D MENSIONS OF THE TAK 1

As indicated earlier, the materials in this section were prepared and di s-
tributed in advance of the work conference to serve as a background for
di scussi on.

A Rationale for State P anning

1. Programplanning for the mentally retarded should be conceived as
State-wide in scope. Approximately 96 per cent of the nentally
retarded popul ation reside in communities. Less than four per cent
live inresidential centers. State planners nust face the probl em
of how to make adequate services readily available to the retarded
and their parents regardl ess of where they live.

2. Athough programpl ans nay be conceived for groups in the retarded
popul ation, they nust ultimately be focused upon the specific needs
of individuals. These specific needs vary with the degrees of
inpairnent and at different age levels. Mst nildly retarded indi-
vidual s will need specialized services only at certain periods in
their lives while the severely retarded will need lifelong services.
State planners nust base the determnation of programneeds upon an
intimate know edge of the potential capacities and linmtations of
the retarded to be served.

3. Conprehensive State planning in nental retardation invol ves many
interrelated areas or fronts such as prevention, clinical services,
residential facilities, professional training, research, comunity
services (diagnosis and eval uation, education and training, rehabil -
itation, sheltered workshops, hone training and parent counseling,
day care services, etc.), public education and | egi sl ati on.

In the initial stages it is not only logical but often necessary
because of pressing conditions to concentrate planning efforts in
one area at a tine. But because of the interrel ationships anmong
areas, planning in any specific area should be conceived inits
relationships to the total State program

For exanple, potential inprovenments and expansions in prograns and
services are largely dependent upon an adequate supply of well -
trai ned professional personnel. The potential demands for residen-

tial facilities are closely related to the adequacy and availability
of commnity services.

Section Il - State Planning in Mental Retardation. Report of a Wrk Confer-
ence Focused upon State-level Problens of Qrganization and Adm nistration
Involved in ProgramPl anning in Mental Retardation. Sponsored by the Anerican
Associ ation on Mental Deficiency, 1963.




As an approach to State planning it is only natural to beginwth

probl ens in areas which are nost immediate and pressing, but State
pl anners shoul d al so gi ve due consideration to the |ong-termgoal s
of a State program

Many ki nds of services (health, education, welfare, recreational,
spiritual, and cultural) are available to the general public. Most
of these services are presuned to be available to the retarded and
their famlies, but inreality they are sel domdesigned to neet
their specific needs. As a result, many types of specialized serv-
i ces have been established for the retarded.

This is inevitable because of the variety and specialized nature of
needs of the retarded. To establish parallel specialized services
for all types of human disabilities may becone financially burden-
sone and nay result in unnecessary duplication of services. Wen
specific services for the retarded are needed they shoul d be
provided. In case a new or expanded specialized service is needed,
the crucial probl embeconmes one of deciding whether an "existing
agency or resource" is now equipped or wth necessary adjustnents
can becone equi pped to render such specialized services effectively
and economi cal | y.

Hstorically in this country, the tendency has been to exclude the
retarded frommany existing community services. Due to the recent
upsurge of public interest in the welfare of the retarded this
trend has gradual |y changed. |In projecting future prograns for the
retarded, State planners shoul d consider the possibilities of nmaxi-
mumutilization of existing services as well as the establishnent

of separate services.

State-wi de programplanning requires effective State adnmnistrative
| eadership. Wthin the franework of State governnent several
departnents and agencies are responsible for the admni stration of
services to the retarded. These services include residential serv-
ices, clinical services, education and training, rehabilitation,
heal th services, welfare services, child |abor and enpl oynent

servi ces.

Many States have established within a single departnent of State
government a division, an office or a bureau with a chi ef adm ni s-
trator who is responsible for the admni strative and supervisory
duties relating to residential facilities for the retarded,
specialized clinics for the retarded and to certain State supported
community services not delegated by lawto other units of State
governnent. It nust be recogni zed that the legal authority and
responsibility of such a chief adnmnistrator is |imted to services
adnini stered by his division. UWsually no official provisions are



made for the planning and coordination of all State |evel services
except in a few States where State interagency councils have been
establ i shed by the governor or by legislative statute. Sone chi ef
admni strators have achi eved consi derabl e progress through vol untary
cooperation. State planners are faced with the problemof clarify-
ing the central |eadership role in State planning and in securing
greater permanence and stability in the mechani smfor planning and
coordination of services at the State |evel.

6. Wth the many individuals, agencies and institutions involved in
serving the retarded at the community |evel, effective |eadership
in planning and coordination of services is urgently needed.
Communi ty agenci es, both public and private, tend to work i ndepend-
ently and often new services are established with little regard for

how they fit into a plan for neeting the total commnity needs of
the retarded.

As at the State level, responsibility for the central [|eadership
role in commnity programplanning for the retarded is not clearly
defined in nmost coomunities. In some of the larger communities,
heal th and wel fare councils have provided the |eadership and the
nmechani smfor planning and coordination of services. In other
commnities, parents' councils for the retarded have assuned this
role at least to some degree. Several conprehensive studies of
programneeds and servi ces have been nade in comunities throughout
the United States but have not been inplenented. Mst communities
are not organized to provide the central |eadership or the nmechani sm
for continuous conprehensive programpl anni ng, inplenentation and
coordination as, for exanple, has been underway in Monroe County
(Rochester), New York since 1959.

It is difficult to conceive how State planning can be effective in
nmany areas of mental retardation wthout effective commnity plan-
ning units as conponents of the total State planni ng organization.

How to devel op dynamic comunity planning organi zati ons and properly
relate themto the State planning structure is one of the probl ens
State planners nust resol ve.

Evi dences of Need for State M anning

Judged on the basis of avail abl e know edge and expert opinion there are
many cruci al weaknesses in the current prograns and practices in the
field of mental retardation. After an intensive study of this problem
the President's Panel on Mental Retardation issued a very significant
report (Qctober, 1962) which contains 95 specific recomrendati ons
designed to strengthen the prograns and practices in this field. The



objectives inplied in these recommendati ons cannot be achi eved except
through skillful planning at national, state and |ocal |evels.

Wil e sone States are beginning to nake substantial progress in State-
wi de planning in specific areas of mental retardation, conprehensive
State planning still remains to be developed in the future. [Illustra-
tions of inadequate provisions for State planning in the past nmay be
Summari zed as fol | ows:

1. There are evidences of weaknesses in the organizational structure
for effective planning in many States such as:

a.

I nadequat e provisions within the structure of State government
for an adnministrative unit (division, office, or bureau)

equi pped to provide leadership in State planning and coordi na-
tion of State services to the retarded.

I nadequat e provisions for a qualified full-tine chief adm nis-
trator of such division, office, or bureau on an adnministrative
level of authority and responsibility which is consistent with
his needs for effective programpl anni ng, deci sion-naki ng and
adnm nistrative action

| nadequat e provisions for a State interagency council to serve
as a nediumfor planning and coordination of State services to
the retarded. This is an essential part of the planning
organi zation since several departnents or agencies of State
government are usually involved in serving the retarded.

| nadequat e provisions for citizen participation on an advi sory
basis in State program pl anni ng.

I nadequat e provisions for planning at the commnity |evel.
Effective community planning facilities are of special inport-
ance in the areas of prevention and service prograns.

Lack of clarity in the definition of functions and responsi -
bilities of State and | ocal agencies (public and private) for
services to the retarded.

2. There are evidences of weaknesses in past and present attacks upon
the probl ens of prevention. There are those who believe that the
i nci dence of nental retardation could be reduced by at |east 50 per
cent if current know edge were applied effectively. To our know -
edge, no State has made a frontal attack upon problens of prevention
through a conbi nati on of possi bl e approaches, such as:



I ntensive case-finding prograns in those areas where the
causes, methods of prevention and/or treatment are known.

I ncreasing naternal and child health services in "l owincone"
areas whi ch have been shown to be "high-risk” areas in terns
of the incidence of nental retardation.

Strengthening coomunity health, education and wel fare services
designed to counteract the retarding influences of inpoverished
environnental and cultural conditions (of home and conmmunity)
upon the devel opnent of children.

Providing in-service training prograns for those who serve the
retarded, to acquaint themw th the specific problens, prograns
and needs of the retarded. This shoul d include physi ci ans,
psychol ogi sts, educators, nurses, social workers, and ot her
speci al i zed per sonnel .

Establishing through State departments of health and the nedi -
cal profession preventive neasures in hospitals involving
obstetrical procedures, use of drugs and x-ray equi prent.

There are evidences of |ack of effective planning in the growth of
residential facilities. Some of these evidences are:

a.

As expanded facilities were needed there has been a tendency
to add on to existing institutions rather than establish new
ones. Consequently, nany residential facilities have becone
extrenmely large. Wile there are differences of opinion anmong
the experts on the optinmal size for residential institutions,
the President's Panel on Mental Retardation reconmmends that
they shoul d not exceed 1,000 beds. According to the 1962 AANMD
Drectory of Public and Private Institutions, of the 89 public
institutions constructed prior to 1950, 26 per cent had a rated
bed capacity of not to exceed 1,000, 70 per cent had a rated
bed capacity of nore than 1,000, and four per cent were not

r eport ed.

Most public residential institutions are seriously overcrowded.
Many States report long waiting lists. For exanple, the
[11inois Commssion on Mental Retardation reported (1958) a

bed capacity in the State institutions for the nmentally
retarded of 7,136 and a bed occupancy of 10,225 or an over-
crowding of 43.3 per cent. The report also indicated a waiting
list of 1,432. This is fairly typical of what many States have
faced with respect to overcrowding and waiting |lists.



The Biometrics Branch of the National Institute of Mental
Health estimates that in 1960, approxinately 40,000 nental |y
retarded individuals resided in hospitals for the nentally ill.
This is approxinmately 20 per cent of the total nmentally
retarded in public institutions. Howmany were placed in
hospitals for the nentally ill because of inadequate di agnos-
tic evaluations or because of a lack of other facilities is
unknown, but experts in the field appear to agree that a sub-
stantial nunber are mi spl aced.

Concepts of the primary functions of residential institutions
have changed over the years. Wen public residential institu-
tions were first established over a century ago, their adm s-
sions were restricted to retarded children and youth who showed
promse of treatment, training and release to the community.
gradual Iy, due to social and | egal demands, they were obligated
to admt retarded individuals with few, if any, restrictions

on age |levels and degrees of inpairnent.

At present, the severely retarded constitute a |large proportion
of the new adnissions to nost public residential institutions.
A large proportion of these retarded individuals have limted
potentials for treatment, training and rel ease and instead
require long-tine care. Wth the gradual devel oprent of a
greater variety of commnity facilities, it may be possible

for nmore of the severely retarded to remain in the community

or to be released to the coomunity after conparatively short
periods of treatnent in the residential institution.

Many public residential facilities for the retarded are poorly
located for effective functioning. Their isolation from
centers of popul ation makes it difficult to attract, hold and
house professional staff. Their geographic |ocations nake it
difficut for themto serve as regional centers and provide
regional services to commnities. D stances fromcolleges and
universities often make it difficult for themto becone in-
volved in prograns of professional training and research.

Until recently little attention has been given to the |ocation
of residential facilities adjacent to and closely affiliated
with university centers for professional training and research.
As a result, many students have had little opportunity for
personal contacts with the mentally retarded during their
training. Proposed Federal legislation (S 1576—+fornerly

S. 756) which has been passed by the Senate and is now before
the House of Representatives is designed to strengthen this

si tuation.



Residential institutions may be isol ated by professional dis-
tance as well as geographic distance. Unless they maintain
well qualified staffs and hi gh programstandards their parti c-
ipation in university training and research prograns is not
likely to be wel comed.

There are positive forces at work to correct some of the weaknesses
of residential facilities indicated above. The fact that residen-
tial institutions established since 1950 tend to be snmaller in size
is encouraging if they are able to hold the line. The recent
establishnent of a fewinstitutions adjacent to and in close affil-
iations with university centers for professional training and re-
search is extremely promsing. Experimental efforts toward the
devel opnent of different types of residential placenent facilities
such as service-oriented rmultipurpose regional institutions, specia
purpose institutions, small community-based residential centers,
snmal | group-care residential centers or nursing honmes, especially
for the older residents and the increased use of foster and boarding
care hones is al so encouragi ng.

It is inpossible at this tine to conceptualize an ideal State system
of residential placenent facilities which will best serve all re-
tarded in need of such services. Mny signs indicate that public
residential institutions face a period of transition. V& need to
nmobi | i ze and apply all possible resources of wi sdomand skillful
planning in this period of transition.

There are evidences of lack of adequate planning in the devel opnent
of community prograns such as:

a. Limted provisions for early identification and di agnosis of
the nentally retarded children. In nost communities only
those retarded with visible inpairments are likely to be dis-
covered and di agnosed before reaching school age and later.

b. Limted provisions for conpl ete diagnostic (clinical) services
which are readily available to the retarded and their parents.
Too frequently the diagnosis of nmental retardation is made
(especially for the mldly retarded) on the basis of intelli-
gence and achi everrent tests administered by a school psychol o-
gist. Wiere community mental health clinics are avail abl e,
the services to the retarded are often limted to di agnosis
with little followup provisions for parent counseling and
i ndi vi dual programpl anning for the retarded.

c. Inadequate provisions for a planned and coordinated attack
upon the problens of prevention.



Wi | e substantial progress has been nade at the community

l evel in providing special education prograns for school age
nental ly retarded children and youth, relatively little has
been done for pre-school age children and for ol der youth and
adults. MNursery school, day care, home training and parent
counsel ing services are being devel oped in sonme comunities
but as yet are quite limted.

Li kewi se, sheltered wor kshops, recreational and other types of
prograns are being devel oped for ol der youth and adults in
sone communities but these are still limted in coverage.

Lack of definition of agency responsibility (public and
private) for services to the retarded. Agency responsibilities
for certain services such as education, health, welfare, and
religion are fairly well established. Agency responsibilities
for certain specialized services to the retarded such as

di agnosti c services, sheltered workshops, day care, hone train-
ing and parent counseling services are not so well established.

| nadequat e provisions for selective placement of those who
nust be renoved fromtheir natural homes. There is substantial
evidence to indicate that retarded nmental devel opnent is not
the primary reason for institutional placenent for many
retarded individuals. Instead, the prinmary reasons nay be
because of enotional or personality disturbances, or because

of inadequate casework services to find appropriate foster or
boardi ng hone care or linmted local financial resources to
support such pl acenents.

I nadequat e utilization of existing basic comunity resources
for the retarded. Wen the needs for specific services for

the retarded are recogni zed, the tendency has been to establish
new agenci es to provi de these specialized services before
exploring the possibilities of what existing agencies mght be
able to do in providing such services. Conprehensive comunity
prograns for the retarded are expensive and new special i zed
agenci es shoul d be established only after it has been deter-
mned that existing agenci es cannot provide the services just
as effectively and even nore economcal ly.

Limted provisions have been nade in the coomunities for in-
service training prograns for those who serve the retarded.
Thi s i ncl udes physi ci ans, psychol ogi sts, teachers, nurses,
social workers and ot her specialized personnel. It also in-

cl udes agency executives, board menbers of agencies and commun-
ity leaders whether or not they are trained in the above

di sci pl i nes.



Inthis section, an attenpt has been nade to cite sone concrete evi dences
of the inadequate planning in the past, sone of the conplexities involved
i n programpl anni ng and hopeful | y sone convincing reasons for nore ade-
guate planning in the future. GConcrete evidences of need for planning
could al so be presented in other areas of State-w de planning such as
research, professional training, public education and |egislative reform

Analysis of a Design for Sate Pl anni ng

Because of its many ramfications and conplexities, State programpl an-
ning innental retardation is difficult to define. It is the process by
which a State makes a systematic apprai sal of the adequacy of its serv-
ices and facilities in neeting the present day needs of its retarded
popul ati on and nakes concrete proposal s for inprovements and/or changes
which are consistent with stated goals, are consistent with nodern
scientific know edge and social practice and are within the framework of
its potential resources.

The pl anni ng process involves (1) establishing the State organi zation

for planning; (2) preparing the State design for planning; (3) delineat-
ing significant areas for planning; (4) securing statistics by age groups
and by degrees of inpairnment in the retarded popul ation; (5) assessing
current services, practices and potential resources; (6) determning
future programneeds; (7) assenbling and processing pertinent data;

(8) setting up tangible goals; (9) projecting concrete plans for expedit-
ing programinprovenents and/or changes in line with stated goals; and
(10) evaluating the results.

The different aspects of the planning process may be briefly outlined as
fol | ows:

1. Setting up the State Pl anning O ganization

In the devel opnent of an efficient and continuing organi zation,
provi sions shoul d be nade for the follow ng:

a. An official State planning authority (departnent, division or
board) .

b. A State design for planning for the nentally retarded.

c. HEfective State adnmnistrative | eadership.

d. Qalified professional staff.

e. A State interdepartmental advisory commttee or council to

assist in planning and coordination of State services to the
ret ar ded.



f. Acitizens' advisory coommttee or council to assist the staff
with policy decisions. This council should be representative
of the various aspects (State and |ocal) of nental retardation
inthe State. In addition, it rmay be advisable to set up ad
hoc citizens' commttees or task forces to make studies in
special areas of the State plannig design.

g. An effective planning body in every community functioning as
an integral part of the State pl anni ng organi zation.

Preparing the Design for Planning

In preparing the advanced bl ueprint or design for State planning in
nmental retardation, attention should be focused upon the foll ow ng:

a. Delineation of significant areas of the planning process.

b. Securing statistics by age groups and by degrees of i npairment
inthe State retarded popul ati on.

c. Assessing current services and practices.

d. Determning future programneeds in the light of potential
r esour ces.

e. Setting up tangible goals.
f. Projecting concrete plans for achieving these goals.
g. Evaluating progress toward goal s.

Securing Data on the State Retarded Popul ation

In order to plan prograns to neet the specific needs of groups in
the retarded popul ation it is necessary to secure data by age groups
and by degrees of inpairment. Since no exact figures are avail abl e
it is necessary at this time to rely upon estimates based upon
preval ence studies applied to age grouping of the U S GCensus.

Anal yzi ng Program Needs

Assessnent of the adequacy of existing State-w de services and
projecting programplans into the future. Sone of the factors which
shoul d recei ve enphasis in planning are:



Del i neati on of Program Areas

The areas involved in planning may be divided roughly into two
groups: (1) those which deal with direct services to the
retarded and their parents. These include facilities for res-
idential care, clinical services, special education, rehabili-
tation, training and sheltered workshops, day care, hone train-
ing, parent counseling and the like; and (2) those which dea
with less direct services such as prevention, research, train-
ing of professional personnel, public education, financing,

and | egislation.

Det ermi nation of Specific Needs of Individuals and Groups in
the Retarded Popul ation

The nentally retarded population is quite heterogeneous in
nature. The degrees of nental inpairnent range fromnild to
severe. Sone require special services only at certain periods
during their lives while others require a continuity of serv-
ices throughout their l|ives whether they live in communities

or in residential institutions.

Assessnment of EXisting Services and Practices

Many types of services are now available to the retarded and
their parents at both State and comunity |evels. Program

pl anners must face such questions as: Are existing services
soundly based and adequate or should they be changed? |s nmax-
i mumuse nmade of existing comunity health, education and wel -
fare services? When should new special services be estab-
lished? Are current practices based upon nodern scientific
information and social practice? Wat criteria should guide
future practices?

Assessnent of Potential Resources

Services to the retarded require finances, physical facilities
and trained personnel. States vary widely in the availability
of these resources. Each State should develop a State-w de
pl an which is sound, frugal, balanced and within the framework
of its potential resources.

In addition, other possibilities should be explored such as
cooperation anong the States in pooling their resources on a
regi onal basis. Exanples of this are the southern states
through SREB and the western states through WCHE, especially
in the field of professional training. Types of Federal aid
to the States as recommended by the President's Panel is

anot her possi ble resource.



Setting up Program Coal s

The nost crucial aspect of the State planning process is invol ved
in the determnation of goals. Wile there will be many simlari -
ties anong the general goals as determned by the different States,
their specific nature will vary dependi ng upon the particul ar needs
and resources of the individual States. Some of the broad areas in
whi ch goal s shoul d be established are:

a. Prevention.

b. Qinical services.

c. Programdevel oprent in communities.

d. Programdevel oprent in residential institutions.

e. Research.

f. Training and utilization of personnel.

g. State | awns.

h. Public educati on.

i. Financing State prograns.

Assenbl i ng and Processi ng Data

Recordi ng, assenbling, analyzing and interpreting nany kinds of
data are required as a basis for the determnati on of programneeds
and for the projection of future State programplans in nental
retardation. Future progress in State planning should be greatly
facilitated by nodern met hods of data processing.

Many States are inproving and expanding their data processing facil-
ities. Mich still needs to be done to refine diagnostic procedures,
termnol ogy, classification, records and nethods of reporting in
order to secure nore conplete, accurate and uni formnational and
State statistical data for use in programplanning. |nproved

nmet hods of assenbling survey data is al so greatly needed.



