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l' The Evolution of University Affiliated Programs
o for Individuals with Developmental Disabilities
‘Changing Expectations and Practlces

. N p

Affiliated Programs for Individuals with Developmental Disabilities (UAPs),
Originally University Affiliated Facilities were proposed as an entity by which many of
' the recommendations of President Kennedy’s Panel on Mental Retardation could be

implemented. Over the past 30 years, as a result of legislation and emerging best practices,
the network has evolved considerably from a group of facilities (UAFs) to University Affiliated
Programs (UAPs). Information about the development of UAPs and the implementation of
new initiatives was obtained from a questionnaire completed by UAP directors, through
telephone interviews with people who have played substantive roles in the development of the
UAP network, and through a review of legislation, government documents, and
correspondence. These data are reported and related to the Zegzslatzve initiatives that have
affected the UAPs over the past 30 years. :

This report is a historical overview of the evolution of the network of University

Background Mental Retardation, later known as the
'l University Affiliated Programs Secretary’s Committee on Mental
) (UAPs) for individuals with developmental Retardation. This committee was given
| disabilities were first authorized in Title I, the authority to expand Matemal and Child
l;- Part B of Public Law 88-164. This Act Health services authorized by Title V of
| . - was signed into law October 31, 1963, by the Social Security Act to address the
'; President John F. Kennedy, just 22 days | needs of persons with mental retardation
before he was assassinated. The signing and their families (Appendix E provides a
l‘, of Public Law 88-164, along with Public table listing the early mental retardation
g ‘Law 88-156 signed seven days earlier, activities of HEW) (Office of Mental
l‘i represented the initial legislation intended Retardation Coordination, 1972).
; to implement the recommendations of the
President’s Panel on Mental Retardation. ~ The findings, recommendations,
I‘l and resulting implementation legislation
5 Mental retardation had been attributed to the President’s Panel on
l recognized as a public health issue seven ‘Mental Retardation built upon the work of
| years earlier when the Department of the Secretary’s Committee on Mental
' Health, Education, and Welfare (HEW) Retardation, programs promoted by the
established the Department Committee on Children’s Bureau through Title V of the
i

w
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Social Security Act, as well as the Tech-
nical Advisory Committee established in
1959 (Hormuth, 1981). It was against this
background of committee assignments and
expanded national and local programming
that the Panel’s Report to the President
was prepared and submitted.’

A Call to Action
President Kennedy’s Panel on

Mental Retardation was appointed in
October of 1961 and consisted of 27
distinguished physicians, scientists,
educators, lawyers, and consumers. The -
Panel was organized into six task forces:
(a) Prevention (Clinical and Institutional),
(b) Education and Habilitation, (c) Law
and Public Awareness, (d) Biological
Research, (e) Behavioral and Social
Research, and (f) Coordination. Following
a year of work, the Panel published its
findings and recommendations in the
Report to the President: A Proposed
Program for National Action to Combat
Mental Retardation (President’s Panel on
Mental Retardation, 1962). The report
identified the status ("State of the Nation
Data") and need for expanded services to

individuals with mental retardation. More

than 95 recommendations for action were
made in various sections of the report.
Major system-wide needs included the
follbwing:

® Training. The critical $hortage of
trained personnel ‘was identified |
repeatedly, and more than 21

- recommendations focused on action needed

to address such shortages:

® - Research and Statistical Data. The
report emphasized the need for additional
research and statistical information on the
incidence, causes, and related data
concerning mental retardation. It called
for institutions of higher education to
undertake research linked with clinical
service programs.

e Role of Government O'rganizations.
Several recommendations addressed the
role and responsibility of federal govern-
ment agencies in supporting basic
research, providing scholarships for
training, and encouraging clinical research.

® Facilities. The shortage of buildings

and other facilities in which to conduct

! Between 1960 and 1994 many changes occurred in the organizational structure and the names of federal agencies
administering disability programs. Often the same unit had several different names within the span of a few years.
Also, the names of disability interest groups changed to reflect more current service philosophies. Even more
confusing is the practice of reducing names of agencies and organizations to initials or acronyms. To help the
reader through this confusion, acronyms, their meanings, and when changes were made, are provided in Appendix A.

2
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research and provide service and training

programs'for individuals mental retardation

was addressed by recommendations in
several sections of the Report.

e Coordination Between Governmental

Agencies. The Report documented the
independence and lack of cooperation
between governmental agencies and called
for increased cooperation between and
among agencies at both the state and
federal level.

The Panel’s Report to the President
was among' the most comprehensive,
multi-faceted, and well researched
documents in the disability field. It called
for a comprehensive approach on many
fronts including: federal, state, local,
interagency, and interdisciplinary. Each
section provided both specific and general
recomméndations followed by a statement
of where the responsibility for action lies
(President’s Panel on Mental Retardation,
1962, p. 17).

Unlike many other Presidential
initiatives and national studies, President
Kennedy had a personal commitment to
improving the lives of people with mental
retardation and was not reluctant to ask
Congress for the funding necessary to
implement the vision of the Report. Even

before the Report was made public, efforts
to formulate legislation to implement the
recommendations had begun (Cooke, no

'date).

Implementation Legislation and
Proposed University Affiliated Facility

Program ,
Legislation to implement the re-

commendations of the Report of the
President’s Panel on Mental Retardation
was a high priority because President -
Kennedy had made it a theme of his spe-
cial Report to Congress a year earlier in
October of 1961. By the time the Panel’s
Report was published in 1962, President
Kennedy was pressing Congress and his

administration for legislative action.

Dr. Robert L. Cooke, a member of
the President’s Panel and advisor to the
Kennedy family, reported that by the
spring of 1963 a series of draft bills had
been prepared by HEW to be used as the
basis for President Kennedy’s forthcoming
message to Congress. - During the prepara-
tion of these bills, decisions that would
impact the disability field in various ways
were made. It was determined that the
President’s message to Congress would
combine legislation on mental health and
mental retardation into a single package.
However, in combining these two
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programs, mental health interests seemed
to overshadow the concems for mental
retardation. To balance this, a new idea
or concept was needed in mental retar-
~dation. At the request of Eunice Kennedy
Shriver, President Kennedj"s sister, Dr.
Cooke described the need for facilities at
medical centers similar to mental health
facilities combining. interdisciplinafy train-
ing, service, and clinical research. The
few paragraphs drafted by Dr. Cooke
developing this concept into a proposal
was later included in the President’s mes-
sage on mental retardation, and subse-
quently, into the Mental Retardation

~ Facilities Construction Bill (Boggs, 1976,
personal correspondence; R. E. Cooke,
M.D., June 22, 1994).

A University Affiliated Facility
provision: -

...called for the establishment of
University Affiliated Facilities to be
constructed on a somewhat regional basis
in association with major medical centers
50 that practical, clinical training in
comprehensive diagnosis, care, and
treatment of individuals with mental retar-
dation would be available to all graduates
of schools of medicine, nursing; social
work, and the like. These facilities were
to make possible an interdisciplinary
approach to the training of physicians,

nurses, therapists, and many types of

~ educators anid psychologists with oppor-

tunities for clinical exposure comparable to
that existing in many major medical cen-
ters in the field of mental health (Cooke,
1962, p. 2). '

The proposal combined several
recommendations from the Panel’s Report
to the President into a single initiative:

The construction of academic facilities for
higher education..., the critical shortage of

trained personnel..., research and training

in service settings..., interdisciplinary
training, interagency support and compre-
hensive diagniostic and evaluation services
(President’s Panel on Mental Retardation,
1962, pp. 70-82). '

The proposed University Affiliated
Facilities (UAF)* many of the
recommendations contained in the Panel’s
Report to the President could be
addressed. The support of higher
education was stimulated by the possibility
of federal funi_érl§ for campus facilities to
conduct research and provide training and
clinical services. By linking training and
service programs in higher education
institutions with service delivery systems,

‘many of the needs of state service agencies

could be addressed. The proposed UAFs
could also be a vehicle for developing,

testing and demonstrating many of the new

2 The program used the name University Affiliated Facility (UAF) until 1987. The 1987 amendments fo the
Developmental Disabilities Act changed the name to University Affiliated Proifam (UAP).
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initiatives referred to throughout the
Panel’s Report: continuum of care,
community-centered serviées, employment,
parent training, strengthening of families,
prevention, etc.” The ability to respond to
these new initiatives was especially '
irhportant because it addressed the needs
é‘xpressed by parents of children with
mental retardation. As seco'nda_ry
consufners of disability services, they
expressed a need for practical solutions
that focused on immediate needs and
would result in immediate changes.

As the UAF‘concept was further
developed, much discussion was generated
around the most appropriate setting, link-

.age, and program structure for UAFs. -Dr.

Boggs, also a member of the President’s
Pan‘el, stressed the need for a strong
community-based program with linkage to
universities (Boggs, 1976). Dr. Tagan,
who was the Vice Chairman of the Presi-
dent’s Panel, emphasized the need for a
university—based unit that reached out to
the community and linked the resources of
the uhiversity with the disability commun-
ity (Vic Keeran, July 18, 1994, personal
co.mmunication). The name selected for
the program reflected both of these con-
cepts, and UAFs emerged as a program to
provide interdisciplinary training, service
and clinical research centers to implement

some of the major recommendations of the
Panel’s Report. A summary of the recom-
mendations provided by the President’s
Panel which have become initiatives and/or
expectations of UAFs or Mental Retarda-
tion Research Centers (MRRC’s) over the
years are listed in Table 1. Many of the
provisions listed in Table 1 were later
included in the Developmental Disabilitiés
Act of 1970, the Rehabilitation Act of
1973, and the Education for All Handi-
capped Children Act of 1974 (Fifield &

Fifield, 1994). (See Table 1, pp. 6-7.).

Enthusiasm for the proposed UAF
program was not universal. Some admin-
istrators in HEW recogniiéd that their
limited resources would be needed if this
new initiative was to be implemented.

This would place other priorities on hold.
The funding for construction of UAFs
came from monies budgeted to community
centers rather than research centers. The
Division of Hospital and Medical Facilities
of the Public Health Services was given

the construction authority, and the
legislative authority was patterned after the
Hill Burton Act (Boggs, 1976; Secretary’s -
Committee on Mental Retardation, 1966).

On several occasions, provisions to
earmark funds for the staffing and opera-
tion of UAFs were proposed to the
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Selected Recommendations of the President's Panel on Mental Retardation Which Became
Special Initiatives andfor Expectations of UAPs and Research Centers

Major Recommendations

Combat mental retardation on a broad front, using creativity and originality (p. 9).
Highest priority to construction of academic facllities for research and training (p. 29).
Focus on Planning and Implementation (p. 74).

Hill-Burton Funding Support (p. 141).
Federal Grants In ald and contracts (p, 174, 190).

Recommendations Which Became Expéctations of Unlversity Affillated Programs.

Tralning

Services

Applied Research
and Dissemination

Technlcal Asslistance
and Consultation

Recommendations
That Became Expectations
of Research Centers

increase the supply of
scientific manpower and

tralning specialist (p. 22, 39)."

Provide earty educational
diagnosis and evaluation for
learning pfoblems {(p. 109).

Better dissemination and
application of findings of
research (p. 21).

Coordination of research,

tralning and services (p.-172).

Baslc ressearch on the cause
and prevention of mental
retardation (p, 14).

Shortage of personnel in afl
areas and need for
volunteers (p. 70).

Exernp!'ary programs
demonstrating new concspts
of services (p. 176).

Eftective *communication
trom one discipline to
another® (p. 21).

Improve exchange of
scientific data and
Information (p. 35-36).

' Federal leadership in

research (p. 21).

between formal schooling
and employment (p. 64).

Steady Influx of trained
personnel and new
knowledge gained from
research (p. 172).

Demonstration or pilot
programs {p. 141, 186).

Prompt application of
laboratory findings In clinical
practices (p. 28).

Communlcations coordination
and authority (p. 16-17).

Develop research centers on
mental retardation in
unlversitles and institutions

(p. 24).

Importance of the family in
planning (p. 75).

Compelling urgency fo train
additional teaching and

research manpower {p. 113),

Developmant of
interdisciptinary
demonstration programs (p.
189). . .

Information about MR
services avallable and
dissemination (p. 189-190).

Application of practices and
knowiedge already developed
through research (p. 168).

Office of Education augment
exceptional child research
(p. 34).

Families should be
supported and sustained (p.
88)

Interdisciplinary training
(p. 83).

Comprehansive programs
with continuum of care (p. 73,
83).

Universities to establish
clinical research programs
through teaching hospitals
{p. 25).

Expanded efforts to
communicate knowledge

_ (p. 34).

Unlversitles offer
opportunities for research
tralning in more than one
discipline (p. 45).

Case management (p. 87).

High prority training more
collega level Instructors
(p. 114).

Community-centered services
{p. 15).

Specialized conferences on
mental retardation (p, 36).

National Institutes on leaming
(p. 31-33, 183).

Expand the development of
community resources (p.
96),

Develop leadership in
administration and
supervision of sarvices
(p. 107).

Universities and departments
of health collaborate. on
regional genetics services
(p. 57). .

Information and public
awareness (p. 15, 157-160).

Research In the behavioral
sclence to address
therapeutic and rehabilitation
possibllittes (p. 24).

Jolnt work experience job
training in sheltered and
activity center workshops
(p. 123).

Preparation of leaders and
potential teaders (p. 176).

Concantrate on high risk
groups (p. 50, 79).

Interagency rasearch and
development activities (p.
184),

Research on the learning
process and educative
techniques (p. 31).

Employment assistance for
gainful employment (p. 129,

Special Inttiatives
Recommended

Maximize capacity to

achleve independencs In the

malnstream {p. 13).

Strengthen the bridge

187). ﬂ




p— —

Recommendatlons Which Became Expectations of Unlversity Affiliated Programs

Tralning

Services

Applled Research

Technical Assistance
and Consultation

Recommendations
That Became Expectations
_of Research Centers

Speclat initlatlves
Recommended

Train seed person nel (p.
' 176)

Expand daycare (p. 69).

and Dissemination

Goal of education research Is
to find and develop each
individual's potential (p. 100).

Federal govamment to collect
and analyze prevalemxa data
(p. 29).

Optlons to institutionalization
{p. 134).

University interdisciplinary
training with service
agencies (p. 187).

Screening tests for eary
detaction In well-baby clinics
(p. 77).

Eary detection of school
learning difficulties (p. 109).

Residential cara should be
therapeutic In character
(p. 133).

Provide scholarships and
fellowships (p. 43).

Expert comprehensive
diagnosis and evaluation
sarvices and planning (p. 82).

Test research hypothesis in
sarvice settings (p. 173).

Flexible admission and
release points (p. 133).

career professorships (p.
41).

Post-doctorate fellows and :

interdisciplinary or multi-
disciplinary team cfinics
(p. 83). -

Determine aspects of medical
care-that can be providéd by
non-medical parsonnel (p.
42).

Retum persons to their ovwn
community {p. 136).

Graduate fettowships by
Office of Education (p. 44).

Fixed point of referral and
tnformation for consuitive
sarvices (p. 92).

Full human rights, legal
rights and privileges for the
retarded (p. 150).

Presarvice and insarvice
training summer workshops
{p. 41).

Develop speciatized
classroom services for total

" age range (p. 108).

Establish protective services
in sach state {p. 150).

Teaching grants and
traineaships (p. 126).

' Development of regional

genaetics counseling service
programs: (p. 57).

Citizen's advocacy groups
(p. 185).

A major Increase in the
number of rehabilitation
personnel (p. 120).

Provislons for emotional
support and Infant snmufation 1
(p. 65)

Comprehensive planning
and coordination at the
reglonal, state and focal
level (p. 139, 186).

Training of attendants and
aids for residential services
(p. 136).

Urgent need to expand
preschool programs (p. 105),

Designation of mejor
responsibilities to "lead
agency* (p. 189).

Parent training and
education (p. 95).

Develop -an Instructional
materials center (p. 107).

Every human being has
potentlal for useful activity
(Developmental Principal)
(p. 100).

In addition to the recommendations provided in the proposed report to the Pre:;ldem sach task force published a separate report that provided further

elaboration on the recommendations in the report alopg with many additional fmdlngs and recommendations.
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Secretary’s Committee on Mental

Retardation similar to those provided to

_ mental retardation research centers (Boggs,
'1976; Lesser, Hundley, and Doyle, 1965).

Such proposals were not accepted. Some

said the authority already existed, and

thus, was not needed. Others felt that

additional time was needed to develop a -

sound and well thought-out proposal for

~ initial staffing grants (Cooke, 1994).

‘Because the President’s Panel had
recommended cooperation from a variety
of government agencies in supporting
UAPFs, it seemed that providing operational
funds for UAF staffing was to be a shared
responsibility and thus did not need to be
provided in the initial initiative. However,
what seemed to be overlooked was that
H:EW offices, bureaus, and programs were
already short on resources and were in the
habit of competing for new resources, not
cooperating. Funding to staff and operate
. UAFs would have to be taken from exist-
ing priorities in a variety of different |

 agencies (Lesser et al., 1965).

Mental Retardation: An Farly Program
Priority

The 1960 Amendments to Title V
of the Social Security Act pertaining to
Maternal and Child Health and Crippled
Children’s Programs included special pro-

ject grants which went directly to public
and non-profit institutions of higher learn-
ing for regional and national projects. The
Children’s Bureau in HEW administered
these special projects and had established a
number of comprehensive' diagnostic cen-
ters (Hormuth, 1981). The PreSidenf’s
Panel in its assessment of resources re-

- ported 77 special child development clinics

supported by Title V funding, serving
more than 20,000 children and families.
Some of these clinics were in university
settings (Boggs, 1976). Still others pro-
vided limited training and multidiscipline

- service programs (Boggs, 1976; Cooke,

1994; Hormuth, 1964). These Children’s
Bureau clinical training and demonstration
projects provided ongoing program sup-

~ port, but they did not provide for critically

needed space, particularly in universities.
Since the UAF application was to construct
facilities, less attention in the application
was given to the program to be housed in
such facilities. Initially, it was assumed
that the program (Children’s Bureau Pro-
jects) would exist before the construction
was completed. After 1968, UAF cons-
truction applications were approved for
universities that presented acceptable plans
to develop and organize training and

service programs.
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Although the need for on-campus university application incorporated
facilities was common to all UAF appli- different projecté under the proposed
cants, the programs these facilities were to structure of the UAF. Table 2 contains
house differed depending upon the Child- information on construction applications
ren’s Bureau support already obtained and from universities with Children’s Bureau
other program support planned. Each support. '

. Table 2
UAF Construction Applications from Universities
with Children’s Bureau Support*

Universities Clniat Sorvie & | BChemical |0 e
Training Programs | “‘ifby;ff;“;““ Psychology
Programs Training ngrams
Johns Hopkins University | X
|| University of Colorado X X
University of Alabama X X X
Indianz; University X
i bUniversity of Miami X X
University Kansas X
«;-Unive;sity of Tennessee X X
University of No. Caralina X '
University of Oregon | X X '
(Oregon Health Science University)
- University of Washington: ' X X
Ohio State University a | X | X
Univérsity of Wisconéin
University of Cincinnati X X X

* adapted from Baxter (1569)

- —
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Although all of the first UAF
applications came from universities
receiving Children’s Bureau support, it
was unusual for any university to have a
training or service program emphasizing
mental retardation. It was the MRRC and

UAF Program that made such research and

training respectable academic activities.
Thus, it was not until a UAF program
became operational that a significant
number of universities across the nation
became active in mentzil retardation and
developinental disabilities research.- ,

The ép’plication used to réquest
UAF construction funding was an adapta-
tion of the hospital construction application
used in the Hill-Burton program. The
application emphasized documentation of
the need for services, compliance with
building codes, and relationships between
other health services (Utah State Univer-
sity, 1966).
included, among other things, the amount

The criteria for approval

of matchihg-money and projections of
financial self-sufficiency (Mayeda, 1970).
However, there was little effort on the part
of the agency reviewing construction
applications to monitor these plans or to
determine how realistic they were for the.
application was viewed as more an
application for construction than a
program. ]
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Dr. Cooke reportéd that the min-

utes of the meetings of the committee

reviewing UAF applications suggested
sharp differences in the opinions of
members regarding the expectations of

UAFs. Medical representatives emphasized

the health orientation of the legislation,
whereas the behaviorists and educational
specialists felt that to be interdisciplinary,
UAFs must include behavior and education
specialties (Cooke, 1994). Consequently,
some facilities were approved to provide
programs witlf, strong clinical and medical
orientations. While others focused on
behavior and learning (Boggs, 1971).
Efforts to bring participating organizations
together to agree on acofnmon mission
and to address. the need for core support
and staffing were of limited success

~ (Cooke, no date).

UAF Program Support

To find operational and training
funds for UAFs, the Secretary of HEW
established an ad hoc liaison committee

with representation from the Office of
Education, National Inéiiitutes of Health,
Children’s Bureau, Vocational Rehabil-
itation, and National Institute of Mental
Health, as well as representation from the
merital retardation field. Cooke (1994)
pointed out that it was the committee’s
purpose to obtz_;in program and staffing
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-funds from each égcncy on a voluntary
basis. ’

Unfortunately, the only. agency that
responded with operational and training
support for UAFs was the Division of
Health Services in the Children’s Bureau
under Dr. Arthur Lesser. The 1965
Amendments to the Social Security Act
authorized the Children’s Bureau to
support training first under Section 519 of
Title 'V of P.L. 89-97. A year later,
Section 511 of Title V of P. L. 90-248
extended the provision to provide

- interdisciplinary training in multi-agency
~settings (DDD, 1972).

Public Law 88-164 provided not

‘only construction authorization, but Title
“III of the Act authorized the Bureau of
‘Education of the Handicapped (BEH) to

provide funding to train special education
teachers. Because this. training authority
and the UAF Construction Authority were
in the same legislation, it would be ex-
pected that training funds from the BEH

~ would have been made readily available.
' However, this was not the case: * The BEH

determined that the only eligible recipients
for special education training funds were
colleges of education. Because the first
UAFs were established as components of
medical schools, the BEH considered them
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medical rather than university units, and
thus, not eligible for such training support.
In response to inquiries about BEH resis-
tance to support UAFs, Dr. Gallagher,
Dircétor of the BEH, contrasted the -

-medical orientation of UAFs to that of-v_,

education and argued that UAFs were not-
appropriate settings in which to train
special education teachers (Baxter, 1969).
In 1968 BEH submitted plans to prbvide
funding for five selected UAFs to establish
a program which would support a coor-
dinator as a member of the interdisci-
plinary teams (Baxter, 1969). By 1970
BEH had funded six of the UAFs and
offered to extend it to all 19 if additional
funding was provided. In fact, the BEH
provided funding ($390,747) for a special
education coordinator in 16 of the first
UAFs. The special education coordina-
tor’s role was not to train special edu'catiokn
teachers, but to acquaint the trainees of
other disciplines with the field of special
education. By 1972, the BEH was pro-
viding $493,000 for special education
coordinators in 18 programs (Braddock,

11972, p. 22). After 1976, this practice

was discontinued.

In 1966 several mental retardation
authorities, including the Hospital Im-
provement Program (HIP), were consol-
idated into the newly elevated Division of



Mental Retardation (DMR) under the

direction of Dr. Robert Jazlow (Boggs,

- 1976). - It was staff from the Division of |
Mental Retardation’ who established the
guidelines for UAF construction (Grants
for Construction of University Affiliated
Facilities for the Mentally Retarded, Title

‘I, Part B, P.L. _88-164, no date). How-
ever, the Children’s B.ureau published its

* own_guidelines for staffing and training
programs (Guidelines for Staffing and

Training Program Grants, University
Affiliated Facilities for the Mentally

Retarded and Multiply Haridicapped 1965).

The eligibility criteria and expectations for
UAFs proposed by DMR and the
. Children’s Bureau_were quite different.

_ The Children’s Buréau, which
included both Crippled Children’s Services
(CCS) and Maternal and Child Health
(MCH), was transferred to Social and
Rehabilitation Services (SRS) in 1967.
Two years later, MCH and CCS were
moved back into the Health Service and
Mental Health Administration (HSMHA)
of the Public Health Service (PHS). The
MCH expectﬁtions for UAFs reflected the
health mission of HSMHA, i.e., nursing,
nutrition, occupational and physical

therapy, speech pathology, social work, as

well as medical disciplines. In contrast,
the criteria established by the Division of

12
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Mental Retardation reflected the social and

 vocational priorities of the Rehabilitation

Service Administration (RSA).

Furthermore, construction
applications submitted to DMR were _
derived from several different planning
programs which had different expectations.

“Between 1963 and 1969 the Joseph P.

Kennedy, Jr. Foundation along with the
Mental Retardation Branch of the Public
Health Service provided planning grants to
assist in developing interdisciplinary
programs. -Mayeda (1970) reports that

. approximately 30 universities received
- such grants and used them to plan and

prepare their applications'for UAF
construction funds. During this same
period other universities received special
planning grzi_nts from the public health

service and/or clinical service grants from

the Children’s Bureau. These grants were
also used as the basis to plan and apply for
UAF construction funds. Other universi-
ties applied directly for construction funds
without any federal or foundation planning
money.

The construction application was
different than the MCH program support
application (Federal Register, September
5, 1964), Consequently, some universities
applied for only UAF construction funds;
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 others applied only for MCH program |

training monies. Still others applied for
both construction and training funds.
Some construction applications were -
approved with MCH training money;
others were not. All of the above were
happening simultaneously and amounted to
diverse channels by which UAF applica-
tions were submitted._ Different compon-
ents were included in _theappli(':ations, and

“components- being approved as UAFs inde-

pendent of decisions on cher components
(Mayeda, 1970).

The federal designation of UA_F
was based on the construction authority
from the Division of Mental Retardation.
However, programs that did not receive
conétruc;ion funds but did receive Child-
ien’s Bureau training grants were also con-
sidered UAFs. As a consequence, some
UAFs were facilities without programs,
others were programs without facilities,
and still others had both construction and
program support (Mayeda, 1970).

The multi-dimensional approach to
establishing UAFs continued even after the

construction funding was discontinued in
1970. University Affiliated Facilities cen-
ters were established by the Division of
‘Developmental Disabilities (DDD)?, while
other programs approved by MCH which
administered UAF Section 511 training

funds after it had been moved from the

Children’s Bureau, also considered them- -
'selve_slUAFs.- Furthermore, there was
limited communication between the DDD
and MCH. Programs often considered |
themselves UAFs and became members of
the Association of University Affiliated
Fac_ilitieé‘ when they were conducting
UAF-like programs funded by special-
MCH training projects or DDD projects of
national significance. Such programs were
frequently used as a basis for pursuing |
UAF, MCH and/or DDD funding.

Appendix B provides a table listing
all of the UAFs that reported that they are
currently or were part of the national UAF
network and the date they received support
from the Developmental Disabilities Act
and/or MCH. The authors have separated
UAFs into three separate generations. The
date the UAF reported they entered the

? The Developmental Disabilities Service and Facilities Construction Act of 1970 (P.L. 91-517) changed the name
of the administraring agency from the Division of mental Retardation to the Division of Developmental Disabilities.
In most subsequent legislation, mental retardarion was replaced with developmental disabilities. The programs
funded by the Children’s Bureau and Maiternal and Child Health continued, However, to use the term mental
retardation for several more years. Recently the term "Children with Special Health Care Needs” has replaced
Crippled Children's Services and is used to include merital retardation.
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* national network, as well as the cluster of
_expectations outlined by the language and
provisions of authorizing legislation, deter-
“mined the generation into which they were
placed. Although there is overlap, each

. generatiori is separated from others de- -
pending upon the funding that did or did
not accompany such legislation, and the
changes that have evolved in service philo-
SOphy,.-d-eﬁnitions, and best prabtices.‘

The first-generation UAFs (1963-

1974) emphasized clinical services,
diagnosis and treatment programs, inter-
disciplinary leadership training of
personnel, and the concentration of exper-
tise in a single location. The second
generation UAFs (1975-86) emphasized
community-based services and develop-
mental concepts. Serving the full life span
of persons with developmental disabilities
was to be considered along with environ-

* mental concerms. Third-generation UAF

expectations (1987-1994) focused on

consumer empowerment, independence,

- and inclusion. -

Accumulating Expectations
It should be noted that the
expectations of first-generation UAFs were

not superseded by second-generation
expectations. Second-generation

expectations were generally added to
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 previous expectations. Thus, as expecta--

tions changed, they were not replaced but

~ became cumulative. For example, first-

generation 'UAFs, were expected to
provide diagnosis, treatment, and clinical
services (Federal Register, September 5,
1964). However, once such p_rograrﬁs |
were established, it was difficult to shift

~ resources to respond to other expectations.

Facilities were designed and built, pro-
grams were created, and staff were
recruited and selected (often with tenure)
in response to the initial expectations.- -
Further, once such commitments were

made on the part of a UAF, other univer-

sity, community, and state expectations of

the UAF began to take shape. As a conse-

quence, first- and second-generation UAFs
seldom dropped or discarded ongoing
training or service prcgrarhs. Rather, they
added new services and program elements
in response to the emerging national
expectations of later generations.

'This procesé of accumulating ex-
pectétions has increased the diversity '
within the UAF network. As a conse-
quence, many UAFs have evolved as
umbrella-type organizations under which
different progfams reflected different
models, techniques, and philosophies of
service depending on their funding source
(Fifield, 1990). For example, many first-

/
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generation UAFs started by providing
clinical diagnosis and treatment services
required by MCH training grants which
have been continued. Later, they added
demonstration classrooms, specialized ser-
vices, treatment, education, training and

care; as well as, preschool, early interven--

tion, and aging programs (Federal
Register, 1964). To this, they then ini-
tiated programs which focused on
community-based services and home pro-
grams. Then, technical assistance and
outreach training were added to keep pace
with Jater expectations and state-of-the-art

" practices.

The First Generation UAFs

In February of 1965 the John F.
Kennedy Institute at Johns Hopkins
University became the first institution to
be awarded a construction grant, five
months after the first announcement of the
program in the Federal Register. By
January 1967, the Division of Mental
Retardation had approved and funded 14
additional UAFs to be constructed in 18 |
locations, obligating $30.3 million. Dr.
Boggs (1967) reported that by 1967 there
were 43 applications for planning prog-
rams, and more than 100 universities had
expressed an interest. By late 1967, two
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UAFs were operational: Boston Child-
ren's Hospital directed by Dr. Alan

" Crocker and Johns Hopkins, The Kennedy

Institute, directed by Dr. Robert Cooke.
Three additional projecté had been ap-
-prbved but riot funded. The administra-
tion proposed a five-year extension pro-
jecting $10 million in fiscal year 1968 and
$20 million in each of the successive four
years for an accumulation of 23 additional
new facilities. However, by December of
1967 the fiscal climate had changed, and
the total increase was $9.1 million. As
Dr. Boggs (1976) pbints out, these were
the last dollars actually appropriated _fpr
construction of new UAFs.

Table 3 identifies the first 19 -
UAFs, where they were located, and other

significant characteristics.

As noted in Table 3, five of the
funded UAFs had more than one facility.

~Generally, they had their primary program

in a medical center and their satellite pro-
gram in a non-medical center, usually a
College of Education (Mayeda, 1970).
However, there were three exceptions to
this pattern. Utah State University was a
single facility funded in a College of Edu-
cation. In Kansas, the main facility was
in Lawrence, co-located with a MRRC, a

medical program in Kansas City, and a -
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 Table3
First UAFs Funded, Location,
and Significant Characteristics

University of Alabama
Birmingham and - ) X
Tuscaloosa, AL

e

University of California - ' : X X X
Los Angeles, CA :

University of Colorddo . . X X X
Denver, CO :

University of Miami X X
Miami, FL =~ Co :

Georgia Department of Public Health X ol X
Atlanta, GA :
University of Georgia, Athens, GA

Indiana University . X 1 ) X
Indianapolis and X
Bloomington, IN X

University of Kansas ' X
Lawrence ’
Kansas City, KS X
Parsons, KS )

MM

John F. Kcnncd} Institute v X . X
John Hopkins University
University .of MD

Children's Hospital X X X
Boston, MD ) ’

‘Fernald State Schoo! i X . X
Walthan, MA : ' ) ’

New York Medical College' X X
New York, NY

University of No. Carolina ) X X . X
Chapel Hill, NC )

University of Oregon : X
Portland, OR X X
Eugene, OR X

Ohio State University ' X X
Columbus, OH

16
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University of Tennessee Co- X
Memphis, TN

Utsh State University
Logm, UT

University of Washington - X
Seattle, WVAv g

Geérgctown University ' X
Washington, DC

|| University of Wisconsin X
Madison, W1

X X

(adapted from Mayeda 1970)

- satellite program at Parsons State School

in Parsons, Kansas. In Georgia, the

- primary- facility was l_ocatéd at the Georgia

Department of Public Health in Atlanta,
and an additional facility was located at the

"'University of Georgia in Athens (Mayeda,

1970).

. By 1969, the Federal Government
had spent $41,836,000 for the construction

of 19 UAFs. Approximately 49% of the

costs of the facilities had come from
federal sources. The remaining construc-
tion costs came from the univefsitiss in
which the UAFs were located, from state
agencies, and from local contributors. In
fiscal year 1969, the investment of the
Federal Government in training and core
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support was $9,105,000. Ninety percént
of this came from Children’s Bureau/MCH
and totalled slightly less than half of the
amount estimated to be required to |
maintain the facilities at ful training
capacity (Mayeda, 1970).

First-Generation Expectations

The 1965 decision of the Children’s
Bureau to-provide training support to
UAFs was pivotal in establishing initial
expectations. Because no other federal

agency provided staffing, training, or other
program support until 1969, it was the
policies and pﬁdritics of the Children’s
Bureau, and later MCH in HSMHA that
controlled the activities of most UAFs. As
a consequence, UAF training was focused
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on children. Health services were empha- :

- sized, and only those UAFs located in
medical schools were eligible for MCH

- Section 511 funds. Non-MCH funded
UAFs found 'what support they could from
their host universities or from small
training grants. In addition, non-MCH
funded UAFs pursued direct service and
research contracts, piggybabking the
training they providcd_ from such activities.

v’Ear]v Oversite Review of the UAF

Program
The absem_:e of coordination

between federal agencies in promoting
UAFs and the variation in the amount and
type of support received had not gone
unnoticed. Concerns about coordination
and the types of support received from
federal' programs stimulated efforts to
describe and evaluate the network and to
gehcrate recommendations for its A
improvement (W. K. Babington, Chairman
of the Secretary’s Committee on Mental
Retardation, 1968)). One of the first
investigations of this nature was requested
in July of 1969 by Wallace Babington,
Executive Director to the Secretary’s
Committee on Mental Retardation. In
response, W. F. Baxter', Staff Assistant to
the Secretary’s Committee on Mental
Retardation, had a report and support
document prepared, summarizing many of
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the cmergmg inconsistencies. As Baxter

(1969) stated:
The Division of Mental Retardation

" administers the UAF Construction Pro-
- gram, but has practically no funds avail-

able to support those programs after the
construction phase. Although there is
multiple funding within the department for
operating expenses, most of the available
monies come from the Children’s Bureau.
Funds from the Children's Bureau are -
limited to services and training in the
health field, and therefore, are not avail-
able to University Affiliated Facilities with
a behavioral orientation. Additionally,
these funds are limited and do not meet the
needs of eligible unzversztzes (Baxter,
1969).

The report further pointed out that
UAPs had not bee,n able to establish spe-
cial education and vocational rehabilitation

* components as originally recommended

because they were not able to obtain sup-
port from the relevant federal agencies

‘(Baxter, 1969). Perhaps the most signifi-

cant recommendation of Baxter’s report
was to earmark funds so that support for
UAFs would not have to be taken from an .
agency’s exi'sﬁng priorities. (Baxter,

1969). '

While Mr. Baxter's report was be-
ing prepared, a contract was issued by the
Social and Rehabilitation Services of HEW
to EDUCOM to visit each of the UAFs in
the network and provide a complete report
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on all phases of the ... program (Baruch, Dun‘ng tﬁe next few months, Mr.-

August 6, 1969). Table 4 provides a Tadashi Mayeda, as project director,
listing of the 19 UAFs recognized by visited 19 sites, and collected and analyzed
HEW in 1969 and their directors. an extensive amount of data. Mayeda

r Table 4 _
UAFs and Directors Recognized by HEW in 1969

University of Alabama (Birmingham) " [ Andrew E. Lorincz, M. D. |
University of Alabama (Tuscaloosa) Albert J. Baﬁmeister, PhD
University of California (Los Angeles) ‘ George Tarjan, M.D.
Universi.t_y of Colorado (Denver) ‘ v ' [ John H. Meiér, Ph.D.
Georgetown Uniyerrsivt)."(Washington DC) ' Robert J. Clayton, M.D.
University of Miam (Miami) ’ | Frederick Richardson, M.D.
“Georgia Dept. of Public Health (Athens) { Andrew L. Shotick, M.D.
Georgié Dept. of Public Health (Atlanta) James D. Clements, MD
Indiana University (Bloomington) Milton V. Wisland, Ph.D.
-Indiana University (Indianapolis) » | Morris Green, M.D.

University of Kansas (-Lawfénce) Richard L Schiefelbusch, Ph.D.‘_

| Johns Hopkins Univei’sity Children's Rehabilitation Institute . Robert E. Cocke, MD '

(Baltimore) .

Children’s Hospital Medical Center (Boston) | Allen Crocker, M.D.

Walter E.‘F‘emald State School (Waltham) Hugo W. Moser, M.D.

New York Medical College (New York City) ' | Margaret Giannini, M.D.
University of North Carolina (Cﬁa_pel Hill) Harrie Chamerlin, M.D.

Ohio State University (Columbus) William Gibson, M.D. ,
University of Or‘egbn (Eugene) Rob’e.rt H. Mattson, EdD
UniVersity of Oregon (Portland) ' LeRoy O. tarlson, M.D.
University of Tennessee (M,emp'h.is) Robert G. Jordan, M.D.

Utah State University (Utzh) | Marvin G. Fifield, Ed.D.
University of Wisconsin V(Madison') Rick Heber, Ph.D.

University of Washington (Seattle) " Bob Deisher, M.D.

19
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identified the 16 .original objectives for
UAFs from P.L. 88-164. He catalogued
the emerging requirements of UAFs and
related these back to the President’s
Paneland to the various groups
implementing-the recommendations of the

Panel. He described the diversity of the -

UAFs, noting that each started from a
uniqué position and then moved on to
other:activities as opportunities were
available. While noting that-MCH support
was addressihg the need for mental

" retardation specialists in the health field,
he pointed out that the comprehensive |
training mission of UAFs was virtually
neglected: |

No UAF had seriously addressed
the task of upgrading the professionals,
currently or about to be employed, in
mental retardation residential institutions,
Joster homes, day care centers, community

diagnostic and evaluation clinics, sheltered

workshops, or any other institution or
program specializing in mental retardation
problems (Mayeda, 1970, p. 9).

Mayeda was asked to gather data to
determine the role of thé facility in
responding to the UAF objectives in P.L.
88-164. In particular, he was asked to
respond to two questions: Is a facility
required to implement the concept of the
program?; and If required, are more
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facilities needed? He answered the first
question with a resounding YES.

The facilities produce a capstone
effect on separate and isolated programs
beneficially bringing them together into

~ one setting for their benefit and, most im-

portantly, for the benefits of the individual
seeking services (Mayeda, 1970, p. 30).

In answer to the second quiestion, Mayeda
pointed out that by 1969 the first =~
generation UAFs had progressed beyond
the first phase of development, and that
new and expanded plans should be
formulated for Phase II. He pointed out
that new construction should be part of the
second phase (Mayeda, 1970).

The Mayeda report, aside from
bringing together important descriptive
information about the development of
UAFs is partticularly interesting because of
the issues addressed and the methodology |
used. He analyzed cost of tenancy esti-
mates, tenant -capacity, and descriptive
information on resident and training

“populations. These ratios Were selected
to reflect the prevailing expectations of
UAFs as health-related programs and cost-
effectiveness indices appropriate to teach-
ing hospitals (i.e., bedcounts, residence-to-
staff ratios, percent of maximum utiliza-
tion of facilities, etc.).
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Mayeda estimated that in 1969
UAFs were operating at approximately
20% of their training capacity due to the

 unavailability of training support. He -

reported that all UAFs were experimenting

with new methods of care, focusing on the
total environment and bringing in the

resources of the community. He calculated
ratios between construction costs, floor
space, and both client and trainee resi-
dence. In addition, he calculated ratios

“between client waiting periods; caseload

data, and the distribution of staff and labor
costs.

Mayeda concluded that the full
training capacity of the UAFs could be
reached by fiscal year 1974. However, to

- reach-full training capacity, he recom-

mended an investment of at least $6.7
million per annum over a 5-year period
awarded at the rate of $300,000 per insti-
tution on a cost-sharing basis. He recom-
mended an extra $100,000 be awarded for
each satellite unit (Eugene, Oregon;
Bloomington, Indiana; Lawrence and
Parsons, Kansas). He further recom-
mended that new construction be based on
regional requirements and provided a
rationale for changing the staffing and
training grants. In the appendix of his

report, he provided examples of manage-
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. ment plans, instruments for the evaluation
of UAFs, and annual report requirements.

~ Of particular importance to the
future development of UAFs was
Mayeda’s assessment of UAFs not located
in medical centers, speciﬁ_cally the multi-

|- location UAFs,' which were considered
- satellites affiliated with colleges of

education. - These- units, he reported, were
excluded from training arid operating
monies and seemed to be ...awkward
appendages to the central unit not capable
of providing a complete rahge of
interdisciplinary training...but in a unique
position as stations for travelling clz’rifcs or
service clinics away from the central unit
(Mayeda, 1970).

This evaluation clearly reﬂeq_téd the
health arid medical emphasis of the first
generation UAFs. Programs. that were
designed around an educational or ._
behavioral model that provided inservice .
training and technical assistance were
noted as gross departures from operating
norms (Mayeda, 1970).

However, despite its sophistication
and comprehensive methodology,
Mayeda's report had little impact, and his
recommendations received little attention
from the UAF network or the funding



M

EVOLUTION OF UAPs

agencies (i.e., MCH and DDD). Mayeda
deécribed UAFs as they were i'n 1969, and
his recommendations were based on early
_eipectati'ons of UAFs. Even before his
study was started, professionals and consti-

- tuency organizations were at work on new

legislative provisiohs for future amend-
ments of P.L. 88-164 that would

- significantly change the expectations of
UAFs in the years to come (Boggs, 1971).

" Between 1966 and 1969, many of
the recommendations of the President’s
Panel on Mén_tal Retardation were being
implemented. However, despité efforts of
the National Association of "Re,tarded
Children, other constituency and profes-
-sional oiganizatibns’ progress on im-
proving services to individuals with mental
retardation were minimal. Some .of the
key congressional supporters were no
longer in positions to direct the needed
legislation, an_d by 1969 the Johnson Era,
along with the Grear Society, was replaced
by a much more conservative Nixon White
House. This, along with several reorgan-
izations within HEW, resulted in many
- new players and decision makers {Boggs,
1971).

In early 1969, a coalition of various
mental retardation constituencies formed to

promote legislation and expansion of the
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programs and services introduced during
the Kennedy era. This coalition included
the American Association of Mental

- Deficiency (AAMD), National Association
‘of Coordinators of State Programs for the

Mentally Retarded (NACSPMR), Council
for Exccptiona_l Children (CEC), National

- Association of Retarded Citizens (NARC),

and United Cerebral Palsy Association
(UCPA). Dr. Boggs reported that the
coalition initially had misgivings about
including the UAFs. - The UAFs were
seen as political liabilities because the new
administration had not sought any-fui'ther
funding for them and because some state
mental retardation coordinators saw the
UAFs as unwilling to reflect state needs in
their goals. It was later decided to include
support for UAFs in legislation, but to
separate it into a different title (Boggs,
1976).

Early in 1969 the Senate Com-
mittee on Labor and Public Health chaired
by Senator Yarborough introduced amend-
ments to P.L. 88-164. - Senator Edward
Kennedy asked to be the prime sponsor of
the legislation, citing the family history of
association with the cause of mental retar-
dation and with P.L. 88-164, in particular

_(Boggs, 1971). On August 13, 1969,

Senator Edward Kennedy and Senator
Yarborough introduced S.2846, referred to
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as the Disability Services Act. Dr. Robert | |

E. Cooke's input into the UAF title of the
bill was solicited by Senator Kennedy.

Dr. Cooke used videotapes of two children
seen at the John F. Kennedy Institute', the

first UAF to become operational. The two
chilaren, whose progress was shown, were
present at the hearing: with their families

and provided an impressive demonstration

of thie benefits of services they had
received (Boggs, 1971).

Both House and Senate bills in-
cluded provisions to continue the UAF
construction authority at $20 million per
year. In-addition, the Senate bill author-
ized $5 million and the House bill, $8.5
million for UAF operational support. In
conference, it was the language of the
House Bill that was accepted, after which
it was submitted to the President for
signature.

There were presidential advisors
urging President Nixon to veto the bill, but
with the support and urging of Dr. Edward
Newman, Director of the Rehabilitation
Service Administration, and H.E.W.
Secretary Elliot Richardson, the President
signed the bill on October 30, 1970, and
P.L. 91-517, the Developmental Disabili-
ties Service and Facilities Construction Act
of 1970 became law (Boggs, 1971).
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This, of course, ended only the
authorization phase of the new legislation.
The appropriation of federal funding to
implement the new provisions was a separ-
ate struggle which required an additional
year and resulted in funding at a level far
less than that originally authorized (Bog'g's,,
1971). I |

Early in Janvary 1971, Assistant
Secretary Hitt of HEW, established a
special interagency committee to review
the regulations and guidelines for P.L. 91-

1517, the Developmental Disabilities Act.

This committee was to serve as a coor-
dinating broker and to provide input to
other agenciesv on the implémentatiorf of ‘
the DD Act (Hitt, January 6, 1971). Five
months later, Assistant Secretary Egeﬁé_rg,
HEW Assistant Secretary for Scientific
Affairs, established an ad hoc committee

on funding of university affiliated facili-
ties. This committee included membership

from all of the relevant agenéie-s (Egeberg,

May 15, 1971). The minutes of commit-
tee meetings, planning papers, and inter-
office memos suggests a Jack of agreement
and the inability to provide meaningful
coordination of the DD Act on funding of
UAFs. Of particular concern was a
limited involvement of special education in
DD Act planning for UAFs.
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Particular effort was spent consi-
dering a consolidated funding system
whereby federal agencies could provide
'appropn'ate fiscal support which would
then be administered by the Division of
Consolidated Funding (DHEW,
Consolidated Funding Project, OMB #80-
' DOI86HEWG608D: Washington D.C.).
This effort was not considered feasible due
to jurisdictional problems and issues of
economy (Hormuth, April 13,.1973).

President Nixon signed the appro-
priation bill on August 12, 1971, which
provided $4.25 million for the operation of
~ UAFs, just half of the amount authorized,
and no money was appropriated for new
construction. The same appropriation bill
included a significant increase in Section
511 for training in MCH-funded UAFs
(Boggs, 1971) (See Table 5.) In addition,
there were several other differences
- between MCH support and expectations
for UAFs and that provided by the
Developmental Disabilities Act.

DD Act Support and Expectations

©  Of the $4.25 million appropriated for
UAFs, approximately $600,000 was dis-
tributed to nine additional UAFs at about
$75,000 each. These funds were used as
planning and startup costs. However, no
additional funding was provided to the new
UAFs for the next four years.
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O  Less than $3 million was distributed to
UAFs approved earlier with ongoing

programs, including those with construc-
-tion facilities. v

© Punds provided by the DD Act were to

be used for administrative and operating
costs only (DDD Guidelines, 1972).

@ 1n an effort to de-centralize the admin-
istration, the Division of Developmental
Disabilities passed much of the grant
approval authority on to the 10 HEW
regional offices.

@ The DD Act funding focused on a large
number of social and organizational expec-
tations which changed with each adminis-

tration and reauthorization.

MCH Support and Expectations

O MCH fiscal 'suppoi't for UAF training
was significantly greater than the DD Act
support as presented below in Table 5.

® During this same period, MCH also
made the decision to allow UAFs to retain
clinical income rather than returning it as
an offset to their grant. As a result,
revenues available for MCH funding for
UAF program support increased signifi-
cantly (Cooke, 1994).

® McH support was provided to only 19
UAFs for clearly stated, stable program
objectives which were administered at the
Washington level.
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Table §
Fiscal Support of UAFs by Maternal
and Child Health, 1967-1975

1967  $3,912,000
1968 6,900,000
969 | 8,833,000
1970 |, 8990,000
1971 - 11,957,000
1972 14,306,000
1973 14,784,000
1974 | 15,017,000
1975 | 16,341,000

The differences between MCH
support and expectations with those of
DDD had a significant impact on how
UAFs would develop, particularly in the
future.

UAFs for the Developmentally Disabled
The impact of the DD Act
(P.L. 91-517) was, however,. much more

than fiscal resources or how the program

was administered. The coalition building
which preceded its final approvai and the
statement of philosophy and purpose were

to have major impact in the years to come.

Each section from the stated congressional
findings and purposes to the definitions
and provisions themselves, later had an
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important impact on future expectations of
and activities in UAFs.

- The Developmental Disabilities Act
instigated many important changes which
were adopted and later included in other
legislation (Fifield & Fifield, 1994). The
term mental retardation was dropped in
favor of developmental disabilities. This
change in language was insisted on by -
UAF directors who pointed ‘out that-
mental retardation was too narrow and
could riot be diagnostically differentiated
from other similar disabilities (Boggs,
1971). Repreéentative Rogers modified
the definition to include sensory disorders
and chronic disease, and Senator Kennedy
accepted tying it to neurological handi-
capping conditions related to mental
retardation. '

"~ The term developmental dis-
abilities not only broadened the service
population, but it also implied a different
service philosophy. Rather than
approaching -a-developmental disability as
a disease to be cured or cared for, it was'
viewed more as a delay in development--a
delay that could be overcome or
circumvented by educational intervention,
instruction, stimulation, and expanded
opportunities for inclusion (Fifield &
Fifield, 1994).
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The 1970 legislation provided a
federél/statc formula grant to assist states
in developing and implementing a compre-
hensive state plan. The law also provided
for the co-mingling of funds from other
federal progvra'ms»tvo facilitate the develop-

ment of comprehensive services for people

- with disabilities.

- The DD Act identified the purpose
of UAFs and changed the term clinical
training to interdisciplinary training to
emphasize the cross-disciplinary nature of
UAFs. It changed the name of the
administrating agency from the Division of
Mental Retardation to the Division of
Developmental Disabilities (DDD) and
placed it under the Rehabilitation Service
Administration.

 Tn the fall of 1972 the Division of
Developmental Disabilities provided its
first description of the mission, purpose,
and objectives of UAFs (DDD, 1972b).

=«..The mission of the University-
Affiliated Centers is to lead the field of
service to the developmentally disabled of
all ages by (1) training administrative,
professional, technical, direct care and
other personnel needed to provide the
whole range of services for the develop-
mentally disabled; (2) demonstrating
exemplary services; (3) carrying out
research incidental to those activities; and

(4) assisting communities, states, and
regions to reach their objectives. (p. 2)

UAFs should |

. ...exemplify the principles and
practices which will lead to increasing
efféctive programs for prevention,
treasment, and habilitation including active

participation in planning activities. The

usual resources of the college or university
provides the basic elements required by
this multi-faceted program, but the center
should not limir its activities and concerns .
to the academic setting only. It must
involve itself in all appropriate ways with
the special needs and resources of the
community and region within which it

- operates. (p. 2)

Thi_s docurhent further defined d

- University Affiliated Facility as a center

housed in an identifiable building or suit-

ablevportiobn thereof, which encompasses

the following prograin elements:

*  The responsibility for overall
administration resides within the _
university;

. The university demonstrates a
significant long-term commitment
to interdisciplinary training and
developmental disabilities; _

¢ An organizational entity within the
administrative structure that has as
its primary function the responsi-
bility for interdisciplinary training;
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. Individuals responsible for the -
" program have regular faculty
appointments; _
. Training programs are interdisci-
plinary and encompass a broad and
* comprehensive range of disciplines;
e - The program is designed to be
- relevant to the. manpower needs of
“the geographic area served;
. ‘The program is integrally related to
exemplary service functions; and
. The program-démonstrates a capa-
city to utilize the resources of the
university to develop new
approaches (DDD, 1972b).

Notwithstanding the UAF language
in the DD Act and the mission and pur-

‘pose of UAFs as stated by DDD, the
~ importance of the expectations listed above

were not implemented until after 1975
following the first amendments. Several
reasons can be identified for this delay:
First, the core funding authorized by the
new Developmental Disabilities Act was
used to help provide administrative support
to assist in the administration and super-
vision of other services which the UAF
provided (DDD Draft Guidelines, 1972).
Since approximately 90% of all fiscal
support provided to UAFs came from
MCH training (Mayeda, 1970), DD core

support was viewed as administrative
support for MCH training. ‘

- Secondly, the decisions of the
Director of Social and Rehabilitation

" Services (SRS), the agéncy to.which DDD |

reported, to use much of the $4.25 million
appropriated to plan and start new UAFs

rather than provide UAF program support, -
established a precedent that was followed

_ by the DD program administrators. As -

will be seen, this continued for the next 25
years.. Politically appointed commis-
sioners, directors, and sometimes associate
secretaries made decisions about the
allocation of kcongressionally appropriated
funds that had significant impact on the
evolution and expectations for UAFs.
Beginning in 1972, most additional funding
provided for UAFs would be used to start
new programs rather than to expand and
improve the support for those currently in
the network. Furthermdre, new initiatives

" and expectations would accompany each

reauthorization, and there would be many
changes in administrative personnel.

Grants were awarded to successful
UAF applicants late in 1972. The amount
of each grant was based on a formula that
provided a minimum of $75,000 to each
existing UAF, plus additional funding
based on the size of the individual UAF’s
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ongoing training and service program
(Braddock, 1972; Utah State University,
1972; personal correspondence with-

- Marjorie Kirkland, 1972, Deputy Director,
DDD). Because the training and service

prdgrams for most. UAFs were determined

by the size of their MCH grant, those
UAFs with the largest MCH grants
received the largést amount of DD core
support. UAFs could claim and defend
training or service programs supported by
other federal or state services also received
additional funding. The application

process required each UAF to describe. the |

size of their program, sources of support,
“and present their best case for the amount
- of core support they requested (Utah State
University, 1971). ConseQu‘ently, the
ingenuity of the grant writer in claiming
state and federal _suppoﬁ for the program
also had a significant influence on the
amount of core funding awarded (Vic
Keeran, 1993, personal communication).

-In 1972, DDD awarded grants to
30 UAF programs. 'Planning and stai’t—up
grants were awarded to nine universities
ranging between $35,000 and $75,000
each. Core grants were awarded to 20
UAFs ranging between $79,293 and
$417,696 (Braddock, 1972). All of the
UAFs that had constructed facilities parti-
cipated in this allocation. New UAFs

28

* receiving DD core support included some

that originally applied in the late 1960s for

~ construction and/or MCH training support
‘which had been pending. Although UAR
construction funding was authorized in the

new Developmental Disabilities Act,
funding. for construétion of new UAFs was
not appropriated, and the UAF construc-
ion program was phased out. In later
reauthorizations, construction was dropped
from the legislation. Other federal support
provided in fiscal year. 1972 included
$12,988,000 through MCH, Section 511
Training Support for 18 pregrams ranging
between $112,000 and $1,612,000 per
UAF. That same year BEH provided
$493,000 to 18 programs with grants
ranging between $25,000 and $30,000 -
(Braddock, 1972).

Core funding provided by the
Developmental Disabilities Act changed
the relationship between UAFs that had
two or more facilities in the same state.
MCH training support was not shared with
their satellite facility except as an outreach
site. Thus, the facilities on other cam-
puses were on their own to find funding
and other program support. Consequently,
some satellite facilities negotiated separ-
ately for DD core support. Oregon
established two separate UAFs, as did
Indiana. Tuscaloosa was dropped from the
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“network, as recommended by Mayeda.
_ The Georgia and Kansas UAFs elected to

stay together as a single administrative unit

_ and make their case for additional DD
‘core funding. :

‘Between 1972 and 1975 when the
first reauthorization of the Develo‘pmental
Disabilities Act was passed, the Division

of 'Developmen'tzﬂ. Disabilities added an
--additional nine programs to the UAF

network, only two of which received MCH
support (See Appendix B).

“When the DD Act was first
authorized in 1970, it was for three years.
Thus, it was to expire or be authorized in

+-1973. ‘Congress, facing the need to

reauthorize 13 major federal programs,
which included the developmental dis-

~ abilities program, elected to give all of

these programs a one-year extension under
an amendment to the Public Health Service
Act without any changes in language or

“appropriation.

| Second Generation UAFs

The Developmental Disabilities

‘Act, authorized in 1970 and funded in

1972, introduced many substantive changes
in the expectations of UAFs. However, it
was not until the passage of other major
disability legislation in rehabilitation and
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education and after the first reauthorization
of the Devclopmental Disabilities Act in |
1975 that the second-generation
expectations for UAFs began to solidify.
PL 94-103, The Developmentally Disabled
Assistance and Bill of Rights Act not only -
extended but made several revisions to the .
DD program. The 1975 amendmients auth-
orized the three major components of the

DD system: (a) state Developmental Dis-

abilities Planning Councils (DDPCs),

(b) Protectioni and Advocacy (P&A)
agencies, and (c) University Affiliated
Facilities (UAFs). The new amendments
also expanded the definition of develop- |
mental disabilities to include autism and
learning disabilities. States were required
to spend at least 30% of their formula
grants on de-institutionalization, and the
new amendments also required that states
include de-institutionalization plans in their
DD state plan.

Of particular importance to the
UAF network was Sectiqn 145(e) of the
1975 Amendments which authorized
special project grants and earmarked no
less than 25% of each year’s appropriation
for "projects of national significance."
This provision provided approximately $12
Million for projects of national and
regidnal significance by which many of the
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recommendations of the President’s Panel
could be implemented.

Projects of national significance
were awarded for up to three years .

through an open competition. UAFs were

expected to compete with all other eligible
applicants. However, this source of
support was particularly important to ‘
UAFs for it provided the first funding
within the DD program to which UAFs
could seek support for the program
elements they were mandated to provide
(i.e., exemplary services,. intcr'disciplihary
training, technical assistance, and dissemi--
nation). Section 145(e) was important to
the UAF network not only for the addi-
tional amount of fiscal support provided,
but also because the projects undertaken by
UAFs addressed cutting-edge issues of the
day and state-of-the-art techniques.

Appendix C lists the UAFs that
 received funding under projects of national
and regional significance, the initiative
they addressed, the starting and ending
dates of such projects, the contact person,
and the annual level of support .- |
(McLaughlin, 1987). Appehdix J presents
the results of a survey of UAP directors
conducted in 1993 which collected data
about the individual program’s respohse to

these and other initiatives, when they were
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- undertaken, and those that were continued.

As indicated in Appendix J, once UAFs
started initiatives, they generally found
some way to continue them. When such
programs were no longer supported from
DDD, other funding sources were
generally found. |

In 1978, the DD. Act was again
reauthorized by the Comprehensivc"
Rehabilitation Service Administration
Construction Act (PL 95-602). These
amendments mandated a functional rather
than a categorical definition for develop-
mental disabilities, which again changed
the size and nature of the population the
DD program was to serve. By 1978, core
funding provided through the DD Act was
described as seed rﬁoney to help UAFs
pursue other sources of support to provide
the programs expected of UAFs. Special
Projects of National and Regional
Significance under the Developmental .
Disabilities Act were considered the

preferred source.

FolloWing the 1978 amendments,
the DDD undertook a number of new ini-
tiatives and encouraged UAFs to apply for
funding to address aging, technology, dual
diagnosis, urban and rural area/poverty
projects, minorities, advocacy, case
management, early intervention, and tran-
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sition into employment (see Appendix J).
UAFs were also expected to use core
support to seek other sources of funding
.(i.e., Office of Special Education, Rehab-
ilitation Services, state funding, and Title
XX) to provide mandated program
components. |
P

Funding provided to UAFs from
Maternal and Child Health was for the
training of health professionals. This
support was available only to UAFs lo-
cated in medical Cen'te;s and was inde-

- pendent of developmental disabilities core
“support. MCH training funds were not
" .considered leveraged support, nor were

these funds to be used to leverage other
.sources.

From a fiscal standpoint, the most
significant legislation that emerged during
the 1970s was not the DD Act, but the
Vocational Rehabilitation Act (P.L. 93-
112) in 1973 and the landmark Education
for All Handicapped Children Act
(P.L. 94-142), which was signed into law
in 1975. These two pieces of legislation
are considered the most important dis-
ability legislation of the decade because
they impacted so many individuals, and
they provided sizeable fiscal appropriations
for their implementation. The Rehabilita-
tion Act contained Section 504 which
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prohibited discrimination on the basis of a
disability in federally assisted programs.
Section 504 became the foundation upon
which future disability nghts 1egislétion '
would be based. P.L. 94-142 imple-
mented the developmental concept that all
children, regardless of their disability, had

 the potential to learn and had a right to a
 free and appropriate public education in

the least-restrictive environment.

The Vocational Rehabilitation Act
and Education for all Handicapped Child-
ren’s Act significantly influenced UAFs
becausé"they included programs for ..
trainiﬁg, pfogram,deveiopinent, model .
services, technical assistanbe, and re--
search. These Acts were seen by most
UAEs as sources of federal funding which
could help them address DD mandated
program components. Farlee (1976)
pointed out that UAFs were among the
most aggressive applicants to submit pro-
posals to BEH and the Rehabilitation
Service Administration, even though UAFs
faced complications in securing such

 support. ‘

Co-mingling. Co-mingling of
funds from other federal programs was
encouragéd by the Developmental
Disabilities Act. However, other federal
agencies operated under regulations that



M EVOLUTION OF UAPs

did not encourage leveraging or co-
mingling of federal support. Requests for
proposals (REPs) from BEH and RSA
focused on speciﬁé objectives and applica-
tions that extended beyond the purpose of
their authorizing legislation to address
interdisciplinary training or other DDD
initiatives. This placed applications sub-
mitted by UAFs in an awkward type of
compétition. Furthermore, personnel in
the BEH continued to view UAFs as
medically oriented programs (Dr. Jasper
Harvey, peisonal- communication, 1976).
‘To circumvent this bias, UAFs often
submitted their grants to BEH through
their university departments of special
education or state agencies. Special
Education and Rehabilitation review panels
often did not know when. they Were
Teviewin g applications from UAFs, a
situation which many UAF directors felt

improved their chances of approval.

Unfortunately, most funding from
education and rehabilitation was provided
through time-limited, competitive
proposals. To survive on such funding,
the proposals submitted by UAFs had to
receive high-ranking scores, and ihey had
Not all UAFs
or satellite UAFs survived. Appendix B

to compete every 3 years.

lists at least 18 programs that at some
point were recognized as UAFs but were
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dropped or w1thdrew from the national
network. '

UAF Satellites

The UAF provisions of the 1975
DD Amendments included language
permitting existing UAFs to éXpand
prograins by eéiablishing satellite centers.
Satellites were seen as a way of expanding
UAF sérvices at reduced ¢cost and '
providing better control of the numbers

and status of the UAFs entering the

network (Fifield, 1978), although a lively
debate emerged in defining whether a UAF

_ satellite was a clinical extension of the host

UAF in the same state or a free-standing
center in another state (Fifield and Moss,
1978). The DDD only approved the 4 -
UAPF satellites located in states other than
the host UAF as free-standing centers.
For the next decade, when funding was
available, the satellite provision was
interpreted as the preferred way of
bringing new programs into the network.

The feasibility study for a UAF
initially required the host UAF to conduct

- the study in conJunction with the Develop- :

mental Disabxh_ty Planning Council
(DDPC) of the receiving state. In prac-
tice, most of the feasibility studies were
done by an interested group of faculty

members from a university wishing to
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establish their own UAF. From the early

1980's on, the role of the host UAF

became less and less significant, and the N

commitment and support from the DDPC
increased in importance. -

 Satellite UAFs were funded at
about 75 percent of full UAFs with the
exception of the Navajo satellité, which
received funding equal to that of a full

" UAF and was exempt from the 25 percent
- local -match. -Although satellites were riot
- expected to provide the same complement

- of services as full UAFs, they were

expected to address the unique needs of

their state or‘area. No additional funding
was provided the host to help the satellite
with the exception of the Navajo satellite,
for which the Utah UA_F received a small
amount of ‘money for travel costs for the

first three years. '

Since satellite programs quickly
responded to the needs of their state and to
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available federal initiatives, they basically
became new UAFs (Davidson & Fifield,
1984). ‘When it was determined a satellite
could meet the requirements of a full .
UAF, DDD encouraged them to apply. .
This increased core funding by approxi-
mately $50,000. The difference between

' the expectations of a full UAF anda’ -

satellite UAF was not particularly clear,

. but the interdisciplinary training program

component was the most difficult
expectation for new programs. Most
UAFs could find funding for outreach
training and technical assistance through
subcontracts with state agencies; however,
establishing an interdisciplinary training
program with core courses on campus
without MCH support or a large con- -
tinuing service base was very difficult for
most satellite programs. Consequently,
many UAF satellites remained satellites for
many years. The date, level of support,
host UAF, and the date satellites became
full UAFs is presented in Table 6.
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Table 6 ,
Satellites and Level of Support

v 1978 | Diné Center for Human Development | $150,000 | Utah State University Dro’pped 1989
1978 | Vermont $75,000 - | Shriver's Center, Massachusetts ‘ 1988
1978 | Rochester, NY $75,000 | Boston Children's Hospital -
1978 | Montana $75,000 . | Utah State University | 1989
1981 | Hawail $75,000 Univ. of So. California Dropped 1984
1985 | Connecticut $75,000 | Rose Kennedy Center, N.Y. 1991
1985 | Virginia | $75,000 | Georgetown, Washington D.C. 1988
1985 | Minnesota $75,000 lowa % 1988
1988 Idaho - $150,000 Eﬁgene, Oregévn 1993

~ The Develdpmental Disabilities Act
was not meant to replace the support
provided to individuals with disabilities
from other human service programs. The
Act focused on provisions which created
“changes, filled gaps, coordinated, and in
other ways changéd the generic service
system'so they could better accommodate
the needs of individuals with develop-
mental disabilities (Boggs, 1971).
Common to each component of the DD
system (DDPC, P&A, and UAFs) was the
expectation that they would impact other
service systems: (1) the developmental
disabilities state planning councils through
state planning, awareness activities, and
stimulation grants; (2) the protection and
-advocacy agencies through legal recourse
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and advocacy activities; and (3) the UAFs
throdgh trajning,' technical assis_tanbc,
ekemplary services, and dissemination.
Other techniques used to ensure greater
impact included a required state fiscal
match, and in the case of UAFs, the -
e’xpectation of leveraging resources. »

Local Match

"The amount and nature of the
required local match was an important
issue negotiated during the hearings in
1969 and 1970 (Boggs, 1971). During the
UAF construction phase, a local match
was not only required, but the amount of .
local match was one criteria for approval.
Mayeda reported that approximately 49 %
of the costs for the construction phase was
provided locally (Mayeda, 1970, p. 3).
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Public Law 91-517 required a 25% match
on all programs. This requirement was
maintained in all future reauthorizations

‘and was also required of recipients of
-grants offered by state developmental - -
-disabilities planning councils. The local °
" match fgquirement was patterned after the

vocational rehabilitation legislation and

“was intended to facilitate a federal/state
‘partnership in carrying out the purpose of
“the legislation (Boggs, 1971).

Leveraging DD Resources

- Leveraging, was not expected from

P&A agencies or DDPC’s. However,

leveraging Tesources was clearly implied in
the guidelines. for UAF core funding and

the funding level in the first appropriation -
‘which became available in 1972. -~

Throughout the 1970s, staff members of
DDD and of UAFs nurtured hopes that
additional developmental disabilities
program monies would be appropriated.’
Such was not to be the éase, however.

Thus, the core grant for administration and -

operation was increasingly viewed as seed
money to be used to obtain funding from
other sources to provide the interdisci-
plinary training, exemplary. services, and
other mandated program compoﬁents.
Since it was also expected that UAFS
would use their resources primarily to
meet the needs of individuals with
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developmental disabilities, the impact of
DD core funding could be increased - |
several times in a UAF that aggressively
.sought and obtained other sources of
suppqrt. This levéraging concept was
consistent with the feCommenda_tions-of_ the
President’s Panel on Mental Retardation . |
which had recommended that funding -
should be providéd from several sources.

The UAFs that received MCH

- training support had an engoing source of

program support. However, it was not.
always easy for them to use their support
to meet the expectations of both MCH and -
the DDD. Maternal and Child Health
expectations remained focused on training
for health personnel, clinical services, and
leadership; whereas, 'thé ADD initiatives
shifted with changing priorities of
successive administrations. Applications

“for ADD funding submitted by MCH-

funded UAFs were often criticized because
vthey continued to provide the clinical
programs which MCH required.

Most UAFs sought funding from
grants made available through the.
Rehabilitation Act and the Education for
All Handicapped Children Act and/or a
variety of other state and federal sources.
Farlee (1976) reported that MCH-funded
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UAFs were just as aggressive in pursuing
such.projects as were other UAFs.

Difficulty Generated by Leveraging
Leveraging resources is dependent

| upon ‘what other sources of support are
available, the eligibility of the UAF to
compete for such sources, as well as the
success of the UAF in writing winning
“grant proposals. In addition to these
conditions leveraging also has other
problems. With each new funding source,
additional expectations were generated.
' Sati'sfying the 'many-stakeholders in a UAF
- with funding from many sources is a
- difficult requirement. This was made even
more difficult by the need for annual DD
core applications and quarterly reports of
DD required activities. - A frequent
complaint of the UAF directors was that

DD core support, which often represented

a small portion (as little as 5-20% of the
UAFs operating budget), exerts an
inordinate amount of control over the total
program (Farlee, 1976).

Leveraging also generated problems
in reporting results and accomplishments.
Some UAF sources of support objected to
the UAF reporting their funding as lever-

‘aged. Furthermore, leveraging resources
are often administered differently or re-
ported through multiple channels within
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the university making them difficult to
track, compare, or acknowledge. Lever-
aging sometimes created a no-win

‘situation. For example, if the UAF wag
“successful at obtaining non-DD support

that served a much broadér population,
such as grants from Education or Rehabili-
tation, they were open to criticism from
the DD community for focusing too. much
effort on other individuals with disabilities
and not doing enough fqr‘fthése with
dév'elopmental disabilities.

In 1978, President Carter reorgan-
ized the Department of Health, Education,
and Welfare, elevating ihe‘Depa,rtment of
Education to a cabinet level and creating
the Department of Health and Human'
Services (HHS). The Office of Special
Education and Rehabilitative Services
(OSERS) was established within the

~ Department of Education. In this re-

organization, Social and Rehabilitation
Services was replaced by the Office of

"Human Development Services (OHDS)

within the Department of Health and
Human Services, and the Rehabilitation
Program moved to OSERS. The Develop-
mental Disabilities Division (DDD) stayed
in HHS reporting to OHDS. Later, the
Division name was changed to the
Developmental Disabilities Office (DDO),
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and still later to the Administration on
Developmental Disabilities (ADD).

Federal Evaluﬁtion Studies of the UAF “

Network 3 _
As the UAF network grew,

concerns for evidence of their effective-

ness, accountability and impact were
raised. Between 1969 and 1983, seven
separate studies were undertaken fo
dctefminc the effectiveness and impact of
the- i{AF network. Table 7 provides data
on each of these studies, the irﬁtiating

‘agency, who conducted the study, major

findings, and recommendations.

The first study was conducted by
the Select Committee on Mental Retarda-
tion to identify the barriers and problems
UAFs were experiencin"g in becoming
operational. The second study was under-
taken under a special contract with Tadashi
Mayeda to evaluate the network and make
recommendations concerning further |
expansion. The major findings of these
studies are summarized in Table 7.

The third effort fo evaluate the
federal investment in the UAF network
was initiated by the Secretary of HEW in
1975, who awarded a contract to The

American Association of University
Affiliated Programs (AAUAP)*. for a
comprehensive evaluation of the UAE--
Program.  This contract consisted of two
paﬁs: the collection of descriptive data on
UAPs (Farlée et al., 1976), and an
analysis and report from the Long-Range
Planning Task Force convened for the “
purpose of vreasses‘sin‘g the original UAF
concept and making recommendations for
the future (Tarjan et-al., 1976). The
Long-Range Planning Task Force was
chaired by Dr. George Tarjan, who was.
the Vice-Chair of the 1962 President’s
Panel on Mental Retardation and actively
participated in developing the concept of
UAFs. The Task Force also included Dr.
Elizabeth Boggs and Dr. Robert E. Cooke,
who participated on the President’s Panel,
as well as directors of consumer and bro?
fessional disability organizations, directors
of UAFs and other leaders in the disability
field. After analyzing the data prepared
by Farlee and reviewing other‘d.ata, the
Task Force concluded that:

...experience with the UAF Pro-
gram in the period following the imple-
mentasion of P.L. 88-164 has validated
each of the original program concepts
stated by the 1962 panel: training in
models exemplifying a continuum of care,

“In 1973 the name of the organization was changed from AUAF to AAUAP with new bylaws and incorporated in

the State of Delaware.
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1969 | Select Assistant +Federal support principally = | »Earmark funds from
' Committée on Secretary of HEW | from Children's Bureau appropriate federal
Mental © - .| +Services limited to the health agencies for fraining
Retardation field . : ' and core support
‘ 1 »Not all UAPs qualify for :
_ training monies
1970 | SRS .Mayeda +UAPs operating at 20% +Facility is needed
Sl ' capacity due to lack of federal | +Needs to be a new
funding | phase
»The .experimenting with new: »300 ‘per year per UAP
programs . for eore program support
- *80% of funding from MCH ~Regional programs
1976 HEW George Tarjan, ~+UAPs have implemented each | >Greater precision in
Chairperson, - of the original program con- - | - defining UAP mission
Long-range cepts, ie., IDT, continuum of | »Establish a national net-
Planning Task care, change agents . work with both core
Force ) »Established a standard of . and.program support
excellence from federal sources
" »Suggested performance ~Change the name .
criteria . . »Establish topical or
regional centers
»Strengthen relationships
with state programs ‘
v _ »Accreditation ’
-1978--| P.L. 95-602 David Phoenix, Pl, | *Draft of standards prepared +Field testing for
80 | UAF Standards | Systems Research | : . implementation
and Development
Corporation
1978- | Senate Sub-~ Controller General { +Funding from numerous . +Establish a national
79 Committee ‘ g sources, no fixed pattern - policy
K on the +Vague mission +Establish a measure-
Handicap ped ment criteria
' +Develop unified UAF
quidelines
1980 | ADD Henney, P! +UAFs are an important part of | »Develop program criteria
EMC., Inc. the national program C
1983 | ADD Elizabeth Boggs, +Diversification . ~Improve standards of
Chairperson ~Funding from various sources quality, site reviews and
UAF ad hoc work- ' panels
shop on university +Cooperation at the fed-
affiliated facilities -eral level
+New initiatives
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interdisciplinary training, UAFs as change
agents, and incremental implementation,
testing the UAF concept. (Tarjan et al,
1976, p. 4)

" The final section of the Task Force

" report provided ;eco’fnmendations for fund-

ing agencies, Congress, AAUAP, and
individual UAFs. Of particular impor-
tance were recommendations concerning
restructuring government participation in
the program around the concept of core
support and lead a‘gericy responsibiiity.

- “The task force finds no realistic .
alternative to multiple federal funding of
the UAFs in view of the wide range of
needs of developmentally disabled persons,
the interdisciplinary approach required by
the range of needs, and the categorical
nature of most federal programs. Indeed,
these considerations provide justification
Jor a more vigorous effort to expand the
base of the UAF program support rather
than one to consolidate all funding in one
agency. (Tarjan, 1976, p. 32)

‘The recommendations of the Task
Force’s Report were clear, precise, and
specific.. They were referred to repeatedly
by AAUAP, in negotiating with.MCH,
DDD, and in testifying before Congress.
However, there was no systematic effort
from the administration or Congress to
implement the recommendations, even
though some were adopted either in
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legislation or administrative procedures
and initiatives several years later. '

_ Two yéars after the Long-Range
Planning Task Force had completed its
study, Senator Randolph, Chairman of the
Senate Subcommittee on the Handicapped,
requested the Controller General fo

conduct a comprehensive evaluation of the

total developmental disabilities program
including the UAFs. Following a year of
field work in which an extensive study was
made of a sample of seven UAFs, the
report was published February 20, 1980.
The UAF section of this report pointed out
that from the beginning, the UAFs were
funded from numerous sources with no
fixed pattern, with vague mission state- -
ments, and varying guidelines. This-has
placed facilities in a precarious "can’t
win” situation...Irying to serve too many
organizations (p. 95). The report
recognized the complexity of UAFs, the
lack of measurement criteria, and pointed
out that HEW had not issued guidelines for
UAF programs, developed specific regula-
tions to make them accountable, or
established national poiicies or strategies
for them. The recommendations provided
by the Controller Genéral were consistent
with the three previous UAF evaluations
(Controller General, February 1980).
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In addition to the evaluation of the
total DD program requested of the

| Controller General, the 1978 DD

Amendments directed the Secretary. to
develop and promulgate program standards
to evaluate UAFs. To address this '
requirement, ADD awarded a contract to
develop such standards to Systems
Research and Development Corporation.
Systems Research utilized the AAUAP
membership criteria as its foundation and
undertook the initial work of convening
panels, designing criteria of compliance,

“and procedures for collecting evaluation

data. However, this contract was
terminated as concerns about the growth of
the federal budget superseded interest in
standards, and efforts were directed to
curtail the growth and expansion of UAFs

(Frances Lynch, personal communication,

1981).

As part of an ADD technical
assistance contract awarded to Dr. Lee
Henney in 1980, he reviewéa and analyzed
the data UAFs submitted quarterly in
progress reports and prepared a report on
his findings. This study reported very
little that was not contained in earlier UAF
evaluation studies. However, it did
identify the evaluation points that were
later placed in the UAF database and
appeared in future UAF program criteria.

The most recent comprehensive
evaluation. of the UAF network was
undertaken under the direction of Dr.

'Elizabeth Boggs, who had participated on
‘the President’s Panel in 1962 and on the

UAF Long-Range Planning Task Force in
1976. The situation which resulted-in this
study had particular relevance to the
evolution of UAFs and their program

expectations.

The Doldrums. In 1981 President
Reag'an followed up on his campaign
promise by introducing a program for
economic recovery focused on cutting
federal spending. Much of this was =
included in the Omnibus Budget Recon-
ciliation Act (OBRA) of 1981. This
legislation resulted in budget cuts in many
domestic programs and several large,
multipurpose block grants, which changed
priorities and the role of federal agencies
in addressing the needs of persons with
disabilities (Braddock, 1986b). Special
centers that required continuous federal
core funding were identified as prime
targets for discontinuation, and efforts to
curtail the gfowth and expansion of UAFs
received special attention.

In the early 1980s, plans to cut
back the UAF Program and/or eliminate

the national network entirely were under



M 2 E.VOLUTI.O:N OF UAPs

-

consideration (Senator Orrin Hatch and
Assistant Secretary Hardy, personal
correspondence, 1981). During these
austere times, UAFs had few strong

~advocates. The State Developmental
Disabilities Planning Councils, Protection
~and Advocacy Agencies, and professional

organizations were busy protecting
themselves and could not afford to defend
a competing program. Constituency

groups, which had provided strong support
;,for UAPFs in the 1960s, were likewise

concerned with continuing support for de-
institutionalizatidn, educational provisions,
and a more equal distribution of federal
income maintenance support. The
perceptions these groups had of UAFs was
that they were medically oriented
programs operating in academic
institutions and pursuing research and
services that were difficult to relate to the
needs of consumers of disability services
or the agencies responsible for serving
them on a day-by-day basis (Bob Gettings,

‘Edward Sontage, and Fred Weintrop,

p'crsonal communication, 1982). One
federal administrator déscribed the UAF

. program as seen by its critics as, follows:

UAFs are like dinosaurs, with large
medical appendages not addressing the
real needs of the developmentally disabled.
If allowed to multiply they could consume
much of the federal budger. Yet, if they
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are killed, they would cause a terrible :
stink. The hope is, that by feeding them a
Jew bails of hay periodically they would .
get hungry and go away. (Doris Harr,
personal correspondence, March, 1978)

In 1982, Dr. Jean Elder the newly
appointed Commissioner of the Adminis-
tration on Developmental Disabilities

_ asked the Assistant Secretary, Dorcus

Hardy to delay plans to reduce or eli-
minate the-.UAFProgram‘ﬁnti-l she had
studied the situation.. Dufing the summer
of 1982, Commissioner Elder appointed
the Ad Hoc ‘Workshop on the University
Affiliated Facilities (UAF) Program to
make recommendations concerning the role
and future of UAFs. In addition 'tp Dr.
Boggs, who chaired the workshop,'t!uee
other members also served on the Long-
Range ‘Planning Task Force. Other \
members included representatives from
consumers and service providers who used
the technical assistance and consultation
provided by UAFs, directors of UAFs,
and representatives of federal agencies.

The Ad Hoc Workshop on UAFs

~ reviewed the history and the mission of

UAFs. They studied the funding pattern,
evidence of productivity, and federal
expectations. In 1983 they issued their
report containing a large number of .
recommendations, which included further
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improvement of standards, quality -
-assurance, and expanding relationships
with state and local service systems. The
report again called for cooperation at the
federal level. Recommendations to the
ADD for managing UAFs included:

» Three-year core grant cycles,
» Discretionary funds for new -
_initiatives, and
» Priorities for establishing new
programs.

Most of the recommendations of
the Ad Hoc Workshop on UAFs had been
addressed in some form by previous
~ studies (see Table 8). What appeared to
be different about Dr. Boggs’ report, was
that it was commissioned by the ADD, and
the recommendations focused on things for
which the ADD was responsible and cap-
able of doing without waiting for consen-
sus from other federal agencies or an
executive decision from the Secretary. As
a result, many of the recommendations of
~ the Ad Hoc Workshop for UAFs were
implemented in-house by the ADD.

The New Wave. The findings and
recommendations of the Ad Hoc Work-
shop for UAFs convinced Commissioner
Elder that the UAF program could lead the
Jield of service to the developmentally
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disabled (DDD, 1972, p. 2) by providing
leadership for the changes and new

initiafives the administration wished to
‘pursue. To implement these recommenda-
tions, the ADD made two major changes:

®  First, the application review
process for UAFs was strengthened by

including a rigorous review process by a

peer review panel. UAF applications that

. did not meet expectations were placed on a

partial funding cycle. A site visit was
scheduled, sponsored by the ADD with
team members made up from colleagues of
other UAFs, state and federal program

-administrators, administrators of consti-

tuency organizations, and an ADD staff
member. The procedures to be followed -
in conducting site visits were adapted from
those established by the AAUAP in its
consideration of membership. A draft of
site visit guidelines were prepared by Vic
Keeran following a university-sponsored
site visit to the Alabama UAP in Birmi-ng—
ham. These guidelines were field tested
by-Dr. Boggs, Vic Keeran, and Dr. Wes
Libb in a university-sponsored site visit to
the Utah UAP. The ADD site visit
provided a diréct on-site evaluation of
compliance with ADD expectations and
included technical assistance and recom-
mendations for program improvement.
Problems were noted and corrective action
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plans were required. ' UAFs found not able _

to comply with expectations were placed
on probation, and when appropriate
changes were not evidenced, funding was
terminated, and the program moved to

another university (Davidson and Fifield,

1992). In response to these efforts, ADD
funding was terminated at Rutgers Uni-
versify, the University of Michigan, and
the University of California at Irvine (see
Appendix B). '

o Secondly, responding to the
recommendation that the ADD should be
more proactive, three new UAF initiatives
were pursued: employment, adult
services, and services to minority

‘populations. However, rather than simply

assigning UAFs to undertake these
Initiatives with or without start-up —funding,
the ADD administrative staff were
assigned an active role working directly
with the UAFs. Commissioner Elder
undertook an aggressive campaign to relate
these initiatives to constituency groups and
to bring the DD system together to plan,
report, and support one another. The data
reported in Appendix J shows that between
1981 and 1985, seven UAFs started
employment initiatives; seven UAFs had
ongoing programs addressing adults with
DD; four UAFs had initiatives designed to
serve or recruit minority students and to
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work with histerically Black colleges; and
finally, one UAF was conducting ih,e first
early intervention program. Furthermore,
Appendix J shows that by 1991, 52% of
the UAFs had employment projécts; 83%,
adult service projects; 76%, minority
recruitment; and 86%, early intervention
projects. By 1985, Dr. Elder had N
demonstrated that UAFs could serve as the -
vehicle by which the initiatives of the
administration and the needs of pérsons_
with disabilities could effectively be
addressed, and there was no longer talk of
reducing or eliminating the UAF program.

Out of the Doldrums. The
language of the 1984 amendments to the
Developmental Disabilities Act ®.L. 98-
527) addressed several of the -
recommendations of the "UAF ad hoc

workshop." Overall, the new amendments
brought the DD family closer togethér.
UAF directors were placed on state
developmental disabilities planning
councils, and new provisions were adde_d,
reflecting increas_ed responsiveness to
consumer and constituency groups. The
1984 amendments identified desired
consumer outcomes ‘such as independence,
productivity and cofnmunity integration.‘
In response, an aggressive effort was
undertaken by UAFs to develop

measurement criteria by which consumer
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outcomes could :.be identified and reported
(Guralnik, 1991). The minimum core
grant to UAFs was increased to $150,000,

‘and new appropriation language included
. authorization for additional satellite UAFs.

Changes were also taking place
within the AAUAP. For years, the
AAUAP had focused much of its effort on
helping individual UAFs to survive. ‘
Annual:meetings usually centered on
discussions of apbropriations:lcgislation
and other potential sources of program
support. o |

_ 'Re‘sp,onding to the Boggs’ report,
the AAUAP commi_tfed itself to becoming
increésingly proactive. An electronic mail
and message system was. established within
the network, and efforts to expand
relationships with consumers and other
professional organizations. were under-
taken. In 1985, a series of position papers
were developed addressing concepts of
interdisciplinary training, special purpose
UAFs, early intervention services, v
relationships with MCH, and services to
adults with disabilities. These became
topics of discussion and were later used in
drafting legislative provisions,

When Dr. Bill Jones accepted the
Executive Director position of the
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AAUAP, these efforts were moved into.

high gear. ‘Close relationships were forged

with other professional and consumer

. organizations. The association established |

the Consumer Organization Liaison
Committee as'a standing committee with
membership from the leadership of the -
Washington-based consumer organizations.
The issues and concerns of consumer
organizations became AAUAP initiatives.
Some of these included.expanding training
in epilepsy, early intervention, and
expanding activities to address direct

-consumer outcomes. All of AAUAP’s

position papers, initiatives, and planning
documents were. systematically reviewed
and commented on by the Consumer
Organization Liaison Commnittee members.
These efforts helped forge common
objectives and a united legislative agenda.
This further strengthened the role of the
AAUAP and the Consortium for Citizens
with Developmental Disabilities (CCDD).

.Since the beginning of national

~ constituency disability organizations

(NARC in 1950, UCPA in 1948) some
form of a legislative liaison, coalition, or
consortium has bfought these groups
together to promote desired legislation.
UAP leadership and staff have joined in
this effort since the middle 1960’s. The
first Executive Director of the AAUAP
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(then AUAF) was Cynthia Strudevant, who
had been very active with the NARC. -
Subsequent AAUAP executive directors
continued this effort, some more vigor-

ously than others. Appendix H provides a

list of the Presidents and Executive Direc-
tors of AAUAP and the dates which 'they
served. During the Jast several years, the
CCDD {(now the C‘onsorﬁum for Citizens .
with Disabilities, CCD) has had increasing
influence in the development of legislation
and national policy. The CCD includes
representation from over 120 professional
and consumer organizations whose
common- concern is legislation provisions
that improve the lives of people with
disabilities. ’
members look to the CCD to promote

Senate and House committee

consensus-among its members regarding
new legislative l-angu'age and provisions.
Althou.gh not always possible, there is
little doubt that the greater the consensus
between the CCD members, the higher :,the
probability of a favorable legislative
outcomes. Dr. Jones not only made this a
priority but also took on a leadership role
in researching provisions, developing
position papers, and arbitrating differences
among the membership.

Like the decade earlier, the
legislative provisions that had the most
significant fiscal impact for UAFs were
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those in the Rehabilitation and Bducation
Amendments. Supported employment,
first called for in the 1984 amendments to

~ the Develop_mental Disabilities Act, was
_strengthened and added to. the 1986

amendments of the Rehabilitation Act as
Section 705 of Title VII.

As shown in Appendix I, by 1986
5 UAFs, were conducting employment
projects.and. an additional '6 had transition
projects. Much of the research data about
employment models for people with |
disabilities that would eventually find its
way into the professional 'I_iteraturg_‘was
developed in employment projects located
in UAFs. The directors of these projects
were thus called upon to provide téstimony
and to join with constituency groups in
prom‘bting supported employment in the
Rehabilitation Act (Homer & Bellamy,
1979; Kiernan, 1986).

Similarly, by 1986 16 UAFs had
ongoing Eaﬂy' Intervention initiatives and
provided data needed to support proposed
legislation in this area (see Abppcndix .
Several UAF directors and faculty
members were asked to provide descriptive
data and report on model early interven-
tion programs (Healy, 1986; Guralnik,
1986). Two years later, when hearings on
the Technology-Related Assistance Act for
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Individuals with Disabilities were held, _
'UAF faculty with pilot projects in
technology were again called upon for
testimony (Fifield, 1988; Healy, 1988).

The 1986 legislative session was
particularly successful in addressing new
initiatives for people with disabilities.
Under the leadcrship of Senator Lowell
Weiker, Chairman of the Subcommittee on
the Handicapped, and Senator Hatch,
Chairman of the Senate Committee on
Labor and Human Resources, supported
employment provisions were added to the
1986 Amendments to the Rehabilitation
Act, and early intervention provisions for
infants and toddlers became Part H of the
Education for All Hahdicappe_:d Children’s
Act. As these provisions were crafted and
negotiated, representatives from UAFs
played prorriinent roles.

Emei*ging Expectations o_f Second
Generation UAFs
. The expectations of the second

generation of UAFs that emerged in the
late 1970s and mid-1980s occurred during
a pericd when major transformations were
occurring nationally and in the develop-
mental disability field. The five UAFs
that entered the network between 1975 and
- 1978 were very much like the first gen-
eration UAFs. After 1978 five UAF
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satellites entered the network, and three
UAFs were established at a different
university after another program in the

‘same state had been de-funded for not -
‘meeting the expectations of the ADD. The

data in Appendix B shows that there were
at least 10 UAFs that were dropped during
the second generation period. In addition,

-four programs were considered part of the
-UAF network, but were not fully recog-

nized either by the ADD or MCH: New
Mexico, Mississippi, Ohio University, and
Winthrop College in South Carolina.

Some of the most significant
cxpec‘tations of second generation UAFs
were those placed on their host univer-
sities. During the 1960’s and early 1970’s
the advantages of a UAF to a university
were apparent. These advantages included
the possibility of a facility in which {0
conduct clinical research, preservice,
interdisciplinary training, and leadership--
all activities highly valued and consistent
with the expectations of universities.
Throughout most of the 1970s, UAF
faculties and host—univeréity administrators

" remained hopeful that additional

construction funds would be appropriated.
When the construction authorization was
repealed in the 1978 Reauthorization, the
hope for construction faded.



- .

——— EVOLUTION OF UAPS  Jummim

Between 1976 and 1987, the
expectations for the sponsoring universities
for UAFs became increasingly explicit.

These expectations included academic
-appointments for the Director and key

staff, space to house an expanding
jrogram, leveraging of outside resources,
and the anticipation that in the-future the
UAF would be asking for and receiving

State-appropriated- funding. Such
- commitmerits were not easily negotiated
* with university administrators, and

consequently, it was increasingly difficult
to convince university administrators that

they should sponser a UAF. In some |
cases, it was these very expectations that
caused some UAFs to drop from the
system (Ken Dumars, personal communi-
cation, 1985). Other UAFs somefimes
went through considerable restructuring in
an effort to find a good fit within their
host universities. Table 8 shows some of
the organizational changes that have =

- occurred with respect to the placement-of

UAFs in their host universities. These -
data were provided by the UAF directors
in 1993. C ‘ '

- : ‘ . - .. r_-” e
" Table 8 . ,

Initial and Current Placement of UAP within University Setting

‘University Medical or Health Center 8 |28 || 9 |31 +3
- University Reseéréh Centér or 5 | 17 4 14 -3
Graduate School
College of Mediéine s |21 5 (17| =
| College of Education 2 |73 [1w0] 4
Other College | 2 |74 || @
Depaﬂmént of Pediatrics 3 10 3 {10 0
Other Department 2 7 1 3 | -4
lndependent Service Agency 1 3 0 | 0 -3
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Other expectations for UAFs that
- emerged dunng the second generation

‘included those concerned with developing

and maintaining close relatnonshlps_ with:
the state Developmental Disabilities Plan-
ning Cdun'cil and »the state service agen-
ci_és; working on systems change; and
~conducting outreach training, technical
_assistance, and service programs.in
* commupity settings. The activities to
address:these expectations are not closely
associated with the traditional roles of
university faculty. Clearly, the second
generation UAF faculties, staffs, and
directors were expected to spend a signi-

ficant amount of time off campus working -

with agencies’.:ind individuals in
community settings.

-Second-generation UAFs tended to
represent either the center-based clinical
model or the model of many of thé new
UAFs which were community-based and
focused. The differences between these
models-seemed to be widening, driven to a
large extent by the sources of their sup--
port. In May of 1976, there were 39
recognized UAFs; 21 reported they had
MCH training support. The Department
of Education through the Bureau of Educa-
tion of the Handicapped provided the
second largest source of support for UAF
programs (Farlee, 1976). The largést sin-
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glc source of support for UAFs, however,

remained from MCH ‘but was available to

oﬁly 22 programs (Farlee, 1976). The ra-

' tio of MCH, ADD, and BEH support had
" not changed significantly by 1984 (Boggs,

1984). (See Appendix E.)

UAF Fiscal Data

 Fiscal data, which includes sources
and the amount. of funding obtained and
how such funds were spent, is among the
most important program information avail-
able.. Each UAF collects and maintains
such data. However, collecting compar-
able and defendable data across the UAF

~ network or fiscal support and expendi-

tures, is complicated by reasons of
leveragin'g and organizational structure in
individual UAFs. Leveraging creates
many reporting problems not only because

of the variety of sources of support but

also how partial support is separated out,
how such funding is managed, and what
portion of it is used for UAF activities.
Furthermore, each university has its own
way of determining cost centers and attri-
buting sources of income. Major compon-
ents counted as part of the UAF may be
also counted ds components of other uni-
versity units. “The relationship between
such units and the UAF varies between
universities. For example, some MCH
training grants are clearly administered by
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the UAF. At other universities the MCH
training grant is administered by a unit

~only loosely connected to the UAF. At

times, major components like research and

.training centers, health or education insti-

tutes, engineering centers, or special
training programs were developed by the
UAF but later reassigned or gradually
taken over by another univafsity' adminis-

-trative unit, Furthermore, it is not uncom-.
mon for a university to assign-a special
institute, research, or technical assistance

program like a center for the gifted, sub-
stance.abuse, or aging to be administered
by the UAF rather than to establish -
another administrative unit. The activities
and the fiscal data on such as reported
depenids largely on each UAF’s definition
and criteria. As a consequence, fiscal
data, atbest, are estimates. Two of the
seven UAF evaluation studies systemati-
cally collected and reported UAF fiscal
data. Other UAF evaluation studies
collected information on selected sources
of support. However, it was not until
1987 that an ongoing systematic effort was
undertaken to collect and report UAF fis-

-cal data. Table 1 of Appendix E provides

the data reported by Dr. Farlee and Dr.
Boggs in their UAF evaluation studies.
Table 2 of Appendix E summarizes the
funding from UAFs as reported as part of
the National Information Reporting

49

System.  The changes in the numbers of -
UAFs reporting makes the data difficult to
compare. However, major fiscal trends in

- the amount and sources of UAF support
‘are reflected. '

By the middle 1980’s, the MCH
training expectation no longer dominated
most of the UAF training activities. Other
funding sources had been found to support
interdiéciplinary training,and other strate-
gies to address the training requirement.
had been devised, including greatly ex-
panded outreach training. Rather than
MCH and non-MCH UAFs, there were
UAFs with MCH programs and UAFs that
did not have MCH funding but may have
had other program support from the Office
of Special Education, Rehabilitation Ser-
vice Administration, National Institute on
Disability and Rehabilitation Research, or
state”sources. '

The 1987 DD Act Amendments.

- Even before the 1987 legislative session

began, the leadership of the AAUAP and
consumer organizations were working
together to develop new provisions and
changes for the 1987 DD Act reauthori-
The 1987 DD Amendments con-
tained several important provisions that
had impact on the UAF network. Table 9
identifies four of the most significant

zation.
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changes in the UAP’ program contamed in ‘way UAPs were perceived by consumer
the 1987 Amendments . organizationsfgnd the role they would be
o expected to play in the future. Core sup-
Perhaps as important as the changes - "port for UAPs was increased, new UAPs
themselves was the support for the provi- in unserved states were made a pfiority,
| s1ons prov1ded by disability consumer and the training initiatives provided the
'orgamzatmns particularly members of - - first ongoing DD ‘program support.

CCDD. This reflected a change in the

: ‘ Table 9 - I
Changes in the UAF Provisions of the 1987 Amendments g
of the Developmental Disabilities Act

Name Cﬂange ’ o University Affiliated Facilities were no longer facilities,
' ' but Programs (UAPs)

New UAPs Were A Priority | Both authorization and-appropriation ]eglslatlon
provided for new UAPs in unserved states. This
provision was strongly supported by the National
Association of Developmental Disabilities Councils

(NADDC).
: Trainihg Initiatives: ‘- . The most important new UAP provision was the
» Staff training to service aging develop- training initiatives. This was the first time that DD
mentally disabled individuals funding was provided to UAPs to meet their training
» Staff training for direct service providers expectations. R
» Staff training for early intervention services :
Increase in Core Support . This was a' small increase, but reflected renewed

confidence in the need for and the relevance of UAPs. '

Ongoing Support for the UAP Database This provision permitted an ongoing collection of

' comparative data reflecting the national impact of the
UAP network and the development of a national proﬁle
of productmty

* Throughout the remainder of this paper, University Affiliated Programs (UAP) will be used both in the present and
past tense.

-

S0
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One of the most significant changes
was in the name of the program. The
program name had been a frustration

. almost from the start. The term faciiity
_had always been misleading and required

lengthy explanations. Changing the
.official name to University Affiliated
Program (UAP) helped, but, of course,
did not fully solve the communication

‘problems. With such significant

provisions in the new amendments, the
conditions were in place for a new
generation of UAPs.

Third-Generation UAPs

The expectations of a third
geheratibnﬁof UAPs began to emerge in
the mid-1980’s with the consumer-outcome
language of the 1984 Amendments to the
DD Act. - However, it was not until the
1987 Amendments became law that addi-
tional expectations began to be applied
across the network. Consumer-outcome
exp@étations, quality and impact indicators,
provisions that increased consumer
involvement and pa.rticipatioh, and oppor-
tunities for state councils and UAPs to
work together received considerable

" attention.
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Expanded _R’eiationshig‘ s Between DDPCs
and UAPs | ' B
Section 122 of the 1987 Amend-

ments to the Developmental Disabilities
Act called for a comprehensive review and
.analysis of the effectiveness and consumer
satisfaction of developmental disabilities
services provided or paid for by federal
funds. Under this section each state
council was required to undertake and
submit to the governor and-state legislature
a written report of such a study.
Furthermore, the ADD was required to
compile the state data and submit a
corriposite report to Congress. This
requirement was referred to as the 1990
Report and involved an extensive national
evaluation study requiring the collection of

descriptive-and consumer satisfaction data

(askulski, 1990).

.- At the national level the research,
design, and data analysis for the 1990
report was subcontracted to the UAP
faculty at Temple University. Many state
councils asked their UAPs to help them
meet the requirement of the 1990 Report.
In many states,’ ;hé Council subcontracted
the study to the UAP. In othér states, the
UAP was given the responsibility to
prepare their state report, or undertake
major components of the work involved.

In most states, this was a very positive and
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"supvportive initiative and represented an
‘expanded relationship between the state
planning council and the UAP.

. UAP Program Standards »

Early drafts of the 1970 DD Act
and the 1975 Amendments called-for UAP
standards-and/or accreditation. However,
when the laws were signed, standards were
included in overall evaluation efforts with
the.entire DD program which was
contracted to the EMC Institute, Inc. in
Philadelphia under the direction of Dr.
Irwin Schpok.

By 1976, chaffing under criticism
that UAPs had no common level of
quélity,. the AAUAP undertook the task to
develop association membership standards.
Dr. Herb Cohen, Director of the Rose
Kennedy Center, chaired this committee
and utilized the criteria first published by
DDD in 1972 (DDD, 1972). The mem-
bership: standards derived from this effort
identified three membership levels--full,
associate, and affiliate. The standards |
included an application that required
documentation of compliance and made
provisions for verification during site

visits.

Included in the 1979 Amendments
to the Developmental Disabilities Act,
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Section 122(a) directed the Secretary to
establish by regulations UAP standards
that reflected the special needs of persons

* with developmental disabilities of various
- ages. In addition, the Secretary was

directed to include performance standards
related to each of the mandated UAP.
activities.

‘To develop program standards for
UAPs, the DDD contracted with Systems
Research and Development Corporation
located at Research Triangle in North .
Carolina to develop -program criteria for
UAPs. This effort was led by Mr. David
Phoenix who started with the membership
standards ‘develope;d by the AAUAP, and
the suggested guidelines for measuring
program acceptability included in the
Lbng-Ran_ge Planning Task Force for
UAFs Report. Systems Research
Corporation proposed program criteria,
submitted them to consensﬁ_s‘ panels, and
made them ready for field testing in 1979.

It was difficult to determine how
serious Congress was about UAP program
standards, even though -ihey were
mandated in the authorization legislation.
The Appropriations Committee did not
provide sufficient funding to develop the
standards, let alone to implement and
monitor them. Also, the only funding
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provided UAPs by the Developmental
Disabilities Act was the discretionary
funds to be used for administration and -

core support. The funding UAPs obtained
.to provide mandated interdisciplinary
‘training, exemplary service, dissemination,
-and technical assistance programs did not

come from ADD, byt from other federal
and/or state funding agencies. In effect,

~the authorizing language directed the

"'.Secretary to develop performance stan-
~dards which would tell UAPs how they
could use the funding they had obtained :

from grants and contracts awarded from
other agencies. =

With the passage of the Omnibus
ﬁudget Reconciliation Act of 1981 which
combined the reauthorization of several
disability programs and proposed further
reductions in funding, work on the dcir-
elopment of UAP performance standards
was tabled. Between 1981 and 1984 little
was done to further develop UAP stan-
dards or program criteria.

~ The 1984 DD Amendments (P.L.
98-527) again required the Secretary to
develop and promulgate UAP standards.
However, as recommended by Dr. Boggs,
rather than subcontracting this task, as was
done earlier, it was assigned to Marjorie
Kirtland, then Deputy Director of ADD.

S3

Follo»\}ing,' one and one-half years of wbrk, ‘
on November 20, 1987, the first program
standards for UAPs were published in the

 Federal Register (1987).

- Although program standards were
now established, -as prescribed by law,
provisions to implement, monitor, and’
determine compliance were not in place.

-Furthermore, the published standards were

based on the second generation UAP
expectations contained in the 1984 and
earlier reauthorization amendments. By
the time they appeared in the Federal
Register the 1987 DD Amendments were
already enacted in P.L. 100-146 and
included many changes in the expectations
of UAPs which were not part of the |
standards.

A system to implement UAP stan-
dards was proposed during the AAUAP
annual meeting in October' 1987 by Ray
Sanche.z,' Director of ADD’s Division of
Program Planning -and Development. The
proposed system was called the Quality
Enhancement System (QES) and was
endorsed by UAP directors and the ADD.
The QES included a new application pro-
cess, review pahels, and site visits. Over
the next few years cooperation between the
ADD and members of the AAUAP devel-
oped five documents designed to '
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' " sequentially implement the QES:

(Davidson & Fifield, 1992)

1) Guidelines for the Development and
Maintenance of Quality University
- Affiliated Programs (Davidson &
Fifield, 1988).

6  Handbook for Conducting Univer-

sity Affiliated Programs Site
Reviews and Self-Assessments
(Fifield, Davidson, Garner, &
Stark, 1989).

©  Technical Manual on University
Affiliated Program Core Functions
(Golden et al., 1990).

®  Revisions of the UAP Continuing
and Competitive Core Grant
Application. :

(5] National Information Reporting
System for University Affiliated
Programs (Pappas, 1990).

Accompanying the National Infor-
mation Reporting System for UAPs was
the UAP Data Collection, Reporting. and
Utilization Manual (Pappas,.1990). This
manual culminated almost 15 years of

‘work in developing and implementing a

network-wide data reporting system
(Guthrie, 1979; Pappas, 1990). This
effort started in 1976 with Don Guthrie of
the Neuro-Psychiatric Institute at UCLA.

~ From that time forward, a variety of

efforts to collect and report data about
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most favorable light, (0

UAP activities were launched. Sometimes

- these efforts were supported with funds
from MCH, sometimes with funds from

the ADD. ‘Both agencies expressed a need

~ for information about UAP activities, but

the agencies differed in the types of data
they wanted, the definitions and collection

- methods that needed to be developed, and

the formats for reporting the data. Conse-

-quently, each effort to gather data about

individual UAP activities across the
network became increasingly complex and
controversial.

It was not until the DD Amend-
ments of 1987 that a consistent approach:

to data collection-and reporting was put

into place. This system was designed
il oot

primarily around ADD data needs. Like
other data collection efforts, it was cntl-
cized and challenged from the S,
because common definitions and data

5;4!1 )
A

_‘/

.{/
used. It was viewed primarily as descrip- A
twe and always putting the program in the ‘00 ,DN

collection mechanisms were difficult to

agree upon, and self-report_measures were
‘agree up

| 4" ?{iaﬁ

Systems Charige E’A
The data UAPs collected as part of f#\

the national information reporting system

was to be submitted by each UAP to the

ADD in an annual report. In addition, the
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rcport called for informationsthat docu-
mented activities and yearlyccomplish-
ments in addressing consumer outcomes,
meeting the needs of minorities and
underserved populations, leveraging, and
systems change. Although leveraging non-
ADD resources and systems change have
always been an ADD expectation of
UAPs, this was the first time accomplish-
ments in these areas were to be reported.
These data points articulated the program-
matic expectations of the ARD.

The AAUAP undertook the task of
analyzing the data Teported and combining
and grouping it to reflect the impact that
the UAP network had nationally. Due to
the nature of the data reported and the
diversity within the UAP network, the
report was primarily descriptive and ex-
plained the scope of the UAP{network
rather than specific accomplishments.

| Systems change became the heading for

activities designed to impact and improve
the developmental disabilities service
delivery system.

Initially, UAP systems change
activities focused on core functions', but
following the 1984 DD Amendments, UAP
faculty were expected to advocate and
promote the purposes and the_values
expressed in the Developmental

S5

Disabilities Act and its amendments.
Although mahy examples of leveraging -
and systems change could be reported, the

I Agent Orange Initiative perhaps represents

one of the most unique and creative
initiatives carried out by the ADD.

The Agent Orange Class Assis-
tance Program (AOCAP). Followihg
the end of the hostilities in Vietnam, a
group of veterans filed a‘class action suit
against the chemical companies that
provided Agent Orange to the military for
use in Vietnam. In the settlement of the
Agent Orange class action suit, the judge
directed that a portion of the settlement
money would be spent over approximéfely
10 years through a special outreach-type
program that would have replication
properties to other service éystems. It was
to be used in pfograms across the United
Statgs, focusing on case findings,
diagnosis, sérvice coordination, and
intervention. In 1988, Dr. Jones, as
Executive Director, and Dr. Fifield, past
president of the AAUAP met with
attorneys from the law firm representing
the Vietnam veterans who had been
exposed to Agent Orange. In response to
this meeting a proposal was prepared and
submitted to the law firm, iepresenting the
veterans and the Evelyn and Walter Haas,
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Jr. Fund from San Francisco, who was at
that time handling the settlement.

InT uly 1990, ADD- Commissioner

Deborah McFadden arranged a planning -

meeting with AQCAP leadership. From

this meeting a concept paper was prepared -

by which Request For- Proposals (RFP)
could be issued to appropriate organi-
zationszand training and technical
assistance to AOCAP grantees to be
provided by AAUAP.

. The AOCAP provided a new
resource to support UAP activities and an
opportunity to impact the Veteran’s
Administration, an agency which had .
always been distant.and apart from the
human service system. The service values
-of the developmental disability field
(family centered, community based,
systems change, and consumer empower-
ment) were reflected in the applications
submitted by individual UAPs and the
AAUAP and were endorsed by AOCAP.
The AOCAP projects and the experience
over the next 5 years were an embarrass-
ment to the Veterans Administration (VA),
for they illuminated how out of touch the
VA had been with the greater part of
society.' The AOCAP National Sym-
posium The Legacy of Vietnam Veterans
and Their Families: Survivors of War--
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Catalysts for Change held in May. 1994
and the published proceedings provided an
example of leveraged resources and
systems change activities at a level not

~ documented before.

~ Expanding the UAP Network.

Among the changes brought about by the

1987 Amendments was renewed interest in
establishing a UAP in every state. Be- -
tween 1987 and 1994, €ach annual
appropriation included additional funding
to support new UAPs or satellite UAPs.
States could apply either for a satellite or a
full UAP, based on what they felt- would
be their best presentation to the review
panel. Bétween 1987 and 1994, 20 new
UAPs were admitted to the network; five
were satellites, and 15 as full UAPs. By
1993, seven satellite programs had become
full status UAPs (see Appendix B).

Competition between universities in
unserved states for their UAP was often
fierce. This in-state competitidn was
handled by the ADD by providing either a
consortium or multi-campus UAP or
having each interested university submit a
cbmpetitive proposal and selecting the
proposal that ihey felt was the strongest.

Consortium or Multi-Campus
UAPs. Between 1972 and 1984, multi-
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campus UAPs were not encouraged by the
ADD. The history of multi-campus
centers was not encouraging, because
competition between universities had been
much more common than cooperation, and
few multi-campus UAPs had survived.

- Out of the six multi-campus, first-

generation UAPs; Kansas was the sole
survivor. The others either separated into

- independent UAPs or one was dropped as
-another unit took the leadership.
.However, after the 1987 Amq]dmen_ts,

intra-state university competition for the
designated UAP resulted in divided

- loyalties. To resolve this problem, a

consortium or multi-campus program was
an obvious compromise, and several were
submitted and approved, including
Arkansas, Texas, New Mexrco and New
Hampshire (see Appendrx B).

~ The satellite and host 'fiAP model
was another version of a multi-campus

unit. This model had not been any more

~successful than the multi-campus UAPs in

the same state. Satellites that were suc-

-cessful separated as soon as possible from

their host and became full UAPS.

Competitive UAP Proposals.
When universities within the same state
were unable to work out a consortium or a

multi-campus program, in-state university
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competition was handled by the ADD
encouraging each university to submit its
own application and let the ADD review
‘panel identify the winning proposal. '
‘Competing universities in Texas, North
Dakota, and Oklahoma were submitted and
awarded followmg this procedure A
selection was made in Texas and a year )
later in North Dakota. ‘Oklahoma, a year
later, submitted an acceptable consortium-
type application..

Expectations of Third-
Generation UAPs

The third-generation expectations
for UAPs were influenced by many
changes which emerged-in response to-"
shifts in service philosophy, settings, and
values during the past two decades
(Williams & Knox, 1994). In Appendix I;
a schematic time line is presented which
identifies the relationship of these changes.
The shift in disability service philosophies

‘was evidenced in UAPs through both new

projects-and modification of ongoing
services. To determine the nature and
direction of these programmatic changes in

UAPs, a questionnaire was sent to ali UAP

directors asking them to identify the

changes that occurred in their programs
and the impact of such changes. Changing

expectations have had the greatest impact
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on'ﬁrst-generétion UAPs, and thus, bést | that have occurred in their UAP and the
reflect trends of the future. Table 10 pre- impact of such changes. The major
sents a summary of the data p;ovided by changes reflected in Table 10 include a
ﬁrst—geﬁeration UAP directors on their - programmatic shift from child-focused, to
rating of the major progfamma_tic changes | community, family, and systems change.

‘ Table 10 '
First Generation UAPs Reporting A Change in Program Focus

;
Child Centered Program for Youth | 1 7 | 24 :
] Program -+~ and Adults 2 4 | 14 35
’ 3 6 | 21
Conterbased  ~  Community-based 1 6 | 21
e o 5 17 | 32
3 4 14
Services offered Services offered ina | 1 4 14 .
in a clinic - home or community | 2 ) 2 7 23
: 3 7 24
Direct service Family support and 1 2 | 7.
orientation .- systems change 2 4 14 22
3 8 | 28
Mental ) 1 : 4 14
Retardation - Other disabilities 2 2 7 20
3 4 14
Individual e 3 {10
Intervention - Family Intervention 2 3 10 17
. 3 2 7
Service in an -Service in the 1 2 7
institution +~ . community 2 2 7 12
o 3 2 7
Health focus’ -~ Leaming and : 1 1 3
development focus 2 2 7 8
- 3 1 3
= Specializ_ed . . 1 . 0 0
N services - Generic services 2 2 7 €
'4_‘ ' 3 2 7
n=28 Levef of importance {Greafesl imporiance = TX 3;

Moderate importance = 2 x 2; Less importance = 3 x 1.

b e e e e
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Specialized services are still being offered,
and the health components of UAPs have
remained.

The 1993 UAP survey also asked
directors to identify the legislation that has
exerted the greatest impact on their =~
programs. These data are presented in
Appendix X. -The"pfogramm'atic impact of
legislation has depended primarily on the

-funding it provides any specific UAP, and
the cumulative effects of important
legistation are reflected in the difference
between legislation repo’rt@d as important
by first generation UAPs and third
generation UAPs. As shown in Table 11,
national initiatives or expectations and
needs assessment data also exert a. great.
deal of influence on program focus. -

Table 11
Factors Which Influenced First Generation UAPs

To Change Program Focus

New Sources of Funding 23 ‘ 79
National Initiative or Expectation 22 . 76
| Needs Assessment Data 18 ’ 62
'Néw Information & Technology 14 48
| State or.Univerﬁity Exéectation 10 34
Additional Expertise Among Staf Ty 31

The programmatic implications of
new federal initiatives and interests are

~also determined by the longevity of the
elected or appointed decision maker.

Often federal administrators want to leave
their stamp of influence on the programs

they direct. Initiatives generated by such
well intentioned directors are often
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changed with the next appointee. The
frequency with which this has occurred in
ADD has caused some UAP directors to
become wary about taking on new
initiatives until it is clear whether the new
initiative is to be a long-term emphasis or
a flash in the pan.
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At this point in time, third-
géneraﬁon expectations are coalescing
around expanded consumer empowerment
arid involvement in UAP -planning and
operations, responsiveness to state needs
“and an expanded community tather than
university focis. Technical assistance and
outreach training is replacing the expecta-
tion of core interdisciplinary preservice
training. Third generation UAPs seem to
be state focused rather than a national or
" regional resource program as envisioned in
the 1970’s (Tarjan, 1976).

Overarching Themes in the
Evolution of UAPs

In examining the historical, des-
criptive, and survey data drawn together
for this study, several overarching themes
emerge. Three themes in particular have
had significant impact on the evolution of
the UAP network: the diversity and
changing nature of the expectations of
UAPs, the imperative to respond to con-
‘sumer needs, and the role of values in
developing programs. '

Diversity

In 1962, the Panel’s Report to the
President pointéd out that mental retarda-
tion was a complex problem requiring
bold, creative approaches on many fronts.
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The UAP implémentation legislation

reflected such creativity and diversity, by

design and sometimes by neglect. .
University-based. Inherent in our _

- nation’s university system are expectations

of academic freedom, critique and chal-
lenge by colleagues, and technology _
transfer. Traditionally, it has been the
nation’s universities that have conducte_d'

- the research leading to néw scientific

discoveries, and to the development of
new social theory and policy. It is the

expertise found among university faculty

that our society looks to- for new initia-
tives, studies in organizations systems, and
fact finding. Perhaps the most unique
feature of our nation’s universities is their
diversity.. They are organized differenﬂy,
funded from multiple sources, and bring
together scholarship and scientific exper-
tise from diverse fields.

By locating the proposed develop-
mental disabilities programs in universi-
ties, the UAPs evolved in many different
directions determined by their location,: the
strengths and interests of the host univer-
sity faculty, as well as the mission and -
goals of the university. Different UAPs
reported to different administrative units
and were composed of different program
components. Each of these influences
affected the evolution of UAP programs in
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different ways and added variety,
comprehensiveness, and multiple pers-
pectives to the disability field.

Expectations of Administrative
and Supervisory Agencies. UAPs have
‘been established by more than one federal
agency. The first centers were established
through a construction prbgram, for
.service and training clinics already existed
supported by Children’s Bureau. The

/Division of Mental Retardation which first

admirﬁsteredv UAPs was renamed several
times. In addition it has been placed

_under several diffetent federal adminis-

trative organization structures and has had
a large number of directors, commis-
sioners, or appointees acting in that

‘capacity.(see Appendix G). As often

happens, the agendas and interests of the
second administrative echelon’s directors,
commissioners, or associate directors has
also influenced the expectations of UAPs.
Over the past 30 years, the agency
administering the UAP shifted from an
agency focusing on health to Social and

Rehabilitation Services (HRS), then to the

Office of Human Development Services
(OHDS), and more recently to the Admin-
istration on Children and Families (ACF).
Even when specific directives were not
passed down to the ADD, UAPs were
encouraged to apply for discretionary
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funding to the secondary echelon agencies,

1 and UAPs have undertaken projects in

Aging, Head _-Start, Foster Care, Special -
Needs Adoptions, Family Support and
’Erhployment.

In addition, the interests of an
appropriately placed legislator sometimes
established or added significantly to the -
program support of selected UAPs. Even
though such legislative favoritism was
viewed as pork, UAPs so favored had to
compete for renewal, and many developed
exemplary programs.

Influence of Diverse Funding =
Sources. The studies undertaken to
evaluate UAPs, summarized in Table 8,
repeatedly called for a common mission
and a common source of funding. The
fact that these recommendations were not
implemented, although troubling at the
time, has become a major source of
diversity. Individual programs interpreted
the UAP mission in line with their own
strengths and sought support from different
sources. Each agency from which a UAP
was successful in obtaining funding, had-
its own set of expectations and objectives.
The extent of the influence of funding
obtained from legislation other than the
DD Act is shown is Appendix K, Impact
of Legislative Provision on UAPs. Not
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only does the impact of the legislation for
each UAP generation differ, but certain
UAPs have pursued funding, programs,
and opportunities made available under
certain legislation at the expense of other
opportunities. For example, health legis-
lation has had a greater irﬁpact'on' first
generation UAPs than on second and third
generation programs. For other programs,
the influence of health and education

_ legislévtion is greater than the rehabilitation
legislation, and even greater in many
instances than the DD Act itself.

Discretionary Funding with
Short-Term Cbmpetitive Grants. Most
UAPs have obtained the majority of their
fiscal support through competitive grants
-awarded generally for a 2 to 5 year period.
.In many cases, UAPs have competed with
each other for these grants. Thus, there
were winners and losers, and programs
and services offered by UAPs reflect this
succggs/failure ratio. .

Programs funded under time-limited ,

 federal grants have a side benefit in that
they require successful applicants to be
current with the literature and best prac-
tices. Success in obtaining competitive
grants requires the applicant to demon-
strate the very characteristics UAPs were
expected to exemplify. The fact that so
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many UAPSs have survived and even

~ thrived, reflects not only resourcefulness,

but the merits of each individual program.

Consumer-Responsiveness

With the current emphasis on
consumerism, it is easy to forget that the
disability field has been responding to

consumer pressures since the early 1960’s.

Even before then, it was the NARC that -
carried the momentum for services and
programs and the legislation that has
supported them. President Kennedy, -
himself, was a consumer. One of the
important precedents set by the President’s
Panel in 1962 was that of strong consumer
participation. Later consumer members of
the President’s Committee on Mental
Retardation and members of consumer
organizations played an important role in
the implementation legisfation. Boggs
(1976) reported that the leadership of the
President’s Committee shifted from
professionals to consumers during the
early 1970’s. The Developmental
Disabilities Act of 1970 expanded the role
of consumer participation and state plan-
ning councils with consumer membership.
Each subsequent reauthorization of the
Developmental Disabilities Act has
increased and strengthened consumer

participation.
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All UAPs were required to

establish an advisory or policy committee.

Until the late 1980’s, most had a single
advisory or policy council with represen-
tation from consumers. During the last
half of the 1980’s, representatives from
consumer organizations and members of
the DDPC’s were encouraged as con-
sumer representatives, and more recently,
the ADD has.encouraged UAPs to place
primary consumers on their boards and
councils. Expanding consumer input and
participation has been a growing trend
over the last decade.

The nature and extent of consumer
participation in UAPs today is shown in
Table 12 on the following page. These
data were obtained from a questionnaire
and telephone interview conducted in the
summer of 1994 in which 85 percent of
the UAPs responded. In addition to the
number of UAPs reporting that they
provided worksite accommodation,
information in altérnate formats, and

special accommodations, several indicated °

that these were available and would be
provided when called for. These data
sugécst that UAPs have responded to the
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consumer ermpowerment provisions of
recent legislation and the encouragement of
funding agencies in a variety of ways.

The Technoblo_gy Related
Assistance for Individuals with Dis-
abilities Act of 1988 (P.L. 100-407) was
the first law that mandated a consumer-
responsive system. Eight UAPs were
designated as their state lead agency to
implement the provisions of the Tech Act.
At least five other UAPs prepared their.
state application for Title I funding but
submitted it through another state agency.
These five UAPs and several others have-
subcontracted major portions of the Tech
Act workscope (Hardy, 1994). The pro-
visions of the Tech Act have brought
additional attention to the consumer move-
ment, helping to define and operationalize
the concepts of consumer representation,
consumer participation, and consumer
driven. These concepts and definitions
have been .inéorporated into the UAP
programS participating in the Assistive
Technology Programs, resulting in policy
statements, consumer support services, and
expanded efforts to involve consumers as
shown in Table 12.
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' Table 12 .
Involvement of the UAP Network in Consumer Empowerment Activities

e

statement, policy, or Initiative.

1. UAP's reporting a consumer empowerment or responsweness position

41 1 89

. consumers.

2. UAP's with an advisory board or council made up of over 50%

39 66

3. UAP's reporting a policy or procedurs to facilitate fecrultment of studants ‘ .
and staff with disabilities which are in addition to or above that of the 28 47
typical Affirmative Action policy of the university.

»4. UAP's that provide work site accommodations.

41 69

di ssemlnahon

5. UAP's reporting an assighed staff member responsible to facilitate
-consumerlnput participation in plannmg, mplementabon and ) 41 69

formats.

RS

6. UAP's reporting they p}ovide information tb consumers in altemate

39 66

determining consumer satisfaction.

7. ‘UAP's reporting systemaﬁb technique for coliecting information from
consumers on planning new projécts, conducting them, evaluating, or 45 76

center.

8. UAP's providing special accommodations such as computers, special
telephones, TDD's, transportation, secretarial services, and babysitting
to compensate consumers who are involved in the govemance of the

40 68

The Americans with Disabilities
Act (ADA), Public Law 101-336, was
signed by President Bush on July 26,
1990. The ADA, which exterids federal
civil rights protections to the 49 million
Americans with disabilities, has been
described as the most significant disability
legislation of the decade, and it has added
a great deal of strength to the consumer-
Although this
legislation impacts all individuals with all
“types of disabilities, not just those with

empowerment movement.
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developmental disabilities, and as such,
was much more géneral than the »
Developmental Disabilities Act, UAPs as a
part of the disability field, were expected
to both comply and facilitate university
and state compliance of the ADA and to
work with public and i;ﬁvate organizations
on compliance issues (Seelman, 1993).
The ADA provided opportunities for UAPs
to seek funding to provide technical
assistance, develop training materials,
conduct seminars, and for UAP staff to

T Tl T -
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take training themselves in the implemen-
A telephone
interview conducted during the summer of
1994 (85% of all UAPs participated)
shows how programs are responding to
ADA expectations as seen in Table 13.

One of the outcomes of the ADA
has been a significant increase in the

‘interaction between UAP faculty and staff

and representatives of disability organi- .-
zations, particularly those concerned about

individuals with mobility impairments and
individuals with vision and hearing loss.
Such groups have not traditionally been a
service population of UAPs. People from
these organizations and consumers with
such disabilities have been added to many
UAP policy and advisory boards and to
specific projects. This not only increases
consumer representation, but expands UAP
efforts to better address the needs of these
disability groups.

Table 13
The Involvement of the UAP Network
in ADA Implementation Activities

11 UAP's reporting a fofmal policy statement or philosophy
) . 26 44
. expressing a commitment to ADA.
2. UAP's reporting a difect working relationship with the state 52 54
agency responsi_ble to implement ADA at the state level.
3. UAP‘s reporting they offer Speual workshops, course work, or a5 59
outreach training on ADA
4. UAP's reporting that they develop and disseminate ADA
resource material including fact sheets, newsletters, and provide 36° 61
information referral on ADA.
5. UAP's reporung a regulaf assigned staff member serving as an 29 49
ADA consultant or expert. -
6. UAP's reporiing the avaiiability of speciai equipment and
. D R 36 61
expartise to provide infdmmation in altemate formats. .
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The 1990 Amendments to the
Devélo_pmental Disabilities Act. P.L.
101-494 was signed into law one month
after President Bush signed the ADA.
These amendments used the same’lahguage’
as the ADA and reflected increased
~ sensitivity to disability rights, values, and
consumer empowerment.  Consumer
outcome measures (i.e., independence,
productivity, and integration) were
defined, and the core functions of UAPs
were grouped under-three headings:

(a) interdisciplinary training, althoughnot
defined, was to provide training for
parents, professionals, paraprofessionals,
stu‘dents, and volunteers; (b) demonstration
of exemplary services and technical
assistance; and (c) dissemination of
findings. ‘

The language of the 1990 DD
Amendments reflected some subtle, yet
meaningful, changes in the expectations of
UAPs. Preservice training, model service
programs‘,' research, and leadership acti-
vities tjrpiéally associated with universities
were de-emphasized. The expectations
emphasized included community-based
training, optiohal services, technical
assistance, and dissemination. The 1990
Amendments also provided three new
training initiatives: (a) positive behavior

management programs, (b) assistive
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technology, and (c) iraining needs deter-
mined by the UAP in consultation with the

~ state planning council. The criteria for

approving UAP applications for both train-

- ing'and core funding included competency-

and value-based training and peer reviews,
including site visits. - Appendix D presents
a side~by—sidé of selected UAP language of
the DD Act-Amendments in the 1984,
1987, 1990, and 1994.

In 1992, ADD included consumers
as members of the panels that reviewed

UAP core and training grants. The com-

ments of panel members on evaluation
forms reflected their concern for language
which was politically current, value-based
progmmnﬁng, and the principles, the
priorities, and implementation of ADA and
consumer empowerment (Analysis of the
recommendations of the 1992 UAP Review
Panels). In July 1992, a special institute
was sponsored by the ADD to train a
group of consumers to serve as members
of UAP site visit teams. From that time
forward, a trained copsumer has been

- included as a member of each UAP site

visit.

Although several Presidents have
encouraged the appointment of people with
disabilities as staff and directors of dis-
ability agencies, President Clinton moved

-
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far beyond encouragement and m:ade'this a |

priority.  Paul Miller, Director of the
Office of Presidential Personnel in the
White House, reported that as of February

3, 1994, people with disabilities filled 42

key administrative positions in programs
and offices designed to meet the needs of
people with disabilities. In addition, 11
other people with disabilities served on
boards, commissions, and national councils
(Report on Disabilities, 1994).

Values-Based Programming

National policy reflected in federal
legislation is not always based on objective
data (Seekins & Fawcett, 1986). Congres-
sional hearings are often staged, with

witnesses -carefully selected and codched to
provide testimony supporting the values
and provisions congressional leadership
have already determined to promote in
legislation (Weatherford, 1985).

In the disability field, reaction to
intolerable conditions in large cdngregate
state institutions triggered the de-
institutionalization movement (P.L. 91~
517). Renewed concern for human dignity
was translated into the Bill of Rights
provisions of the Developmental
Disabilities Act and the Protection and
Advocacy Program (P.L. 94-103). In
more recent reauthorizations, service
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philosophies, including family support,
community-based services, and consumer
outcomes became legislative language and
new program initiatives. '

Over the past two decades, many
such value-based provisions have been
added to various reauthorizations of
disability legislation (i.e., free and
appropdate education, least-restrictive
environment, consumer responsive,
reasonable accommodation, essential job
elements, and presumed eligibility). The
1994 Amendments to the DD Act (P.L.
103-230) added a list of eight value or -
policy principles under Part A, General
Provisions, Section 101, Findings, Pur-
pose, and Policy. These policy principles
address the values and beliefs concerning
the capability and participation of indivi-
duals with disabilities and family
members, respect for individual and
cultural differences, the benefits of ser-
vices and supports provided in an
individual manner, -and the advantages of
integration and participation.

To many in the disability field the
term "inclusion™ has evolved to reflect the
combination of desired outcomes from
support and service programs. Perhaps at
the broadest level, inclusion emphasizes
the need to change the environment and
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remove societal barriers to better
accommodate the person with disabilities
rather than changing the individual. More
recently, independence and productivity,
integration, least-restrictive placement, and
other similar values have been encom-
passed under the term inclusion. How-
ever, defining, measuring, and balancing
inclusion with other values has been more
difficult.

‘ Early in the 1990’s, prbfessional
organizations and consumer groups rallied
around the concept of inclusion. The CEC

called for a policy on inclusive schools in

community settings. Special debates and
consensus panels were convened to
develop such a policy. By the middle of
1993 inclusion seemed to be the clarion
call within the disability field. - UAPs in
Maine and Massachusetts have changed
their name to reflect their commitment to
community inclusion. The AAUAP
established a special committee on
inclusion and undertook efforts to assess
“and encourage commitment to inclusion
within the network. However, different
individuals and different groups in the
disability field defined the term inclusion
and applied it quite differently. On a -
continuum this could range from a con-
servative interpretation that considers it
one of many options, to a very liberal
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definition in which inclusion is a right, and
the choice of something less than full
inclusion is not acceptable (Burke &

Grahnon, 1994).

The 1994 Amendments to the
Developmental Disabilities Act. By Z
1993, as the hearings started on the’ |
reauthorization of the Devclopméntal
Disabilities Act, opposition to the de-
institutionalization provisions were
expressed by the Voice of the Retarded
(VOR), a national organization repre-
senting many parents and family members
with loved ones living in institutionalized
settings. In effect, institutionalization is
the opposite of inclusion, and VOR was
concerned that inclusion was being inter-
preted to supersede choice, options, and
family support rather than describing the
environment in which supports were to be e
offered. VOR, along with representatives -
from the deaf community and several
organizations representing learning dis-
abilities, expressed concern that many
considered inclusion as the ultimate value.

They pointed out that inclusion was a
placement, not a program decision. Its
emphasis could lead to placément without
support and could be trading effective
treatment for such placement. This
opposition delayed congressional agree-
ment on the language and the provisions of
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the 1994 Amendments to the DD Act for
over six months. When the 1994 Amend-

" ments were passed by both houses and

signed by President Clinton en April 7,
1994 (P.L. 103-230), the resulting lan-
guage did little more than try to accom-
m_ddate both extremes, and in doing so,
called -attention to the fact that how
inclusion was defined and implemented
would be a major policy debate in future
reauthorization legislation.

The Future of UAPs

.Over the last two decades, not only
have there been changes in the philosophy,
values, and best practices, but the popu-
ation needing support and the types of
services they need have also changed.
Among the more significant of these _
changes has been the aging of the DD pop-
lation (Shapiro, 1993). Survivors of head
and spinal cord injury seek services and
inclusion, and the disabling effects of
substance abuse, violence, and AIDS are a
growing societal concern. The ifnpact of
these issues and others not yet recognized,
will be significant. Perhaps the need for
UAPs today is greater than it was 30 years
ago. However, the future of UAPs and
the nature of their programming will be
determined not only by the need and
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funding available, but also by how they -

respond to a variety of issues that are -
currently being debated.

Some of the issues and décisions
discussed earlier in this paper identify
trends that will certainly have a major
impact. Some of these trends include
program diversity, consumer responsive-
ess, response to the expectations of major
UAP stakeholders, and multiple funding
sources. In the following section, seme of
the key issues in the disability field are
identified and discussed in terms of how
they may impact the future of UAPs
individually and as a network.

Developmental Disability Versus
Disability. There has been much debate
about the advantages and disadvantages of
disregarding categories of disabilities and
bringing the developmental disability
system into the larger disability movement.
New provisions and language in legislation
strongly suggests that Congress is leaning
in that direction. The 1994 Reauthori-
ation of the Developmental Disabilities Act
included an option to drop the age of
onset, which would significantly expand
the population to be served. The
implication of such a move will affect
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UAPs in different ways. Some may need
to change their focus. Others will be able
to absorb such change easily, for they
‘already have many programs that have a
generic disability focus.

Inclusion. As previously pointed
out, there is currently a growing contro-
ersy over the definition of inclusion and
how it is to be implemented. Although
this debate seems outside of the UAP
network, it fractures the disability field,
and UAPs are being pulled in different
.d‘irections.' It is difficult to determine what
effect this may have. Most likely, inclu-
ion will not remain a conceptual rallying
point for long. Many can remember the
'galyanizi'ng influence of other concepts
such as normalization, deinstitu-

" tionalization, mainstreaming, and
community-based services. Politically
current terminology will most}llikély give
way to yet another clarion call'in the years
to cor,ﬁe._

The Consumer Movement. Con-
sumer empowerment and the rise of
consumer responsiveness is based on the
premise that increased consumer
participation and decision making will
make services and support more relevant

to consumer needs. Although this premise
has great face validity, there is little
empirical evidence on either side. What is
effective in the business world where the
consumer is free to choose, but must use
their own resources, may not apply in the
same way for publicly provided services
that have restricted options. We may also
find that consumer. particip’htion in some -
situations improved the quality and rele-
vance of services significantly. In others,
it may add little. Some UAPs have em-
ployed parents or consumers and assigned
roles as an additional discipline or
specialty. This may work well at an
individual level where decisions directly
affect thel consumer. However, at the
program level, issues sugh as represen-
tation, training, time commitment, and
expertise need to be considered. In
essence, many questions and practices
have yet to be answered, and UAPs need
to actively develop consumer empower-
ment models and evaluate their

K

effectiveness.

Leadership. The expectation that
UAPs would provide a leadership role was
addressed in the first program description
(DDD, 1972b). Leadership has been an
ongoing expectation and a topic of
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discussion for the past 30 years. Like
many expectations, leadership-is defined
differently by different UAP stake holders.
The university base for the program'-i'm-
plies leadership through scholarship,
research, training, discovery, challenge,
and validation of new knowledge,
techniques, and practices. ‘MCH has
consistently expected and requfired
evidence that UAPs receiving Section 511
training funds prepare trainees to provide
leadershipv in Title V programs.

‘Leadership was not included in the
language of the DD Act or subsequent
amendments until 1994 (P.L. 103-230).
Consequently, the leadership expectations
of the ADD have been less defined and
have centered more around leadership in
promoting the agencies’ initiatives. Con-
sumer organizations have also looked to
UAPs to provide leadership for the initia-
tives they are profnoting. Leadership of
this nature is hard to separate from
advocacy.

During the last several years, the
ADD and consumer organizations have
been critical of UAPs that have not
aggressively championed consumer issues,
including politically current language,
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rights, empowerment, commitment to
inclusion, value-based programming, and
implementation of the provisions of the
ADA. The traditional academic freedom
of university faculty to challenge,
question, collect, and offer opposing data,
has often been set aside in an effort to
achieve a united front. '

The leadership expectations of

+ MCH and ADD (i.e., advocacy vs.

administrative leadership) seem to be
moving further apart. UAPs will need to
find ways to reconcile not only these
differences, but also the leadership
expectations unique to university faculty
(e, creativity, scholarship, and re-
search). How this will be resolved or
accommodated will be of major importance
for the UAPs of the future.

Interdisciplinary Training. One
of the significant characteristics of UAPs
for the past 30 years has been their inter-
disciplinary nature. Although a great deal
has been said in trying to define and ex-
plain what interdisciplinary is, it remains
an elusive concept. In its broadest sense,
interdisciplinary should be the mixture of
minds and expertise, resulting in a

synergistic outcome that improves the
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effectiveness and relevance of service deli-
very. Unfortunately, research validating
these assumptions, thou“gh voluminous, is

- by no means convincing. The issues
identified more than 25 byear's ago by Dr.
John Meier have not been adequately
addressed (Meier,. 1972). We do not
know what value is added by the interdis-
ciplinary process, nor do we know the best
way 'o_r at what point to provide inter-
disciplinary training. Perhaps the most
important unanswered question concerns
the cost and benefits of interdisciplinary
services. Interdisciplinary, like consumer
outcomes, has often been treated as an end
in itself rather than a means to an end.
Furthermore, we seem to be mixing the
interdiséiplinary process with the multi-
discipline teaming requested in the
Education for Individuals with Disabilities
Act IDEA) and the new definition of
mental retardation or the language of |
health care reform proposals. '

The professional literature in
organizational behavior research.is
extensive (Senge, 1990). This literature
focuses on relationships, communication,
and shared responsibility rather than the
unique contributions or perspective of each
discipline. The concept of teaming and
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eliminating the barriers between disciplines

ard administrative levels has been given

little attention in UAPs (Keeran, personal
communication, 1994). In the future,
UAPs need to reexamine interdisciplinary
program components to determine if they
do add value and if they are cost-effective.
We need to determine the best ways to
achieve interdisciplinary tfaining and how
these presumed benefits will be

maximized.

Legislative Expectations of UAPs.
The last two reauthorizations of the Dev-
elopmental Disabilities Act made some
subtle yet important changes in the expec-
tations of UAPs.
increased the importance of technical

This new language has

assistance and dissemination, making the
provision of exemplary services optional
and placing greater emphasis on outreach
training than on preservice interdisci-

plinary training.

Although a teéhnical assistance
workscope addresses an easy-to-identify -
need in the disability field, particularly a
need recognized by constituency organi-
zations and service agencies, in times of
budget cuts and controlled spending, how

will technical assistance activities compete
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with exemplary services, research, and
core training for resources? Will UAPs
wéakcn their university-based
underpinnings by becoming primarily
public-supported consulting organizations?
Will UAP faculty members who undertake
such assignments at the expense of
research and training be eligible candidates

“for rank and tenure promotions? To what

extent is the university important as a base
for future programs?

Repeated references are made to
consumer outcomes and inclusion, the
needs of racial and ethnic minorities, as
well as cultural competencies of providers
in the 1994 DD Act Amendments. In the
past, such provisions have been addressed
through special,initiati'ves. However the
language of the 1994 Amendments sug-
gests these provisions must become
ongoing components of every program,
regardless of their location, their empha-
sis, or other objectives. Aside from using
the appropriate language and expressing
the values and commitments, it-is unclear
what the programmatic expectations of
these values will be. How these changes
are administratively addressed will have a
major influence on UAPs in the future.
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Perhaps the most important issue is
who will address these questions, and how
will decisions be made? Many UAP
faculty members-have let o_thers; either
within the UAP network or from other
segments of the disability.field, make
decisions for them. If the UAP network is
to remain strong and viable to emerging
chénges, UAP faculty must become
involved participants in the decisions that
affect the network as a whole.
Characteristic of the first and second
generation UAPs was that the directors
and many of the staff made the UAP their
career. As changes have occurred in the -
UAP leadership, some new UAP directors
have invested their careers in other organi-
zations and within their own ‘dis'eiplines.
This leadership will be needed if the
network is to influence decisions that
concern its own future. The extent to
which that is realized will depend on the
attention to the items and issues addressed
above. |

The congressional election of 1994
sent shock waves through the human
service field. The election results
signaled, among other things, renewed
determination on the part of legislators to
(a) reduce the federal deficit, (b) decrease
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. -dependency on public support, and (c)
rescind regulations which allow little
flexibility and few options. Although few
can disagree with the principles or intent
of the Contract with America, the way
Congress proposes to achieve these ends
has generated great concern. Much of the
progress the disability field has
éxpexignccd during the past 30 years has
been rhadc possible because advocates

“have appealed directly to the United States
Congress and bypassed state legislators.
Federal legislation has incréasingly become
prescriptive in an effort to compel states to
mé.ke desired changes. Furthermore,
much of the pr_ogfess has been financed
through federal deficit spending.

Clearly, the rules are changing, and
new rules are just now being formulated.
At this point, there is much controversy as
to how.such changes will be implemented.
Proposed changes will generate conflict
both w‘ithin and outside of the disability
field. Furthermore, the changes under
consideration are dynamic with cross
currents that will impact systems,
individuals, and benefits in many ways,
often with a cascading effect. Proposed
changes themselves will be changed

through the ongoing process of
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negotiations and the next election. How

~ such issues are resolved will have a
* significant impact, not only on UAPs, but

on the disability field as well.

Summary
- The first program support to
implement the expectations of UAPs was

-provided by MCH. As a result, health and

medical issues were the first needs

‘programmatically addressed. Further-
-more, MCH has continued to be the single

agency to provide the greatest amount of
resources to the UAP network.

The primary concern of the first
generation UAPs was health and allied
health care for individuals with mental
retardation. The critical shortage of
trained personnel in these disciplines, and
the need for coordination between clinical
practice and field research received the
initial programmatic attention in funding
UAPs.
shortages existed in special education and
rehabilitation, these agencies did not look
to UAPs as eligible units to address these
needs, and as a consequence, UAPs were
seen throughout the 1970’s and early
1980’s as medically focused training

Even though major personnel

programs.

l

i
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The second-generation UAPs
entered the network after 1975 and were
more diverse. Few received MCH
training support, and they tended not to be

Jocated in medical centers. Responding to
the Developmental Disabilities Act, UAPs.

of the second generation developed and
maintained close working relationships
with the state service agencies and state
DD planning counsels. Second-generation
UAPs generally were smaller, had no
facilities, and were required to seek

" support from any source available to

provide the mandated programs.
Leveraging core support took individual
pfograms in many directions. This
diversity can be seen as a strength, but it
also preéents many difficulties in deﬁning
outcomes, in describing the network, and
defining common program criteria. The
only time in the history of the UAP
network that this dilemma did not exist,
was during the first few years when the
only program funds came from MCH
training.

The supportive relationship between
the ADD, the UAP network, and
consumer organizations during the middle

to late 1980s resulted in many changes in
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legislative service provisions. This set the
stage for a new generation of UAPs.

. Third-generation UAPSs entering the
network after 1987 were quite different
than those entering earlier in that decade.
Consumer issues were promi:nen»t on their
agendas.‘ Community-based services were
the standard, and technical -assistance,
outreach training, and dissemination were
emphasized more than interdisciplinary
training, exemplary services, model |
programs, and leadership.

During the early 1990’s consumer
participation and satisfaction were
emphasized more than scholarship. |
Dissemination was broadly defined to
include more than publications.. Technical
assistance and outreach training received
more attention than exemplary services,
research, and interdisciplinary training.
Consumer rights, outcomes, and' values,
all growing trends during the last decade,
will each receive a great deal of attention

in the future.

During the past 30 years, major
changes have occurred in the disability
field. The timeline presented in Appendix
[ identifies some of the changes that have
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occurred in language, service setti-ngs,
concepts, and best_préctices. As these
changes have evolved, UAPs have often
played an important role preparing training
- materijals, disscminating information, and
validating new techniques, practices or
concepts through evaluation. |

Tn 1976, the UAF Long-Range
Planning Task Force concluded that:

Overall, the experience of a decade
‘has proven the original UAF concept sound
and has demonstrated beyond a doubr that
the program concept is effective in meeting
a significant social need (Tarjan, 1976, p.
49).

The report went further to add:

Experience...has validated each of
- the original program concepts state by the
President’s 1962 Panel: training models
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exemplifying a continuum of care,

‘interdisciplinary training, UAFs as change
“agents, and incremental implementation

and testing of the UAF concept...seed
personnel...models of management,
coordinated with training and research,

~ exemplary services, and leadership training

(Tarjan, 1976, p. 49).

' Now, following -18 more years of
experience, many additional evaluation
studies and major changes in the
philosophy and practices that address the
needs of individuals with disabilities, we
can surely add that not only was the
original UAP concept sound, but the UAPs
have survived and, indeed, thrived through
tumultuous times. UAPs have evolved and
changed as the field has grown with new
techniques, values and emerging practices.
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F

Information on Names of Organizations and |
Governmeni Agencies and Acronyms Used in This Document

A-1

. AAMD American Association of Mental Deficiency | The national organization of service providers and
' AAMR Amierican Association of Mental Retardation | consumers concerned with mental retardation. The
Association changed its name from Mental
' _ o Defi cnency to Mental Retardatlon in the mid-1980s.
N AAUAP American Association of University The ‘professional association changed its name from
" Affiliated Programs for Persons with Association of University Affiliated Facilities to
. . Developmental Disabilities AAUAP in about 1974. N s
ACF Administration on Children and Families ACF is the organization to which ADD currently
. ACF/OHDS/HHS reports
v ADAUAFMR Assocxatxon of Director and Admmxstmtors This was the first unoffi clal professional organization
B of University Affiliated Facilities for the representing UAFs.
. Mentally Retarded
4 ADD Administration on Developmental ADD is currently the federal agency which
- : Disabilities administers the Developmental Disabilities Service
.' ADD/ACF/OHDS/HHS and Bill of Rights Act. Previous names of this
agency include DDD, 1972; DDO, 1977. The name
was changed from DDO to ADD in 1980.
.' AUAF Association of University Affiliated This was the first name of the professional
Facilities organization established in 1969.
. BEH Bureau of Education of the Handicapped .The federal agency which first administered federal
BEH/OE/HEW funds for special education services and special
’ education teacher training. BEH reported directly to
. the U.S. Office of Education in HEW. When
Education was elevated to cabinet level under the
Carter Administration, it was renamed Office of
l Speclal Education Programs (OSEP).
CB Children's Bureau The Children's Bureau was originally estabhshed by
statute in 1912. Later it included the Maternal and
' | Child Health and Crippled Children's Program
"Services™ which provided Title V of the Social
Security Act Services for Children with Mental
' Retardation. CB was moved to Social and
Rehabilitation Services in 1967. MCH and CCS
were returned to U.S. Public Health Services under
HSMHA. In 1970 CB was transferred to the Offce
' of Chlld Development (OCD).
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CCS

Crippled Children’s Program (Service)

| The federal agency that administered in mental

retardation clinical service programs as part of Title. ..
V of the Social Security Act. CCS was originally in
the Children’s Bureau. and transferred to the Public
Health Service in 1967 along with MCH.

CEC

| Council of Exceptional Children

Professional organization of special education
teachers and administrators.

oD

Developmental Disabilities

DD is defined in the DD Act (P.L. 103-230) and
accompanying amendments. .

DMR
DDD
DDO

Division of Mental Retardation
Division of Developmental Disabilities
Developmental Disabilities Office

The federal agency administering mental retardation

-and UAF programs. The DMR was moved $o the

Rehabilitation Service Administration under Social
and Rehabilitative Services in 1967. In 1971 it was
changed to DDO. In 1973 it was changed to DDO
reporting to the new Office of Human Development,
and in 1980 it was changed to Administration on

Developmental Disabilities.

DoEd

U.S. Department of Education

Established by President Carter in 1980, breaking up
HEW into the Department of Education and the
Department-of Health and Human Services.

"HSMHA

Health Services and Mental Health
Administration

The federal agency under the U.S. Public Health
Service which administered MCH and CCS. after
1967." The HSMHA -was later divided into the
Substance Abuse and Mental Health Services
Administration (SAMHSA).

MCH

Maternal and Child Health (Service Bureau
Division)

The federal agency which administers Section V of
the Social Security Act. MCH was originally in the
Children's Bureau, transferred to HSMHA in the
Public Health Services in 1967. "MCH currently
administers Section 511 training for UAPs and was
recently been elevated to a bureau.

MRB

Mental Retardation Branch

The federal agency under the Division of Chronic
Disease in Public Health Services, responsible for
construction and later support for UAFs. The branch
was elevated to the Division of Mental Retardation
(DMR) in 1967 and in 1971 became the Division of
Developmental Disabilities.

NARC

National Association of Retarded Children

The primary parent constituency organization that
actively pursued legislation during the 1950's through
the 1990's. The name was changed to ARC in the
middle 1980s, and recently to "The Arc.” '
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National Institute of Child Health-and
Development

One of the national institutes administered by the
National Institute of Health focusing on child
development and responsible for the mental
retardation research. centers.

National Institute of Health

The federal agency whicﬁ. administers tﬁe research .

| and study arm of the U.S. Department of Health and

Human Services.

Office of Human Development (Services)

The federal adrrumsteﬁng agency to which ADD '

reported prior to 1993

Office of Special Education and
Rehabilitation Services

When Prcsxdcnt Caﬂer established the Dcpmme.nt of
Education in 1978, Special Education, Rehabilitation,
and the National Institute on Rcﬁabilitation Research
were placed together under the Assistant Secretary of
the Office of Special Education and Rehabilitation
Services.

President’s Committee on Mental
Retardation

President Johnson established by executive order the
PCMR. This replaced the President’s Panel on
Mental Retardation and the Secretary’s Comrmttec on
M ental Retardation.

Public Health Service

Thxs is the major health branch of HEW, and later
was transferred to the U.S. Department of Health
and Human Services.

‘| Rehabilitation Service Administration

This federal agency was established in 1967 to
administer the vocational rehabilitation service
program. In the early 1970’s, the DMR and later
the DDD was placed under RSA with Dr. Ed

' Newman as Commissioner, who later became the

Director of the Temple University UAP in..
Philadelphia.

Social and Rehabilitation Services

In 1967 SRS was organized as the federal -
administering agency within HEW to administer
programs for dependent people—-the aging,
handicapped, etc. Mary Switzer was the first
Director. The Division of Mental Retardation was
placed under Rehabilitation Service Administration
administered by Ed Newman.

United Cerebral Palsy Association

National constituency organization for parents and
others interested in promoting improved services for
persons with cerebral palsy. Under Dr. Elsie
Helsus, UCPA played a major role in early education
coalitions for developmental disabilities. '

i NICHD
“ N
' _ lOHD(S)
l OSERS
l ffPCMR
l PHS
' RSA
SRS
l UCPA
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~ UAFs Which Are Currently or Have Been Members |
of the National Network, When They Were Funded, and Source of Funding

'Civitan International Research Center _
lUuofa o 1967 | 1972 X X X | X

Birmingham, AL (1966)°

Uof A
Tuscaloosa, AL*
‘(Not funded by MCH or DD; dropped 1970)

Center for Human Developmédt :

Uof A - 1991
Anchorage, AKX .

Institute for Human Development : .

NAU : v 1990
Flagstaff, AZ ’ : S ‘
Dine Center ’ ’ : Sutell Dri
NCC : 1979 1085
Tsaile, AZ ’ '

University Affiliated Program
U of AR . : : ' ' . 1989
Little Rock, AR

MR Developmental Disabilities Pr(l)gmm. ‘ _
UofC 1971 1972 X X X X

Los Angeles, CA (1968)*

University Affiliated Training Program

Usc , 1970 | 1972 X X X X
Los Angeles, CA ' '
Clinical Genetics in DD : Dropped
: ; : roppe
UofC . 1974 1984

Irvine, CA

13

*Programs with construction funds under P.L. 88-164 .
*+DD Support for projects of national and regional significance
**+Names of centers and components have changed

B-1
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"JFK Center for DD Dropped
fuofc 1968 | 1972 | oo X
| Denver, CO (1966)*
A.i . Pappaniku Center on Special Education & Satellite
Rehabilitation 1987
UofC Full UAP-
So. Windsor, CT 1991
University of Delaware UAP K
Uof D \
I Newark, DE 1993_
Georgetown UniQersity Child Development Center
Georgetown University: 1969 1972 X X X
Washington, D.C. (1970)*
Mailman Center for Child.Developmenf : e
U of M 1968 1972 X X X
Miami, FL (1966)*
Georgia UAP for Peméns with DD o
Uof G 1972 X
Athens, GA (1967)*
Georgia Mental Retardation Cent.cr 1972 Dropped
Atlanta, GA (1967)* 1987
ga:;aﬁ UAP for DD 1980 1983 | Ful UA
Salellite Dropped 1988
Henolulu, HI . “.)Pp S
Idaho Center on DD 5“;;‘;“
U of I : !

) Full UAP
Moscow, ID 1993,
Center on Disability & Human Development
U of I at Chicago 1990
Chicago, IL
Illinois Institute for DD
Chicago, IL (Dropped-in 1986. Never recognized by
MCH or DD) '

B-2
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!t Riley Child Development Center N
v - _ , wo |92 | x | x | x X

Indianapolis, IN (1970)*

Institute for the Student of DD v .
1U SR 1972 X X
Bloomington, IN (1970)* . :

Towa University Affiliated Program _ y K
UofI - : 1975 | 1993 | X
Towa City, IA

Institute for Life Span Studies : : : :
UofK o N 1972 X X
Lawrence, KS ' :

Institute for Life Span Studies
Uof K _ ' 1969 1972 X X X . X
Kansas City, KS (1968)* :

Institute for Life Span Studies
Uof K v 1972 X X
Parsons, Kansas’ (1968)*

Human Development Institute
Uof K

Lexington, KY w2z X 1992

Human Development Center
LSU o | | 1977 X

New Orleans, LA

Center for Community Inclusion
Uof M , 1992
Orono, ME

' Kennédy Krieger Instituie .
Jokns Hopkins University 1967 1972 X X | X X
Baltimore, MD (1967)*

Developmental Evaluation Center Children’s Hospital

Boston, MA (1967) 1969 | 1972 | X X X X

Eunice Shriver Center

Waltham, MA (1967)* 1570 1972 X X X | X
B-3
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Institute for Study of MR
Uof M
Ann Arbor, MI

Dropped '

1980

Dropped
1982

DD Institute
Wayne State University
Detroit, MI

1983

‘I Institute on Community In.tegratio_n
Uof M
Minneapolis, MN

-Salellite

- 1989
Full UAP.
- 1990

Institute for Disability Studies
U of So. MS at Hattysburg
Hattysburg, MS

1975

X

Mississippi UAP
I Dept of Mental Health
Jackson, MS

1975

Dropped
1990

Instltum for Disability Studles
U of MS
Oxford, MS

1975

Dropped™]|

Institute for Human Development
U of M
| Kansas City, MO

1982

-|l Untversity of Missouri
Colun;bia, MO

1972

Dropped

1975

University of St. Louis
St. Louis, MO

1972

Dropped
1975

Rural Insitutue on Disabilities
UofM
Missouta, MT

1979
Satellite

1987
Full UAP

Myer Rehabilitation Institute (Initially funded as MCH
demonstration Program)

Uof N

Omaha, NB

1972

1972

Umversxty Affiliated Program
UofN
Reno, NV

1991

B-4
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“UAFIUAE.

Instititte on Disability
U of New Hampshire
Durham, NH

1993;

Institute for Child Study
Newark State College
Union, NJ

1972

Instituté of Child Study
Kane College
Union, NJ

1972

Robert Wood Johnson Medical School
Piscataway, NJ

New Mexico UAP
U of NM
Albuquerque, NM

1981

Dropped

1984

1990
Full UAP

|| Rose F. Kennedy Center (Initially funded as an MCH

demonstration program)
Yeshiva University
Bronx, NY

1966

1972

Slrdng Centér for DD
U of Rochester
Rochester, NY .

1969
Satellite
1979

1988
Full UAP

(w— (-

Wes@chester Institute for Human Development
New York Medical School

| Valhalla, NY (1966)*

1968

- 1972

Clinical Center for the Study of Development and
Learning

U of NC

Chapel Hills, NC (1966)*

1967

1972

No. Dakota Cir for Disabilities
Minot State Univ
Minot, ND

1990

Nisonger Center
osUuU .
Columbus, OH (1966)*

1968

1972

UAP Cincinnati Center for DD

Cincinnati, OH (1970)*

1967

1972

B-5
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'UAP for Human Development
oU

Athens, OH (Planning gx'anf from DD never funded)

1981 .

Dropped ‘
1986

) UAP of Oklahoma
‘ Uof O
Oklahoma City, OK

1992 -

Center on Human Development
Uof O ‘ '
Eugene, OR (1970)*

1972

Child Development and Rehabilitation Center
Oregon Health Science Univ.
Portland, OR (1970)*

o

1967

1972

X

Pacific Basin UAP
U ofH
Honolulu, HI ~

1980
Satellite
Dropped

1984

1988
Full-UAP

| Children’s Seashore House
U of P )
Philadelphia, PA

1991

Invstituteion Disabilities
Temple University
Philadelphia, PA

1977

DD Institute
University of Puerto Rico
San Juan, PR

1992

Department of Sbecial Education
Rhode [sland College
Providence, RI

1993

So. Carolina UAP
U of SC
Columbia, SC

1975.-

csae
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The University of Hawaii received a special appropriation to help develop UAP services and
programs in the South Pacific.
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, e DD
University Affiliated Program 1977
Winthrop College Satellite
Rockhills, SC 1982
Dr_vopped
So.Dakota UAP »
U of SD 1973 X 1992 X
Vermillion, SD
Boling Center for Developmental Disabilites .
UofT ' 1966 | 1972 X X X X
Memphis, TN (1968)
Center for Persons with Disabilities .
usu 1972 X X
Logan, UT (1972)*
Ceater for DD, U of V 1979 1988
Burlington, VT Satellite Full UAP
Virginia Institute for DD Satellite
Virginia Commonwealth University 1988
Richmond, VA Full UAP
' 1990
Child Development and Mental Retardation Center
U of W 1969 1972 X X X. X
Seattle, WA (1969)*
University Affiliated Center for DD of West Virginia
Morgantown, WV 1979 1991 X
University Affiliated Center 1975
SOUthWES:t Medical School Dropped
Dallas, TX (never recognized by ADD) 1982
Texas UAP
UofT - 1989
Austin, TX
Waisman Center
Uof W 1969 | 1972 X X X X
Madison, WI (1969)*
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UAFs Funded for Special Initiatives Under
Prajects of National and Regional Significance by
Developmental Disabilities Office or Regional Offices

Between 1974 - 1979

Tnitiation =1

Kansas University Affiliated Facility,
University of Kansas
Kansas City, Kansas

Advocacy
Mid-central Legal Center for the
Developmentally Disabled

William J. Dittmeier

1 October 1977-

30 September
1988 -

$88,519

Georgia Retardation Center
Athens Unit
Athens, Georgia

Aged and Aging
Comsmunity Alternatives to
Institutionalization for the Elderly
Developmentally Disabled in North
Georgia

Jane Rhoden

30 September
1976-

29 September
1979

$50,027

Institute for the Study of MR and Related Disabilities
University of Michigan
Ann Arbor, Michigan

Aged and Aging

| Serving Aging and Aged

Developmentally Disabled People

Robert Seagal

30 September
1976-

29 September
1979

$50,000

Exceptional Child Center
Utah State University
Logan, Utah

Aged and Aging
Program Outreach for the Aging and

- Aged Developmentally Disabled

Alan Hofmeister

1 October 1977-
30 September

| 1979

$55,389

Child Development and Rehabilitation Center
University of Oregon Health Science Center
Portland, OR

Aged and Aging
University Affiliated Training Project
About Aging Developmentally
Disabled Persons

LeRoy Carlson

1 October 1976-

1 October 1969

$50,000

Rose F. Kennedy Center
Yeshiva University
Bronx, New York

Alternatives/Independent Living
Rehabilitation of Severely Retarded
Adutts

Herbert Cohen

1 September
1975-
29 August 1976

O XIaN3ddY
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University Affiliated Facility
UCLA ‘
Los Angeles, California

Case Management Systems
Individualized Database

—L

Herb Grossman
Richard Eyman

15 August 1976~
14 August 1979

$427,775

Meyer Children's Rehabilitation Institute
University of Nebraska
Omaha, Nebraska

De-institutionalization
Community Alternative Service

Systems Project

Hans Brisch

30 June 1975-
30 June 1978-

$188,618

University Hospital Schoot
University of Iowa
Jowa City, Iowa

Dental Services

Arthur Nowatk

30 September
1977-

29 September
1981

$93,425

University Affiliated Center for Developmental
Disorders

University of Cincinnati

Cincinnati, Ohio

Coordination of Services
UAF Consortium Media Project

George Vesprahi.

1 October 1977-
30 September
1980

$66,328

John F. Kennedy Child Development Center
University of Colorado
Denver, Colorado

Coordination of Services
Coordinated Interagency Model

William
" Frankenburg

.} 30 September

1977-
29 September
1980

$53,618

College of Medicine and Dentistry
Rutgers Medical School
Piscataway, New Jersey

Juvenile & Adult Offenders

Frank Schneider

1 Octobe; 1977-
30 September
1980

$67,599

University Affiliated Program for Child Development
Georgetown University 4
Washington, D.C.

Juvenile & Adult Offenders
Interdisciplinary Training and
Technical Assistance for the
Identification and Evaluation and
Intervention of the Developmentally
Disabled Youth Offender

Phyllis McGrab

3 Years

$154,931

O XIAN3ddVY
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Institute for the Study of Mental Retardation and

Needs Assessment

Eugene Handley 30 September $103,042
Related Disabilities Technical Assistance in Training 1976-
University of Michigan Developmentally Disabled Personnel 29 September
Ann Arbor, Michigan 1979
Waisman Center on Mental Retardation and Human Needs Assessment Robert Erickson 30 September $54,160
Development Survey of Needs of Non- 1976-
University of Wisconsin Institutionalized Aduits with 29 September
Madison, Wisconsin Developmental Disabilities 1979 .
Nisonger Center for Mental Retardation Planning, Monitoring, and Jerry Adams 1 QOctober 1976- | $90,000
Ohio State University Evaluation 30 September
Columbus, Ohio 1979
Waisman Center Public Awareness Robert Erickson 30 June 1975- $150,662
University of Wisconsin Regional Developmental Disabilities 29 June 1978
Madison, Wisconsin Program Information Center
University Affiliated Facilities Program Recreation and Leisure-Time Gary Withers 30 Scpiember $55,543
University of South Carolina Activities 1977-
Columbia, South Carolina Recreation for the Developmentally 30 September
Disabled 1980
Division of Disorders of Developmental and Leamning Recreation and Leisure George Barrof 30 September $66,963
University of North Carolina "| Region-wide Trairing in Recreation ] 1971-
Chapel Hill, North Carolina and Leisure-Time Needs of 29 September
Developmentally Disabled Youth and 1980
Adults
Child Development and Rehabilitation Center Recreation and Leisure John Keiter 1 October 1977- $49,909

University of Oregon Health Science Center

Portland, Oregon

Demonstration and Training Project,
Recreation/Leisure Time for Physically
Handicapped and Mentally Retarded’
Adolescents/Young Adults

30 September
1980

O XIGN3ddY
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Name of {he UAF

Initiation - Project Title

Georgia Retardation Center
University of Georgia
Athens, Georgia-

Rural
Develop & Descriptive Model for the
Education of Developmentally Disabled
Pre-school Children in Rural Areas

Mahalah Harrison

3 Year Project

$58,791

The Developmental Training Center
University of Indiana
Bloomington, Indiana

Rural

IFIndiann Home Teaching System:

A Comprehensive Service Model for
Rural Areas

E. C. Brown

1 October 1977-
30 September
1980

$75,600

Child Development and Mental Retardation Center
University of Washington
Seattle, Washington

Rural
A Model for Development of Services
for the Developmentally Disable.in
Rural and Remote Areas

¥

Margaret Mykut

1 October 1976~
30 September
1979

$74,609

Division of Disorders of Developmental Learning
University of North Carolina
Chapel Hill, North Carolina

~ Technical Assistance
Consultation to the Developmental
Councils

Ron Wiegerink

1 October 1976-
30 September
1978

$612,674

Developmental Training Center
Indiana University
Bloomington, Indiana

Technical Assistance
Advocacy, and Planning for
Developmentally Disabled Consumers

John Ryan

30 September
1976-
29 September
1979

1
i

J XiaN3ddv

John F. Kennedy Institute
Johns Hopkin University
Baltimore, Maryland

Technical Assistance
Enhancement of Region III Capability
to Provide Training and Technical
Assistance for Developmental
Disability Councils

A. R. Hartgrove

1 October 1976-
30 September
1978

$87,874

University Affiliated Program'
University of Mississippi
Jackson, Mississippi

Technical Assistance
Mississippi Division of Mental
Retardation University Affiliated
Program Training Technical Assistance
Project

Larry Grantham

30 September
1976~

29 September
1979

$92,654
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Division of Disorders of Developmen.t and Learning
University of Northern Carolina
Chapel Hill, No. Carolina

Technical Assistance
Regional Technical Assistance and
Training in Developmental Disabilities

George Baroff

30 September
1977-
29 September
1980

$89,880

UAF Program of South Carolina
University of South Carolina
Columbia, South Carolina

Technical Assistance
Statewide Technical Assistance and
Training Project

Mary Atkinson

30 September
1977-
30 September
1978 .

$154,728

Division of Disorders of Development and Learning
University of North Carolina
Chapel Hill, No. Carolina

Technical Assistance
Technical Assistance to Region IV

Ron Neufeld

30 September
1977-
29 September

| 1980

$117,868

Institute for the Study of Mental Retardation
and Related Disabilities

University of Michigan

Ann Arbor, Michigan

Technical Assistance
Regional Training and Technical
Assistance in Human Fulfillment

Martha Dickerson

1 October 1977-
30 September
1980

$107,986

" 5 XigNaday

Ohio University Center for Human Development
Ohio University
Athens, Ohio

Technical Assistance
Triage Assessment Placement and
Programming Systems Technical
Assistance Project

Elsie Helsel

I October 1977-
30 September
1980

$95,000

Developmental Disabilities Center for Children
Louisiania State University
New Orleans, Louisiana

Technical Assistance
Regional Training and Technical
Assistance

Judith Harris

30 September
1976~

29 September
1979

$88,333

Kansas University Affiliated Facility
University of Kansas
Lawrence Kansas

Technical Assistance
Training and Technical Assistance for
De-institutionalization

Jim Budde

30 June 1975-
29 June 1978

1.$199,702
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University of Alabama
Birmingham, Alabama

Center for Developmental and Leamning Disorders

Training
Proposal for a Network of Continuing
Education Centers for Managers of
Agencies Serving the Developmentally
Disabled

William Carove

30 September
1977-

30 September
1980

University Affiliated Center

Training

Ranjet K. Majumber

University of Oregon
Portland, Oregon

Developmental Disabilities Workshop
for State Planning Council Members in
Region X

1976-
31 August 1979

30 June 1975- $30,168
West Virginia University Prescriptive Behavior Checklist for 29 June 1978
Morgantown, W. Virginia Severely Retarded :
University Affiliated Center Training Ranjet K. Majumber | 1 October 1976- | $126,170
West Virginia University De-institutionalized Model Training 30 September
Morgantown, West Virginia Program for Teachers and Parents of 1979

Severely Disabled Adolescents Y
The Waisman Center for Mental Retardation Training Robert Erickson 1 September $50,000
University of Wisconsin Training Advocates to Work with 1977-
Madison, Wisconsin Developmentally Disabled Clients 31 July 1980
Kansas University Affiliated Facility Training James Budde' 30 September $48,492
University of Kansas Developmental Disabilities 1977-
Lawrence Kansas Management Specialty Training 21 September
1981

University Affiliated Program . Training George Tarjan 1 September $29,399
UCLA Capacity Building for Administration 1976-
Los Angeles, California of Developmental Disability Services 31 August 1978
Child Development and Rehabilitation Center Training LeRoy Carlson ] 1 September $l7,.857

University Affiliated Program
UCLA
Los Angeles, California

Training )
Advocacy Training for Head Start Staff

Andrew Pollard

" 1 September

1976-
31 August 1977

3 XIGN3ddY
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Name of the UAF

Initiation - Project TlﬂE

" “Contact, P

John F. Kennedy Center

University of Colorado
Denver, Colorado

Exemplary Services
A Coordinated Screening, Diagriosis,
and Treatment Program for

Developmentatly Handicapped Children:

William
Frankenburg

1 October 1976-

30 Septembe:
1979

Nisonger Center for Mental Retardation

Coordination of Services

University of Oregon
Eugene, Oregon

Regional Training Program in
Habilitation of the Developmentally
Disabled

1976-
31 August 1979

Ronald Kozlowski 30 September $70,000
Ohio State University Region V University Affiliated 1976-
{{ Columbus, Ohio Program (UAP) Consortium Project 29 September
1979
Institute for the Study of Mental Retardation Vocational Services Kevia Lynch 30 Jupe 1975- $94,036
and Related Disabilities Vocational Service Component 30 June 1978
University of Michigan Expansion
Ann Arbor, Michigan
Center of Human Development Vocational Training Thomas Bellamy 1 1 July 1974- $10,000
University of Oregon Increasing Efficiency of Vocational " 30 September.
Eugene, Oregon Training for the Severely Retarded 1977
Child Development and Mental Retardation Center Vocational Rehabilitation Irvin Emanuel V' April 1975- $34,928
University of Washington ) Services 30 April 1978
Seattle, Washington Child Development and Mental
Retardation Center Vocational Service
Project
Center on Human Development Habilitation Training Robert Schwarz 1 September $95,000
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Selected Language Conceming UAPs in the Last Four
Reauthorizations of the Developmental Disabilities Act

1994 Amendments.
P.L. 103-230

984 Amendments 1987 Amendments 1990 Amendments
p.L. 98-527 P.L. 100-146 P.L, 101-496

*Section 101.(b)..."(C)-to make “Sec, 101.(b)..."(1)...lo assure *Sec. 101.(b)...(3} to provide interdisciplinary *Section 101.(b)...(3) to provide interdisciplinary training and

grants to States and public and that all persons with _ tralning and technical assistance to technical assistance to professionals, paraprofessionals, family

private, non-profit agendles to developmental disabllities professionals, paraprofessionals, family members, and Individuals with developmental disabillties;..."

establish model programs, to recalve the sarvices and other | members and Individuals with developmental *(c) POLICY.--it Is the policy of the United States that all

demonstrate Innovative habilitation assistance opportunities disabllities; programs, projects, and activitfes receiving assistance under

techniques, and to train necessary to enable such (4) to advocate for public policy change and | this Act shall be carried out in a manner conslistent with the

protessional and paraprotessional persons to achleva their community acceptance of all people with principles that-- .

personnel with respect to providing maximum potential through developmental disabilitles.,, (&) indeuaIs...lncludinQ the most severe...are capable...;

services to persons with increased indepandance, (5) to promote tha inclusion of all persons (2) Individuals...and famllles...have compstencies and

davelopmental disabliities; productivity, and integration with developmental disabilities... capabliities...unique strengths...;

‘(D) to make grants to university into the community... (3) Individuals,.family members are the primary decision

affillated tacilitas to assist them in *(2) to enhance the role of COMMENTS: makers...;

administering and operating the family In assisting The 1990 Amendments added three more (4) services, supports, and other assistance are provided in

demonstration facilities for the developmental disabilities to purposes lo the UAP languaga (1) a manner that demonstrates respect for individual dignity, -4

proviston of services to persons achleve thelr maximum Interdisclplinary training and technical parson preferanca, and cultural differances; o
& || with developmental disabllities and potentlal...” assistance not only for professionals and {5) ...efforts must be made to ensure...ethnlc minority Q
= || interdlisclplinary training programs paraprofessionals, but also family members backgrounds enjoy effactive and meaningful opportunities...; 5

for parsonnel neaded to provide COMMENTS: and Individuals with disabilities; (2) advocacy (6) racruitment...must focus en bringing farger numbers of o

specialized services for these | The 1987 amendments added for policy change; and (3) the promotion of racial and ethnlc minprities Into the field...;

persons;..,* to the purpose the assurance Incluslon. (7)...communities that are responsive...ate enriched by full

that all parsons with disabilities and active participation...of individuals with disabllities and
COMMENTS: will recelve services and thelr tamilies; and
The 1984 amendments of the DD assistance to maximize thelr

(8) Individuals...have access o ppontunities and the
necessary support to be Included In community life...”

Act reflect the purpose of UAPs in potential and added the
a manner simllar to that described consumer outcomes of

In 1972 (Le., astablishing a modal productivity, indepandence, COMMENTS: .

program to demonstrate Innovative and Integration Into the Under purpose, the 1994 Amendments simply clean up the
technlques and to provide training community. language of previous amendments.

for professionals and ’ .

paraprofessionals. The purpose also added The new section an policy states the valiies and the beliefs,
’ enhancing the role of the selting the framework for value-based piogramming.

The purpose of the grant was to family to the purpose of the ’

asslst In providing administrative ‘act. P

and operaling funds.




1984 Amendments 1987 Amendments 1930 Amendments 1994 Amendments ‘
P.L. 98-527 P.L. 100-146 L. 101-496 P.L. 103-230
‘Sec. 102...*(13) The term 'Sec. 102...°(18) The term *Sec. 102...*(18) The term ‘university affiliated "Sec. 102..."(30) UNIVERSITY AFFILIATED PROGRAMS
university affillated tacliity means a ‘unlversity effiliated program' program® means a program oparated by a The term ‘unlversity affillated program’' means a university
public or nonprofit tacllity which Is means a program operated by public or nonprofit private entity which Is affillated program established under section 152.*
assoclated with, or Is an Integral a public or nenprofit private assoclated with, or Is an Integral part of a
part of, a college or unlversity and entity, Including parents of college or unlversity and which provides for at COMMENTS:
which provides for at least the persons with developmental | least the following activities: The 1994 Amendments provided clarification of language in
following actlivities: disabitities, professionals, (A} Interdisciplinary training for parsonnsl previous amendments. :
“(A) Interdisciplinary training for | paraprofessionals, students, | concerned with deveiopmental disabilities,
parsonnel concarned with and volunteers, which Is Including parents of persons with
devsiopmental disabliiies which is associated with, or Is an developmental disabllities, professional,
conducted at the facillty and integral part of, a college or paraprofessionals, students, and volunteers,
through outreach actvities; university and which provides which s conducted at a facility and through
*(B) Demonstration of-- for at least the following outreach activities.
*(Iy examplary servicas activities;...* {B) Demonstration of--..." : 7
relating to persons with
developmental disabilitles in [The remaining language [The remaining language in defining UAPs was
settings which are Integrated In the defining the activities of UAPs- the same as in 1987.) .
community; and . was the sama as the 1984 >
*(li) technical assistance to .| Amendmants.] COMMENTS: 3
O || generic and speclalized agencles to in the 1990 Amendments tha words "entity, f_“;\
K> || provide services to Increase the COMMENTS: including parents of persons with =]
Independence, productivity, and The 1987 Amendments added developmental disabilities, professionals, >
integration Into the communlty of to lhe definition of the UAP an paraprofessionals, studants, and volunteers® e
persons with developmental entity that Includes parents of was dropped [rom the term ‘university affiliated
disabllities, such as the persons with developmental program® and put under ‘intardisciplinary.’
development and Improvemant of disablilties, professionals,
quallty assurance mechanisms. paraprofessionals, students,
*(C)(l) Dissemination of findings | and voluntears, j} —
relating to the provislon of services 3
under subparagraph (B) of this Nota also that in 1987 the
paragraph, and (i) providing amendments changed the
researchers and government name from a Unlversity
agencles sponsoring service- Affiliated Facllity to a
related research with Information on | Unlversity Atfillated Program.
the needs for further service-related N .
research which would provida data
and Information that will assist in :
increasing the Independencs,
productivity, and Integration Into the
community ot persons with Lo
developmental disabliities... !
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1984 Amendments
P.L, 98-527

1987 Amendments
P.L. 100-148

1930 Amendments
_ P.L.101-496

P D' UNIVERSITY: AFFILIATED PROG

*Purpose - “Sec. 151. The purpose
of this part I8 to provida for grants
to unlversity affiliated facilities to
assist In the provision of
Interdisciplinary tralning, the
conduct of sarvice démonstration
programs, and the dissemination of
information which will Increase and
support the Independence,
productivity, and Integration Into the
community of persons with
‘developmentai disabiliies.

*Purpose - *Sec. 151, The
purposae of this part is to
provida for grants to university
affiliated programs to assist in
the provislon of
interdisciplinary tralning, the
damonstration of exemplary
services and technlical
assistance, and the
dissernination of informaticn
which will Increase and
support the Independenca,
productivity, and integration
into the community of paersons
with developmental disabilities.

COMMENTS:

The 1987 Amendments
changed the language which
spacifies that UAPs would
conduct service damonstration
programs, that thay would
damonstrate exemplary service
and technical assistance
programs,

This Is a very significant
change, for initally, UAPs
ware expected 1o conduct
and/or operate exemplary
sarvica programs, After 1987,
the expectation was to
demonstrate which could be
addressed In a number of
ways, Including assoclations
with exemplary service
pregrams.

. Also added was the

axpectation of technical
assistance.

*Purpose - Sec, 151, The purpose of this part
is to provide for-grant to univaerslty affillated
programs to assist in the provision of
Interdisciplinary tralning, the demonstration of
exemplary services and technical assistance,
and the dissemination of information which will
increase and support the independence,
productivity, and Integration In the community
of parsons with developmental disabllities.

‘productivity, and inclusion. Preservice Interdisclplinary training

‘Sec. 151. PURPOSE AND SCOPE OF ACTIVITIES The
purpose of this part is to provide for grants to university
affillated programs that are Interdisciplinary programs operated
by unlversitles, or by public or nonprofit entities associated
with a collega or univarsity, to provide a laadershlp role in the
promotion of indapendence, productivity, and integration and
Incluslon into the community of individuais with developmental
disabliiies through the provision of the following activities,
which are conducted in a culturally competent manner:

(1) Interdisciplinary prasarvice praparation of students and
fellows, Including the preparation of leadership personnel.

(2) Community service activities that shall include
communlty tralning and technical asslstance for or with
Individuals with developmental disabilities, famity members of
Individuals with developmental disabilities, protessionals,
paraprofessionals, students, and volunteers, Such activities
may Include state-of-the-ar direct services inctuding famity
suppont, Individual support, personal assistance services,
educational, vocational, clinical, health, prevention, or other
direct services.

{3) Dissemination of Information and research findings,
which may Include the empirical validation of activities relevant
to the purposes desgrbed In paragraphs {1) and (2) and
contributions to the development of new knowledge In the field
of developmental disabilities.* :

COMMENTS:
The 1994 language includes the expectations that UAPs will
provide a leadership role in prom.oting independence,

Is added as an expactation, Including the preparation of
leadership personnel, and community service activities
includes tralning and technical assistance. The expectation
that UAPs would provide direct sarvice.: Is listed as optional.
Additional language Is added to describe research findings
which Include emplrical valldation of ac'ivities relevant to
dissemination,

1994 Amendmen's
" P.L. 103230 ) .
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1984 Amendments
P.L. 98-527

1987 Amendments
P.L. 100-146

‘Grant Authority - ‘Sec. 152.(a)
From appropriations under section
154, the Secro-tary shall make
grants to univarsity afflliated
facilities to asslst in the-
administration and operation of the
activitles described in section
102(13).

*(b) The Secretary may make
one or more grants to a unlversity
affillated facllity recelving a grant
under subsection (a) to sup-port
one or more of the following
activities...

(A} & study of the feasibliity
of establishing a university affitiated
facllity or a satellite center In an
area not served by a university
aftillated facllity...

‘Grant Authorlty - *Sec. 152.
(a)...to assist In the
administration and oparation of
the actl-vities described In
section 102(18),

*(b) (1} (A) (a) to support
tralning projects to traln
parsonnal to addrass the
neads ol par-sons with
davelopmantal disabilities in
areas of emerging national
slgnificance, particularly
projects lo train personnel In
the areas of eary Intarvantion
programs (as described in
para-graph (2)), programs for
elderly parsons with
developmental disabliitles (as
described In paragraph (3)),
and communlty-based service
programs (as described in
paragraph (4))...

COMMENTS:

The 1987 Amendments added
additional grant authority to
support training projects in
sarly intervention, elderly, and
community-basad service
programs (paraprofessionals).”

"Grant Authority - Sec. 152.(a)..." (Same as
1587.)
. {bY(1}A) From amounts eppropriated under
section 154(b), the Secretary shali make
grants to universlty affillated programs
recalving grants under subsection (a) to
support tralnlng projects to train personnel to
address the needs of persons with de-
velopmantal disabllilles In areas of emerging
na-tional significancs, particularly...early inter-
vantion...eldady persons with developmental
dis-abllities...community-based service
programs.., positive behavior management
programs...and pro-grams In other aregs of
national significance as de-termined by the
unlversity affilfated program in con-sultation
with the State Planning Councll {as describpd
In paragraph (7})).

(B)(l) Grants awarded undat this

(D) The Secratary shall require
approprate technical and qualitative peer
review of applications for assistance...

{1} The university affillated program shall
present evidence that core tralning assisted by
funds awardad under this section is--

(1) competency and value based;

(1) designed to facllitate
Independencs, productlvity and Integration for
persons with developmental disabilitles; and

(1) evaluated utilizing state of the art
evaluation techniques In the programmatic
areas selected.

(1) Core tralnlng shall-- .

. (1) represent state-of-the-art
techniques

(l1) be conducted In consultation with
the cltizens advisory group ... and the state
develop-mental disabilitles planning councl;

(ll1) be Integrated Into the apprapriate
unl-versity affiliated program -and university
curreulum;

(IV) be Integrated with relevant state
agencles...

(V)...be conducted in environmaents
where services are actually delivered;...*

1990 Amendments
P.L. 101-496

. grants lo university affillated programs to assist in the

subsection shall be in the amount of $90,000...

| developmental disabliities and thelr familles; and

1994 Amendments
P.L. 103-230

*Sec. 152, GRANT AUTHORITY.
(a) ADMINISTRATION AND OPEHATIONS.--From
appropriations-under section 154(a), the Secretary shall make

administration and operation of the activities dascribed In
sactlon 151, Grants may be awarded fo* a period not to
excead 5 years.

{b) TRAINING PROJECTS.~

(1) IN GENERAL.~-From amounts appropriated undec
section 156(a), the Secretary shall make grants to university
affiliated programs recelving grants under subsection (a) to
support training projects to iraln personnsl to address the
needs of individuals with devsiopmental disabilitles in areas of
emarging national signlficancs, as dascribed In paragraph (3).
Grants awarded under this subsection shall be awarded on a
competitive basis and may be awarded for a paried not to
exceed 5 years.... ’

(3) AREAS OF FOCUS.--...

(A) EARLY INTERVENTION...

(B) AGING...

(C} COMMUNITY SERVICES...

{D) POSITIVE BEHAVIORAL SUPPORTS... -
{E} ASSISTIVE TECHNOLOGY SERVICES...
(F) AMERICANS WITH DISABILITIES ACT...
(G) COMMUNITY TRANSITION...

(H) OTHER AREAS...

{4) COURSES, TRAINEESHIPS.AND FELLOWSHIPS.--
Grants under this subsection may be used by university
affillated programs to-

(A) assist In paylng the costs of courses of training or
study for parsonnsl lo provide services for Individuals with

(B) establish fellowships or tralneeships providing such
stipends and allowancas as may be determined by the
Secretary...

(6)..." ‘

{The remalning ianguage which dascribes the application and
requirements of the training is similar to that provided in the
1990 Amendments, with the addition that tralning should be
Interdisclplinary to the extent possible, utilize strategies to
recrult and traln membars from raclel and ethnic minorities,
and address Issues of cultural competence In the training
provided.}

o
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1984 Amendments
P.L. 98-527

1387 Amendments
P.L. 100-146

1990 Amendments
P.L, 101-496

COMMENTS:
The 1990 Amendmants addaed three tralning
Initia-tivas--positive behavior management,
assistive technology, and lralning--determined
in consultation with state planning council. It
st the size of the tralning grants, requlred
pear reviews of applicants, and defined
tralning requirements (i.e., competency and
value-based, state-of-the-art, integrated into
appropriate unlversity currculum, integrated
with relevant state agencles, conducted in a
sarvice environment),

‘Sec, 153. {(a) Not later than six

months after the date of the
enactment of the Developmental
Disabliities Act of 1984, the
Secrstary shall establish by
regulation standards for university
affillated factlities. Such standards
shall reflect the spacial needs of
persons with developmental
disabilities who are of various ages,
and shall Include perdormance
standards relating to each of the
activities described in section
102(13)...

"Sec. 153. {a) Not later than
slx months after the date of
the enactment...the Secretary
shall establish by regulation
standards for unlversity
alfilated programs. Such
standards shall reflect the
speclal needs of all parsons
with developmental disabilities
who are of varlous ages, and
shall Include performance
standards relating to each of
the actlvitles described in
saction 102(18).

"Sec. 153.(a) Not later than six months after
the date of the enactment of the
Developmantal Disabllities Act of 1984, the
Secretary shall establish by regulation
standards for university affllialed programs.

-Such standards shall reflect the speclal needs

of all persons with developmental disabilities
who are of varlous ages, and shall Include
performance' standards relating to sach of the
activitles described In sectlon 102(18)....
(e)(1)...(4) Including on-site visils or
ingpactions as necessary. Such peer review
shafl be coordinated as appropriate, with the
paeer review described in section 152(b)(1)(D).

COMMENTS:

The standards Includad site visits or
Inspections as necessary, along with peer
reviews,

‘Sec, 153. APPLICATIONS... (b) STANDARDS.-- Not later
than 12 months after the date of the enactment of the
developmental disabllities assistance and bill of rights act
emendments of 1994, the Secretary shall establish by
regutation standards for university affillated programs. such
standards shall refiect the special needs of all individuals with
developmental disabilities who are of various ages, and shall
Include pedommance standards relating to each of the activities
described in section 151...

(d) CONSUMER ADVISORY COMMITTEE.--The Secretary
shalt only make grants under-sectlon 152(a) to university
atflilated programs that establish a consumer advisory
committes comprised of individuals with developmental
disabiiities, tamity members of individuals with developmental
disabllities, representatives of State protection and advocacy
systems, State developmental disabllities councils (including
State service agency directors), local agenciss, and private
nonprofit groups concerned with providing services tfor
Individuals with developmental disabllities which may include
rapresentatives from parent, training, and Information centers.
The consumer advisory committes shall reflect the racial and
-ethnic diverslty of the geographic area sarved by the university
affitiated program...”

COMMENTS:
Theanguage conceming standards Is virtually the same
although sfightly clarified.

The 1994 Amendments added the requirement of the
censumer advisory and describes the representation of the
committee. The language through the 1994 Amendments
stresses expanded services to raclal and ethnlc minorities and
cultural compelence.
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University Affiliated Program Funding Patterns

Fiscal Data Reported 1975-76 Fiscal Data Reported 1980-81
(Farlee, 1976) (Boggs, 1983)
Federal $ Federal
DDO 36 5,569,000 $25,000 - $250,000 ADD Core Support 41 7,000,000 | $126,515 - $348,211
Other DDO not reported Other ADD 11 1,243,813 | $33,000 - $200,000
separately . .
MCH Training 23 15,560,000 $180,000 - $2,415,0’OO MCH Training 21 16,676,289 | $50,000 - $1,779,297
Other MCH not reported Other MCH 8 1,648,600 | $14,900 - $594,507
separately 1
Education (BEH) 24 3,092,000 $5,000 - $871,000 Education (OSEP) 25 5,826,550 | $30.000 - $1,354,109 %
2
Other federal 25 6,908,000 $12,000 - $1,124,000 Other federal 19 4,990,958 | $23,300 - $1,034,414 ,;:,
agencies agencies i 1
Total Federal 43 $31,129,000 Total federal $37,368,210
Non-federal Nonfederal
General Funds 26 7,980,000 $3,000 - $2,095,000 General Funds 33 20,271,372 | $8,675 - $4,802,269
State and local 36 36,783,000 $1,000 - $11,640,000 State and local 32 36,532,490 | $41,892 - $13,958,755
grants & contracts grants & contracts
Fees 12 1,195,000 $4,000 - $313,000 Fees 21 2,126,103 | $700 - $428,583
Other state and local lé 6,029,000 $6,000 - $1,795,000 Other state and 32 4,228,650 | $2,400 - $1,165,033
support focal support
Total Non-federal 45 $51,987,000 Total Non-Federal 46 $63,7157,615
TOTAL $83,116,000 » ‘TOTAL $99,271,405

s and special projects

DDO iﬁnamg mcludes UAP core iﬁna E i




Summary of Data on UAP Fiscal Support

Reported as Part of the National Information Reporting System (NIRS)*

¢3

Source of Information "Annual "Making a "Data | "Data "Data
ource o Report" Difference" Trends" Trends" Reference"
Year 1987 1988 1989 1990 1991
University General Funds n=42 n=46 n=52 n=54 n=54
36,000 32,100 33,300 28,000 30,089
Fees, including insurance and
reimbursement 18,000 16,200 23,100 28,779
In-kind match : _
9,900 11,500 8,300 11,000 7,836
Other Source 5,000 2,300 2,400 5,000 4,120
Grants and Contracts 90,300 114,800 119,000 143,625
Federal Agencies 78,000 78,000
ADD Core Support
MCH _
Grants from DD Councils and
State Agencies o 36,000 14,000
Grants from Local Service and 19,000
Provider Agencies
Total of all sources of support ) n=42
: 141,764 152,400 191,500 203,000 237,835

“ Documents prepared by AAUAP as part of the National Information and Report{fig System funded by MCH and ADD.

** In Thousands
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MM . APPENDIX F h

| . |

Early Health, Education, and Welfare Activities
Addressing the Needs of the Mentally Retarded’

m954 Mental retardation identified as a Title V program priority in report to

Congress.

1955 | Mental retardation, a departmental priority. Secretary’s Committee on Mental
Retardation established. Specific program components assigned to units in the
department. Clinical services, evaluation, diagnosis, management, assistance to
‘families, assigned Title V agencies.

National Association of Retarded Children "Federal Program of Action" called
 for development of clinical services.

1956 | Authorized use of Title V funds to }assist state Maternal and Child Health

programs launch special projects to provide alternatives to institutional care.
1 Funds also authonzcd for training of staff to deliver these services.

1957 | Congressional appropriation increased Title V of the Soc1al Security Act and
.| earmarked special projects for children with mental retardatlon

1959 | Title v Technical Adwsory Commlttee estabhshed with representaﬁon from

state agencies and medical centers, parents, and consumers. Objectives include:

1. Primary prevention (PKU screening and treatment)

2. Diagnostic adjuncts to clinical services to improve diagnosis.

3. Expansion of multi-disciplinary teams (OTs, PTs, nutrition, child
development specialists. '

4. Training of personnel to provide these services (orientation,
inservice, undergraduate, and graduate.

1960 | At least one special project in MR in 46 states. 14,000 children and families
being served, three-fourths under 10 years of age. 25,000 professionals
receiving short-term training. Fourteen states were operating special prajects
via subcontracts with pediatric departments in medical schools.

Amendments to Title V of the Social Security Act, P.L. 88-778 (Matemal‘ and
Child Health and Crippled Children Programs) to provide special p"OjeCtS
grants, 124 % of the total amount of appropriation.

These amendments provided the basis for earmarked special mental retardation
funds to institutions of higher education for special demonstration, traveling
clinics, field trials, screening, and bio-chemical laboratory procedures.

* Hormuth (1981)
Hormuth (1964)
Braddock (1986a)
Children’s Bureau (1964) F-1

/



M APPENDIX F _

1 |

,Date

_ Activity

1962

' recommendations relate specifically to Title V programs:

President’s Panel on Mental Retardation appointed.
October 1962 Panel’s Report publlshed "A Proposed Program for National
Action to Combat Mental Retardation".

Of the more than 95 recommendations for action, the following 5

1. - Need to develop a primary prevention program
. Expansion and increased appropriations to clinical programs
3. Extension and expansion of newbomn screéning, management of
metabolic disorders
4. Expansion of cytogenetics laboratories and genetics counsclmg
5. Recommend earmarked funds for children’s programs similar to
the 1956 Appropriations Committee action 3

1963

-| may lead to mental retardation, and through planning for comprehensive data to

P.L. 88-157 "of the Maternal and Child Health and Mental Retardation
Planning Amendments of 1963"--an Act "to amend the Social Security Act to
assist the states and communities in preventing and combatting mental
retardation through expansion and improvement of Maternal and Child Health
and Crippled Children’s Programs through provisions of prenatal, maternal and
infant care for individuals with conditions associated with childbearing which

combat mental retardation, and for other purposes. "

P.L. 88-164 the Mental Retardation Facilities and Community Mental Health
Centers Construction Act. Authorization for construction of umvemty affiliated

facilities, smfﬁng not 1ncluded

1964

1P.L. 88-156 and P.L. 83-268, an additional $5 millioh to Matemal and Child

Health and Services for Crippled Children, and $5 million for special projects
for Maternal and Infant Care. Earmarked funds for special projects for
mentally retarded children.

1965

P.L. 88-605, increase of $30 million in Title V appropriations and CC
earmarked funds for increased services to the mentally retarded. -MR/Child
Development clinics, newborn screening, increased training opﬁortunitics.

Secretary’s Committee on Mental Retardation recommends assigning
responsibility for Title V Health Service Training within UAFs under

construction.

Section 516 of Title V of the Social Secunity Amendments, P.L. §9-97,
provided authority for Title V agency to support training in UAFs.

1967

Section 516 changed to Section 511 and broadened to include training of
personnel for health-care related service for mothers and children. Special
attention given to undergraduate training.

F-2
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FEDERAL AGENCY RESPONSIBLE FOR THE
UNIVERSITY AFFILIATED PROGRAM,
AGENCIES TO WHICH IT REPORTED,

NAMES AND DATES OF DIRECTORS

1964 Mental Retardation Branch Dr. Paul Pearson, Director Division of Chronic Disease in the U.S. Public
- Health Service
1966 Mental Retardation Branch Dr. Robert Jazlow, Director
1967 Mental Retardation Division Dr. Robert Jazlow, Director Rehabilitation Service Administration under Dr.
‘ Edward Newman within the new agency Social and
Rehabilitation Services
1971 Division of Developmental Disabilities Francis X. Lynch, Director Rehabilitation Service Administration under Dr.
Newman :
1977 Developmental Disabilities Office Francis X. Lynch, Director Office of Human Development
- b3
1980 Administration on Developmental Disabilities | Evelyn Provitt, Director Office of Human Development 3
o m
’ . g . . z
- 1982 Administration onn Developmental Disabilities Francis X. Lynch, Acting Office of Human Development >9<
1983 Administration on Developmental Disabilities | Dr. Jean Elder, Commissioner Office of Human Dévelopment Services in the e
Department of Health and Human Services
1987 Administration on Developmental Disabilities | Casey Wichlacz, Acting Office.of Human Development Services in the
Bob Stovernor, Acting Department of Health and Human Services '
Lucy Biggs, Commissioner T
1988 Administration on Developmental Disabilities | Carolyn Doplett Gray, _Office of Human Development Services in the
Commissioner Department of Health and Human Services
1989 Administration on Developmental Disabilities | William Wolstine, Acting Office of Human Development “ervices in the
Department of Health and Human Services
1989 Administration on Developmental Disabillities | Deborah McFadden, Office of Human Development Services in the
Commissioner Department of Health and Human Sc:.vices i
1993 Administration on' Developmental Disabilities | William Wolstine, Acting Administration on Youth and Familie:
Robert Williams, Commissioner :
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‘ Leadership of AAUAP
N
1967-79 Robert W. Deishler
l 1969-70 William M. Gibson Cynthia Strudevant
| 1970-71 | Margaret P. Giannini Robert McNeill -
' 1971-72 | Charles C. Davis Robert McNeill . -
. 1972-73 Robert G. Jordan Robert McNeill
1973-74 Tohn H. Meier Robert McNeill
. 1974-75. Harvey A. Stevens " Robert McNeill‘
1975-76 Paul H. Pierson Robert NcNeill
. 1976-77 Charles V. Keeran Seldon Todd
- o777 Phyllis R. Magab Seldon Todd
I 1978~;79 fack H. Rubinstein Seldon Todd
1979-80 Victor D. Menashe Seldon Todd
i 1980-81 - Herbert G. Cohen Seldon Todd
l 1981-82 Yames F. Budde Leonard Hall
_ 19827-83 Alan C. Crocker Léonard Héll
' 1983-84 Alfred Healy Leonard Hall
1984-85 1 Marvin G. Fifield Leonard Hall
. 1985-86 Hugo W. Moser William Jones
l 1986-87 Michael J. Guralnick William Jones
1987-88 Ansiey Bacon William Jones
I 1988-89 Terrence R. Dolan William Jones -
1989-90 Gerald Golden William Jones
l 1990-91 Robert Stempfel William Jones
1991-92 Deborah Spitalnik William Jones
l 1992-93 Gary W. Goldstein William Jones
I 1993-94 Carl Calkin William Jones
H-1
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Paradxgm Shifts in the Disability Field
Over the Past 30 Years

1960 1965 1970 1975 1980 1985 1990 1995

i Major Leglslative Service Pravisions

Y Amedoans with Disabilities
Deavelopmental Disabiliies Adt (1970) Consumer Outoomes (1984) Ad:(1990

Social SeounyAmehd'n ents

o v i Vooational Renabilitation : Reasonabils Acoommodaltion
Title V (1952) 7 : Aot (1973&4 . Essertial Job Elemerts
Presidants Panel on : Sedlion § : Infant & Toddler Program :
: Mental Relardation (1962) i Non-discrimination : @ :

Independent Living H 1o8e) :
- : Eduocation lor All Handicapped Assistive Teohnol Presumed Elibility
MR/MH Fadlities (1963) : Chitdren (1974) : Consumet Hespo:gma (1989)

i sProtection & Advooroy (1975)
............... ;,t,i £ o (1979
Institutienatizalion Service Settings .
: : indlusion
Job Traini . : .
Alternatives to i 4 Supported Employmert Swpal Systems
instittionalization De-lostitctionalizat c s . :
JICFMR o-institutionalization ommunity-Based Services H
Group Homas/ : R . Integralion in B
ommarily Living) :x;&&‘;’wgﬁ EE:‘;‘:;‘?]?)N Generio Servioes : Full Inclusion
- Shelterad Workshops Resourde Room Supported Living (1988)
— N .
Patients : Termlmlogy Used to Describe Indlvlduals with Disabliites
Mertal Relardation . Developm er\nl Disabled X . Persons wilh Disabilities

(Calegorioal dlassifioation)

(Peopla First)

(Groupng o( valegories)
: Handioapped (1975)

: Consumers

Cliants

Isofation and f ; Treatment or Intervention Practices

Separale Programs |

o . : ) Transition indeépendance
Diagnosis and Tminlng Emphasis . .
Evaluation : Supported Employment

Early latervention

Health and Protection Basio Skitls Training

Enclusion

Family Support

Advitias and Cratts Fundtional Skills Training Indepandance

Model Damonstration Programs Modiicalion of Ervironment
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Perlod In Which Service Elements or Initlatives Were Undertaken
by First Generation UAPs

Tertiary Diagnostic Evaluation . 21 72 0 0 0 0 0 0 24 83

Clinical Training for health and Allied 22 76 1 3 0 0 0 0 25 86

Health Personnel

Education, Demonstration, Treatment 18 62 1 3 0 0 0 0 ' 17 59

Program .

Applied Research 21 72 3 10 1 3 1 3 27 93

Prevention 9 31 4 14 1 3 4 14 20 69

Case Management 10 34 2 7 1| 3 )12 41 2 8 .
e Genetics 18 62 0 0 1 3 0 0 20 69 é
- Manpower Planning 8 28 4 14 2 7 3 10 19 66 %

Telecommunications 5 17 3 10 3 10 1 iE 15 52 ‘

Alternatives to Institutionalization 7 24 6 21 3 10 3 10 17 59

Rights of Individutals with Disabilities 7 24 4 14 3 10 0 0 16 55

Special Needs/Adoption/Foster Care 0 0 4 14 3 10 7 24 13 45

Establish Satellite Centers 1 3 3 10 4 14 1 3 4 14

Mainstreaming/I east Restrictive 3 10 11 38 5 17 1 3 20 69

Placement/Eductional Inclusion

Service to Adults with Disabilities 9 | 31 7 24 7 24 1 3 25 86

Volunteerism ) 4 14 1 3 . 2 7 0 0 5 17

Service to Aging Individuals with 1 3 2 7 4 14 = 10 34 16 55

Developmental Disabilities :




Work with Community College 8 28 3 th 4 - 14 4 14. 16 55
Community-based Service 7 24 - 9 31 3 10 4 14 26 90
Minority Recriiitment 7 . 24 4 14 1 3 11 38 22 76
Service to Minority Clients 19 66 1 3 2' 7 1 3 24 &3
Historic Black College Initiative 0 0 1 3 1 3 0 0 1 3
Early Intervention Implementation 2 7 3 10 1 3 16 55 25 86.
Direct Care Service Training "6 21 4 14 3 10 9 31 18 62
Employment Initiative 2 7 3 10 7 24 N 17 15 52
Dual Diagnosis 4 14 3 10 1 3 7 24 17 59
Family Support 6 21 5 17 5 17 6 21 21 72
UAP Program Evaluation 3 10 3 10 8 28 7 24 22 76
Assistive Technology 2 7 l 3 0 0 15 .52 18 62
Non-MR/DD 13 45 3 10 2 7 2 7 22 .76
Agent Orange 0 0 0 0 0 0 10 - 34 11 38
HIV Pediatric AIDS 0 0 0 0 3 10 9 31 14 - 48
Transition 3 10 2 7 7 - 24 6 21 9 66
Autism 5 17 6 21 3 10 2 7 17 59
UAP Consumer Advisory Council 4 14 0 0 3 10 14 48 VA 86
Advocacy Training 3 10 6 21 4 14 3 10 17 59
High-Risk Infant Followup 4 14 4 14 7 24 6 21 24 83
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APPENDIX K
The Impact of Legislative Provisions on UAPs

MRDD n % n % ) n %
{1) PL 88-164 high 20| 68.97 high high
Mental ReFardatuan moderate 2 6.90 modarate modarate 2 20
Construction Program o | :
29 limited | 71 24.14 limited 11} 100.00 limited 8 80
{(2) PL 91-517 high 20| 68.97 high' 1 3.09y high 2 20
DD Service and Facilities moderate 4y 13.79 moderate | 0.00 moderate | 2 20
Construction Act .
! 29 limited 5 17.24 limited 10 90.91 limited [§] 60
(3} PL 94-103 high 11 37.93 high 1] 9.09 high
DD Assistance & Bill of Rights ' ]
Act, 1975 Amendments moderate 7 24.14 moderate 4 36.36 maoderate 3 30
30 limited 121 41.38 limited 6] 54.55 limited 7 70 2
1 (4) PL 95-602 high 7 24,14 high 1 9.09 high 1 10 5
DD Asslistance & Bill of Rights y Y r =]
Act, 1978 Amendments moderate 11. 37.93 moderate 5 45.46] moderatg. 2 20 2
B 29 limited | 37.93 limited 5 45.46 limited 7 70
(5) PL 98-527 high 71 24.14 high 6 54.55 high 3 30
DD Assistance & Bill of Rights ™0 o ate 14] 48.28|] moderate 3| 27.27]  moderate 3 30
Act, 1984 Amendments - . -
29 limited 8] 27.59 limited 2 18.18 limited 4 40
(6) PL 100-146 high 8] 27.69 high 1 9.09 high-
DD Assistance & Bill of Rights moderate 11 37.93 moderate 10 390.91 moderate 4 40
Act, 1987 Amendments - .
29 limited 10| 34.48 limited 0.00 limited 6 60
{7) PL 101-496 . high 0.00 high ) 1] . 9.09 “high
DD Assistance & Biil of Rights - B
Act, 1990 Amendments roderate 12 41.38‘ moderate 8 54,55 moderate 3 30
29 limited 17} 58.62 limited 4 36.36 limited 7 70




t Generation: "

Social Security

n

(1) Title V high 9| 31.03 high 0.00 high

Social Security Amendments -

of 1955 established the moderate 6| 20.69 moderate 0.00 moderate 10

Division of MCH 29 limited 14} 48.28 limited 11| 100.00 limited 90

{2) PL 86-778 high 51 17.24 high 1 9.09 high 10

Social Security Amendments .

of 1960, Special Projects moderate 13] 44.83 moderate 1 9.09 moderate 20

Grants of National : )

Significance a3 limited 11| 37.93 limited. 9] 81.82 limited 70

(3) PL 838-77 high 13.79 high 0.00 high

Social Security Amendments -

of 1965, Section 516 Training moderate 20.69 moderate 2 18.18‘ moderate 20
29 limited 19| .65.52 limited 9 81.82 limited]| .. 80

{4) PL 90-248 high 20.69 high 1 9.09 high

Social Security Amendments - ;

of 1966, Section 511 Training moderate 27.59 moderate 0.00 moderate 40

: 29 limited 15} 51.72 limited 10 90.91 iimited | 60
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Education % . %
{1) PL 89-750 high s| 17.24 high -0.00 high
ESEA Amendments of 1966 - .
established Bureau of moderate 2 6.90 moderate 1 9.09 moderate 1 10
Education for the Handicappod limited 22| 75.86 limited 10| s0.91. limited sl 90
(2) PL 93-380 high 2|  6.90 high 0.00 high
ESEA Amendments of 1975, moderate 8] 27.59 moderate 0.00 moderate 2] 20
Buckley Amendmeénts : — -
. 29 limited 19] 65.52}" limited 11] 100.00 limited 8 80
{3) PL 94-142 high 18 62.07 high 4 36.36 “high 3 30
Education for All Handicapped e Y .
Children Act of 1975 moderate 9{ 31.03 moderate » 4 36.36 moderate 4 40
29 limited 2 6.90 limited 31 .7 27.27 fimited 3 30
{4) PL 98-199 high 4 13.79 high 1 9.08 high 1 10
EAHC 1983 Amendments, )
Trans moderate 10} 34.48 moderate 4 38.36 moderate 3 30
29 limited 15 51,72 limited 6 54.55 limited 6 60
{5} PL 99-457 high 8 27.59 high 0.00 ' high
moderate 19 : 65.52 moderate 7 63.64 moderate 9 30
29|l limited 2l 6.90 limited 36.36 limited 1 10
(6) PL101-476 high 0.00 high 0.00 high 2 20
moderate 10{ 34.48 moderate 7| 63.64 moderate 4 40
29 limited 19 65.52 limited 36.36 limited 4 40
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Rehabilitation

T
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(1) Title 1l high 41 13.79 high 1 9.09 high 1 10
moderate 13.79 moderate 1 9.09 moderate 3 30
29 limited 21 72.41 limited 9 81.82 limited 6 60
(2) Title VUL high 0.00 high 0.00 ~ high 1 10
moderate 4 13.79 moderate |. 0.00 moderate 1 10
29 limited 25( 86.21 limited 11| 100.00 limited 8 80
(3) Title VI high 3.45 high 0.00 high|
moderate 3] 10.34 moderate 1 9.09 moderate | 3 30
29 limited 25( 86.21 limited 10 90.91 limited 7t 70
(4) Part A high 10.34 high 1 9.09 high 1 10
moderate 4 13.78 moderate 0.00 moderate 1 10
29 limited 22|. 75.86 limited 10 90.81 limited "8 80
(5) Part B high 1 3.45 high 9.08 - high
moderate 5 17.24 moderate 1 8.09 moderate 10
29 limited 23| 79.3% limited 9 81.82 limited 9 90
(6) Part C high 51 17.24 high 0.00 high
" moderate 17.24 moderate 5 45.46 moderate 4 40
29 limited 19 65.52 limited 6 54.55 limited 6 60
{7) Section 504 high 5] 17.24 high 0.00 high 2 20
moderate .13.79 moderate 5 45.46 moderate 1 10
29 limited 20| 68.97 limited 6 54.55 limited 7 70
Assistive Technology high 3 10.34 high 2 18.18 high
moderate 17.24 moderate 4 36.36 moderate 2 20
29 limited| . 21 72.41 limited 5 45.46 limited 8 80
Americans with Disabilities high |- (5} 20.69 high} 1 9.09 high 1 10(}
’;‘Lﬁ 00.336 moderate) 8| 20.69| - moderate| 5| 45.46)l moderate 2 20
29 limited | 17 58.62 limited 5 45.46 Aimited 7] 70




