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Foreword

ncreasingly public agencies and private groups concerned with care for

l the nation’s developmentally disabled people have emphasized the need

- for communities to organize themselves to care for those with developmental’ p

. disabilities. This emphasis has been translated into legislation at: the federal
and state levels. In 1971, the President pizdged his administration to'the ex-

' ‘pansion of support for mental retardation programs within the federal gov-

emment, and urged all Americans to join in a commitment ‘to the goals of ..
reducing the occurrence of mental retardation, and of returning at least one -
 third of the more than 200,000 developmentally disabled persons then in public
institutions to useful lives in the community. , AT

The latter goal carries with it the responsibility for the development of man-

‘power resources for work with developmentally disabled people in various
commhnity settings; a limited number of community and junior colleges have

~ begun to play a role in the development of those resources through the crea-

. tion of training programs for care-personnel. The primary objective of our proj-
ect was to broaden this involvement. Working in' cooperation with the Ameri-

- can Association of Community and Junior Colleges, staff at the Center in Men- =

- tal Retardation, California State University at Los Angeles, conducted a survey
and held conferences to determine manpower needs, patterns in manpower

_ development, and existing involvement by community colleges in manpower

' training in this field. The project completed, it remains our belief that commu-
nity and junior colleges should be encouraged to develop training programs in

- this area, and it is to that end that this guideline report was vritten.

David Bilovsky
Director, Center in Mental Retardation and Co-Director Community Colleges
and the Developmentally Disabled Project

Jane E. Matson ‘
Coordinator, Community College Counseling Program and Co-Director.
Community Colleges and the Developmentally Disabled Project

gl
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~ Introduction

FRMhis is a guidebook designed to help community colleges develop programs

to train direct care personnel for new community-based residential facilities

for developmentally disabled people. Such programs will be increasingly needed

because the society has recently given a high priority to new forms of care for these
people and has granted them new legal status.

Both these developments aré represented in the provisions of the Devel-
opmentally Disabled Assistance and the Bill of Rights Act (P.L. 94-103), a com-
prehensive act to support and fund programs for the developmentally disabled on
a national level. This law defines a developmentally disabled person as

“a person who has a disability attributed to mental
retardation, cerebral palsy, epilepsy, or other neurological
handicapping conditions found closely related to mental
retardation or to conditions which require treatment similar
to that required by mentally retarded individuals.”

It has become a stated national policy that whenever and wherever possible those
individuzls who are developmentally disabled shall be cared for within the com-
munity. As a result of such national policies and similar state policies, devel-
opmentally disabled individuals are being “’de-institutionalized,” or moved from
large custodial hospitals to smaller community settings. For this process to rneet
its objectives, however, the numbers of community facilities must now be in-
creased greatly, and their quality raised. A range of alternative placements in
varying kinds of community facilities or homes must be available. Carefully
planned programs and training must be available for these individuals so that
they can cope with the greater freedom and richness of the community environ-
ment. None of these requizements can be met unless many more trained direct-
care personnel are available.

Itis the thesis of this report that community colleges are best equipped to train
many of these direct-care workers, and it is the author’s hope that community
colleges will seriously consider setting up programs to train them. Chapters 1, Z,
3, and 4 of this report will provide information related to the basic question, “’Shall
we institute such a program?” Chapters 5, 6, and 7 are a guide to structuring the
program itself, once a decision in favor of it has been made. ‘

6



Community Colleges
and
Those Who Need Care

Community colleges recently celebrated their 75th amniversary; the major -

portion of their existence has been spent in coping with rapid growth and

- expansion. It is significant to note that only within the last few years has the term

community becomne an integral part of the identity of many of them. The field of
community services has focused the attenl.on of the institutions on programs
primarily designed to serve needs not bemb adequately met by other community

organizations.

In the spirit of this milieu, this report is presented. It describes an opportunity
for community colleges to move still fu rtherintoa leadership role in community-
based, performance-oriented service.

The community colleges are little aware of the developmentally disabled; the
developmentally disabled are litiie aware >f the community colleges. The Uni-

. versity Affiliated Facilities presently existing in'21.institutions of higher learning
" vfas set up in part to develop "lnterdlsc1pnnary training programs for personnel

ngeded to render specialized services ior persons with developmental dis-
abilities” (Public Law 94-103). Although these facilities are authorized to do so,
the training of direct-care personnel in the sub-professional level by them is

.- minimal. The individual who is developmentally disabled appears to be served by
eithera person who has no training or by one who has an advanced degree. There

appear to be --ery few jobs available for those between those two levels.

Edmund j. Gleazer, Jr., president of the American Association of Community

and Junic: Colleges, refers to a community-based and: performance-oriented

“approach for the community colleges. He states that a college is community-based

when its “educational programs are based on a determination of local educatior:al
needs, instructional activity is designed to serve those needs, and there is maxi-
mum utilization of community resources in the delivery of those programs.
Performance-oriented means to be characterized by clear and simple learning
objectives which can easily be evaluated and measured as to the degree of
attainment or accomplishment.”!

This report is directed to the person in the community college responsible for
the identification of community needs and the design of programs and the
implementation of these programs to meet these needs.

7 11
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‘ ~ Figure 1
‘Mental Retardation Versus Other Conditions
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Figure 2
' The Developmentally Disabled and their Advocates
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The Quiet Minority

Until very recently, many developmentally disabled individuals havs been:
sequestered in large institutions or kept quietly at home by families who have
not wanted to advertise their involveiment with a severely handicapped person.
Consequently, the developmentally disabled population has been less visible to -
the general public than the population, let us say, of blind individuals. Yet the

_developmentally disabled population is in fact a much larger one, as figure 1

makes clear.

Disagreement on the exact prevalence of retardation is partially a reflection of
the various definitions of the upper limits of mental retardation as determined
by L.Q. Illustrative of this, 2.3 per cent of the general population taking the
Stanford-Binet could be expected to fall below an L.Q. of 70. If an 1.Q. of 75 is
used as the upper limits for identifying those classified as retarded, the preva- -

- lence estimate would be about twice s high! Empirical data reveals that at the

lower end of the normal curve, increments greater than what should be statisti-
cally expected occur. We believe it is reasonable to use an 1.Q. of 69 as the
boundary for the purposes of roughly estimating the size of the retarded popu-
lation; studies on this basis have found a prevalence rate of about 3 per cent.
The President’s Panel on Mental Retardatio:i,2 (now the President’s Committee
on Mental Retardation) has accepted this rate as the most valid as well as con-
sistent estimate. We believe it is safe to say that at some time in their lives, 3
per cent of the population would be in need of specialized services because of
their retardation.

The estimate of the number of individuals with cerebral palsy and epxlepsy

‘who will require the same type of services as the retarded is more difficult to

come by. However, th2 prevalence figure currently being used for cerebral
palsy is 1.5 per 1,000 population, of whom an estimated 75 per cent will require

' the same type of services as the retarded. For the individual who has epilepsy,

a prevalence rate of 2 per cent of the population is used, of whom an estimated
20 per cent require the same type of services as the retarded.

By themselves, then, the developmentally disabled who require significant
aid are a large minority group but the group of those closely related to a dis- -

- abled person is larger yet. Figure 2 gives an impression of the size of this larger

minority concerned with the mentally retarded alone. If the other disabling

- conditions are added, it can fairly be said that one out of every eight or nine

- persons in the nation has some close family interest in a retarded or otherwise
_ developmentally disabled person.

A large segment of this relatively large minority is becoming mcreasmgly active

. in humanizing society’s view of the developmentally disabled and working to

change views of how they should live and the care they should receive. A few =

. years ago society’s program for the mentally retarded and other developmentally

_ disabled consisted almost exclusively of institutional placement with the major

13
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purpose bein‘g custodial care. The ]ife-process of the disabled individual could -
have been diagrammed thusly: ’

Birth In 1950’s{— — - | Family Home|— — - | Institutions

.......

contrast to that model of only 20 years ago. Some of the values underlying it -
can be seen in the Declaration of General and Special Rights of the Mentally
Retarded, and A Bill of Rights for the Handicapped reproduced herein. Similir
- bills of rights' have been developed by such groups as UNESCO, the Epilepsy
Foundation, and the National Society for Autistic Children. It is apparent from
these bills of rights that many groups are asking society for certain rights for
the developmentally disabled as a matter of equity—rights which are essen-
tially incompatible with isolated institutional care of a custodial nature.

Recent court decisions have begun to give these claimed rights status in the’
law. The U.S. District Court, Minnesota, (Welsch v. Likens) has ruled that the
retarded and other developmentally disabled have a right to be placed in “the -
least restrictive” setting. The Minnesota case stated that there is a constitu-
tional right to care and treatment under the due process clause of the Constitu-
tion. Also, there is a constitutional right to the “least restrictive alternative”
and thus the state has an affirmative duty to develop and provide appropriate
community services." .

-+ Organization for Community Care

As a consequence of these developments, a new model for the life and care
of the disabled has developed. Although it is still evolving, it can be generally
diagrammed as follows: o

Foster Hbme

Vee
pre

73
[
Home | &¢——— State | Group,| .| Wage

Facility — L
) ‘
| Community| [
L] Residential |—
Facility
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A number of forces are moving this model toward increased acceptance and
actualization. The President’s Committee on Mental Retardation has developed
guidelines for natiomal action, and has strongly stressed the need for com-
munities to organize themselves to care for the retarded within the community
itself. A number of states have legislated or are in the process of legislating
new models and standards for care. Legislation on the federal level has trans-
lated the work ef the President’'s Cornmittee into regulations which require
states to develop gommiunity plans for services to disabled individuals and
their families. :

Public Law 94-103, Section III (excerpted):

Cortgress makes the following findings respecting the rights of persons
with developmental disabilities . . .

(2) The ‘featment, services, and habilitation fot a person with devel-
opmental disabilities should be designed to maximize the devel-
opmental potential of the person and should be provided in the setting
that is least restrictive of the person’s personal liberty.

(3 The Federal Government and the States both have an obligation to as-
sure that public funis are not provided to any institutional or other
residential program fo- persons with developmental disabilities that—
(A) does not provile treatment, services, and habilitation which is ap-

propriate to the needs of such persons. . . .

Role of the Comniunity Residence

The community-based residential facility is a key part of all of the new, mod-
els for service to the developmentally disabled. It is housing other than the
individual’s natural home, yet might be relatively close to it and definitely
within .+ community. The community residence makes available to its residents .
a home environment and also contact with the mainstream of community ser- .
vices. The staff of the community residence offers and structures experience
which stimulate the development of the residents; the very existence of the .

community residence and program is based on the idea that mental retardation

and other developmental disabilities are dynamic conditioiis permitting growth
and are responsiye to developmental approaches. (This view is, ot course, also

_ manifested in the Bills of Rights previously mentioned). Since retarded and .

“other developmentally disabled people vary in their degree of handicap and
** other needs (as all people vary), it is clear that there must be a wide range of
‘available community facilities and services. The National Association for Re-
“tarded Citizens emphasizes that a community’s human service delivery system
'must be so comprehensive and of such a scope that “no mentally retarded -
_person has to leave his community in search of needed residential or rehabilita-

15

1t



O

ERIC

Aruitoxt provided by Eic:

tive services.” The National Association for Retarded Citizens has concep-
tualized the elements of a comprehensive community service system which
would meet this criterion as follows:3

16

Temporary Assistance Services involve a residence which provides tempo-
rary and crisis assistance to the ‘retarded. There is an increasing need to
relieve parents on a short-tern basis. Such homes may also serve as transi-
tion care before long-term residential placement may allow for a family vaca-
tion, and provide for family crisis or emergency placements for dependent
individuals who have no other place to live while more permanent plans are
being made.

Life-Start Program Facilities are intended to strvo’ primarily those individu-
als who are so neurologically or orthopedically handicapped that special
medical and developmental programming is essential. They differ from reg-
ular comprehensive nursing care programs in that primary emphasis is
placed upon developmental programming rather than upon mere mainte-
nance of life services. :

The poal of life-start programs will be to habilitate each individual to a suffi-
cient degree to permit placement in more normalized programs. This is
achieved through the provision of intensive stimulation and intervention.

-~ Child-and - Adolescent- Development ~Facilities-provideprograms™for ¢chil=~

dren and adolescents who have developed beyond the needs of life start.
The residents living in these facilities will be participating in community,
educational and prevocational training progrars; daytime programming in
such residential settings may be minimal. However, the caretakers in these
facilities, as-advocates, must be aware of how they plug their residents into
the mainstream of existing communityv service systems. Evening and
weekend in-house programs would typically include areas such as:

. Self-help skills

Concept development

Social skills

. Personal hygiene

. Money management ‘
Food preparation

. Laundry maintenance

. Planned group activities

O NS U W 19—

These developmental programs are designed to meet the needs of those
mentally retarded persons who lack the behavior skills which will permit
them to move into relative independent living.

Vocational Development Facilities are for those who are enrolled in a vo-
cational or pre-vocational training program in the community. These facili-
ties are designed to be intensive training settings for those individuals who
will be able to live independentlyor with minimal supervision upon comple-
tion of the training program. ' :

12
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The program in vocational development facilities is integrated with the vo-
cational training program: The teaching of skills such as cooking, house-
keeping, budgeting, social relations, use of leisure time, etc. as well as expe-

rience in group interaction, group activities, etc. is of prime importance in’

these facilities.

_ »As in child and adolescent facilities emphasis should be placed upbn the use

of generic, community, recréational and service resources. The emphasis
upon family living will be decreased and greater emphasis placed upon

group and independent living, teaching the residents to rely more upgn

their peers and their own decision-making and ‘problem solving ability.

Sheltered Living Homes serve individuals over the age of 18 who require
continuing assistance and supervision on a daily basis. These homes are
intended primarily for moderately and severely retarded adults whose cur-
rent stage of development precludes independent living.

The goal of sheltered living is to provide a setting in which these individuals
may enjoy a more normalized life in the community as opposed to long-

term placement in an institution.

The program in sheltered living homes will focus on the development in
self-held and self-care skills in order to increase the social competency of
each person.

The Apartment Living Training Facility typically consists of a cluster of three
or four apartments for residents and one apartment housing staff teachers. The
staff works with each individual or couple on such skills as cooking, meal
planning, cleaning, budgeting, relations with the landlord, use of community
services resources, and use of recreational resources.

The trainees in this tvpe of program will be taught where to go for emergency
help and how to solve many of the more intricate problems associated with
independent living.

Apcrtment living represents the final stage in continuum from dependence to
independence and from segregation to integration, provides the mentally
retarded individual with the greatest opportunity for self-sufficiency and in-
dependence.of all the residential service programs.

Independent living represents a goal toward which all training programs are
aimed, although it is recognized that somne mentally retarded individuals may
never be able to achieve this level of independency and self-sufficiency.

Residences for the Elderly . . . The aged mentally retarded citizen frequently

develops special needs with advancing age and requires a greater degree of
supervision than may have been required in the vounger years, For many
persons this will mean initially moving from an independent apartment to
more structured living arrangements in a sheltered home or a residential
nursing home. For others health problems will indicate the need for inter-
mediate or comprehensive nursing care. (Residential Services and Facilities

13
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“Committee, The Right to Cheose, National Association for Rctérded Citizens,
‘Arlington, Texas 1973).

The State of Penrisylvania, in defining the scope of residential services needed,
has developed a Community Living Arrangements Program which suggests its
commitment to deinstitutionalization and the prevention of institutionalization
(the Eastern Nebraska Community Office of Mental Retardation has a somewhat
similar model.) The Community Living Arrangements Program forms a com-
prehensive, progressive continuum which makes available to the mentally re-
tarded person an opportunity for an existence as close as possible to the patterns
and norms of the mainstream of society, and makes it possible for every mentally
retarded person to achieve his or her fullest potential and to become as inde-
pendent and economically self-sufficient as possible. The Community Living
Arrangements Program “'strives to make possible not just the re-entry of a re-
tarded person into the societal mainstream as well,”* according to its developers. -
Following is an outline of the continuum envisioned in this program. ‘

1. Developmental Maximation Unit. This service shall have a strong medical
emphasis and operate on the medical model. The primary objective of this unit
is to plan developmental programs directed toward moving each individual
into a more residentially and educationally oriented setting as quickly as
possible. o

2. Infant Nursery. Program emphasizes nurturent development of infants
and youny children up to the age of about four, and attempts to equip them
with self-help furctions such as walking, feeding, some communication, and
some toilet training

3. Intensive Behavior Shaping. For individuals who are severely and pro-
foundly retarded and/or have very special problems. This service emphasizes
shaping and maintenance of basic habits and is mwst often a temporary one.

4. Structured Correctional. This residential service shall be for those persons
displaving difficult to manage and consistently anti-social, uncontrolled, or
self-destructive behavior.

5. Child Development. Serves those in an age range of about four to 18 with
the goal of providing family typical inter-relationships between older and
vounger individuals.

6. Adult Long-Term Sheltered. Sheltered living and training for those indi-
viduals who are not capable of finding employment in competitive industry
and will be retained in a vocational services center or day-activity center fora
prolonged period of time.

7. Adult Short-Term Training/Young Adult Development. This evaluation
and training oriented service is for young adults, age 18 and over, who are
involved in an active vocational training program or in some form of employ-
ment.

18 . ’ 14



8. Adult Minimal Supervision. This residential service could be run by a
~ program-oriented landlord in a roomung or boarding house, or by other per-
sonnel making supervision visits to unstaffed apartments or houses.

- 9. Family Relief. This service is intended *o assist families in specific crisis and
- give stress relief by providing non-residential supervision for part of a day or
evening.

Standards for Developmental Care

New models for community life #nd care have been followed by new standards
and regulations intended to guarantee a high level of quality and quality control in
- dispersed facilities. The Accreditation Council for Facilities for the Mentally Re-
- tarded of the Joint Commission on Accreditation of Hospitals has compiled Stan-
" dards for Community Agencies Serving Persons with Mental Retardation and

other Developmental Disabilities (hereinafter referred to as the JCAH Standards)*
and the Developmental Disabilities Act of 1975 has translated some of these into
law.

Many states have established similar rules. Minnesota’s Department of Public
Welfare Rule 34, (Standards for the Operation of Residential Facilities and Ser-
_vices for Persons who are Mentally Retarded) states, for example, that the staff
must formulate an individualized program and treatment plan for each resident,
that this plan must specify objectives for behavioral and physical development
and must include programs of education, self-care skills, economic skills, lan-
guage development, number and time concepts, domestic occupations, vo-
cational skills, and maladapted behavior and emotional disturbances. It is
specified that this is to be done through developmentally oriented day activity,
educational, recreational, religious, sheltered workshop, social work, vocational
.training and health services. ‘

Pennsylvania’s standards are contained in Regulation 9600, Community
Living Arrangements for the Mentally Retarded;” among other things, this
Regulation states that individual community facilities shall develop structured
training . . .
which will vary with each residence in accordance with its specific purpose as deter-
“mined by the type of persons it serves..In all residences, children and adults, there shall
be emphasis on richness and v-triety of experiences, especially those that involve com-
munity contact and coutact with non-retarded persons. These residences shall serve not
only as houses that provide accommodations for sleeping and eating; but as homes where
the residents receive emotional support, training in everyday living activities, engage in
some recreation, and learn how to use community facilities . . . residences shall serve as
a basis fropn which to go forth for community interaction, in schools, in churches, in
recreation facilities, in medical facilities, etc. Weekly plans should be developed to ensure .
that residents will develop life styles and needs consistent with those of citizens in_the -
communnity. 3 Lo :
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* Massachusetts, in,stan‘dards developed by the Department of Mental Health,
places a very strong emphasis on.the developmnt of an Individual Service

" Plan in the state’s community residences for the retarded. The Department .

defines the Individual Service Plan (ISP) as a written plan “of intervention and '
action that developed and modified at quarterly intervals and which specifies
individual goals and objectives and identifies a continuum of developmental
services.”” An ISP must be developed for each person receiving res'fd‘e'ﬁ%rs?r-
vices, and must include programs in the areas of sensory motor development,
social development and cognitive development. :

Since such standards conform with general national policy, it can be ex-
pected that many other states will soon follow suit with very detailed descrip-
tions of and standards for developmental programs for the severely handi-
capped, primarily oriented to the context of dispersed community residence
and service facilities. - ‘ ‘

Summary

The developmentally disabled have, until recently, been a nearly invisible
minority in the population and have been viewed as needing primarily custo-
dial care institutions. At present a full-scale revolution in beliefs and values
related to the developmentally disabled is underway. The disabled are seen as
capable of growth and as being entitled to the fullest possible life, in maximum
feasible contact with the mainstream of society. A change in life and care mod-
els has ensued and a body of laws and standards defining and regulating such
models is in the process of evolution. A key to all new models is small commu-
nity residential facilities, which are a setting for needed care given without
isolating the developmentally disabled individual from the surrounding
mainstream society. Professionals, parents, and the courts all are demanding
this new model of care, and consequently it is to be expected that a large pro- -
portion of those 250,000 individuals now residing in large state-operated insti-
tutions will eventually join the almost equal number now already moved to or
living in community-scale facilities. -

1Gleazer, Edmund J. Jr. New Programs for New People, paper presented at the First Community:
College President’s Forum, Educational Testing Service. Princeton, New Jersey. July 27, 1976.

*President’s Panel on Mental Retardation, A Proposed Program for National Action to Combat Mental
Retardation. The Presidents Panel on Mental Retardation, Superintendent of Documents, U.S. Gov-
ermnment Printing Office, Washington, D.C. Ocivber, 1962. -

3Residential Services and Facilities Committee, The Right to Choose: Achieving Residential Alterra-. '
tives in the Community. (The Association, Arlington, Texas, 1973). ;

sAccreditation Council for Facilities for the Mentally Retarded. Standards for Residential Facilities 7

ar the Mentally Retarded. Joint Commission on Accreditation of Hospitals, Chicago, lllinois, 1973. .
(645 North Michigan Ave. Chicago, lllinois, 60611). : ‘ :
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. i'-"vBui-e:iu:‘of Cbmmunity Residential Programs, Office of Mental Retardation, D‘epért'ment' of Pub-.
. lic Welfare, Commonwealth of Pennsylvania, 9600 Series Regulations—Comnunity Living Arrange-
. ‘ments for the Mentally Retardes. (Harrisburg, Pa,, various dates.) ‘
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Declaration of general and special
rights of the mentally retarded

Declaration of general and special
rights of the mentally retarded

Whereas the universal declaration of human rights, adopted by the United
Nations, proclaims that all of the human fanuly. without distinction of any kind,
have equal and inalienable rights of human dignity and freedom;

Whereas the declaration of the rights of the child, adopted by the United
Nations, proclaims the rights of the physically, mentally or socially handicapped
child tospecial treatment. education and care required by his particular condition.

Now Therefore
The International League of Societies for the Mentally Handicapped expresses the
general and special rights of the mentally retarded as follows:
ARTICLE 1 ‘
The nientally retarded person has the same basic n),hls as other citizens of the
same country and same age.
ARTICLE It
The mentally retarded person has a right to proper medical care and ph\ sical
restoration and to such education, ‘training, habilitation and guidance as will
enable him to develop his ability and potential to the Fullest possible extent, no
matter how severe his degree of disability. No mentall; handicapped person
should be deprived of such services by reason of the costs involved.
ARTICLE 111 !
The mentally retarded person has a right to economic security and to a decent
standard of living. He has a right to productive work or to other meaningful
uccupation.
ARTICLE IV
The mentally retarded person has a right to live with his own family or with
fosterparents; to participate in all aspects of community lite, and to be provided
with appropriate leisure time activities. I care inan institution becomes necessary
it should be in surroundings and under eircumstances as close to normal living as
pussible.
ARTICLE V SR S
The mentally retarded person has a right to a gualified guardian when this is
required to protect his personal wellbeing and interest. No person rendering,
direct services to the mentally retarded should alse serve as his guardian.
ARTICLE VI
The mentally retarded person has a right to protxction from expluitation, « 7\u~e :
and dc),r.\dm), treatment, If accused, he has a right 10 a fair trial.with ()
recognition being given to his degree of responsibility.
ARTICLE VII ' ‘
Some mentally retarded persons may be unable, ue to the severiiy of their
handicap, to exercise for themselves all of their rights ina meaningtul way: For
athers, madification of some or all of these rights is approprate. The procedure
used for modification or denial of rights must contain proper legal safeguards
against every form of abuse, must be based on an evaluation of the social capabil-
ity of the menlall\ retarded persen by qualified experts and must be ulb]cu to'
permdlc reviews and to the right of.\ppc.\l to higher authorities, - ’
ABOVE ALL
THE MENTALLY RETARDED PERSON
HAS THE RIGHT TO RESPECT
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A Bill of Rights for the Handicapped

“A Bill of Rights for the Hundicapped™ was presented at the United Cercbral Palsy
Association’s Annual Conference in Washingten, D.C.on May 3, 1973, Hundreds
of delegates representing the 300 United Cerebral Palsy affiliates throughout the
country signed the Bill indicating their support and commitnient to turthering
these basic rights. The Bill was approved by the membership on May 4, 1973,

United Cerebral Palsy Associations, Inc.
66 East 34th Street o New York, NLY. 10016
A Bill of Rights for the Handicapped

PREAMBLE
We hold these Truths to be selfecoudent that all Men are created eqral, that they are
endoieed by their Creator with certain unalionable Rivhts, and that ammg these are Life,

 Liberty and the Pursuit of Happiness.

The rights of the individual boegin with the inherent right to be barn with the
capacity to grow and develop tully and to have the birthright insured by serviges
which protect the embryonic environment and the entry of the individual into the
world.

Those who are denied this birthright or swho are handicapped by other causes
have the right to be assured the means of achicving maximum growth and
developmentand to enjoy the dignity. respectand oppertunities accorded all men
by the frecdoms and privileges enumerated in the Constitution of the United
States,

For the handicapped who cannot obtain the rights of first-class vitizenship for
themselves. socicty must provide., preserve and protect the means whureby these
rights are-assured from carliest infancy throughout lite. These means form a
particutar “Bill of Rights for the Handicapped,”

The handicapped individual has the right to:
I PREVENTION OF DISABILITY insofar as possible throughcarly detoction
ot abnonmalities in intaney, insmediate and continuing family guidance,
and comprehensive habilitative services until maximom potential is
achieved. ‘
HEALTH SERVICES AND MEDICAL CARE for the protoction of his
peneral well-being and sucn additional special seevices as are reguiired
because of hivhandicap. . )
EDUCATION to the tullest extent to which he is intellectually capable,
provided through the regular channels of American education.

i

b=

IV TRAINING for vocational and avovational pursuits as dictated by his

talents and capabilities. o

V WORK at any cccupation for which he has the qualifications and prepara-
tion. .

VI AN INCOME sufficient to maintain a lifestyle comparable ta his non-

handicapped poeers. .

VIE LIVE HOW AND WHERE HE CHOOSES and to enjoy residential accom-
modations which meet his needs i he cannat function in conventional
housing.

VI BARRIER FREE PUBLIC FACILITIES which include buildings. mass or
stidsidized alternative transportation services and social, recreational and
“ntertainnent facilities.

IX FUNCTION INDEPENDENTLY in any way in which he isable to act un his
own and to obtain the assistance he may nced to assure mobilite, com-
munication and daily living activities.

X PETITION social institutions and the courts to gain such opportunitics as
may be enjoved by others but denied the handicapped because of over-
sight, public apathy or discrimination.

UNITED CEREBRAL PALSY ASSOCIATIONS, INC.
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 The
Direct-Care
Staff

A Primary Need

The key to the new form of aid to the developmentally disabled just dis-
cussed is the direct-care staff, for the development of residents in any
facility is more dependent upon this staff than upon any other factor. This staff
group is “the interpreter of and agent for the intentions of society and wields a
truly amazing amount of power and control over the mentally retarded indi-
vidual” (Wolfensberger). It is this staff which has the primary responsibility of
one-to-one contact, as distinguished from responsibility for planning, staff
~ coordination, and keeping house management records. The importance of -
direct-care personnel is emphasized in a study by Thormalen! of a California
institution. He found that not only did direct-care aides fail to train children in
the area of self-sufficiency (their assigned task) but actually succeeded in re-
tarding the children’s development by making them more dependent.

, I a fully developmental model of assistance to the handicapped, of course,
the role of the direct-care staff is even more critical, because what takes place in
interaction between this staff and the retarded resident is vastly more compli-
cated than the interaction in a purely custodial model of care. Basic needs are

-still met but they are merely the beginning in the developmental model. We
have reviewed some of the different specifications in state plans for the proc-
‘esses expected to occur in a developmental program, and the wide range of
interactions required of a direct-care worker in such a program can easily be
inferred. While a direct-care worker may not be responsible for the basic for-
mulation of objectives and a multitude of prescribed activities for an individual
(as mandated in the Massachusetts ISP model, for instance), he or she will still
be devoting more time than any other worker to carrying théem out with a

‘given individual. Massachusetts recognizes that the success or failure of any
community residence is dependent upon its personnel, and has established the
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following standards to be met by any person seeking a position in a community .-
residence program: ‘ ‘ ’

-1. Demonstrated ability to provide emotional support and training in the daily

living activities required by the mentally retarded individual.

2. A demonstrated ability to work with people. ‘ 3

3. Awareness and understanding of the individual needs of the mentally re-

- tarded. ‘

4. Respect for the dignity of the mentally retarded individual and a belief in his
or her capacity for self-determination and growth.

5. Willingness to adhere to and protect human rights of the mentally retarded
as set forth in the Declaration of Human and Individual Rights.

6. An understanding of "Normalization’” and the willingness to adhere to and-
to apply the principles as set forth by this philosophy.” o

The courts have begun to go even further. Soon there may be a widespread
legal requirement for personnel who not only have the admirable human qual-
ities and beliefs required by Massachusetts but training in addition. The case of
Wyatt v. Hardin, brought before the Federal District Court in Alabama by pri- -
vate citizens, legal rights groups, and the United States Department of Justice:

~ established the principle that every individual has a right to treatment which"

must include an individuzlized treatment program, a humane physical and .

* psychological environment and an adequate and qualified staff and programs,

all provided in the least restrictive manner possible. Other cases involving the
same principle have been filed in at least 17 other states and are at this time in

" various phases of adjudication. The principle was upheld in a recent unani-

mous Supreme Court decision (O'Connor v. Donaldson).
Finally, in setting standards for the accreditation of community residential
facilities, the Accreditation Council has stated that it is its

“continued beliet that the most basic requirement for accreditation of a resi-
dential facility for the mentally retarded is the preservation of an active
habilitation program . .. to receive accreditation, a facility must provide
habilitation programming for all residents within a normalized environment
that respects their rights and dignity. . . . «

The tundamental requirements for active programming include an interdis-
ciplinary team process for identifying the specific needs of the resident. . . .

The interdisciplinary team process must include the participation of the direct-
care staff persons who must be responsible for the resident’s day-to-day care and
program, and not just their supervisors. At any given time the team must. in-
clude all those persons whose participation is relevant to meeting the needs
of the resident, so that the decisions result in a totally integrated habilitation.
program plan for the resident, rather than in tragmented isolated or inde-
pendent efforts.

The essential requirements for a normalized environment include a physical
environment that is as home-like as possible, and in which residents can be
divided into small groups, for which specific direct-care staff are responsible, so
that there can be individualized attention to the developmental needs of
residents, rather than merely large-group or mass care routines.” -
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Lack of Training -

- However, personnel sxills of the level mandated in state program descriptions
and standards gradually being set by the courts are presently not equalled by
-practice in the average community. It has been estimated that fully 90 per cent of all
care given to the retarded and other developmentally disabled is given by those
who have no training or certification to perform the types of tasks called for in the
state plans. The very personnel who now carry the day-to-day responsibility for -
.face-to-face care and training of the retarded are receiving the least amount of pay
“and are not even on the bottom rung of a career ladder leading to higher compe-
“tence, pay, or responsibility. Tender loving care is an important asset in their
-work, but meeting the developmental needs of mentally retarded and other se-
verely disabled people calls for the possession of a'body of knowledge and skill.
-Recognizing the discrepancy between what is now demanded of many direct-care
- workers and their ability to meet thiose demands, many states have developed
in-service training programs. A few of them (the program created by the Exten-
“sion Division of the University of North Carolina is a case in point) are well
thought out and comprehensive. In-service programs do not provide the ultimate
answer to the problem of generating skilled manpower. Klaber (In: Sarason, S.B.
~and Dori S.J. Chapter9, Psychological Problems in Mental Deficiency, 4th ed. Harper
& Row, 1959) has examined such programs and concludes that they cangoonlya -
-limited way in modifying existing behavior.? R

A New Occupation—New Forms of Training

Many people are presently able and ready to provide traditional custodial care
to individuals who are mentally retarded or have allied disabilities. An unskilled, -
untrained couple may establish a relatively humane residential care facility which -

-essentially provides custodial care, and this facility may still be licensed by the
state and receive clients. The need for even basically humane care is still extreme
in many areas. But there is a constant turnover of such unskilled personnel and
facilities~As standards for service quality continue to rise, and parents continue to
demand more adequate forms of treatment, this group of workers will be'in less
and less demand; people trained and equipped to meet society’s more extensive
demands for higher qualities of care will be in increasing demand. A manpower
shortage of trained workers can be expected to be both considerable and widely
recognized by the early 1980's—just about the time that community college
programs planned to meet the demand to begin to produce graduates.

.. During this period, another process can also be expected to occur, the estab-
lishment of direct-care service as a discreet occupation to those who are develop-
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- ‘mentally disatied. Presently, where it can be determined that certain services .

are mandated by society, occupations are being created and given definition by a
planned training and licensing process. This has occurred with the,occupation of -
vocational nurse, for example. The Office of Child Development of the Depart- "
ment of Health, Education, and Welfare is currently setting up training and -
credential requirements for personnel to work with young children—the occupa-
tional title will be that of child development associate. Psychiatric technicians |
have a role originally planned and defined in much the same way, and the .
occupation of paralegal associate is emerging along similar lines. Such intention-

ally created occupational roles are promising tools for meeting social needs;
particularly when they are planned and defined cooperatively by training insti-

tutions, professional groups and other agencies involved in the specific need area.

We. see the beginnings of that process presently in the area of developmental
disabilities; the indications ae that training programs are already being instituted
in some educational institutions (see Chapter 7) and there is a move toward the
credentialing and licensing of direct-care personnel. Some states now mandate
licensing or certification for supervisory personnel, but few have at this point -

.completed and put into full operation such structures for direct-care personnel. "

Further indications-that definite occupational roles and titles will be increasingly
recognized in this field are that conferences on care for the substantially handi- -
capped reiterate the need, year after year, and more and more State Directors of.
Developmental Disabilities express a strong interest in working with community

colleges and other institutions to create manpower training programs. Manpower-
concerns in the field were summarized at a joint conference sponsored by the:
National Institute of Child Health and Human Development,® The President’s

Committee on Mental Retardation and the Canadian Association for the Mentally.

" Retarded, in 1969—although this was eight years ago, the summary remains

pertinent:

1. The shortage of qualified staff requires a more careful assessment ¢’ the
functions and competencies specifically requlred for effective work with the:
retarded.

2. The institutions of higher education, such as community colleges and uni-
versities, should play a far more active role in the development of career
training programs for workers in the developmental harulicap areas. '

3. The present approach to the service and manpower needs of the retarded
makes it very difficult to increase the quality and quantity of trained personnel

in this field.

4. The large residential institutions are no longer functional and extensive staff -
retraining is a requisite if more functional and relevant educational programs
are to be developed. -

5. Public and private funds should be utilized to create more productive: and
humane methods of community-based treatment for the retarded.

6. Most of the retarded (about 85 per cent of the institutionalized retarded) do not
require medical treatment, but rather education and social trammg toinsure the
maximum development of their learning potential.

7. An effective rehabilitation program for the retarded requires the presence of a

highly skilled educatlonally oriented basic-care staff.

-
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A Turning Point

~ We believe there is a strong probability that by 1980 there will be a firmly.-

' established legal mandate, strong parent demand, and official sanction and
recognition from governmental agencies responsible for the licensing of care
facilities, for the “highly skilled educationally oriented basic-care staff’” deemed

" ~critical by the Banff conference and by professionals in the developmental dis-
abilities field. The community college can play an important role in this devel-
opment because it is one which will be best achieved by several simultaneous
and mutually supporting efforts, and one of these efforts can only be made by
educators and educational institutions. National and state governmental agen-

- cies will not act in a vacuum to give the new occupation recognized status; they
will act if they see educational institutions making concrete plans for training
programs. The new occupation will have nationwide standing, will become

» part of a career ladder, and trainees will have transferable skills if educational

_ institutions and other groups can coordinate their plans to a common model or
pattern (and there appears to be little reason that this cannot be done). The

~ entire effort will receive added impetus if educational institutions coordinate
their plans with those local and national parent-groups and other interest
‘groups in the developmental disabilities area who will be creating the demand
for trained workers.

In short, we are asking community colleges not to respond to an already
established manpower demand, but to help create one by working inalliance
with other interested groups to bring about an extremely needed shift in man-
power resources for the developmentally disabled. We will explore additional
aspects of such.a decision in the following chapter.

Summary

\

Sophisticated models have recently been evolved for humane and growth-
.oriented services to the developmentally disabled, primarily involving de-
“institutionalization and contact with a direct-care staff operating within an
~educational and developmental framework. In many cases standards and

guidelines for “’good services” and for adequately skilled personnel have been
- created. But we have not, as yet, solidified a demand and developed systems
- for training that essential direct-care staff. Presently the community relies upon
untrained people most of whom are still only equipped to deliver custodial :
care, but this is becoming an increasingly intolerable state of ‘affairs and is
-under increasing pressure for change. ‘ - ‘
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A number of mutuarly supportmg developments will brmg about the desired -
change. Educational institutions will play an essential role, interacting with na-
tional and state agencies concerned with care for the developmentally disabled,
with interest groups, and with credentialing and standard- settmg authorities to .|

_ create and define a new needed occupation.

’Thormalen Paul, "A Study of on-the-ward Training of Trainable-Mentally Retarded Children in '
a State Institution,”” California Mental Health Research Monograph #4. California State Dep srtment of
‘Health (Sacramento, California, 1965.) ‘

*Klaber, M. Michael (Chapler 1X). In, Sarason, S. B. and Doris J., Psychological Problmns in Mental
Deficiency, 4th ed. Harper and Row, New York, 1969. ‘ .

3Cohen, Julius S., ed., Manpower and Mental Retardation, an Exploration of the Issues; Procucdings of

the Banff lntenmhonnl Conference. President’s Committee on Mental Retardation, Washington, D.C.,.
1969. (Washington, D.C. 20201) o
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A
College
Decision

3 Across the United States there are more than 1200 commumty-based two-
year colleges which constitute potential resources for improving service to
_the developmentally disabled. Whether this potential should be actualized in
" the case of a particular community college is a decision involving a*number of "
- factors. Whereas preceeding chapters have outlined the general need for
trained personnel and the belief that some community colleges should re-
spond, this chapter treats some of the specific questions a junior or community
college should deal with before making a commitment toa SPElelC program.

Responsibilities to the Community

" The community- college can be said to have some responsibility to seriously
"‘consxder the possibility of instituting training and related programs. The devel-
;';opment of community colleges has been based on the premise that they are
‘responsive community agencies willing and ready to provide services to all

citizens, limited only by resources available. Community colleges have already
* assumed the societal task of preparing professionals and technicians in a vari-
ety of fields, and the number and variety of curricula related to manpower .-
5 trammg are steadily increasing. Frequently, community colleges primarily re-
_ ceive local financial support, maintain the lowest possxb]e costs and the most -
.open access policies feasible, and in general strive for maximum accessibility.

In a recent article in the Community and Junior College Journal (December- -
“January 1974), Edmund J. Gleazer, Jr. urges that this function be extended. -
. Traditionally, he suggests, community colleges have played an essentially pas-
“'sive role, waiting for community demand for post-secondary education and
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“ then respondmg to that-demand. Some businesses, Gleazer suggests ‘take a
- more active position. They create value-satisfying goods and services, research-. -
‘ing a need or potential market, operating from a consumer-oriented, not'a ..
product-oriented viewpoint. What would happen, Gleazer asks, if the commu-
nity colleges were to operate more in this manner?: Were colleges to actively
seek out needs in their communities, they might well find new opportumhes -
for service.! : ‘

- It would certainly appear that an increased effort by a college to improve
service to the developmentally disabled in a commurity or region would fall .
squarely within the bounds of Gleazer's proposal. The developmentally dis- .
‘abled are a significant part of the community, and their needs are considerable
even though they may be a quieter minority than some others. The family of a .
developmentally disabled person‘in a college district is paying its share of the
college’s support, yet the disabled family member ‘usually cannot make use of
the college’s regular program in the standard way. One of the most pressing
needs of these families is for skilled care and aid to the disabled family mem-_
ber; if a college actwely pursues a program which conceivably will meet these -
families’ needs, it is likely to gain intense and long-term support from them.

Responsibility Toward the Students

Interwoven with its responsibility to the general community is, of course, the
college’s obligation to its students, who may or may not remain members of -
that community. A college cannot assume that its community’s needs are mir-
rored exactly in the general society in which the graduates must find employ-
ment; the community the college services directly may have a greater or lesser
demand for a particular occupation than the state and region surrounding the ‘
college. Clearly defined occupational education, as opposed to general liberal -
arts or science education, should and must have occupational outlets, and each
community college considering any occupational program must address itself .
to such questions as these proposed by Donald T. Rippey, former presxdent of
El Centro College in Dallas, Texas:?

1. Approximately how many persons trained in the proposed program will be ‘
employed annually?

- 2. What training experiences and opportunities are already available?
3. What is the pay.differential between trained and untrained people in this
occupational area now, and what will it be? ‘
4. What arg, projected employment needs for the next 1-5 years?
5. And, lastly, how much assistance can the community college expect from ..

business and industry.

In the case of training for direct-care work with the developmentally dis- . -
abled, as we have seen, such questions may not have as definite answers in the .
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short run as they would if- apphed to a proposed program in electromcs

“technology, but. sources in the developmental disability community and local

- social agencies will be able to provide some perspective.

Building a Decision Cooperatively

A cursory analysis of occupational needs based on Dr. Rippey’s questions

E may not, as suggested in the earlier chapters, yield a very bright picture of the

short-run opportunities for graduates trained to give hrgh -level care to devel-

" opmentally disabled persons. This is not to say, however, that the need out-

lined in the first three chapters is not significant, or that the prospects do not
look better for the future. It has been argued that they do. More important is
. that the investigation continue beyond cursory answers to those questions, and

beyond the first investigative stages, even though they may not have yielded

encouragrng results.
This is because care for, training of and interest in developmentally disabled
_people involves a complex network of interested groups. The public service

. agencies may come most immediately to mind for they and public-care insti-

- tutions, such as state hospitals, are most familiar to the general public. Parent
. groups, organized and unorganized, do not generally make themselves as visi- -
“.ble, but they have an acute concern for the development of good social service
- delivery systems, and as special interest groups go, they are highly energetic,

: active, and extremely committed.
" These parent groups are organized into formal parent associations, identified ‘

-with the retarded, epileptic, cerebral palsied, or autistic segments of the popu-
- lation of handicapped people. Usually local parent groups are affiliated with -
“national groups. The Developmental Disabilities Act requires every state to
“have a Developmental Disabilities Council (whose responsibility, in part is re-
‘lated to msunng responsiveness - to system users and parents, to long-range
‘planning, and the administration of national developmental disabilities funds).
~Also.involved in the care network are the professional workers who serve de-
velopmentally disabled people directly (physicians, public health nurses, spe-
_cial educators, and ‘so forth.) And there are all the people associated ‘with
commumty care facilities themselves, the staffs of sheltered workshops, activity
~'centers, and residences. Each region has its own distinct pattern, but usually
“includes parents, planning body, professionals, and deliverers of direct-service
-who form the nucleus of the developmental disabilities power structure.

It should also be noted that because of federal funding, increasing aware-

’ness, and the increasing dynamism in the field, parent and other interest

;groups are becoming larger, more highly organized and articulate, rather than
the reverse. At stake for them are the increasingly richer possibilities for their
.disabled family members. It is safe to say that in most states the network con-
nectlons between such groups and state and local social service agencies is
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becoming stronger and leading to more creative solutlons for the problems of
the disabled. :

The existence of this complex network of agencies and interest groups cre- -
ates quite a different arena for decision-making in this occupational area by a
college than would be created by, let us say, the growth of a new.chemical:
industry in the college’s service area. Without clear answers to questions about
occupatlonal demand, potential assistance to-the college for a program will
neither be immediately evident nor particularly stable over time. Adequate and

satisfving answers will probably come only after a period of interaction with a
broad range of interest groups and individuals. Images of possible programs or
other involvement on the part of the college will be pieced together, revised,
and reassembled again. As the developmental disability power and service
structure becomes aware of a college’s interest, the netweark of groups and
agencies may shift programs and priorities to create a role for the college, a role _
which could not have been easily foreseen at the early planning stages.

In other words, the poterntials for a community college involvement with the
developmentally disabled may build even as the feasibility of such involvement is ‘
being considered. The act of beginning the discussion is likely to be “futures
creative,” leading toward an outcome that will be heavily shaped by the process
itself. )

The critical elements in such a process, we propose, are time and patience, .
because a complex network of service providers, agencies, and parent groups
cannot respond as quickly as an industry with a clearly articulated. decision-
making structure and a clearly defined manpower need.

Decision and Initial Planning

If a college administration is willing to commit a planning team to careful
researching of the possibilities for a program, where does such a team begin and
what does it consider? The following questions and related suggestions are a basic
guide. In pursuing almost all of them the assistance of a broadly based advisory
committee will be essential. While advisory committees are customarily used in
the development of new curricula in community colleges, it is especially impor- -
tant that in this instance, the committee include broad representation from poten--
tial employers, government and community agencies involved in administering
programs for the developmentally disabled, parent groups, and even potentlal
students. This advisory committee will be the college’s primary means of gaining -
contact with the broader network of interest groups described above, as well asa
direct resource.

1. What program or programs, service or services are needed? .
The major emphasis of this report is the establishment of programs to train -
direct-care workers to a one- or two-year certificate level, but in the initial -
planning phases a broader view should be taken, and the best possible informa- -

36
29



-tion on many aspects of community and regional need should be assembled.
- a) What is the present need of local families, community residences, state and
. private institutions, programs in specxal educahon and so on, for college-
“ trained direct-care workers?

_ b) What are projected five and ten-year needs of the same entities, given a
- continuation of present program trends?

¢) Would demand for trained personnel change if interested groups could be
.. assured of the availability of such personnel? If so, how, and when?..

“d) What are needs for direct-service delivery within the community or sur-
rounding area? What possibilities might there be for the college to undertake
or participate in some service-delivery, involving students, staff and com-
munity people in a cooperative effort with a service agency or institution?
Such a cooperative effort would provide a built-in practicum for students.
The investigation of needs logically will be done first, and it is likely that
during this early open-ended phase many of the college’s initial tontacts
within the developmental disabilities service and power structure will be
made (see box). Itis during this phase that potential members for the advisory
committee can be identified and 1nv1ted to participate in the ensuing dis-
cussions. %

Community Contact Points

Pa_rént Organizations

Locdl Chapters of:
National Association for Retarded Citizens
" United Cerebral Palsy Association, Inc.
National Epilepsy League
National Society for Autistic Children, Etc.

Professionals working divectly with mdmdua]s who are devel-
opmentally disabled
" Physicians
Social Workers
Special Educators
Psychologists
Public Health Nurses

Community Care Facilities

Workshops ‘ \
Activity Centers
Residential Facilities

Planning Bodies and State Agencies

Developmental Disabilities Council
State Department of Rehabilitation
State Department of Health, Mental Hygiene
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2. What students may be interested?

In general, our society is movmg toward more interest and employment in
social service occupations, and the odds are that it may also become more
humanistically oriented in the future. It is likely, as a result, that in most areas
some student interest in a developmental disabilities training program can be
assumed. Nonetheless, particular economic situations, competing interests, or:
other factors could limit the pool of potential students. And potential student’
interest is also limited by a lack of general knowledge about the devel-
opmentally disabled. The research team might well enlist the aid of advisory
committees in field presentations about the developmentally disabled and .
potential occupational roles in local high schools. Perhaps initial interest im-
mediately following such presentations will be misleading; follow-up visits"
would be more likely toisolate potential students whose interest had persisted.

3. What level or levels of program might be offered?
Eventually, we believe that most direct-care workers should complete a
full two-year A.A. or A.S. degree program, and probably this should be the
college’s long-range goal unless a particular local situation contraindicates. A
strong program in a nearby institution might be such an indication. But
one-year certificate programs are a possibility, as are options added to an
already existing curriculum—a human services option in a psychology pro- .
gram, for instance. This is an expeditious and often fruitful course of action. °
Short-term training sessions to upgrade the skills of those already employed
in the field locally are, as suggested earlier, less likely to upgrade skills effec- -
tively, and are less likely to tie into a national certification pattern and
career-ladder design, but they may be of some help in meeting an immediate -
local need. , .
* There are undoubtedly other program forms which could be a particular
college’s response to a particular need. It is conceivable that simpler pro-
grams could be planned as exploratory efforts—a weekend in-service pro-
gram could bring together college, institutional personnel, interest-group
representatives, and potential students. ‘

4. What resources are available for a program?

A broad view, again, should be taken while explormg this question.
Thoughts may turn immediately to budgets and to existing. programs and -
personnel in the college, and these may eventually be important aspects of a °
new program. But the network of agencies and groups discussed above may
contain sources of funding and expertise, or know of such sources, and can
probably help the college gain access to them. Parent groups may provide
volunteer consultation, part-time resource people for an instructional pro-
gram, or other resources. State agencies may have development funds, or
have access to federal funding; such agencies may also make personnel :
available to contribute to a program.

In the long run, financial responsibility for *he program should become
part of the college’s budget for reasons of security and continuity. However,
in this shifting field some form of relatively long-term supplemental funding
from other sources is not inconceivable. ‘
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5 What pronedure will be appropriate for program desxgn’ :

The curriculum or training program will be more effective in the long run if
the planners initially ignore apparently relevant courses offered by the col-
lege. It is more in the ultimate graduates’ interests to carefully outline the
" competencies they ought to have at the completion of the program, with an
eye both toward “basic skills for direct-care employment, and potential for
further academic work. .

After the planning team has outlined desired competencies and a general
content plan, courses and units can be mapped. It is at this point, we sug-
gest, that the relationship of the new program to already existing ones be
considered. It may be that some existing programs in a number of fields or
departments cari be utilized, or departments may be wxllmg to modify some
courses to make them dovetail with the new program'’s requirements. How-
ever, the descrlptxon of the new program will now be specific enough to
resist the inevitable ’ pulling” from established courses and interests in the
college. i : L

6. What proceduresiwill be established to Aeep the new proqmm tuned to cl’angmg

requirements and. §tnndards in the field?

It can be assumed that a full assessment of the- local community and the
involvement of a broadly based advisory committee will tune the program
quite closely to present- and short-run-future needs. But it is also important
to insure that the training provided remains flexible, generic, and portable.
Graduates should be prepared to serve people with various disabilities in a
variety of community and institutional settings, in varying region'; of the
country. The skills and knowledge taught must also fit into emerg'ng career-
ladder patterns in the field.

To meet these requirements. at least some members of the advisory com-
mittee should have the respc. sibility of reporting on evolving standards in
the home state and surrounding ones, and on federal standards and trends -
toward national certification or personnel accreditation in the field. Those
planning committee members in touch with educational pre-requisites in the
surrounding geographic area should periodically review the program’s com-
pahbmty with B.A. degree programs. - W

a

7. How will experiential education be mcluded in the program?

A highly important element of any direct-care worker’s trammg is appro-
priate practical experience; this part of the program.leads most directly to:
employability and allows contact with the institutions and employers in'the
field. Advisory committee' members representing publlc institutions and
private-care institutions will be important resources in lining up or worklng
to create practicum positions—the specific role of practicum sections in some
‘program models will be discussed in the next chapter.

8. How will the program be evaluated?

Advance planning for evaluation frequently sharpens the purpose and
planning for an entire educational endeavor; we suggest that the mode and

- extent of evaluation for a planned curriculum be established early in the

planmng process Crlterla for evaluation agreed upon by the advisory com-
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 mittee, the college staff and ultimately the collége’s governing board prior to:
the start of the program will avoid misunderstandings and misconceptions
about the nature and purpose of the program. Ample evaluation planning:
.and careful program assessment will also prove useful when the budget for -
" the program must be extended, or if program expansion becomes a possibil-~

o

Summary

A training program for direct-care workers to serve the developmentally. dis- -
abled cannot be adopted or rejected as quickly or on as clear-cut bases as for "
many-other programs, e.g. a program to train computer programmers. Occupa- -
tional definition in the field is not yet firm, and the opportunities for trained::
workers are not easily verifiable in many geographical locations. In addition, a’
large community of people and many agencies are interested in the problems
of the developmentally disabled, and are themselves constantly interested in -

. new possibilities for their children and clients. A college seriously considering-a’:
new program and assessing demand for projected graduates should make ex-"
tensive contacts in this network of interest groups; this will take time. and an,_-.f-v;
‘open-minded approach. It is essential for representatives of parts of this net- -
work to join the college’s advisory panel for the new program. =

After initial needs are assessed, the potential resources—financial, and human,. .
including students—for a program may be explored. More detailed planning’ -
steps will follow, including procedures to keep the program tuned to developing " :
standards in the field to potential career-ladders, and agreements on the proper. -’
form of evaluation for the program. ' : ) :

! Gleazer, Edreund ). Jr., ”After the Boom, What Now for the Community Colleges?”, in, Commu-
nity and [unior College Journal, December-January 1974. (American Association’ of Community-and - -
Junior Colleges, One Dupont Circle, N.W., Washington, D.C. 20036) - ‘

2 Rippey, Donald T., ’Defining Objectives for a Technical-Occupational Program to Train Ca;"e'e'r“'f
Counseling Technicians.” Paper presented to Seminar on Career Counseling Technicians, New -
+ Orleans, LA 1973, as reported in Career Counselor-Technician Southern Regional Educational Board,

-

- Atlanta, GA., 1974, (Atlanta 30313)
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Developmg
a Program-Objectives,
Scope, Content

community college planning team developing a program to train direct-care
: workers must keep both the immediate and long-range needs of students in
mind. Students need a strong emphasis on marketable skills and practical experi-
ence with at least one group of developmentally disabled people. Their training
must be broad enoug"h"'"however to be applicable to a range of community
settings and varying types of disabilities, and contain enough academic material
to permit later continuation in a B.A. program, a likely component of career-
. ladders in this field. Such a program is likely to meet national credentialing
-standards as they emerge, as well.
-The planning team also should consider themselves advocates for the gradu-
- ate’s future clients, for those clients are the program’s ultimate consumers, and
they and their families must eventually be satisfied with the graduates-in-action if
‘the college’s program s to have a solid future and meet its social objectives. In this -
- role, the planning team needs to consider the client’s basic needs—for respect as a
. fully human individual, for life enrichment, and for assistance with development,
at whatever the level of handicap. These needs will be served if the skills and
knowledge of the staff are educationally and developmentally oriented, and if
 staff attitudes are positive toward the people served.

Standards for Essential Competencies

The scope of a program may be approached by examining the skills needed in
the type of care being provided; at present these are most comprehensively
‘indicated in emerging programming standards. We have already made reference
to the Joint Commission Standards, and at this point a closer examination of them
is in order. They outline program areas quite specifically, and many states are
using the Standards as the basis of their own program requirements. ‘

' The Joint Commission has suggested that a complete set of standards must
cover fwe major areas: ‘
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1. Provision of active habilitation programming to each resident.

2. Provision of services within a normalized and normalizing environment..

3. Assurance of the rights of residents and their families.

4. Effective administrative practices.

5. Maintenance of a safe and sanitary environment. :
Itis clear that the first and second areas are those in which extensive training of ‘

direct-care staff plays a critical role. Staff people on the direct-care level must know

requirements in the other areas, of course, but maintenance of these standards is.

usually. either a major. responsibility of people in higher-level positions, or a )

- function of the overall style and operation of the facility. In contrast, the areas of-
~ habilitation programming and the provision of a normahzmg environment are

very much aresponsibility of the direct-care worker, in everyday mteractxons with' .

clients. -
The Joint Commission, wishing to further emphasize the importance of the

programming segment, adopted the followingaddenda to their standards in 1975:

"'in order to receive accreditation, a facility must provide active habilitation
programming for all residents within a normalized environment that respects
their rights and dignity. It is not sufficient for a facility to be providing active
programming, even exemplary programming, for some residents, while pro-
viding only essential custodial care for others.

The fundamental requirements for active programming include an interdisci-
plinary teant process for identifying the <peciﬁc needs of the resident; establish-
ing priorities for meeting those needs, if it is not possible to work on meeting all
of them at once; determining programs for meeting the priority objectives, and
assigning responsibilityfor"them; reviewing on a regular basis the resident’s
progress toward the objectives; and modifying the objectives andlor the pro-
grams in the light of the resident’s progress. The interdisciplinary team process
must include the participation of the direct-care staff persons who must be
responsible for the resident’s day-to-day care and program, and not just their
supervisors. At any gwen time the team must also include all those persons
whose participation is relevant to meeting the needs of the resident. The
interdisciplinary team process and activity must be documented, so that the
team’s shared considerations and decisions result in a totally integrated habili-
tation program plan for the resident, rather than in fragmented, isolated or
independent efforts. The essential requirements for a normalized environment
include a physical environment that is as home-like as possible, and in which
residents can be divided into small groups, for which specific direct-care staff
are responsible, so that there can be individualized attention to the devel-

_opmental needs of residents, rather than merely large group or mass care
routines.”

Congress has given additional teeth to this view of the priorities within a
facility’s program by stipulating in Public Law 92-223 that no Medicaid funds
could be used to pay for the care of any retarded person living in an intermediate . -
care facility unless that person was receiving "“active treatment.”” The Regulations -
governing this law define active treatment as . . . anaggressive and organized . .
effort to fulfill each resident’s fullest functxonal capacities. It requires an environ-
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" ment approximating, as closely as possible, the péttems and conditions of life in -

©mainstream society. It has as its goal the development of those skills, habits, and
_ attitudes essential to adapting in contemporary socxety It means equxppmg each
- resident who is able, to return to community life.”

Individualized Progra:n Development

~* The major emphasis in the Standards and in many state plans revolves around
the development and implementation of an individualized program plan for
'~ every resident by a team of care-workers. Each individual prior to his placement in
a community residential facility has had a medical examination, a psychological
examination and an assessment of social functioning and adaptive behavior. As a
rule, information is available regarding the educational achievement, social his-
" tory, and previous vocational experiences of each resident. On the basis of data
such as this, the individualized program for each resident is begun. Such a
program specifies goals and objectives, prescribes the needed interventions and
_ sets up an accountability procedure leading into the development of new goals
+-and objectives. The following plan is from the Accreditation Council for Facilities
- for the Mentally.Retarded, Joint Commission on Accreditation of Hospitals, 875
" North Michigan Avenue, Chicago, 1ll. 60611, 1971. :

The Individual Program Plan

. Definition:

* The individual program plan is a written plan of intervention and
action that is developed, and modified at frequent intervals, with the
“participation of all concerned. It specifies objectives and goals and
identifies a continuum of development, outlining projected progress-
ive_steps and the developmental consequences of services.

Principles:

" An individual program plan should be developed for each. person
accepted for service, regardless of chronological age or developmental
level. The plan should be based on individual assessment data and on
other data that assist in understandmg the client’s situation, and it

'should be developed by the relevant staff of the agency (facility) serv-
ing the client, with the participation of the client and his family. A plan
developed prior to the onset of services by the agency should be
reviewed and updated, so asto meet the current needs of the client.
Long and short-term objectives'should be stated separately and within
a time frame, and. they must be expressed in behavxoral terms that
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* provide measurable indices of progress, and that enable the effective-

ness of interventions to be evaluated. Modes of intervention for the
achievement of the stated objectives must be specified, and agencies
capable of delivering the needed services should be identified. The

- individual program plan must be modified as goals and objectives are,
‘or are not, attained. Review and appropriate revision of the plan must

be a continuous and self-correcting process. The plan must help all
concerned to coordinate their efforts and activities, so as to maxxmlze
services to the client.

In essence, this procedure represents the application to the developmentally .
disabled of an educative model dealing with-human growth and learning now -
common in many areas. The model unifies many approaches in areas of psychol-
ogy, education, and human services; it is based in learning psychology. It follows
thata program emphasizing this model will not be highly restrictive for a student,
but will tend to give him or her not only specific skills and knowledge in the
developmental disabilities area, but also a broadly applicable ”language related

to many human-service and human-development areas.

46

An examination of sections of the Standards will show how this general educa- -
~ tive model is related to program-and personnel skills needed in community
. facilities. One section, for example, relates to sensorimotor development.

Definiticn

Motor development means the development of those behaviors that
primarily involve muscular, nenromuscular, or physical skills, and that
involve varying degrees of physical dexterity. Sensory development
includes the development of perceptual skills. Because sensory and
motor development are intimately related, and activities in these areas
are inseparable, attention to these two aspects of bodily activity is
combined in the concept of sensorimotor development.

Standards

The individual program plan contains objectives relating to sen-
sorimotor development including, but not necessarily limited to, the
development of:

Balance and posture .
Perceptual-motor skills

Locomotor skills

Manipulative skills

Body image
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L The progress of the client toward these ob;ectlves is evaluated and
recorded at least quarterly. » ‘
Specific programs are directed to the sensonmotor development of
non-ambulatory individuals. ‘
Individually ly prescribed sensorimotor development -activities are per-
. formed by each person regularly.
Sensorimotor development programs proceed from simple to complex
activities, in logical sequence.
Activity programs are designed to increase individual skills, strength, and
~ endurance.
Activities are modified in accordance with the client’s progress toward his
sensorimotor development objectives.
The agency provides direct services or obtains consulting services from
professionally qualified persons to assist the family in sensorimotor
training. _
The agency demonstrates functional integration of sensorimotor activities
and therapeutic interventions in the educational, social, recreational, de-
velopmental, or vocational programs, that it provides.

We have underscored a number of the key phrases and terms, which imply

vspec1f1c skills and elements of knowledge a direct-care worker would need in
. order to achieve these ‘standards within the ‘context of a community facility’s

program. It is clear that the worker would need a basic acquaintance with sen-

sorimotor function and development, would have to know the meaning of the
" terms used in the Standards and others on a similar level, and be aware, at least on
~a general level, of how sensorimotor development relates to the overall develop-

ment of an individual. This knowledge should not be on only a theoretical level,

“but on an applied level sufficient for the worker to observe and record particular
characteristic behaviors for report to another staff person or a consulting

specialist. The worker would probably need an elementary knowledge of diag- -

- nostic procedures and tests in this area, and a beginning knowledge of interven- .
“tion techniques.

It can be seen that while the standard 1ntroductory psychology course would

~ contain some of this material, it probably would not go deeply enough into the -

area of sensorimotor development to give the student knowledge implied by

“these standards.

A sub-section of this part of the Standards relates to communicative develop-

ment as an extension of sensorimotor development.

‘Standards: ‘
The individual program plan contains objectives relating to communica- -
" tive: development :
The progress of the client toward these ob]ectxves is recorded at least
* quarterly. :

88

a7




O

ERIC

Aruitoxt provided by Eic:

- The agency provides appropriate training in the areas of sensory stnnu-
" lation, awareness, appropriate gestures, receptxve skills, speaking, writing,
readxng, listening, and expression. :

Specxahzed services are provided or procured by the agency in order to
correct structural or habit deficits that interfere with the client’s com-
municative development. -

The agency provides for each client specific opportumtxes for the use of
functional communication skills in activities of daily living.

The agency provides instruction concerning the availability and utiliza-
tion of all forms of communication media, such as radio, television, -
telephone, and such specialized equipment as may be required. -

The conteént areas implied by this sub-section might involve speech therapy and -
other specialized subject matters within education, and basic concepts in com- .
munication courses, althougi: probably not the bulk of material usually covered in
such courses. The worker needs to be able to identify specific communicative
behaviors, and the sequence in which they are likely to develop, well enough so
that the next-to-last standard above can be met and clients can be provided .

 opportunities to use these communicative skills in daily living situations.

In working with clients in both of the areas described by this section of the

~-Standards, it can be seen that the direct-care worker needs to be oriented to'and -
-able to use the communication mode of objectives terminology. Training in .

behavioral observation and recording, record keepmg, objective writing and
'sequencing is implied, and in fact this should be a major focus, emphasized ina .
number of courses and experiences. This is important in direct-care work because "
it focuses the worker’s attention on the client in an educative, performance-
oriented way; it is important for the worker’s communication with supervisory
Ppersonnel, and also is a basic skill for many areas in which a worker might later
specialize.

Social Development

The same basic focus on objectives-setting, sequencing, and recording, the
planning and implementing of prescribed activities within an objectives context,
and evaluation against a set of objectives is found in another important section of
the Standards, that describing criteria in the area of social development (again key
tetins have been underscored).

Definition:

Social development refers to the formation and growth of those self-
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