THE DEVELOPMENTAL DI SABI LI TI ES ASSI STANCE
AND BILL OF RIGHTS ACT

LEG SLATIVE HI STORY OF THE ACT

THE 1970 AMENDMENTS

The Devel opmental Disabilities Services and Facilities
Construction Amendnments of 1970, P.L. 91-517. constituted the
first congressional effort to address the needs of a group of
persons with handi caps designated as devel opnental 1y di sabl ed.
P.L. 91-517 anmended the Mental Retardation Facilities and
Community Health Centers Construction Act of 1963. The 1970
amendment s defined devel opmental disability to include persons
with nental retardation, cerebral palsy, epilepsy, and other
neur ol ogi cal conditions closely related to nmental retardation
which originate prior to age 18 and constitute a substanti al
handi cap.

The 1970 anmendnents authorized State allotments for
pl anni ng, services, and construction of facilities for persons
with devel opmental disabilities. A state plan was required which
was to designate a State planning and advisory council. One-
third of the Council was to be conprised of consunmers of service.
The State plan was to describe the quality and extent of services
and to show how funds were to be used to augnment, rather than
duplicate, services already avail abl e.

In Connecticut. Governor Meskill appointed the first DD
Council on March 2. 1971 and "admi nistratively |ocated" the DD
program in what was the O fice of Mental Retardation within the
Connecticut Department of Health.

Grants to help support interdisciplinary training in
institutions of higher education were authorized to help neet
shortages of personnel to provide services to persons with
devel opmental disabilities. This has become known as the
university affiliated facilities program

A National Advisory Council on Services and Facilities for
the Devel opnentally Disabled was also authorized.

THE 1975 AMENDMENTS

The Devel opmentally Disabled Assistance and Bill of Rights
Act. P.L. 94-103. required that protection and advocacy programns
be established in each State as a condition to receive a State
grant. The protection and advocacy systens are designed to
protect and advocate for the rights of persons with devel opnment al
disabilities and to pursue |egal, adm nistrative, and other
remedies to ensure the protection of rights for such persons.



In Connecticut, the Office of Protection and Advocacy was
created under state law in 1977. Connecticut's |aw expanded the
federal mandate to include persons with all types of
disabilities.

The 1975 amendments added the "Rights of the Devel opmental ly
Di sabl ed", which included congressional findings such as the
right to appropriate treatment and services designed to maximze
i ndividual potential.

The Federal discretionary grant authority was added by the
1975 amendments. Grants were authorized for demonstration
service projects, public information and for other activities
designed to improve services for persons with devel opmenta
disabilities.

The definition of developmental disability was expanded to
include autism and dyslexia, if such dyslexia resulted from one
of the other disabilities included in the definition

The 1975 Amendments defined university affiliated facility
to mean a part of a college or university that has a
demonstration service program and provides education and
training, including interdisciplinary training, to persons needed
to render service to persons with developmental disabilities.
Satellite centers were authorized to extend training and services
to unserved areas.

The Amendments added a requirement that all persons served
under authorized programs have in effect a written habilitation
plan which states long-term habilitation goals, intermediate
objectives, and a plan for service delivery.

THE 1978 AMENDMENTS

Title V of P.L. 95-602 amended the Act by authorizing a
revised definition for the term devel opmental disability. Prior
to the 1978 amendments, the term was defined to include mental
retardation, cerebral palsy, epilepsy, autism and certain other
neurol ogi cal conditions. A major provision of the 1978
Amendments modified this definition by deleting all references to
specific handicapping conditions and establishing a definition
based on functional Iimtations.

The 1978 Amendments established four priority service areas
and required that States choose not more than two priority
service areas for expenditure of not Iless than $100,000 or 65
percent of the State grant funds, whichever was greater. The
four priority service areas were: case management services,
child devel opment services, alternative commnity |iving
arrangement services, and nonvocational social-developmental
services.

The Amendments repealed authorization for the National
Advi sory Council on Services and Facilities for the
Devel opmental Iy Disabl ed.



OWNI BUS BUDGET RECONCI LI ATI ON ACT OF 1981

P.L. 97-35, the Omibus Budget Reconciliation Act of 1981.
provi ded authorization for the devel opmental disabilities
programs for FY 1983 and FY 1984 and repeal ed a requirement for
I ndi vi dual evaluations of persons served under this Act.

THE 1984 AMENDMENTS

The Devel opmental Disabilites Act of 1984, P.L 98-527,
added a statement of purpose to the Act which specifies that
programs authorized are to help assure that persons wth
devel opmental disabilities achieve their maxi num potenti al
t hrough increased independence, productivity, and integration
into the comunity.

The 1984 Anmendments added enployment-related activities as
one of the priority service areas. Enpl oyment -rel ated activities
must be one of a State's priority service activities after FY
1986 if the appropriation for the State grant program equals or
exceeds $50.25 mllion in that year. The Amendments provide that
States may choose up to three priority service areas beginning in
FY 1987. The Amendments del eted nonvocational social -
devel opmental services as a priority service area, but retained
aut horization for these services on a nonpriority basis. Also,
services to promote and coordinate activities to prevent
devel opmental disabilities were authorized by the amendnents.

The State Planning Council menbership was required by the
Amendments to include representatives of the State agencies that
adm nister the Rehabilitation Act, the Education of the
Handi capped Act, and Title XIX of the Social Security Act
(Medicaid), as such title affects persons with devel opment al
disabilities. Protection and advocacy systems, higher education
training facilities, and each university affiliated facility or
satellite center in the State are to be represented on the
Counci |

The Amendments required that not nore than 25 percent of the
State grant funds be allocated to the adm nistering agency for
the provision of services by such agency.

M nimum al | ot ments established by the Amendments provided
that when appropriations reached $47 mllion. States were to
receive a mnimum allotment of $300,000 (conpared to $250, 000
prior to the amendments), and territories were to receive a
m ni mum of $160,000 (conpared to $100,000 prior to the
amendments) .

The Anmendments prohibited States from redesignating the
agency that adm nisters the protection and advocacy system unless
the State determ nes that good cause exists for the
redesignation. States are to give notice to persons wth
devel opmental disabilities or their representatives regarding any
intention to redesignate. Information and referral services were
authorized for protection and advocacy systens.



Protection and advocacy systems were given access to the
records of persons with devel opmental disabilities living in
residential facilities if there are conplaints regarding the
facility and if the individual does not have a l|legal guardian or
the State is the legal guardian.

M nimum al |l otments established by the 1984 Amendnents
provided that when appropriations equalled or exceeded
$11 mllion. States were to receive $150,000 (conpared to $50,000
prior to the amendnments), and territories were to receive a
m ni mum of $80, 000. (There was no statuory m ninmum for
territories prior to the 1984 amendnments.)

The 1984 Anmendments provided that no new university
affiliated facilities were to be funded after FY 1985 unless a
feasiblitiy study had been conducted and the need for the facility
documented. Applications for university affiliated facilities and
satellite centers were required to provide assurances that the
human rights of persons receiving services were protected
according to section 110 of the Act, Rights of the
Devel opnental Iy Disabl ed.

\When appropriations reached $8.5 mllion, the mnimm anmunt
for a grant to a university affiliated facility was to be
$17,000. (The previous grant mnimm was $150,000.) The m ni mum
grant to a satellite center. $75,000. was not changed by the 1984
amendment s.

In Connecticut, Connecticut's University Affiliated Program
started in May 1985 as a satellite to the Rose F. Kennedy Center
UAP at the Albert Einstein College of Medicine in New York.

Adm nistratively the UAP was a unit of the University of
Connecticut's Special Education.

The UAP's off-canpus location in East Hartford reflects a
strong preference of the DD Council for a visible comunity UAP -
one that would take a |eadership role in helping nove the DD
service system in a community direction

The 1984 Anmendments specified that special projects are to
expand and inprove services to underserved groups of persons wth
devel opmental disabilities, including Native Anmericans and Native
Hawai i ans.

THE 1987 AMENDMENTS

The 1987 Amendments reaffirmed the thrust of the basic State
grant program and included several amendments that clarified and
strengthened the program The findings section of the Act
focused on the capabilities, conpetencies, and preferences as
well as the needs of persons with devel opmental disabilities and
enphasi zed the inportant role the famly and nenbers of the
comunity play in enhancing the lives of persons wth
devel opmental disabilities, especially when necessary support
services are provided.

The Act also clarified and strengthened the independence of
the State Planning Councils to carry out their advocacy role under
the Act and refocused the activities the Councils fund to include
policy analyses and other activities that are nost |ikely to have



a positive inpact on the greatest nunbers of persons wth

devel opmental disabilities. The Act also amends the State plan
to require States to take a hard |ook at how they are meeting the
needs of persons with devel opmental disabilities attributable to
a physical inmpairment, a nental inmpairment, or a conbination of
physical and mental inpairments. The bill also increased State
flexibility in selecting priority areas in which to focus their
efforts.

The Act increased the mninmum State allotment under the
basic State grant to $350, 000. It authorized to be appropriated
?62,200,000 for FY 1988. $69,000,000 for FY 1989. and $77, 400, 000

or FY 1990.

The Act added several provisions designed to enhance the
accountability of the protection and advocacy system by:
ensuring particular attention to be paid to the needs of nenbers
of racial and ethnic mnorities who are devel opmental |y disabled:
requiring the establishment of a grievance procedure: and
providing,the public with an opportunity to make public coment
on the priorities established by the System

The Act clarified that access to the records of a person
with devel opmenal disabilities applied to a person who resides or
was abused or neglected while residing in a facility for persons
with devel opmental disabilities. The Act also clarified the
authority of the protection and advocacy systemto investigate
i nci dences of abuse and neglect reported to the systemif there
IS probable cause to believe that the incidents occurred. These
changes were consistent with conparable authority set out in the

Protection and Advocacy for Mentally ill Individuals Act of 1986.
P.L. 99-319.

The Act increased the mnimum State allotment for protection
and advocacy systems to $200,000. The bill authorized to be

appropriated $20,000,000 for FY 1988: $22,000,000 for FY 1989: and
$24, 200,000 for FY 1990.

The Act retained the current focus of the part of the
| egi sl ation establishing university affiliated programs (UAPS).
which are designed to assist in the provision of
interdisciplinary training, the denonstration of exenplary
services and technical assistance and the dissem nation of
information which will increase and support the independence
productivity, and integration into the conmmunity of persons wth
devel opmental disabilities.

The Act permtted universities to apply for funds to study
the feasibility of establishing new UAPs and satellite centers
and directed the Secretary of Health and Human Services to
consi der expanding the nunmber of UAPs and centers into unserved
St at es. In addition, the Act increased the amunt of core
funding for existing UAPs. The Act required in the application
that the UAP denonstrate coordination between its activities and
the activites conducted by the State under the State plan

Separate line-itens were established for core funding and
for the funding of grants. The Act authorized to be
appropriated for core funding $9,400,000 for FY 1988.
$10, 200,000 for FY 1989, and $11, 000,000 for FY 1990. For grants



to university affiliated programs, the Act authorized to be
appropriated $4,600,000 in FY 1988, $5,6000,000 in FY 1989. and
$5, 500,000 in FY 1990.

Finally, the Act renamed the special projects part of the
Act to read "projects of national significance". The Secretary
who authorized to make grants to, or enter into contracts with,
agencies and nonprofit entitles for projects of national
significance relating to persons with devel opmental disabilities
to educate policymakers devel op an ongoing data collection
system determne the feasibility and desirability of devel oping
a nationwi de information and referral system pursuing
interagencey initiatives and other projects of sufficient size
and scope which hold prom se of expanding opportunities for
persons with devel opmental disabilities. The Act authorized to
be appropriated $3,650,000 for each of the fiscal years 1988-
1990.

THE 1990 AMENDMENTS

The 1990 Amendnents expanded the purpose of the Act to
include providing interdisciplinary training and technical
assistance to professionals, paraprofessionals. famly menbers
and individuals with devel opmental disabilities; advocacy for
public policy change and community acceptance; pronmoting
Inclusion in community life; pronoting interdependence; and
recogni zing individual contributions at home, school, work and in
recreation and leisure tinme.

The definition of devel opmental disability was clarified to
pply to infants and young children frombirth to age 5.
nclusive, whose disabilities have a high probability of resulting
n devel opmental disabilities if services are not provided.

The 1990 Anmendments replace and expand the State plan
priority area of "case management" to "System Coordination and
Community Education”™ with a focus on elimnating barriers to
access, enhancing systems design and individual, famly and
citizen involvenment.

Integration is defined as the use of the same community
resources as people without disabilities for |iving, |earning,
working and enjoying life, and the development of friendships
with persons without disabilities.

The 1990 Anmendments require the State Devel opment al
Di sabilities Planning Councils to build upon their 1990 reports
of unserved and underserved people in relation to services and
supports in future State plans and priorities.

The 1990 Amendnents strengthen the authority of the DD
Council to hire, supervise and evaluate a Director and the
authority of the Director to hire and supervise staff for the
Counci | .

The responsibilities of the designated State agency are
expressly limted to ensuring that expenditures are nmade in a
manner consistent with State |aw regarding grants and contracts,
proper accounting and bookkeeping and other fiscal controls, the
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provi sion of assurances, and the provision of admnistrative

support

Counci

services. The State agency should consult with the
on all final matters.

OrHER 1990 AMENDMVENTS | NCLUDE THE FOLLOW NG

o

Mandat es an annual statenent of objectives by the
Protection and Advocacy System in each State.

Expands the ability of the Protection & Advocacy
System to access records in selected situations of
potential harm

Requires the establishnent of a community advisory
conmttee at every University Affiliated Program

Expands the University Affiliated Program Trai ning
initiatives to include assistive technol ogy and
posi tive behavi or managenent.

Establishes criteria for training at University
Affiliated Programis including val ue-based and
conpet ency-based conponents.



COUNCIL ON DEVELOPMENTAL DISABILITIES



