 3 times per year depending on workload and should be coordi-
nated with Advisory Council meetings. Financial support for such a group, in-
cluding site visits where needed, could probably be charged to administrative
costs under provisions of the Act,

The independent review systemn has certain built-in advantages. It protects
the Councd and admunistering agency from undue pressutes by political and



Conference Proceedings 503

consumer groups and alieviates adverse criticism. It provides for more expert
evaluation because members can be selected for their special knowledge and
competence. Limited terms of membership could be established. This would
help in preventing the development of an entrenched “'in group.” Many projects
will be of fairly long duration; for these, interim shori-term review can provide
an ongoing mechanism for qualuy 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 reviewed by Council or staff. Conflicts of inter-
est, potentially very damaging to programs of this kind, can be greatly mini-
muzed.

The Developmental Disabilities legistation offers an unparalleled oppor-
tunity to strengthen and extend existing programs and to expand services into
new and promising aceas on behalf of many groups of heretofore relatively
neglected groups of children. To fully exploit this opportunity, however, an
administrative structure is needed to insure efficiency of operation, program
effectiveness, mission-oriented activity and the assessment and implementation
of program priorities.

A system for project grant review, designed to safeguard the quality of the
program, is an essential part of this structure. The suggestions outlined above
could contribute to this goal.

DISCUSSION OF THE PRECEDING PRESENTATION

Most of the discussion centered about the practiculity of the above sugges-
tions, especially in view of the fact that the Developmental Disabihties Program
is so new. Concern wus expressed over whether in some states there would be
enough qualified people to serve on the recommended imitial review groups.
Some state representatives felt that with the little money available at the present
time, it would not be feasible to set up initial review groups which would send
recommendations to the State Council. Short deadlines were also cited as rea-
sons for not providing mitial review by experts at the present time. Many indi-
cated, however, that the idea should be given serious consideration when budgets
became sizable,

A staff member of one State Council indicated that the review of applica-
tions was conducted excluswvely by the State Council. This took the form of an
initial review by a subcommittee of Councid which then presented recommenda-
tions Lo the full Council. If a subcommsttee member felt that the discussion of a
given project represented a con-lict of interest, he could remove himself from
the room durning the deliveration. No decisions were reached without consensus
of all members of the subcommittee. Each application was read by a primary
and a secondary subcommittee member who were chosen at random. Final
budget negotiations were delegated to staff with instructions that if after such
negotations uncommitted money remawned, they should search cut new projects
for funding which reflected agreed upon prionities: geographic distribution of
DDA funds and services; state priority listings as determined in their state plan:
needs of clients and the regions for additional projects and the possibility that a
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project submited and not Tunded had the potential to be reworked to a pont
where 11 could be approved and had the capability ol delivering the service 1f
approved.

This same State Council arnved at two important decisions (1) the ad-
vocacy role shoutd properly be funded through the volunteer agencies, and () a
“grants wriling seminar” should be conducted prier to the next grants applica-
fton time. The major aim of the grants wnting seminar is to help the less
sophisticated potential recipients of funds to lcarn how to write a good apphica-
tion

A Council member from another siate agred with the advisability of having
the initial review done by experts who are not members of the State Council but
indicated that at the present time such a mechanism 15 not in vperation. Initial
summaries ate now prepared by staff and forwarded to all committee members.
At the same time, applications and summaries are sent to four groups who have
the night to comment on them but do not have the right of velo. These are.
(a) the appropriate state agency (special technical assistance may be requested
and/or provided by these state service agensies), (b) regional plannung group
review (the regon selects priorities and make: recommendations), {¢) technical
assistance (by staff o1 based on agency respanse), (d) outside professional reader
help (to get objective reaction o proposals this 1s optional and s used tor
appropriate selected proposals). In addition ta review by the four groups hsted
above, staff of this Council meel personally with applicants who wash (o discuss
their proposal. Finally, a suimmary is prepared by stafl. Proposals aml [inal
summaries are then presented to a subcommiitee of the Councd known as the
Proposal, Procedure and Review Committee. Members who may have a vested
interest 1n a specilic proposal(s) are excused [rom commitiec deliberation and
discussion of that proposal(s). Optional use ol outside readers on selected pro-
posals is possible. The committee uses a ranng schedule and dis usses each
proposal. Finally, it prepares recommendations for the State Council.

Ensuing discussion brought out the fact that a number of Stare Councis
operate in substantially the manner outhnec above. Many Council members
expressed concern over the problem of how to prevent the “‘rich getting richer,
and the poor getting poorer,” as a result of the distribution of Developmental
Disabilities funds. Suggestions included (a) having staff meetings in rural areas,
(b} sending program information to a very large list of possible applicanis, and
{c) holding grants writing seminars.

A gstaff member from a thurd State Council indicated that the review of
applications was substantially the same as that of the first State Councid men-
tioned in preceding paragraphs.

An overall summary of the impartant points brought out in all 3l the
discussions included the following points made by the Chairman.

1. All programs and plans for disinbuling lunds are very new und all
State Councils were faced with an almost impossible task of devising wavs und
means with very short deadlines.

2. It 15 very tmportanl lo provide mitial review of all applications by
experts who are not members of the Slate Council.

3. This mitial review group should report to the Council and the Coun-
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cil must make the final decisions.

4, Staff should discuss each dizapproved application with the applicant
in an effort 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 1t possible
to serve all areas inciuded under Developmental Disabilities. The chawrman
granted that establishing a proper balance is extremely difficult but cautioned
State Councils not to allow their individual self-interests to make them ptovin-
cial.

7. The chairman concluded the discussion by stating his conviction
that he has seen lots of evidence that state groups are developing real sophistica-
tion. He is optimistic about the future of the Developmental Disabilities Pro-
gram.
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Part X
[nnovative Programs and

Sources of Funds

Editor’s Notes

In addition to serving as a general forum for learning about the philosophy
and operation of the Developmental Disabilities program, the planner of the
National Conference viewed it as a marvelous opportunity for members and staff
of state councils to share experiences and viewpoints. This objective clearly was
achieved through the many informal contacts which took place among the
nearly 800 conference participants.

Besides these informal snterchanges, William Allen Ziegler, Jr. presented a
paper summarizing some of the more interesting and innovative ways states were
using DDSA funds to accomplish their objectives. Among the specific projects he
reviewed were (1) the development of a statewide system of protective services
for DD clients 1n Ohio; (2) the establishment of a statewide information and
referral system in Louisiana, (3) the creation of a DD coalition in New Jersey;
(4) the launching of community alternatives to institutional care in Washington
State, Georga and Monlana, and (5) reaching out to the American Indian popu-
lation in Colorado.

Given the lumited funds thus far available through the DDSA program, the
age old question of where to find adequate resources to meet the needs of the
developmentally disabled was a constant source of conversation at the November
conference. Tadashi Mayeda's paper on ‘“Little Used Funding Options” s
addressed to this question. He discusses a number of possible avenues for sup-
porting DDSA activities through the U.S. Departments of Housing and Urban
Development, HEW, Agriculture, Defense, Interior, Labor, Justice, Commerce
and Transportation as well as the Veterans Administration, the Civil Service
Commission, the General Services Admirustration, the United States Postal Serv-
ice, the Appalachian Regional Commission, the National Science Foundation
and ACTION. Numerous examples are included of how these various programs
have been used by wnnovative and imaginative administrators to aid the develop-
mentally disabled. The author also suggesis 12 guidelines to follow in seeking
funds from departments or agencies not usually associated with developmental
disabilities programs.
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New and Successtul
Programs and Projects

William Allen Ziegler, Jr.

INTRODUCTION

I[n the last ten years significant progress has been made in improving and
expanding services for the mentally retarded. Many states have begun to develop
an array of community-based services to diminish 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 everyday activities of community 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 private sector
have to be cultivated. The recommendations of the President’s Panel on Mental
Retardation provided the framework for such progress in the carly 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 initial 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 Services and Construction Act of 1970 (P.L. 91-517) that the
groundwork for a full partnership relationship was completed. P.L. 91-517
broadened previous legislation (P L. 88-164) by: (1) 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 with greater
respoansibility for planning and implementing 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 1s to provide a few dlustrations of innovative uses of Developmentat Disa-
bilittes funds.

FILLING GAPS IN SERVICES

One ol the basic premises underlying the legislauon s that DDSA funds
should be used to plug up existing gaps in a stute gystem of delivering services to
the developmentally disabled rather than simply supplant ongomg efforts.
Several junisdictions have demonstrated the viability of this approach by using
federal dollars to demonstrate new and successful models of the delivery of
services to developmentally disabled clients.

Ohio 15 a good illustration of this approach. Soon after i1s establishment, the
state DDSA planning and advisory council desgnated protective service for sub-
stantially disabled adults as its highest prioritv area of interzst. About this same
time Governor Gilligan signed into law a bill which authorized the development
of a statewide system of protective services. The Division of Mental Retardation,
working with the State Developmental Disabilities Council, designed a case man-
agement module which encompassed case management, protective services and
personal advocacy -- plus auxiliary services of information and referral and
follow-along.

DDSA funds are now being used as leverage money to get this innovative
new systemn off the ground. The state agency 1s adminustering the case manage-
ment and protective services programs while a coalition of voluntary groups is
carrying out the advocacy portion of the plan.

The delivery of services will emanate fron. the state’s zcnal centers Lach of
these 12 regional centers will have a trained protective service specialist who will
be directly responsible to the protective service admunistrator in the central
office. Therefore, the monitoring systern will be divorced from the delivery
functions of the Division of Mental Retardation. These workers will assist the
developmentally disabled individuals to manage themselves and theu affairs. To
accomplish this gargantuan task, an array of services will be provided outreach,
counseling, case auditing, guardianship, legal intervention, follow-along, and case
management. A computerized tracking system wll be utilized to provide effec-
tive information and referral and follow-along services.

» For several years, the consumer-oriented organizations have played an un-
portant role in developing Ohio’s protective services and citizen advocacy pro-
grams. In 1967, the Ohio Citizens’ Commuttee for Mental Ketardation Planning
launched a protective services project in three locations which has since been
admunistered by the Division of Mental Retardation. The monumental proteciive
services and public guardianship bill was speiurheaded by the Ohio UCPA and
ARC with support from the Diwvision.

Representatives from the Ohio Associarion for Retarded Children, the
Epilepsy Foundation and the Umited Cerebral Palsy Association will be entirely
responsible for the advocacy function of this module. Guidelines have been
developed and a pilot project has met with initial success. This year the con-
sumet interest groups will be supporting a2 limited number of personal advacacy
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projects and employing a director to assist in the statewide development of the
advocacy systerm.

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 disabled.

ACCESSING THE SERVICE SYSTEM

There has been a growing national awareness of the need for improved
access to information on generic and special services available to mentally re-
tarded children and adults. The importance of timely, accurate information on
service resources is not restricled to parents and interested community groups
but also includes state agency officials. Lowisigna 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 wul be the designated staff members
in a varicty of generic health, social and educational agencies throughout the
state, These staff members will be trained to serve as their agency’s speciatist in
information and referral services for the developmentally disabled and their
families.

Besides the instruction and development of the staff, the DDSA funds will
be used for: (1)the preparation and publishing of a statewide directory of
services available to the developmentally disabled; (2) 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 to 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 firm to design and implement this computerized information
and referral system. In instituting this program, the firm will be responsible for
the initial training and development activities.

The consulting group will also prepare the directory of services available to
the developmentally disabled. This directoty will include, as a minimum, the
following data: (1) the identity and location of services; (2) the description of
the available services; (3) the rcferral 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 initial federal comprehensive
mental retardation planning legslation (P.L. 88-156). ln addition, two local
information and referral centers were instituted under the aegis of this act. The
results of these activities have demonstrated the feasibility of creating a state-
wide information and referral network.

A project in Georgia provides another excellent example of how DDSA
funds can be used for impact on cther potential generic service systems. Through
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a DDSA grant a therapeutic recreation consuliant has been added to the wtall of
the Georgia Department of Natural Resources. The program has been designed
to: (1)evaluate the recreational needs ol the developmentally disabled
(2) develop local recreation programs for this segment of society ' {3) recrint and
train recreational specialists for the developmentally disabled (4)establish
recreational standards for this group, and (5)»work towards eliminating archi-
tectural barriers in public facilities.

FORMING NEW DEVELOPMENTAL DISABILITIES COALITIONS

As outhned 1n the repoit of President Kennedy’s Panel on Mental Retarda-
tion, coordination and planning are essential elements of the orgamizalion of
services 1n any system. Coordination can only be accomplished through com-
municdtion, cooperation and clear lines of authority

The New Jersey Commltee for the Developmentally Disabled, a coalition of
voluntary agencies representing and/o serving the developmentally disabled, has
capitalized on this concept and is operating a» an efiective adjunct 10 the state
DDSA Planning and Advisory Council. The Commttee is composed of repre-
sentatives from the New Jersey Association for Retarded Children, the United
Cerebral Palsy Association of New Jersey, the New Jersey Chapter of the March
of Dimes, the New Jersey Epilepsy Foundation, the New Jersey Association for
Children with Learning Disabilities, and the New Jersey Easter Seal Society lor
Crippled Children and Adults.

Pomardy, the gioup coordinates planning and program activities of the
member voluntary agencies to best serve the interests of the state’s develop-
mentally disabled. The Conunittee’s project courdinator, who was employed
through a DDSA staffing grant, works closelv with local organizations to help
design the most comprehensive program, to ind new funding souices, and to
avoid duplication ol services.

A second DDSA grant has heen awarded ‘o the Comnultee for the develop-
ment of a statewide, computenzed information and referral system which has
stumulated the interest of other voluntary grouos to join 1n the endeavor

Although the Committee 1s only represented by groups from the private
sector, staff members of the state DDSA Council do patticipate i the Commniit-
tee’s meetings and vice versa. This haison has fostered an elfective commumca-
tion hnkage. The state agency has become aware of the consumers’ needs and
priorities and, in turn, has been able to transnut 1ts goals and objeciives (o the
representatives of the developmentally disableo.

The creation of the Committee stemmed from early planmng for the
implementation of P.L. 91-517 in New Jersey. The Mental Retardation Planning
Board, the predecessor to the New Jersey DDSA Planning and Advisory Councll,
felt the need for informing the public of the “DD concept.” Therefore, repre-
sentatives of the Board and consumer agencies held a series of fonnal and n-
formal meetings. At the conclusion of these sessions, the voluntary agencies
determuined that they had a need to continue this interaction in a formal manner.
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STIMULATING COMMUNITY BASED SERVICES

As indicated above, one of the basic concepts underlying the Developmental
Disabilities Act was that service should be delivered to retarded clients just as
near as possible to their home communities. California is an example of a state
which has been pursuing the goal of community-based services since the early
1960’s.

Two regional centers were established as an outgrowth of comprehensive
statewide planning in 1963-64. In 1968, the Californig legislature directed a
study of the program and services available to the state’s retarded population.
The Lanterman Mental Retardation 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 retarded individuals. The Lanterman
Act, among other things, called for the completion of a statewide network of 13
regional centers. Each center serves as a fixed point of referral in the community
to coordinate the continuum of services to the retarded person.

A major portion of Califoinia’s DDSA allotment is being used to supple-
menl state funds in order to complete the development of regional centers. The
four newest centers will serve niot only the retarded but also all developmentally
disabled individuals. Al of the venters are operated by private, non-profit, local
organizations with a full professional sta2ff. The services are provided without
charge and include: diagnosis, counseling, case registry, guardianship, case man-
agement, and follow-along.

California’s regional centers are beginning to provide retarded persons and
their families with an alternative to institutional living.

CREATING 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
ganed popularity over the past few years, is the group home or hostel. Rather
than carting off retarded persons in need of residential service to some distant
custodial institution, the group home concept stresses the importance of mamn-
taining the individual in a small, community-based residence where he will have
an opportunity to participate tn school, vocational training, employment,
sheltered work or developmental activities.

The State of Weshington has been a forerunner in the development of group
homes. For example, three small apartment-type houses have been in operation
for the last three years at Fircrest School just outside Seattle. This alternative
living situation was designed to train retarded clieqts in the basic skills of com-
munity living.

The Office of Developmental Disabilities, the state agency responsible for
community and residential programs for the developmentally disabled as well as
deaf-blind programs, now has broadened the halfway house concept. One apart-
ment complex has been converted to serve retarded 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 1s being supported through a fed:ral grant under Secifion 4a(l) ol
the Vocational Rehabilitation Act, under funding authornty admimstered by
HEW’s Division of Developmental Disabilities.

The program will serve two populations of deal or hard-of-hearing individ-
uals: the mildly and moderately retarded and those persons from culturaly «r
service deprived environments. Primary consideration wijl be given 1o istitution-
alized, deaf retarded persons.

The participants will actively engage in the (rayning program for a | 2-month
period with major emphasis being placed on the conversion of basw sell-care,
vocational and practical academic skills into niethods for surviving 1n an urban
community setting. Role playing, group discussions, private counseling and spe-
cial classes will help prepare the clients for independent Iiving. A local com-
munity college also will offer adult education classes in ““Survival Behavior” to
the group.

Only in isolated instacnces will the facilities and services at Fircrest Schaol be
Jtilized, Every efforl will be made to have thes: handicapped persons pertorm in
the community—recreation, shopping, banking, and health services.

Community services have received formal endorsement in Georgiz with the
recent enactment of mandatory community services legislation S.B. 347y The
purpose of the law is to authonize the developrent of community alternatives 1o
lotal institutional care.

To begin implementing this legislation, the Division of Mental Health in the
Georgia Department of Human Resources has designed a plan for a nelwark of
group homes throughout the state, Imitwally only thuteen residences will be
rented or leased; however, the division ultimatzly plans 1o expand the program
to 300 group homes.

The first phase has been partially funded through a DDSA grant. One gioup
home will be opened in each of the state’s 13 health district and wali be aperated
under the supervision of the district mental health chief. Each project will he
established in a locality with suitable recreational, work, educational, and tram
ing activities.

The target population for the initial homes will be midly and moderately
retarded children and adulis who are presently institutionahized. Every activity
in the program will be directed towards stmulating a typical family environment
Each client will participate only in his or her work, education or trawning pro-
gram outside of the home and return i the allernoon for recreation, household
chores, or other group activities.

Montana has utilized three different HEW funding mechamsms to mple-
ment a preschool program for children who exhibit learning disabdities and/ct
physical handicaps. The HEW Division of Developmental Disubilities admirusters
two of the funding programs used m the progran—DDSA formula grants and the
Hospital Improvement Programn (HIP).

The program is designed for children, 3 to 7 years of age: (1) to determne
each child's full potenuial: (2) to help the child develop to his fullest potentiy;
and (3) to prepare the child for appropriate school programs in his community
when he reaches school age. The preschool curriculum consists of motor skills
development, speech and language development, and socialization and sel”-help
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activities.

Since some of the children must travel great distances to attend the pre-
school, arrangements have been made to provide community-based housing for
them. This 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 ancitlary 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 parents.

The third funding source is Title {11 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 ¢ntire project. The Montana Division of Mental
Retardation sees this triple-funded preschool program as a prototype of a much
morte comprehensive community-based service delivery system,

SERVING SPECIAL TARGET POPULATIONS

Due to the clear linkage between poverty and cultural-familial retardation
among poor, deprived subgroups in our society, the Developmental Disabilities
Act places special emphasis on reaching out 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 1n the state plans what steps are being taken
to serve the developmentally disabled from poor families.

A project for the Ute Mountain Indian Tribe, which 1s located in an eco-
nomically depressed area of Colorado is a unique example of how one state js
attempting to make services available to a group that was unserved in the past.
The project’s primary purpose is the implementation of an eatly intervention
program for the Ute Mountain children under three years of age in 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 to fit the surrounding culture. In order for the
educational system to be effective the new patiern must be adapted to the
youths’ everyday culture,

Initially, interaction with outside agencies was slow; however, a rapport has
now been established between the two cultures. The external groups are assisting
in developing new funding sources, legislation and other resources essential to
the project. In 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 state and federal agencies and cor sumer groups are participating n
the project.

The program s apily titled, “*A Return 1o Cultural Dignity.”” As the program
develops, the tribe will be able to understand more fully the other cultures, 1o
resolve community problems, to deter economic depression and to stimulate
cultural respect and learning within their own chiidren.

For the continuation of the project, the HI:W Office of Child Development,
VISTA volunteers from ACTION, the John F. Kennedy Development Center
outreach program, and other tribal, comnmunity and state agencies ase projected
as future funding and manpower resources. [t is hoped that the Ute Mountain
project will be not just another early intervention program but also 2 demonstra-
tion of an acculturation process with national mipact.

CONCLUSION

During the past decade all levels ol government, along with the private
sector, have joined in orchestrating eflective end cooperative programs n the
community for mentally retarded children and aduits. Concerted effort has been
concentrated on developing new federal, state and private funding sources. Al-
though the DDSA formula grants have been limited, there are a number of
examples of how these monies have been used to fill gaps 1n services, to launch
innovative, new programs and to attract other dollars and manpower and mate-
tiel resources necessary for continued program expansion.

For a program for the developmentally disabled to be labeled a success, tt
must not only be initiated but also must contiue. Therefore, in-depth prelm:-
nary and subsequent planning must be fully courdinated with all related govern-
mental and private agencies and must take int» account primary and alternate
funding sources.

If more detailed information 1s desired, contact
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Little Used
Funding Options

Tadashi A. Mayeda

INTRODUCTION

Two workshops were held on “Little Used Options (for funding programs to
serve developmentally disabled 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 ihat seemingly unrefated sources of funds are available to
developmental disability orgamzations was supported by scattered examples of
funding such as the constructicn assistance of the National Children’s Center in
Washington, D.C , by the Economic Development Administration of the Unuted
States Department of Commeice; assistance 1n the movement of institutional
residents in Tennessee to community faciliies through rent subsidies provided
by the Department of Housing and 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 sheftered workshop programs in Ohio and Georgia by the Appala-
chian Regional Commission; and food preparation subsidies to various day pro-
grams through the United States Department of Agriculture. In fact, with the
exception of the Treasury Department, examples ol developmental disability
program support could be found 1n all Federal depariments and many executive
agencies of the Federal Governmnent.

Although optional sources of Federa! funding were the focus of the work-
shops, it became abundantly clear as the workshops progressed thal these
options should include unusual ways to serve the developmentally disabled
through traditional channels of funding such as the use of Title IV-A for summer
residential camping programs and the 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 staried with a Federal outlook on unusual
sources of funding. This included the child development programs of the Appala-
chian Regional Commission, the genetics research programs of the Vererans
Admunistration, and other Federal programs such as the manpower outlook ol
the Department of Labor. To this, Dr. Erwin Friedman, the Director of the
National Children’s Center, added the unusual situation of construcnion support
by the Economic Development Admunistration and, particularly, the circum
stances surrounding the negotiations which led to financial assistance

John Horn, representing Robert Denny, the Executive Dirzctor of ihe North
Carolina Coordinating Council, and staff membuers of the Council described one
of the few organizations in the United State. funded through the Stae tu
implemeni the recommendations which were federally seeded in the early vears
of planning on behalf of the mentally retarded. The effect of planming in the
early "60s nippled through many of the departments in the State of North
Carolina so that ventures such as specialized correctional programs tor mentally
retarded youth and career opportumities for high school and undergraduate
students, just now being discussed 1n many states, ure established programs in
that state.

Alvin Sheetz and colleagues of Calilorna, Pa., descnbed one of the few i
not the only, program in the United States in which carpenters, plumoers, and
other members of the building trades collaborate with a voluntary association
and the Departments ol Special and Vucatonal Education 10 mount an aggres-
sive building/training program tor youth 1n special education classes In thus case,
an unusual coalition, rather than unusual source of funding, led to a program
which serves low income homebuyers as well as youth with special needs.

Finally, Vernon Lindsay, the Executive Director of the North Dakota Asso-
ciation for Retarded Children, descnibed numerous programs being supported by
Federal departments other than the Department of Health, Education, and Wei
fare. These included partul reunbursement for costs of food provided to non-
residential clients of daytime programs, an imagmative use of the Departmert of
Agriculture’s commodity distribution program, food equipment and food han-
dling reimbursement, and housing development through the Department of
Housing and Urban Developmeni.

The author and all of the resource people, without contradiction, both
warned against the pitfalls and encouraged the scarch for and use of alternative
sources of funding for developmental disabilinies programs The process is
tedious; and, more often than not, applicants ar turned away by local program
offices. Nonetheless, the rewards suggest that the effort is worthwhile and rhat
many program alternatives, which might otherwise not come nto being, can be
realized.

OBJECTIVES AND LIMITATIONS

The need for workshops on **Little Used Options™ was, lo a great exlent,
caused by the inability of the Department of Health, Educaticn, and Welfare to
finance programs authorized by Congress. In fiscal year 1971 the congressional
authonzation to DHEW exceeded that department’s actual approprnation by
$6 hillon' —a fiscal gap reflected in the budget of the Developmental Dis-
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abilities Division of the Social and Rehabilitation Service, the prime supporter of
programs for the developmentally disabled in the Federal government.

The inability of the Federal government to finance authorized programs,
coupled with the trend to emnbrace larger numbers of “developmentally 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 principal reasons for seek-
ing other funding options.

Plain as the reasons might be for seeking other sources of support, it must
be remembered that, despite the number of cases cited, the total expenditures of
the Department of Labor, Department of Commerce, Justice Department, De-
partment of Agriculture, Appatachian Regional Commission, Civil Service Com-
mission, and all other Federal departments and agencies probably do not exceed
the expenditures of the Department of Health, Education, and Welfare for the
developmentally disabled.? 11 1s likely that state and local contributions on
behalf of the developmentally disabled are proportionately insignificant.

Nonetheless, readers are encouraged to seek little used sources of support.
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 their future program plans.

Apologies are offered by the author for lus Washington, D.C., viewpoint of
little used funding options. The author has only a vicarious appreciation for the
many pitfalls and hurdles of approaching regional representatives of Federal
programs. The comments and suggestions of the resource people, ali of whom
have had the experience of qualifying for program funds, were particularly help-
ful from the “field” viewpoint

WORKSHOP SUGGESTIONS

Suggestions on how to go about obtaining funds from departments of
agencies not uvsually associated with developmental disabilities programs were
made 10 workshop participants by the author and the resource people. The
participants undoubtedly sensed 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 gencrally applicable to all service organizations regard-
less of location. With these limitations in mind, some af the more commonly
suggested actions were as follows:

1. Imagination. Dr. Friedman convinced the Economic Development
Administration to fund the National Children’s Center on the basis that it was an
‘‘economic enlerprise’™ in an econormcally depleted area.

2. Persistence. Vernon Lindsay'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 subsidies was resolved in favor of the dependent adults in question.

' Richardson, Elbotl:  “'Responsibility and Responsiveness, the HEW Potential for the
Seventies,”” DHEW Publication No. (OS} 72 19. January 1971,
1The President’s Committee on Mental Retardation: ‘Federal Programs far the

Retarded.” June 1972.
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3. Related Sources. Soicitanions should starl wath sources of suppor!
most related to the problems of the developmentally disabled. Minimally, these
should include the food services offered through the Department of Agriculture
and the child care and development programs of the Appalachian Regionail Com-
mission.

4. Phraseology. Soliciling organizatiors musl obtlain applicable pro-
gram guidelines and be familiar with these prior to soliciting assistance. The
language of solicitation must be phrased in terms familiar to the awarding
agency. For example, children in foster homes while loosely reterred to as “famu-
lies™ by soctal service agencies are not legally Jamilies from the viewpawnt of
HUD.

5. Eligibiliry. Solciting organzations must determine which groups are
eligible for support under different programs. Under the HUD Model Cities
program, for example, eligible recipients 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 “‘brothei™ (in the words of Lindsay) in that
organization. Together they can find ways to meet the needs of the develop-
mentally disabled.

7. Communication. Soliciung organizauions musl establish channels of
communtcation with regional or local program: administration offices These
should include local housing authorities, regional offices of Federal departments
many of which are not co-located,? and varwous State departments which receive
formula funds through congressional legmslation.

}Office of Manage ment and Budget  “Catalog of | ederal Domestic Assistance " 1972

& Seek All Possible Sources. Each organization should assign a per-
son(s) to seek and follow up on all prospective funding clues. That persen should
obtain and review monographs such as the “Catalog of Federal Domestic Assist-
ance” (published annually by the Office of Management and Budget, now out-
of-print but usually available in DHEW regional offices) and “Federal Programs
for the Retarded,” published by the President’s iommitiee on Mental Retarda-
tion. They should subscribe to “*New Drirections,”” published by the Natonal
Association of Coordinators of State Programs for the Mentally Retarded in
Arlington, Va., “Programs for the Handicapped,” published by the Office of MR
Coordination in DHEW, and the publications ot the National Association for
Retarded Children, the Umted Cerebral Palsy Assocwations and the Epilepsy
Foundation of Amesica. Clues 1o new sources of funds can also be found in the
pubhications of the Day Care and Child Development Association ol Amerca
and vanious rehabilitation associations.

9. Request Guidelines. Program inform.tion and guidelines should be
requested from regional offices based on clues found in these publications.

10. Match Need to Guidelines. Examples of unusual tunding should
not be copied Iiterally but adapted to the problet on hand. Local needs should
be matched to guidelines and interpretation cof guidelines by local oifiues
Soliciting organizations should he nundful cf the fact that there are local vana-
tions and changes in conlract or grant awards.
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11, Submit a Project Synopsis Soliciting organizations should 1ake
advantage of the common piactice of allowing (or sometimes encouraging)
solicitors 1o submit a synopsis of a proposed project before investing in a de-
tailed proposal.

12, Warch 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

In recent years, there has been a growing awareness that developmentally
disabled person qualify for the benefits of programs not necessarily aimed in
their specific direction. The developmentally 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 economically depressed areas, as unemployed or under-
employed individuals, or otherwise dependent persons. As anyone of these target
populations they are sometimes eligible for housing, food, or employment
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 full range of services can be provided to the developmentally
disabled. As national service organizations, congressional leaders, and advocaies
in the Executive Branch of the government identify these barriers and find ways
to resolve inequities, the situation will undoubtedly improve. [t is the purpose of
this section of the paper to ptovide clues on what now can be provided to the
developmentally disabled. Readers are cautioned thai the developmentally dis-
abled are not automatically eligible for these programs and that the conditions
for award, as prescribed by each of the program offices or as interpreted by each
of the field offices, should be examined carefully.

Housing

Options:

Department of Housing and Urban Development (HUD)
Department of Agricuiture (USDA )

Where both HUD and USDA are concerned with housing for the low income
family, HUD focuses on the urban problem while USDA emphasizes the needs of
the rural family.

HUD programs often require local support, ie., 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 part of an approved, workable program for community improve
ment.

Some reliet in providing community housing for the dependent develop-
mentally disabled mught be expected due to the recent modification of HUD
eligibility requirements. Certain provisions of the Natiopal Housing Act had
previously been limited to the physically handicapped only. This interpretation
was broadened to include the organically damiged, handicapped wdividual A
legislative modiltication to the Nanonal Housing Act 1s seen as the only clear
route to qualifying all developmentally disabled persons for these housing bene-
fits,

The issue of housing support for developmentally disabled minors in [nster
homes is not clear. Under certain circumstances, groups of minors under the care
of foster parents do not qualify as a “fumily™ and are sometimes ineligible for
housing assistance.

The USDA, through the Farmers Home Admimstration and 1ts field offices
1n 39 states, administrates rural housing loans, rural rental housing loans, housing
epair loans, and self-help housing techmical assistance. [n general, these pro-
grams are designed to assist rural families to obtain decent, safe, and sanitary
dwelling and facilities. Direct loans, guaranteed/insured loans, and direct rechn-
cal assistance are included as types of assistance available through these
programs. Of the 20 rural credit programs administered by the Farmers Home
Administration, 5 are reported 1o be directly applicable to the developmentally
disabled.

Food and Living Assistance

Options:
Department of Health, Educarion, and Welfare { DHEW)
Department of Agriculture (USDA)
Department of Defense (DoD)
Department of Interior
Vetergns Administration (VA)

Assistance avadable through DHEW and USDA 1s broader than that avaluble
through DoD, Interior, and the VA. The latte: three agencizs are concerned
primarily with mulitary personpel, military dependents, or Indian tribes.

Food assistance and food preparation subsidies are avadabic through the five
regional offices of the USDA Food and Nutrnition Service, Many of the dayume
programs of non-profit vrgamzations serving the developmenialty disabled are
eligible for assistance through affiliations with public schools or as independent
non-profit organizations.

Distinction should be made between commodity distribution and food
assistance programs. The former, aimed at the cultivation of farm markets, must
be used selectively.

Lindsay reported thal the costs of obtaming reimbursement under food
assistance programs (partial repayment for actual meals served} can be high 1f
handied by each day program. Central accounting services are used ui North
Dakota to handle rexmbursement requests for all eligible Association programs in
the State.
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Work and Economic Security

Options:
Depariment of Health, I’ducation, and Welfare {DHEW)
Department of Labor
Appalachian Regional Commission {ARC)
Civil Service Commission {CSC)
General Services Administration {GSA )
United States Postal Service (USPS)

Work and economic security programs in DHEW are located in the Social
and Rehabilitation Service or the Social Security Administration. These are com-
monly known options and will not be discussed further.

The Departmeni of Labor’s activity on behalf of the developmentally dis-
abled is carried on chiefly 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-the-Job Training, Neighborhood Youth Corps, Operation Main-
strearn, Work Incentives, Public Service Careers, Public Employment, and
Emergency Employment. All of these programs have, in some way, provided
tzaining of job opportunities for the developmentally disabled. The Employment
Standards Adminstration 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
reported by the ARC.

GSA programs for the developmentally disabled fall primarily in the areas of
contract opportunities for sheltered workshops and the provision of loan or
surplus equipment 1o organizations serving the developmentally disabled. Con-
tract opportunities available thiough the Wagner-Q'Day Act since the Act was
amended in 1971 to expand preferential treatment in bidding on government
contracts to sheltered workshops despite the initial, hugh 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 Commission, through varipus agencies of the
Federal government in all states, employs 3,800 mentally retarded individuals.
How many other developmentally disabled individuals are employed through
CS8C 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
throughout the United States.
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Family Development and Assistance

Options.
Department of Health, Education, and Welfare { DHE W/
Department of Agriculture (USDA)
Department of Interior
Appalachian Regronal Commussion (ARC)
Veterans Administration (VA)

General assistance in family development s available to Indians throwgh the
Department of Interior, 1o residents of the Appalachian States through the
Appalachian Regronal Commission, and (o other select groups through organiza-
tions such as the Velerans Admunstrabon. Programs of the USDA appear o
offer the greatest potential In thus area.

Educational programs based on local needs in the areas of home econumics
and youth development are administered through designated land-grant istitu
tions by the USDA Exiension Service. Through these programs, many examples
have been found ol disabled youth bemng prepaied for community living through
extension programs of housekeeping, budgeting, all aspecis of personal and
family management, and work preparation Extension programs of interest to
organizations serving 1he developmentally disabled include the Expanded Food
and Nutntion Program, Family Life Program. Famuly Resources Managemient
Program, 4-H, and Community Resource Develupment.

Nurture and Protection
Options-
Department of Health, Education, and Weltare { DHEW)
Department of the Interior
Justice Depariment
Veterans Administrarion [ VA )

The programs of Intenor and the VA are avned at special mterest groups.

The Institutions and Facibties Office of Justice’s Civil Rughts Dwision,
established 1n September, 1971, 1s charged with and has recently been active in
protecting the tights of persons committed Lo institutions. Although mut directly
involved in providing services to the developmenially disabled, their mpact in
the area of civil nghts will be sigmficant

The Law Enforcement Assistance Administration 1s the second organiza-
ticnal unit 1n the Justice Department concerned with the problems and needs of
the developmentally disabled. Authonzed under the Omribus Crime Contral and
Safe Streets Act of 1968, requests [or discretionary giant support have heen
submitted by organizations serving the developmentally disabled only alier the
LEAA was well underway and probably 1ou la:e to be vonsidered in the minal
selections. With the exception of North Carolina, State plans have not indicated
that block grant funds will be used to serve the developmentally disabled.



Conference Proceedings 527

Research and Prevention
Options:

Department of Health, Educarion, and Welfare {DHEW)
Department of Agriculture {USDA)
Department of Housing und Urban Development (HUD/
Appalachian Regional Commission {ARC)
National Science Foundution {NSF)
Veterans Administration (VA }

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. HL/D interests are confined primarily to effects of
lead poisoning on children. Child development and the many forces that tend to
affect the child are subjects of interest to many departments and agencies.

Other Areas of Interest

Options.
Department of Commerce
Department of Transportation {DoT)
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 disabled has been able to qualify for construc-
tion funds. (See the following seclion).

In the Depariment of Transperiation there are no categorical programs for
the developmentally disabled, however, the Department feels that many of the
public carner design and regulation programs have some beating on the needs of
this group, Recommendations have been made to DoT to ensure the safely of
the developmentaily disabled in public carriers, to use safety training 1owns to
teach the developmentally disatled how to become more mobile in communi-
ties, and to subsidize these individuals for transportation not otherwise available.

ACTION is involved in volunteer programs which 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 ol Executives (ACE). Many cases are known in
which volunteers directly help with developmentally disabled persons or the
organizations serving them.

A SAMPLING OF LITTLE USED OPTIONS

Community Residential Living in North Dakota

Five residential units with 6 - 8 children in each umit 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 goverrunent and up to 70% rent
subsiches to tenants will be allowed. For loan authorization purposes, each bed-
room (not the entire building) 1s considered to be a umit.

(N.B. 221(d)3) 15 4 Nanhonal Housing Act program admini-
stered by Housing Production and Mortgage Credit ot FHA to
isure lenders against loss on mortgages. In this case 1t was tied
together with the rent supplement program administered by
the same agency. The program s administered through ie-
gional or local insunng offices of HUD.)

Clover Bottom Hospital and School Normalization Program

In early 1972, thirty Clover Bottom residents were moved 1o newly con-
structed apartments in the Nashville, Tennessee community With the Financial
assistance of the Federal Housing Admumistration rent subsily program, the
former residents, paying less than $25 per morith, are able to manage on modest
Old Age or Disability benefits. The transition was smoothed by donations and
assistance from the Clover Bottom staff and ¢o nmunity volunteers.

Model Cities

In various areas designated as model crties, the governing residents have
chosen programs for the developmentally disabled as hugh priority ttems. Classes
for mentally retarded chuldren are sponsored by the Albuquerque, N.M., Model
City; home health aides for the menially relarded are being trained 1 New
Orleans; and a special education kindergarien is sponsored in Texarkana, Texas.
Depending upon local interest, projects range from special recreation, home
services, and vocational training, to independent living assistance programns for
developmentally disabled adults.

(N.B. Model Cities Supplement Granrs administered by Com-
munity Development of HUD will ba replaced by the Urban
Community Development Revenue Sharing program if enacted
by Congress. Municipalities, counties or other pubhc bodies
having general governmental powers are eligible. Nejghborhood

residents play a role 1n governing and administenng local pro-
grams and determining, to a great degree, local prionties. )

Neighborhood Facilities

HUD reports that the Neighborhood Facilities program, administered by
Community Development, is a potential tesource for organizations serving the
developmentally disabled. Although no examples have been cited, service agen-
cies are eligible for assistance in the construction or rehabilitation of communuty
service centers through local public bodies, p;ovided these facuities are shared
with other commuruty based orgamzations and are accessible to a sigmilicant
proportion of the area’s low or moderate income residents.
lowa Foster Homes

Two communities, each involving 15 to 21) foster placements for mentally
retarded adults, will be selected in lowa as part of a program utilizing cash
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assistance payments to adults under Aid to the Disabled, county funds, and
special demonstration funds from Section 1115 of the Social Security Act.

Emergency Employment in Pennsylvania Lnstitutions

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 1s given to fully employable, discharged
residents who have worked in the facilily.

(N.B. In early fiscal year 1972, 31 billion was appropnated 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, all 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 milion to $100 million per state. 90:1Q fed-
eral matching is authorized with local share in cash or in kind.)

North Dakota Job Training

The NDARC has been involved in the Department of Labor On-the-lob
Training program-—most recently through the NARC—for six years. Clients, start-
ing with no income now have a combined income of 3304,000 in jobs started
through the OJT program. Aftel 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.
Nationa] organizations representing unempioyed or under-
employed persons who cannot reasonably be expected to
obtain full time employment are eligible for cross regional or
national programs. The National Association for Retarded
Children (NARC), longiime 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 1o provide job opportunities to
students of low income families, As in the case of the mentally retarded youth
working on projects while attending classes, the program is designed to provide
work experience while allowing 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 Econornic
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Opportunity Act of 1964, as amended, the progiam, allows occupational Lrain-
ing and related services pnmarily to low income and disadvantaged persons. The
program is managed through the eleven offices of the Regional Manpow:er
Administration.

Emplayment of Ofder Adults

Older residents at the Bowen Chddren’s Center in Haraisburg, lhinorn.. have
been employed on grounds improvement under Operation Mainstream »f the
Department of Labor The $83 million prograin, administered through Regional
Manpower offices of the Department of Labor, seeks to provide work trammg
and employment activities for chronically unemployed, poor adults. Funds are
used primanly for the betterment and beautification of communities o1 weds
served by the project.

Area Manpower Planning for Retarded Youth

All state governors and mayors of ctties over 100,000 papulation ate eligibie
for manpower planning funds from the Coope alive Manpower Planming System
(CAMPS) of the Department of Labor. In New Orleans, because of the pariculin
interest of a member of CAMPS, a six nionth survey of 1he needs of the mentally
retarded was conducted, As a result ol that survey attempts are being made 1o
mobilize support for a center for vocational training of mentally retarded youth,
a sheltered workshop, and an extension of community evaluation and wutk
adjustment facilities.

Child Development in the Appalachian States

Seventeen hundred learming dwsabled chililten are served by Appalachn
Regonal Commission (ARC) funds in the New York southern tier Funds have
also heen provided to the Schuyler (New York)} County Early Childhood Lducy-
tion Program for Handicapped Children, the I'sceptional Children’s Day Ciiv
Center in Kingston, Tennessee, and the Jefterson Ceunty (Olue) Child Develop-
ment and Family Advocacy Center for home wistts to families with mentallv
retarded children.

(N.B. Chiid developnicnt tunds are authonzed o the |3 Appa-
lachian states through Section 202 of the Appalachian Re
gional Development Act of 1965, as amended. The $18 mdhon
appropriated by Congress in Fiscal Yoar 1972 can be used in
combination wilth Title VI-A funds for 10077 Federal funding
ARC representatives are located 1n cach of the 13 Appalachian
states (Alabama. Grorgla, Kentucky, Maryland, Mississippi,
New York, North Carolina, Ohio, Pennsylvanis, South
Carolina, Tennessee, Virgimia. and West Virginia) )

Health Programs in the Appalachian States

To the extent that developmental disabiitwes aie Wdentified as prionties by
local councils Tunded under rhe Appalachian Regiond Development Act, proy-
ects have been developed and funded for demonstration health programsan the
Appalachian states. Projecis exast mn 12 of thuse states and include fund: 1o .
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3-county mental retardation project in Alabama, a sheltered workshop program
in Georgia, an evaluation clinic in Ohio, and various regional mental health/
mental retardation programs.

Camping for Mentally Retarded and Developmentally Disabled Children

Day care (Title IV-A) fund: are used in the Slate of North Dakota to pro-
vide residential camping for 600 mentally retarded and developmentally disabied
persons of all ages. Funds are available through regional HEW offices on a 70:30
matching basis.

Construction of a National Children's Center

In the fiscal years 1971 and 1972, the Economic Development Administra-
tion of the Depattment of Commerce provided $3 miflion in funds toward the
construction of a new residential and training facitity for handicapped children
in Washington, D.C. The faciliy will be used for an 1ntensive and comprehensive
training program for 250 mildly to profoundiy retarded adults and children and
training [00 high school graduates per year in vanous phases of work with the
handicapped and 1n the field of child care.

(N.B. The Ecunomic Development Adminisiration (EDA)
authonized through tne Public Works and Economic Develop-
ment Act of 1965, 235 amended by vanious public laws, aims to
assist 1n the construction of public facdities needed to initiate
and encourage long-term economic growth in geopraphic areas
where ecopomic growth is lagging behind the rest of the Na-
tion. This project described above 1s particularly umigue in that
it is the only known instance in which human services o the
handicapped was proposed from the viewpoint of economic
impact on an area.)

OUTLOOK

The very long lead times necded 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 law, will provide states
with "no strings atiached” monies. The extent to which revenue sharing will be
used to supplement health, educational, or social services funds will be deter-
mined at the state and local levels.

HR-1, recently signed into law, does not include AFDC welfare reform
provisions but does include extended Medicare benefits to disabled recipients of
social security and other assistance provisions that will aflect the disabled.

Vocarional Rehabilitation 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 tequirements for screening children and
youth for ailments, the implementation of which has been long defayed, is
gradually being clarified.

Vererans Administration progrem of assistance for medical educanon,
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signed into law on October 24, 1972, will provide assistance to educational
institutions for 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
state and local levels and will have authority to transfer funds between specified
Federal programs including vocational rehabilitation and developmental dis-
abilities.

The 1972 Economic Opporrunity Amendments mandated that 10% of
Headstart enrollment oppertunities will be made available 1o handicapped chil-
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 iransportation to and from the hospital and other
necessary services, for payments to and from rehabilitation centers, and to cet-
tain categories of people receiving public assistance,






