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Final Rule for the Developmental Disabilities
Program

Public Law 101-496, Developmental Disabilities
Assistance and Bill of Rights Act Amendments of
1990 (42 U.S.C. 6000 et seq.);

Public Law 103-230, Developmental Disabilities
Assistance and Bill of Rights Act Amendments of
1994 (42 U.S.C. 6000 et seq.); and

Public Law 104-183, Developmental Disabilities
Assistance and Bill of Rights Act Amendments of
1996 (42 U.S.C. 6000 et seq.).

The Department published a Notice of Proposed
Ru1emaking in the FEDERAL REGISTER on May 18, 1995
(60 FR 26774-26793). All written comments were
analyzed and form the basis for the editorial and
technical changes which the Department has made in
the attached final rule which was published in the
FEDERAL REGISTER on September 30, 1996 (61 FR
51142-51166) .
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The final rule implements the Developmental
Disabilities Assistance and Bill of Rights Act
Amendments of 1990 (Pub. L. 1Ql-496) and the 1994
Amendments (Pub.L. 103-230). These regulations
will also administer the provisions of the 1996
Amendments (Pub.L. '104-183), which simply
reauthori~ed the program's authority through
Fiscal Year 1999. The rule includes guidance on
the following areas: redesignation of the
Protection and Advocacy system and the appeal
process; the Protection and Advocacy annual
statement of objectives and priorities; State

:';Devel<ipmental'Disabilitiesf Council
responsibilities and those of the Designated State
Agency; and program standards for the University
Affiliated Programs.
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EFFECTIVE
DATE: October 30, 1996

INQUIRIES TO: Administration on Developmental Disabilities
ATTN: Elsbeth L. Wyatt
Hubert H. Humphrey Building, Room 309D

'20.0 Independence Avenue, S.W.
Washington, D.C. 20201
Telephone: (202) 690-5841 or

Regional Administrators, ACF, Regions I-X

B~/g;rE(/Jft,,~/v1
Commissioner ~
Administration on Developmental

Disabilities

)

COpy TO:

ATTACHMENT:

Regional Administrators, ACF, Regions I-X
Director, Regional Operations Staff, ACF
Executive Director, National Association on
Developmental Disabilities Councils
Vice-President for Government Relations,
Consortium of Developmental Disabilities Councils
Executive Director, National Association of
Protection and Advocacy Systems, Inc.
Executive Director, American Association of
University Affiliated Programs
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DEPARTMENT OF HEALTH AND
HUMAN SERVICES '

Administration for Children and
Families

45 CFR Parts 1385, 1386, 1387, and
1388

RIN: 097O-AB11

Developmental Disabilities Program

AGENCY: Administration on
Developmental Disabilities,
Administration for Children and
Families, HHS.
ACTION: Final rule.

SUMMARY: The Department is Issuing
this final rule for the Developmental
Disabilities Program which implements
the Developmental Disabilities
Assistance and Bill of Rights Act
Amendments oft990 and the 1994
Amendments. The rule includes: ,
Requirements clarifying redesignation of
the ProteeGon and Advocacy system
and the appeal process; requirements on
the Prolection and Advocacy annual
statement of objectives; State
Developmental Disabilities Council
responsibilities .and those ofthe
Designated State'Agency; and new
program standards for the, Universily
"Affiliated Programs.
'EFFECTIVE DATE: The effective date of
'·fuese regulations is October 30,; 19Q~. ',,­
However, affected partieS do DOt have to'
comply with the inform.8t!On '.;
requirements in§§l3811..~3(a), , " '
1386.30(c). 1386;32(11), and 1386.32(b)
until the Administration for Cbildren
and Families publishes in the Federal
Register the control numbers assigned
by the Office of Management and
Budget (OMB) to these information
collection requirements. (please note
that these section~ had been p~vio!,sly
approved by OMB but the control
numbers for them have expired.)"
Publication of the control numbers
notifies the public that OMB has
a pproved these information co!lec6on
requirements under the Paperwork
Reduction Act of 1995.
FOR FURTHER INFORMATION CONTACT:
Elsbeth Wyatt, Administration on
Developmental Disabilities; Telephone:
(202) 691)-.5841 (Voice). (202) 690-6415
(TOD). These are not toll·free numbers.
This document will be made available
in accessible fonnats upon request.

SUPPLEMENTARY INFORMATION:

L Program History

In 1963. the Mental Retardation
Facilities and Construction Act (Pub.L
83-164) was enacted to plan aeGvities

and construd facilitios to providn
sorvicos to porsons with IJwlllal
retardatiol), Tilis legislation was
sub5equentiy amended by the ,
Developmental Disabilities Services and
Facilities Construction Amendments of
1970 (pub.L. 91-517) which constituted
the first Congressional effort to address
t4e needs ofa group ofpersons with '
disabilities designated as developmental
disabilities. The 1970 Amendments
defined developmental disabilities to
include individuals with mental
retardation, cerebral palsy. epilepsy and
other neurological conditions closely
related to mental retardation wbich
,originated prior to age 18 and '
constituted a subslantial disability. It
also created Stat&Planning Councils to
advocate for. plan. monitor and evaluate
services for persons with developmental
disabilities; and authorized grants for
constructing, administering and
operating Hniversity AffiHated
Facilities. The legislation authorizing
the Developmenlal Disabilities program
has ,been revised periodically. The major

, cbanges ofnote included the following:
(l)The 1975 Ameodments (Pub.t.

94-103) deleted tbe construction
authority, authorized studies to
detenilinethe feasibility of having
University Affiliated Facilities establish
Satellite Centers. established the '
Protection and Advocacy System and
added a sec60n on "Rights of the
De.velOp!llebtal1y Disabled;",
, (2) The 1978' Amendments (Pub.L.
g5,-602)includeda functional definition
ofdevelopmental disabilities; .. ,
' (3) The Developmental Dlsab.h/les
/l.mendnJentsof1984 (Pub;L. 98-527)
added a '"iiwempbasis regarding tbe
purpose of the program. to assist States
to assure that :pg:rsons with

;developmental disabilities receive the
care. treatment and other services

, necessary tll enable them 10 acbieve
their maximum potential through
Increased Independence, productivity
and int~ation into the community; and

(4) The 1987 Amendments (Pub.L.
100-146) eslablished an annual report
to Congress on the Developmental .
Disabilt'ties progrsm. The
Administration on Developmental
Disabilities (ADD) compiles this report
using Information received from the
State Planning Councils. the Protec6on
and Advocacy Systems, the University
Affiliated Programs and grantees of the
Projects of National Significance. Also
Included In the 1987 Amendments was
a special 199Q Report to Congress on the
SCQpe ao.d effectiveness of services
provided'to persons with developmental
disabilities by State agencies and an
analysis ofconsumer satisfaction. The
State Planning Councils prepared the,

Slale Reports to Aon and this
information was usod os a hosis for tlw
Report to Congress.

The Developmental Disabilities
Assistance and Bill of Rights Act
Amendments of1990, Pub.L. 101-496,
(the Act), extended authorization of
appropriations for programs under the
Act through Fiscal Year 1993 and made
·revisions that:
, (1) Add to the purpose of the Act the
commitment toward enabling all people
witb developmental disabilities,
including those with severe disabilities,
to acbieve interdependence and
inclusion into socie~y;

(2) Strengthen the independence of
State Protection and Advccacy systems;

(3) Establlsb core awards for
University Affiliated Programs training
projecls; and '

(4) Broaden the purpose of Projects of
National Significance to Include
supportive living and quality of life
opportunities.

The Developmental Disabilities
Assistance and Bill of Rights Act
Amendments of 1994, Pilb. L. 103-230,
(the Act), extended authorization of
appropriations for programs under the
Act through Fiscal Year 1996 and made
revisions that:

(1) Include findings that empbasize
respect for individual dignity, personat
preferences, and cultural differences in
'the provision of services, supports and
other assistance. and recognize that
individuals with developmental
disabilities and their families are the
primary decision-makers regarding
services. supports. and other assistance
they receive: '

(2) Ensure that individuals from
diverse racial and ethnic backgrounds
are fully included at all levels and in all
activities authorized under this Act.
Tbis includes languege regarding
unserved and underserved populations
and "culturally competent" services.
supports and other assistance;

(3) Require State Developmental
Disabilities Council activities to
promote systemic change, capacity
building and advocacy; ,

(4) Clarify the responsibilities ofthe
State Developmental Disabilities .
Council and the Designated State
Agency;

(5) Require the Protection and
Advocacy Syslem (P&A) to hire and
maintain sufficient numbers and types
of qualified staff to carry o,ut the P&A's
funeGon;

(6) Protect the confidentiality of client
'records;

(7) Require development of new
program standards for University
Affiliated Programs; and

)

)
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(8) Direct the Secretary to support
grants fo conduct an im1ostigation on
tho expansion of part B programs (State
Oevelopmental Disabilities Councils) to
individuals with severe disabilities
other than developmental disabilities.

Public Law 104-183 extends for three
years the authorization of
appropriations for programs under the
Act through Fiscal Years 1997, 1998,
and 1999.

II. Developmental Disabilities Program

A. Federal Assistance ta State
Developmental Disabilities Councils

Formula grants ·are made to each State
to support State Developmental
Disahilities Councils. The
responsibilities of the Councils are to
promote, through systemic change,
capacity building and advocacy
activities; the development of a
'consumer and farnily-<:entered,
comprehensive system; and, a
coordinated array of services, supports
and other asslstarice. These activities are
designed to achieve independence,
productivity, integration and inclusion
into the commuriity for individuals with
developmental disabilities.

B. Protedioll ond Advocacy ofthe
Right.• of Individuals With
Developmental Disabilities

Formul. grants are made to States for
the establishment af a system to protect
and advocate for the rights of '.
individuals with developmental
disabilities. This system must have the
authority to pursue legal, administrative
and other appropriate remedies to
ensure the protection of the rights of
individuals with developmental
disabilities who are receiving, or who
are eligible. to receive, treatment or
habilitation services.

C. University Affiliated Programs
Grants are made to universities, or t~

public or nonprofit entities associated
with a college or university, to establish
University Affiliated Programs (UAPs).
Activities of University Affl1iated
Programs are to be conducted in a
culturally competent manner and
include: interdisciplinary pre-service
preparation of students and fellows:
community service activities which
include community training and
technical assistance: and the·
dissemination of subsequent
informetlon and research findings.

D. Projects ofNational Significance
This program provides funding

through grants and contracts to public
or p.onprofit private entities for projects
which support national initiatives. Such
initiatives incluqe the collection of

necessary data; provision of technical therefore arc not referenced in this
assistance to State Developmental' preamble. Minor technical changes were
Disabilities Councils. protection and made in some areas for clarification
advocacy systems and university purposes but are not significant enough
affilialed programs; and support to other to highlight. in addition, we have
nationally significant activities, such as worked with the National Center for
employment and housing. Menial Health Services, Substance
III. Notice of Proposed Rulemaklng Abuse and Mental Heallh Services

(SAMHSA), to ensure that as penaitted
'The Department published a Notice of by the Developmental Disabilities

Proposed Rulemaking (NPRM) in the . Assistance and Bill of Rights Act, our
Federal Register on May 18, 199~, (60 requirements are identical or consistont
FR 26774-26793). Interested persons with the SAMHSA requirements that
were given sixty days in which to send implement the provisions of the
written comments regarding the Protection and Advocacy for bidividuals
proposed rules. During the sixty (60) with Mental Illness (PAlMI) Act.
day comment period 35 letters were
received. The comments were sent from: Part 1385-Requirements Applicable to
20 Protection and Advocacy Systems the Developmental D,isabilities Program
and Ihe National Association of Section 1385.1 Generol
Protection and Advocacy Systems
(NAPAS); 11 Developmental Disabilities Comments: Some cammenters asked
State Councils and the National that this section be revised to reflect the
Association of Developmental fact that the regulations, in addition to
Disabilities Councils (NADDC); and one governing protection and advocacy
University Affiliated Program and the (P&A) activities, impose obligations on
American Association of University service providers. e.g., access to
Affiliated Programs (MUAP). • . premises. individuals wit\!.

All written comments were analvzed . gevelopmental disabilities and their
and fona the basis for changes which records. It was recommended that
the Department has made in these final requirements in this part be applicable
rules. not only to the Developmental

Part 1335 contains provisions which Disabilities Program components but
apply to all of the.Developmental also to "facilities, and other entities,
Disabilities Programs. Part 1386 that provide treatment or habilitative
regulates the two formula grant sarvices to persons with developmental
programs: Federal Assistance to State disabilitiE;s,~·.

DevelopmentalDisabilities Councils Response:We did not make this
(part B of the Act) and the Protection change be:;ausethe purpose of part 1385
and AdvOCllcy System (Part C of the is to cover administrative requirements
Act). Part 1387al'l>lies to Projects of for ADO grantees (Protection and..
NatiOl;alSignificance (Part E of the Act); Advocacy Systems. Developmental
and Part 1388 applies to University DisabilitiesState Councils, University
Affiliated Programs (Part Dof the Act). Affiliated Programs and Projects of

National Significance).Summary ofComments and the
Depa~ent.Response Section 1385.3 Definitions

The discussion which follows Comments: Some commenters fully
includes a summary of all comments, supported the addition of a definition of
our responses to those comments, end a the. lena "Protection and Advocacy
description of the changes that have System". It was recommended that a
been made in the final rule as a result sentence be added to the proposed
of the comments. It should be noted for definition to stale what t.he specific P&A
purposes ofthese regulations that when authority was in regards to the P&A
the concept of "days" is indicated we System under the Developmental
are considering these as "calendar days" Disabilities Act.
unless othenvisespecified as "work Response: We concur with this
days." It should be noted further that we recommendation. However, in preparing
use the initials "P&A and "P&As" the final regulation we became
frequently in this pieamble for the ease concerned that defining the "Protection
of the reader and the initials stand for and Advocacy System" in this way
prolection and advocacy. The context in would lead to some confusion. The Act
which these initials are used lets the makes a distinction between the P&A
reader know whether it is the system or Agency, and the "Protection and
the agency under discussion. However, Advocacy Syslem." In order to preserve
for the most part the "P&A" initials refer this distinction, we have reformulated
to the system. the provision as the definition

A number of sections of the NPRM "Protection and Advocacy Agency" and
were not changed in the final rule and have included Ihe suggestion
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concenting the System's authority. In
addition, we have included a definition
for "developmental disabilities". The
reason for adding the definition is
addressed in the discussion foJ;'
§1386,19.

Section 1385.9 Grants administration
Comments: Some commenters fully

supported the revision to paragraph
(e)(l) of § 1385.9, recommending that
the phra.. the Secretary "does not
require" P&As to make disclosures
should read "shall not require," Also,
thay recommended that we apply this
prohibition to state and other federal
agencies.

Response: We concur with the word
change suggestion for paragraph (e)(l).
In addition, after carefully reviewing
this paragrapb again. we have reworded
it and included statutory citations for
greater clarity. Applying these
provisions to other state and Federal
agencias in aliinsta!'ces is beyond the
authority of the Developmental' .
Disabilities Act and the.. regulations.
However. ADD will work with other
Federal agencies and state governments
on the issue of access to P&A system
client records.

Comments: Some commenters fully
supported either omitting or revising the
proposed language of parsgraph (e)(2) of
§ 1385.9. They indicated that as wrilten
the regulation provides that the P&A
shall have the burden of proving .
compliance with the Act or regulations
·where HHS has found, during an' audit
or other investigation, any evidence of
noncompliance. The proposal's
imposition on the P&A of the burden of
proof regarding the agency's compliance
was viewed as being at odds with
federai due process proteclion. Another
commenter indicated that if (e)(2)
remains. then the rule contain
assurances that tho.. individuals who,
in their official capacity, have access to
personally identifiable client
information, be required to keep such

.information confidential. Further.
commenters suggested a requirement
that such personally identifiable
information be destroyed once the audit.
monitoring review, evaluation or other
investigation process is completed..

Response: We revised the propo..d
language. The regulations reiterate that
the purpo.. of obtaining personally
identifiable client information is solely
to,determine that P&As lire spending
their grant.funds awarded through Part
142 of the Developmental Disabilities
Act on serving exclusively individuals
with developmental·disabilities. We
have included language indicating that
officials who have aCcess to such
information must ¥..,p it confidential to

the maximum extent permitted by law
and reguiations. We did not change the
requirement on hurden of proof because
we do not agree with the comment that
making the P&A system bear the
ultimate burdon of proof regarding their
compliance raises due process issues. It
is customary that grantees bear exactly
that burden. because usually only they
are in posses.sion of the infonnation
necessary to establish compliance.

Part 1386-Fonuula Grant Programs

Subpart B-State System for Protection
and AdvococyoftheRights of
Individuals with Del'elopmental
Disabilities

A majority of the comment~ received
by the Administration on
Developmental Disabilities were On this
subpart. The following is a summary of
key comments on this subpart and our
response:

Although most commenters were
supportive o( the regulations. many had
specific suggestions. regarding the
authority of the P&A systems to conduct
investigations and to gain access to
records. facilities and individuals
receiYingtreatment or habilitation
services. ADD has developed l:i new
section. § 1386.22 Access to Records.
Facilities and Individuals with
Developmental Disabilities to address
many of these concerns. The NPRM had
this section as Public notice of Federal
onsite review' which we ha\'e now
incorporated In § 1386.21, Requirements
of the Protection and Advocacy System.

Commenters also requested that the
regulations be revised to incorporate
similar provisions as those found in the
Protection and Advocacy for Individuals
with Mental Illness (PAlMI) Act
regulations.

Commenters indicated that the
Developmental Disabilities regulations
should be as closely coordinated with
the Protection and Advocacy for
Individual with Mental Illness (PAlMI)
Act regulations as possible. ADD
concurs with this recommendation and
has incorporated provisions as
appropriate.

Many conunentersbelieved it would
be u..ful to repeat the law in tho
regulations in order to present a
complete picture of all the requirements
rather that just cite the relevant sections
of the Act. ADD recognizes that such
information would be operationally
helpful but is not appropriate to include
in regulations.

Comments were also received to
include additional case law opinions in
the regulations to assist P&As. Such.
information would be appropriate for
the preamble. however, such language is

not included into the Codo of Federal
Regulations. ~

Also. it was suggested that the
regulations (or appendix to the
regulations) should list "II authorized
P&As by name. address. telephone
number and spell out their authority.
Comments indicated that facilities
..rving individuals with developmental
disabilities attempt to obstruct P&A
advocacy efforts by asserting that
particular agencies lack authority. The
regulatiOI1$ already cover the Issue'of
P&A authority and such a listing is not
appropriate in regulations. P&As have a
Notice of Grant Award which could be
u..d for this purpose and a listing ofall
authorized P&Asis available from ADD.

Section 1386.19 Definitions"
Comment: A commenter

recommended that the proposed
definitions of ufun investigations~'
"probable cau..... and "record of an
individual with a developmental
disability".be transferred to new
regulatory sections dealing with
facilities and records access. Also
recommended was the Incli)<ion of
other definitions for key terms applied
under the statute.

Response: ADD does not concur with
these recommendations. Therefore; the
final rule does not incorporate these
changes. Section 1386.19 Definitions
was developed to cover terms unique to
tho P&A system (part 1386). Section
1385.3 contains other definitions of key
terms applied under the statute. To
reissue such definitions in § 1386.19 is
duplicative:

. Comments: We received several
comments·to include a definitipn of
"complaint" as the receipt of a
complaint is one·ofthe bases ,for
obtaining access to· the records of an
individual with developmental
di.abilities (see sections 142(a)(2)(I) (ii)
and (iii)). Recommended language wa.
also included.

Respon••:We have included a
definition of "complaint", This
definition includes media accounts and
newspaper articles because. while such
reports are not specifically directed at
the P&A system. they are published
with the expectation that public officials
responsible for conditions will act to
stop abuse. '.

Comments: We received comments to
include a defiuition of"developmental
disabilities" as there is inconsistency
from state to state in determining
whether individuals are eligible for the
P&A program. It was recommended that
the regulations include an interpretation
on the application.ofthe functional
.defiuition ofilie Act (section 102(8)) to
assist P&As in ma:king eligibility

)

)
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determinations. especially for scho~1
age children (e.g., aUention deficit

. problems. learning disabilities and
emotional disturbance).

Response: We have included a
definition of "developmental
disabilities" 10 reilerale that the P&A
system receiving funds under the
Developmental Disabilities Act must use
the functional definition in section
102(8) to delermine who they will serve.
This determination shall be done on a
case-by-case basis. For example, the
diagnosis of learning disability or
allention deficit ell.order, like any 9ther
diagnosis, would not in itself be
considered a developmental disability
unless it meets the functional definition
ofthe legislation. Any Stale eligibility
definition of developmental disabilily or
policy statement which is more
restrictive than that of the Act does not
apply a8the Act takes precedence. The
definition of "developmental
disabilities" has been placed In § 1385.3
because we ""lieve it is more
appropriate iii a section with definitions
for Words found in all parts of this rule.

Comments:On the proposed
definition of "probable cause",
Gommenters indicated general support
but requested thaI additional language
be included10 reilerate that ti,e P&A has
exclusive aUlhority to make probable
cause determinations. and that a judicial
or other third party.determination is
prohibited. Also, commenters requested
language regarding the issue of .
disclosure on the·basis of the P&As
probable cause finding. .

Response::We have revised the final
rule for greater clarification;· However,
we could not make the specific type of
edits recommeudedabo\'c as the context
of the Act does not support. such
interpretations.

Comments: We recei\"ed several
comments to include a definition for
"legal guardian, conservator and legal
representative" and recommended
language was included.

Response: We have included a
definition of "legal guardian.
conservator and legal representative".
The definition follows Ihe wording of a
statementin the Congressional Report
on the PAlMI legislation. ACF adopted
it because the protection and advocacy
requirements in the Act parallel
Congressional intent.

Comments: CommenteIll asked thaI
we include definitions for "abuse" and
"neglect".

Response: We concur with Ihis
recommendation and have included
these definitions.

) Comments: Several commenters
.' recommended changing the proposed .

dofjuilioll of "flllJ im"cstigations" and
rccoflunondcd language for this.

llesponse: We have revised the
definition in accordance with the
recommended language.

Comments: Several commentcrs
recommended that the definiHon cf
r~cordgo beyond the transmittal of final
reports, that a n.'COrd also include
discharge plans and the records of a
variety of selVice providers.

Rl'sponse: We have deletei this
definition in the final rule as we have
now included other definitions (see
complaint and facility) and regulations
(new § 1386.22) to reiterate that a record
goes beyond a final report and have
clarified Ihe t}'pes of facilities involved
in investigations.

Section 1386.20 Designated State
Protection ond Advocacy System

Comments: We received comments on
the proposed P&A redesignalion .
process; paragraphs ld), (e), and (I) of
this section. Commenters suggested that
we provide additional guidance on what
constitutes "good cause" and that such
evidence used to make a redesignation
decision should he presented 10 the P&A
at the time of issuance of both the initial
notice of intent to redesignate and the
final redesignationdecision.
Commenters also indicated thet P&As
should be pro\'ided access to
infurmation upon which a final
redesignation decision was based and a
full opportunity 10 anal}'ze Ihe
information prior to submitting its
appAal to such a decision;

Response: Because lhere is no
formulation which encompasses ali of
the pussible varia.tions of circiJmstances
serious enough to justify redesignatiom.,
we decided not to attempt to define
"good cause" in thi$ regulation. We
have modified the guidance we
inel uded in Ihe NPRM to explain Ihat
"good cause" may include. but is not
limited to. eliminating longsta.nding or
pervasive inefficiency or 8 substantial
breach ofseetion142 of the Act. or
violations of other State and Federal
requirements. such as 45 CFR part 74.

Comment: Comments were offered on
the preamble discussion regarding
governors and P&As consulting 2.nd
seeking resolution J:cfora involving the
public in the redesignation process.
Commenters recommended thaI such a
process should, be included in the
reguilltionsas this may result in a mu?h

. quicker amicable"resolution and could
obviate resource intensive battles over
redesignation. They further
recommended Ihal the regulations
should specify that in the event such
attempts at voluntary resolution was
unsuccessful. the designating official

must provide a clarification in writing
to Ihis effect, as part of the rcdesignation
notice. This cortifi.cation would provide
offici2.1 verification that the designating
official did indeed attempt to resolve
the matter through negotiation.

Ilcsponsc: ADD agrees in concept
with the points being raised and
reiterates that consultation between the
governors and P&As on the .
responsibilities and requirements of the
system should be the first step before
initiating the redesignation process;
ThroUgh such a meeting, resolution may
occur as the State would have an .
opportunit}' to apprise ilie current P&A
system of it:; actions which constitute
"good cause" and remedial steps could
be established. possibly negating the
need for the redesignation. However, the
determination of such 8 meeting being
held must be made at the State level. In
§ 1386.20(d)(2)(v) language has been
included that the public notice must
pro"ide a clear and detailed explanation
of the good cause for the proposed
redesignation. including faUure to take
remedial steps suggested in
consultation(s) wilh the Slate, if
applicablo. . .

Comment:' One commenter
recommended that in the initial public
notice the name of the proposed new
P&A agenc}' not be included (see
paragraph (d)(2)(vii)).

Response: Such information is
considered valuable for the public input
process so the community is aware of
who is being considered as the new P&A
agP..I1cy and can provide comments early
on regarding this organization. .
Therefore, no such change has been
made in the final rule.

Comment: A commenter
recommended that the DubHe notice on
a P&A redesignation must include a
statement of assurance that the
proposed new designaled State P&A
System will continue to serve existing
clients and cases of the current P&A
system or refer them to other sOurces of
legal advocacy as appropriate. \\'ithout
disruption or impairment of the Jegal or
constitutional rights of clients affected
by such redesignation.

Respon~e:We concur and such
language has been included in
§ 1386.20(d)(2)(x).

Comment: A commenter Indicated
Ihat Ihe proposed regulation faile<! to.
provide Ihe current P&A system
adequate time to develop and Sllbmit an
appeal of redesignation.

Response: We concur and have
changed the timeframe from 1010 20
days ill § 1386.20(e)(1).
Comment~A commenter wanted the

final phrase of paragraph (e)(3). "and
may provide any additional relevant
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information:' removed from the
regulation.

Response: We do not concur with this
recommcndatiGn because wo believe it
is important to allow submittal of
information of relevance to the
situation.

S.elion 1386.21 Requirem.nts and
Authority of the Prot.ctian and
Advocacy Syst.m

Comm.nts: It was recomm.nded that
Ihe title of § 1366.21 be modified to
Include the word "authority" In support
of the goals of the new regulations to
provide gUidance to assist P&As to
advocate for, and protect, wl,en
required, individuals with
developmental disabilities.

Response: We concur and have
revised the title. '

Comments: Many commenters
recommended that regulatory languaga
be Includad In the final rule concerning
ellotments belIig used to supplement
and not to supplant the level of non­
federal funds available in the State to
Investigate and remedy Incidents of
abuse or negleet or other rights
violations affecting individuals with
developmental disabilities;or which are

, , available to otherwise proteet and
advonate the rights ofsuch Individuals,

Response: We concur with this
:·i, recommendation and have included

.. , regulatory language in paragraph (b) of
., this section of the final rule. Paragraphs

(b)(l), (2), and (3) of the NPRM are now
covered in § 1366.22: '

Comments: Commenters
recommended that regulatory language
be Included in the final rule stipulating
that allotments not be used to support
lobbying activities to influence
proposed or pending Federal legislation
or appropriations. Suggested language
also included instances in which P&As
can perfonncertain activities which do
not constitute lobbying.

Respons.: We plan to study this issue
in more detail in cooperation with all
interested parti.s (Fed.ral and Non­
Federal) to fmd the best approach for
addressing concerns about lobbying
activities. \Ve win issue further
guidance following thestf discussions.
Paragraph (c) (1), (3) and (4) of the
NPRM are now cov....d in. § 1386.22.
Paragraph (c)(2) is now covered in
§ 1386.21(0).

Comments: Comments were n::ceived
on § 1388.21, paragraph (c)(2) ofthe
NPRM. with recommendations to derme
"trained staff" and include language
regarding training and experience to
carry out the responsibility oi the
sj'stem in accordance with the priorities
of the system.

Response: The determination of
trainod staff must be madc by individual
P&As. Languogo hns hoon indudlJd in
§ t:Wti.21(o) 10 illdic:nto tho P&A SYShll1l

shull have sufficient staff, qualified by
training and experience. to carry out the
responsibilities of the system in
accordance with the priorities of the
system. Since the investigation of
allegations of abuse, negl.ct or rights
violations is a priority of the system, the
syst.m mu", have staff appropriately
trained or access to expert consultants
to conduct full investigations of abuse,
negleet or rights violations upon the
System's determination of probsble
cause or if the incidents are reported to
the System.

Comments: Comments were received
on paragraph (d) of this section,
ecknowl.dging th. validity that a P&A
system should not implement a policy
or practice restricting the rem.dies
wbich nlay be sought on the behalf of
Individuals with developm.ntal
disabilities. However. opinions were
express.d that P&As should be ~lIowed

to choose what level of remedy to
pursue on a case-by-case basis. Such
detenninations would be made for such
reasons as: (1) Resourc.s; (2) the factual
circumstances of a particular case; and
(3) priorities established through the
annual P&A Statement of Objectiv.s and
Priorities.

Response: ,We recognize the concems
expressed 'and therefore have revised
the regulation at paragraph (c) by using
recommended language to add a final
sentence to the regulation which
indicat.sthat the requi...ment does not
p...vent the P&A from developing case
or client acceptance criteria as part of
the annual priorities identified by the
P&A syst.m as described in § 1366.23(c)
oflhe final rul•. Tbe regulation also
indicates that clients must be infonned
at the outset of such criteria.

Comments: The comments received
on paragraph (e) of this section,
concerned State's interfering with the
administration of the Protection and
Advocacy System, e.g., hiring freezes,
reductions in force. prohibitions on staff
travel. or other policies which impact
staff or fwtctions funded with F.d.ral
funds and would p...vent the syst.m
from carrying out its ".tlandates under
the Act. it was recolllJllended lbat the
regulations should clarify that it is the
P&A that bss the sole authority to make
th. det.rmination wheth.r a proposed
state policy or practice would
improperly interfere with its operation.
Language sbould indicate that p.nding
resolution of the matter by appropriate
Fed.ral officials, the P&A Iieed not
comply with such a policy or practice.
Also, regulations should be established

which outline an expedient resolution
process for such disputes. placing the
burden on Iho Stolo 10 estahlish that th4~
policy in issuu dotlS IInl (;ounk( with
tho P&A mandatos.

Response:-We recognize that P&As
administered by state agencies have had
difficulti.s in sp.nding th.ir Federal
money to carry out the requirem.nts of
the P&A system due to state budget
policies restricting the use of funds. On
the other hand, to Include a provision
designating the P&A the sole authority
to make the determinations as to
whether a proposed State policy or
practic. would improperly interfere
with its operation, would conflict with
the intent of Congress evid.nt in the Act
that States playa role in monitoring
P&As. (See seelion 142(a)(4) and (c)(3)).
We have modified this provision (now
found at paragraph (d)) to more clearly
cover the States's situation. Regulations
on complianc~procedures are covered
in part 1386-subpart D-Praelice and
Procedure for Hearings Pertaining 10
States' Conformity and Compliance with
Developmental Disablliti.s Plans,
iWports, and Federal Requirements.

Th. language of the NPRM for
paragraph (g) of this § 1366.21, is now
found at paragraph lO unchang.d.

Comments: Commenters
recommend.d that regulatory language
be included concerning the issue of
"standing" which would allow the
syst.m to bring lawsuits in its own right
to redress incidents of abuse or neglect.
discrimination and other rights
violations impacting on individuals
with d.v.lopmental disabiliti.s; such
individuals need not be joined as a
party to such 'actions.

Response: We understand the concern
with regard to P&A standing and have
addressed this concern in a new
§ 1386.25 Allowabl. Litigation Costs.

Comment: A comment was received
to incorporate provisions for an
Advisory Council.

R.spans.: Language has been
Included in paragraph (g) of this section
regarding P&As that are a public system
without a multimember governing or
advisory board. These P&As must
establish an advisory council in order to
provide a voice for individuals with
developmental disabilities. The
Advisory Council shall advise the P&A
on program polici.s and priorities and
a majority of the membership (including
the chair) shall'be comprised of
individuals with d.v.lopmental
disabiliti.s who are .ligibl. for services,
or have received or are receiving
services or parents. family members.
(including those representing ,
individuals with d.velopmental
disabilities who live in institutions aud

)
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home and community based settings),
guardians. advocates, ofS1.lthorized

) representatives of such individuals.
As noted earlier, the regulation in the

NPRM, § 1386.22 Public notice of
Federal ansite review has now been

• incorporated as paragraph (h) of this
section,,1386.21. ,

Paragraph (h)(3) of the NPRM of
§ 1386.21 is now paragraph (i). The
regulation requires the P&A to obtain
written consent ofthe client requesting
assistance or from his or her gllardian
before releasing iHformation to
individuals not authorized to receive iI.

Section 1386.22 ',Access to Records.
Facilities and Individu.als with
Developmental DisabJlities

Comments: Commenters
recommended including a new section
on Access to Records, Facilities and
Residents; incorporating PAlMI
regulations as appropriat~:and
Including relevant ADD program ,
regllIations from §1386.21 of the NPRM.

Response: We concUr with this
recommendation and have established
§ 1386.22 entitled Access to Records,
Facilities and Individuals with
Developmental Dis.biIities. Langu.genhas been included based on the PAlMI

'0' ':1",.(" reglliations. We have included as m.ny

)
" . points .s possible. '

• . '.' In .d.pting the1angu.ge of the PAlMI
··"',,···· .•. fin.1 rule in this section, we h.d to

:i'make some modi(Ications.We h.d to
i; saparate the provisions de.ling with
'''access to-records, access ,to individuals

and the .uthority to Investig.te .buse
and neglect. This w.s necessary bec.use
the scope of authority of P&A Systems
under the DD Act is different in each of
these areas: and,in.the case of access to
facilities; is different than tho PAlMI
Act. Under the PAlMI statute. 42 U.S.C.
10805(a)(3), the P&As "mllst have access
to focilities in the State providing cera
or treatment· • ." (Emphasis added.)
There is" no eqUivalent provision of the
DD Act. That statute provides authority
under section 142(.)(2)(H) to "have
access at reason.able tirnesand locations
to any resident who is an individual
with a developmental disability in a
facility that is providing services,
support and otherassistanceto such a
resident." (Emph""is added.) However,
under the DD Act, P&As have authority.
under seelion 142(a)(2)(B), "to
investigate incidents of abuse and
neglect of individu.ls with
development.l disabilities if the
incideritsare reported to the system or

)
if there is probable cause to believe that
the incidents occurred "" * *." We have

, / reasonably interpreted. this provision as
authorizing ·access to facilities when

necessary to complete an investigation
of alleged or suspected abuse or neglect.

Willi respect to § 1386.22(a)(I) and
(2), we are interpreting reference to
client to include all those individuals
with developmental dis.bilities who
request assistance from the system or
who have died or whose whereabouts
are unknown.

In § 1386.21, paragraph (c)(I) of the
NPRM, regulations were proposed
regarding access to records of deceased
individu.ls and the authority to conduct
.buse and neglect investigations. These
regulations have been delated as this
topic is now covered in § 1386.22
Access to Records. Facilities and
Individuals with Developmental
Disabilities, p.ragraph (.)(2).

Comments: A Jew comments were
received regarding § 1386.21, paragraph
(c)(3) requesting that further guidance
be provided in relation to P&As having
access at reasonable times and locations
to individuals with developmental
disabilities who reside in public and
private facilities, especially when P&As
are investigating incidents of abuse and
neglect.

Response: This regulation is now
covered in § 1386.22, paragraphs (f), (g)
and (h). P&As shall have reasonable
unaccompanied access to service

, recipients at all times necessaryto
conduct a full investigation oCan
incident of abuse. neglect. or violation
ofrights.

Comments: Several commenters
indicated support for the proposed
regulatory language in § 1386.21,
paragraph (c)(4), (see § 1386.22(e) of the
final rule) on keeping confidential' the
names and identity of individuals who
report incidents of abuse and neglect. A
cornmenter suggested additional
requirements regarding confidentiality.

Response: We did not include the
additional language regarding
confidentiality as the language
suggested went beyond the authority of
the Developmental Disabilities Act and
the Protection and Advocacy System.

Comments: Several commenters
requested including regulations to
indicate that the provisions regarding
access of records under the
Developmental Disabilities Act and
regulations t~e precedence over other
Federal statutes and regulations. If that
was not possible. commenters wanted
language to specifically reference the
Federal Education Rights and Privacy
Act (FERPA) which sets out certain
restrictions on the release of records by
educational institutions (20 V.S.c.
1232(g)): 34 CFR part 99. .

Response: We did not include such a
provision because such a requirement
goes beyond the_authority of the

Developmental Disabilities ACl and
these regulations. However. we have
included language comparable to PAlMI
provisions at § 1386.22(i) on Delay or ..
Denial of Access. If a syslem is denied
acce$S to faqIities and its programs..
individuals with developmental
disabilities, or records covered by the
Act Of these regulations, It sh.U be
provided promptly with a written
statement of reasons, Including, in the
case of a deni.1 for alleged lack of
authorization, the name and address of
the legal guardian, conserv.tor, or other
leg.l representative of an individual
with developmental disabilities.

Section 13l16.23 Periodic Reports:
Protection and Advocacy System

Comments: Commenters requested
that P&As ba allowed to submit the
Statement ofObjectives and Priorities
(SOP) Report (par.graph (c)) and the
Program Performance Report (paragraph
(.)) at the same timeframe, by January 1
oleach year. '

Response: We c·oncur with this
recommend.tion and the final rule has
been revised accordingly. '

Comment: A comment was received
on paragraph (c)(S) of the NPRM now
(G)(2) regarding the requirement for the
P&As to reporton how the system
operates and coordinates with other
Federal Protection and Advocacy
programs. It was recommended that
such a "requirement may not be
appropriate for an individual P&A
system based on the State's priorities.

Response: We concur with this
recommendation and have deleted the
lengthy list of programs indicating that
where applic.ble, the SOP provide such
inforll1;8tion on other Federal advocacy
programs. We have also deleted the
references to the Council and UAPs as
such information on advocacy activities
will be obtained through the
requirements of paragr.ph (d) (3), (4),
and (5).

Comment: Acomment was received
on the structure of paragraph (c) in
relation to the SOP and the level and
type of administrative information
required for the public input process. A
recommendation was also made that
regulatory language be included to
reiterate that one of the critical .
functions of the SOP and the public
conunent process was to establish
caselond priorities unique to each State
and as such the P&As have the authority
to tum down a reque:st- for assistance
when it is outside the scope ofthe SOP.

Response: We concur with these
recommendations and have restructured
the final rule accordingly. We have '
included regul.tory language that when
a P&A turns down a request for
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assistance bE:cause it is outside the
scope of the SOP, they must inform
individuals that this is the basis for
turning them down.

Comments: We received a few
comments that the language of the
phr.se "publication of general
distribution" in paragraph (d)(2) on the
public review proC'8SS for the Statement
ofObjectives and Priorities (SOP) was
too prescriptive. . .

Response: We have deleted the word
upublication" and have revised the
language toindieate that the P&As
provide for a broad distribution of the
proposed SOP.

Section 1386.24 Non-Allowable Costs
for the Protection and Advocacy System

Comment: A comment was received
on § 1386.24 paragraph (a)(l) regarding
allowable costs for the P&As on Issues
which relate to a disability but a)sQ may
be faced by the general population.

Response: We have lricluded language
. to cite examples .ofsuch activities which
would notbe considered allowable costs
for the P&As, such as thejreparation of
wills, divorce decrees an resl estate
proceedings. Language has been
included on allowable costs in cases
which rel.te to an individual with a
disability but.may also be faced by the
general population. In such Cases P&As
may provide disability related technical
assistance information and referral ta .
appropriate programs and services.

We made additional edits far
clarification purposes concerning
attorney fees that must·be considered as
income, by adding to th. last sentence
of paragraph (h) ".arn.d by
contractors".

Section 1386.25 .Allowobl. Litigation
Costs. (N.w)

Comm.nts: A numb.rof the
conuil.nt.rs urg.d that the regulations
clarify wh.ther or 'lot a P&A has
standing to take legal action in its own
name.

Response: The legislative history of
the 1994 Dev.lopm.ntal Disability Act
Am.ndm.nts (S. R.p. 120, 103rd Collg.,
1st S.ss. 39-40 (1993) supports the
conclusion that, without showing injury
to itself, a P&A do.s have standing to
bring suit on behalf of persons with
disabiliti.s. Although Congress has not
am.nded the Developmental Diaability
Act to ins.rt a right of stimding, the
Conuuittee comm.nted that ..th. current
statute iscl.ar that P&A syst.ms have
standing to pursue legal remedi.s to
.nsure the protection ofand advocacy
for the rights of individuals with
d.v.lopm.ntal diSabiliti.s .within the
St.t.... Additionally, w. not. that the
following courts have affirmed the

P&A's ind.pendent standing: Goldstein
v. Coughlin, 83 F.R.D. 613 (W.D.N.Y.
1979); and Hershbergerv. Missouri
ProtecUon and Advocacy Services, Inc..
No 48169 (MO Ct. of Appeals, August 2,
1994).

W. wish to make it cl.ar through
these regulations that allotments may b.
us.d to pay the otherwise allowabl.
costs incurred by a Protection and
Advocacy System in bringing lawsuits
in Its Qwn right to redress incid,ents of
.buse or neglect, discrimination and
other rights violations impacting on
individuals with developmental
disabiliti.s.

Subpart C-State Plan for Assisting in
the D.velopment of 0 Comprehensive
System ofServices and Supports for
Individuals With Developmental
Disabilities

Comments: Several commenters
stated that the wording of the titl. of
subpart C should be consistent with the
language of the statute.

Response: We concur and have
revised the title of subpart C to read,
"SubpartC-Federal Assistance to Stat.
Developm.ntal Disabiliti.s Councils".

Section 1386.30 StotePlon
Requirements

Comments: We received several
comm.nts regarding paragraph (a) of
§ 1388.30, Stat. Plan requirements.
Overall, comm.nters approved of the
proposed language which emphasized
that the State Plan is the responsibility
of the Council However, comrnenters
indicated that the regulations should
reflect thatDO Councils approve the
State Plan for submission to ADD.

Response: The final rule indicat.s that
the annual d.v.lopment of the State
Plan and applicable annual
amendm.nts are responsibilities of the
.State Developmental Disabilities
Council. The Council will provide
opportunities for public input during
the planuing.and d.v.lopment of the
State plan, and will consult with the
.Designat.d State Agency to d.t.rmin.
that the plan is not in conflict with
applicable St.t. laws and to obtain
appropriate State Plan assurances.
Requirements regarding State Plan
submission and approval are covered in
§ 1386.31, Stat. Plan submittal and
approval.

Comments: A commenter indicated
that the lest sent.nce of the propos.d
rule at § 1386.30(alshould be moved to
§ 1388.30(c)where other regUlations
pertaining to the Designated State
Agency are covered in relation to the
State Plan;This sentence addressed the
area of the Designated State Agency

providing support services as requested
by and negotiated with the Council.

Response: We have developed
regulatory language to address this issue
in paragraph (a), § 1386.34, Designat.d
State Agency. The Designated Stat.
Agency shall provide the assistance
required und.r section 124(d)(3) of the
Act in developing the State Plan.

Comments: We received several
comments on paragraph (c)(l) of
§ 1386.30. Commentera approved of the
proposed regulations on identification
of program unlt(s) , as written. However,
a comm.nter indicated that requiring
the identity of the program urJt(s)
within the Designated State Agency or
office within the State went beyond the
Act ~d was burdensome on the State.
We also received recommended
language to .ddress the fact that in some
States, State agencies other than the
Design.ted Stat. Agency provide
services. Also, Councils are now
allowed to use other organizations.
·inc1uding private ones, to P1'9vide fiscal
and other support services.

Response: Because administration ties
to more than one State agency are
possible, we have not chang.d the
proposed regulatory language to identify
the program unit(s) withili the
Designated Stat. Agency responsible for
providing assurances and fiscal and
other support services. We have
included language pursuant to section
124(d)(4)(C) of the Act to address the
fact that Councils may us. or contract
with State agencies other than the
Designated State agency in securing
support services. This language was
insert.d in § 1386.34(e) as this section
on the Designated State Ag.ncyis more
appropriate for this requirement. W. did
not include language covering the use of
private agencies as we could not find
any such reference in the statute or
conference report language.

Comments: Several comments were
received on paragraph (c)(3).

A commenter supported the proposed
regulation which focused on the
Council reporting through the State Plan
on the coll.borativ. efforts of the
Council, the Protection and Advocacy
Syst.ms and the Uuiv.rsity Affiliated
Programs to bring ahout systems chang.
to benefit individuals with
d.velopmental disabilit,i.s, and, where
appropriate. individuals with other
disabilities.

Other commenters did not agree with
the proposed regulation.l'rimarily, the
concern was that there'was no
legislative basis for this State Plan
reporting""luirement to be prepared by
the Councils. While it was viewed as a
worthwhile goal to encourage . .
collaboration and cooperation between

)

)
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)

)

tho Councils, Protection and Advo(;acy
Systoms and the University Affiliatod
Programs, commcnters did not believe
that this sbould be added as a
requirement for the State Plan. One
suggestion was to make this
discretionary by adding the phrase
"where applicable" to the regulation.
Also. a few commenters indicated the
phrase "Developmental Disabilities
Network" should not be used as there
was no statutory definition.

Response: Recognizing the concerns
raised by the comments received we
revised the final rule to include the .
phrase "where applicable" and have
deleted the phrase "Davelopmental
Disabilities Network". Commenters
indicated that there was no legislative
basis for this State Plan reporting
requirement to be prepared by the
COWlcils; Please note section
122(c)(5)(N) of the Act provides ". • •
the plan shall contain such additional
information and assurances 8S the
Secretary may find necessary io carry
out the provisions and purposes of this
part." We want to reiterate that though
Protection and Advocacy Systems and
University Affiliated Programs have
Individual roles and responslblllties
that are separate and distinct from each
other and the Developmental
Disabilities Council, the Act requires
their membership on the Council.
Council reporting of collaborative efforts
through the State plan highlights the
systems change role of the Council. It
should also be noted that these final
rules contain requirements. for both the
Protection and Advocacy Systems and
the University Affiliated Programs to
document collaborative efforts with the
Developmental Disablllties Council (see
§ 1386.23 Periodic Reports, Statement of
Objectives and Priorities. (c) and (d) (3),
(4), and (5); § 1388.1 Dafinitions.
collaboration and § 1388.4 Program
criteria-governance and administration,
paragraph (k)).

Comments: Comments on the
proposed language .regarding short-term
demonstrations. paragraph (e); § 1386.30
State Plan requirements, .concerned the
specific time-fralne limitation of three
years. Commenters recognized that
Councils should not be in the senrice
delivery husiness. however, Councils
indicated that they needed more
flexibility to fund systems change
projects such as advocacy training for
longer periods of time. Adding the
phrase "direct care projects" and "direct
services" were recommended to address
these points. . .

Also. language was recommended to
include information on estimated
project duration and a description of
how the services will be continued

without Devolopmental Disabilities
program funds ill tho State Plan.

llespanse: In tho final rulo, we usod
lw.guage from ADD-lM-95-2, issued
February 20, 1995. Use of Part B Funds
in Funding Time~Limited

Demonstrations and Other Projects in
which we addressed the issue of
Council funds supporting on-going
direct services. We appreciate the
commenters reaffirmation that Councils
should not be in the service delivery
business. We also recognize the
concerns raised t1)rough the comments
so we have included the reference to
"direct services" and have deleted the
time-frame of three-years to allow for
graater Council flexibility (see
paragraph (e)(I)). The final rule also
reflects the comments on the State Plan
information regarding such
demonstration projects (see paragraph
(e)(2)).

Comments: Several comments were
received on paragraph (1)(4) of § 1386.30
State Plan requirements. whlet
addressed budgeting, staff hiring and
supervision and staff assignment.
Commenters indicated that there
continues to be State interference
regarding the work of the Councils. The
commenters overall concern with the
proposed language was that in our
attempts to clarify "consistent with
State law" we went beyond the intent of
the statutory change. which was to
provide Councils with more flexibility
than most States provide in their
budgeting and personnel activities.

Response: We have not revised the
proposed language of the NPRM in the
final rule. Such language reiterates that
the State Developmental Disabilities
Council shall follow the requirements of
sectionI24(c) (8). (9). and (10) regarding
budgeting, staff hiring and supervision
and staff assignment. In relation to the
concemsabout State interference. we
have included regulations to cover this
issue, in paragraph (a) of § 1386.34,
Designated State Agency.

Section 1386.31 State Plan Submittal
and Approval

Comments: We received comments on
paragraphs (a) and (b) of the proposed
regulations for § 1386.31 State Plan
submittal and approval. Overall. the
comments indicated that two rounds of
public hearings were overly complex
and burdensome and created too long a
timefrarne for the State Plan
preparation. An issue was raised as to
why public notices would be from the
Governor or the Governor's designee as
the developmenVpreparation of the
State Plan is the responsibility of the
Council. Also, comments expressed
concern as to why the Governor was

still roferoncQd as npprovins-; 11m Stule
Plan.

llesponse: We concur with the
comments that the process should be
simplified and that the Council should
perform all requirements tied to the
preparation and submission of the State
Plan. Paragraph (a) of the final rule has
been revised to inmcate that the Council
shall issue a public notice about the
availability of the proposed State Plan
or State Plan amendment(s) for
comment and that there is only one 45
day review period. The notice shall be
published In accessible formats. The
Council would then take Into account
the comments received and respond in
the State Plan to significant comments
and suggestions. The rule then indicates
that a summary of the Council's.
response to the State Plan comments
shall be submitted with the State Plan
and made available for public review.
This document shall ha made available
in accessible. formats upon request. We
recognize that the 1994 amendments
greatly increase the independence of
Councils but it seems questionable
whether the amendments were meant to
deprive the GQvemor of his or her
authority to give the plan final approval.
Upon further review, we decided to
delete paragraph (b) of the NPRM and to
keep the language of the paragraph in
the curren..regulation on this matter,
which is now paragraph (a) in the
current regulations·but will be
renumbered paragraph (b) when this
final rule is codified. •

Section 1386.32 Periodic Reports:
Federal Assistance to Slate
Developmental Disabilities Councils

Comments: We received comments on
paragraph (b) of this section opposing
the Program Performance Report being
in a mandated fonnat.

Response: We concur with the
comments on the Council Program
Perfonnance Report and have revised
paragraph (b) of the final rule to indicate
that pursuant to section 107(a) of tbe
Act (42 U.S.C 6006a). the State
Developmental Disabilities Council
shall submit an Annual Program
Performance Report in a .form that
facilitates Council reporting of results of
activities required under sections 122
and 124 of the Act. The report shall be
submitted to the appropriate Regional
Office, by January 1 of each year. At this
time ADD is working with'Councils on
the development of reporting guidelines
that will result in program performance
measures as required by the
Government Performance Results Act
(GPRA) and such guidelines will also be
used as part'ofan ADD Management
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Information System where reporting
could be done electronically.

Section 1386.33 Protection of
Employee's Interests

Comments: We received several
comments on this·seclion~One
commenter asked that we include the
term "assurance" to highlight thatlhis
is an assurance tied 10 the Siale Plan.
Two olher commenters wanted the
current regulation to stand. One
commenler wanted significanl policy
changes made 10 the currenl regulation.

Response: We included the term
uassure" in this section as requested..
However, we have not changed the rest

.. of the proposed section as it is current
policy based on section 122(c)(5)(K) of
the Act (42 U.S.C.1l022). .

Section 1386.34 Designated State
Agency

Comment: A comment was received
regarding the responsibilities of the
Designated State Agency and the Siale
Plan as included in§ 1386.30.

Respan.••:Paregreph (a) of this section
reiterales thai the Designated Stale
Agency shall pl:Ovide the assistance
reqUired under section 124(d)(3)(C) of
the Act in developing the Siale Plan.
Paragraphs (b), (c), and (d) rellect the
appeals PlVcesS. Only edilorial changes
were made in the final rule. It should be
noted thai ADD, for purposes of
·convenience in drafting this section, has
referred 10 the appeal by "a majorily" of
the non-Slale agency members of the
Council as an appeal by the "Council",

Section 1386.35 Allowable and Non­
Allowable Costs for Federal Assistance
to State Developmental Visabi/iUes
Councils

Comment: Comments were received
with suggested language to revise
paragraph (d) (2) and (3) of this section
regarding varieble match on an activity
by activily hasis.

Response: We have modified Ihe
language of the NPRM as follows: In
paragraph (d)(1) we have revised the
phrase "priority area" to "projects or
activities", in relation to expenditures

.which require no non-Federal aggregale
participation, Paragraph (d)(2) indicates
that expendilures for" priorily areas"
now reads "projects with activities or
products larg'eled to urban or rural"
poverty areas but not carried oul
directly by the Council and Council ,
slaff, as descriIJed in section 125A(a)(2)
of the Act, shall have non-Federal
participation of at least 10% in the
aggregate. The suggested language 10
include the phrase ~'TheCouncil may
elect to have a lower. or no match. for
such priority area activities" was not

included, see paragraph (d)(4),
Paragraph (d)(3) has been edited 10
provide that all other activities not
directly carried oul by Ihe Council and
Council slaff shall have non-Federal
participation of 25% in the aggregate. In
accordance with comments, a new
paragraph (d)(4) has been added to
indicale Ihat the Council may vary the
non-Federal participation required on a
projecl by projecl or activity by activity
basis (both poverty and non-poverty
activities), including allowin,g no non­
Federal participation from particular
projects or activities as the Council
deems appropriale so long as Ihe
requiremenl for aggregale non-Federal
participation is met.

Section 1386.37 Public Notice of
Federal Qnsite Review

Comments: We received a few
comments indicating that this
requirement is not slalutorily based for
Stale Developmental Disabilities
Councils and that these reviews would
place an inappropriate burden on
granlees for an activily thai is the
Administration on Developmental
Disabilities responsibility.

Response: We concur with the
comments. This requirement has been
dropped.

Additional Comment: We received a
comment to include 'language in
regulation 10 clarify that Councils may
provideinfonnation 10 policymakers
pursuant 10 section 124(c)(4)(I) of the
Act and that such activities do not
constitule lobbying.

Response: We plan 10 study this issue
in more detail in cooperation with all
interested parties (Federal and Non­
Federal) 10 find the besl approach for
addressing concerns aboullobbying
activities. We will issue further
guidance following these discussions,

Part 1387-Projecls ofNation.I
Significance

Section 1387.1 General Requirements

Comments: A few comments were
received on paragraph (d) of this
section. One commenter supported the
language but indicated thai some
national projects such as national
surveys of Pl:Ograrn cosls may not be
appropriate for local replication. The
other commenler ir1dicated thai all
Projects of National Significance should
be.exemplary and innovative, including
alliechnical and data collection
projects.

Response: We conCui' with the .
commenl regarding local replication,
which is why the NPRM language
included a reference 10 projects which
"otherwise meel the goals of part E of

the A~t··. Therefore no.language change·
is necessary with respect to local
replication. We also 'Concur with the
comment regarding all projects being
exemplary and innovative and We have
revised Ihe final rule accordingly.

Part 1388-Universily Affilialed
Programs,

Section 1388.1. Definitions

Comment: A comrilenter wanted the .
firsl example included in thedefinition
of "capacily building" 10 be revised to
delete the reference to the denial school
and add language on the recruitment of
individuals with developmenlal
disabilities and Iheir families. local
community leaders, additional facully
and students 10 participale in the UAP.

Response: We concur 'wlth this
recommendation and have revised the
definition of capacily building
accordingly. '

Comment: A few commenlem wanled
10 add the term "cultural diversily"10
the definition section. The language
would read, "Cultural diversity means
thai UAPs are characterized by their
commitment to involve individuals with
disabilities. family members and
trainees from diverse cultural
backgrounds in all levels of their
activities. This commitment to cultural
diversity means that each.UAP must
assura thai individuals from racial and
ethnic minorily backgrounds are fully
included; that efforts are made 10 recruit
individuals from minority backgrounds
into the field of developmental
disabilities; that specific efforts must be
made to ensure that individuals from;
minorily backgrounds have effective ,
and meaningful opportunities for full
participation in the developmental
disabilities service system~ and that
recruitmenl efforts al the levels of
preservice training, community training,
practice. administration and
policymaking must focus on bringing
larger numbers of racial and ethnic
minorities into the field in order to
provide appropriate skills, knowledge,
role models, and sufficient personnel to
address the growing needs of an
increasingly diverse population."

Response: We concur with the
addition of this lerm and the language
as wrillen. Therefore, "cultural
diversity" has been included in the final
rule.

Comment: A comment was received
on the definition of "culturally
competent m~er" V(ith the request to
drop the word "manner".

Response: We concur with this edit'
and have revised the final rule
accordingly.

)

)
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Comment: A comment was received
on the definition of "lifespan approach"

)
with the request to revise the language
that UAP activities address the needs of
individuals with disabilities who are
Hall" ages father than "various" ages.

Response: \'Va concur with this
wording and the final rule bas been
revised.

Comment: A commenter wanted to
include the term "resenn:h and
evaluatiorl" to the definition section.
The language would reod, "Research
and evaluation means the UAP refines
its activities on the basis ofevaluation
results. As members of the university
community.involveinent in program­
relevant research and development of
new knowledge are important
components of UAPs."

Response: We concur witb tbe
addition of this tern. and the language
as written. Therefore. "research and
ovaiuation" has been included into the
final rules. .

Section 1388.2 .Progr~inCriteria­
Purpose

The program criteria of the final rule
are considered as the standards fdr the
UAPs and include perfonnance
standards (see section 153(b) of the Act).
." Comments: A few commentelS .
requested that the regulations include
language thst the program criteria are
Ohe part of the Quality Enhancement
;System (QES) and provide a structure
f,?r self-assessment and peer review of
each UAP.
k.Responser.We concur with these
recommendations and have changed the
final rule to reflect these points. The
QES was developed by ADD in response
to amendments to the Act. These
amendments include a series of quality
assurance provisions for the UAP
network. The QES. is a holistic approach
to the development and maintenance of
programs and services to enable persons
with developmental disahilities and
their families to achieve maximum
potential. All UAPs use the QES.

Section 1388.3 Program Criteria­
Mission

Comments: A few commenters
wanted the language of the NPRM
regarding the Introduction to mission,
§ 1388.3ta) revised to: (1) Add language

- that the UAP Is guided by the values of
independence. productivity. Integration
and inclusion of individuals with
developmental disabilities and their
families and (2) include "research an<l
evaluation" in the listing of activities io

)
be perfonned by UAPs. Also, the _
commenters recommended that the

, language concerning the."mission
statement" be removed~

Response: We concur with tho
recommended text and have
incorporated such language in the final
regulation.

Comment: A comment was received
on paragraph (b) of this section
requesting thtt word "promotes" be
includ'Jd huford tho phrase "goals of the
university" and that a listing of snch
goals he included, "training, the
development of neW knowledge, and
service."

Response: We concur with this
language and have changed the final
rule accordingly.

Comment: In paragraph (e) of this
section we received a comment
requesting that we use the term
umission" rather than the phrase goals.
objectives. and activities and delete the
word "services" and replace it with the
word "attitudes".

Response: We concur with these
recommendations and have
Incorporated this change in the final
rule.

Comment: In paragraph (g) ofthis
sectIon we received a comment to
include the phrase "be consistent with
the mission statement" in relation to the
UAP's goals, objoctives-, and activities.

Response: We agree with the
recommended langusge and the final
rule has been revised.

Section 1388.4 Progrom Criteria­
Governance and Administration

Comment: A commeriter wanted the
language of the NPRM revised regarding
the Introduction togovetnance and
administration, § 1388.4(a). The revision
centered around the inclusion of the .
phrase independence,productivity,
integration and inclusion of individuals
with developmental disabilities and
their families.

Response: We concur with the
recommended text and have
incorporated such language in the final
regulation.

Comment: A commenter wanted the
proposed langusge in paragraph CO
expanded to include language
indicating UAP senior professional staff
contribute to the university by
participation on Wliversity committees.
collaboration with other university
departments. and other university
community activities.

Response: We concur with the added
language and have revised the final
regulation accordingly.

Comment: A. comment was received
on paragraph (q) regarding the use of the
phrase "strategic planning". This phrase
is viewed as a trademark so the phrase
"long range planning" was suggested as
s more useful term.

Response: We agree with the
recommended language and the final
rule has been changed.

Comment: A comment was'received
regarding paragraph (r) requesting-that
"UAP·' be inserted for clarification on
which programs and services arc being
ovoluated.

l~espQnse:We concur with this edit
and have modified the final rule.

Comment: We received a
recommendation for two additional
program critena for this section
regarding (1) UAP activities, programs.
and products being accessible to
individuals with developmental
disabilities, families and the community
and (2) commitinent of the UAP Director
to the field of developmental
dissbilities.

Response: Regarding the cQmment on
additional program criteria on
accessibility, this is adequately covered
In § 1385.9 of the-current regulation.

. Grants Administration Requirements,
which cross references to 45 CF'R part
84, Nondiscrimination on the Basis of
Handicap in Program and Activities
Receiving or Benefiting from Federsl
Financial Assistance. With respect to
the-commtmt on adding·p,rogram criteria
for the commitment of the UAP program
Director. we have added paragraph (s)
which states that the lJAP Director must
demonstrate commltinentto the field of
developmental disabilities and
leadership and vision in carrying out
the mission of the UAP. There have
been instances.where the current UAP
Director hss been replaced by the
University.with someone who has
experience in the health/medical field
but none in the social services field. It
is important that the director know all
aspects of the field of developmental
disabilities because VAPs must develop.
and -execute inter-disciplinary training
for people going into the field of
developmentally disabilities which
includes. social workers. teachers.
paraprofessionals. etc.. not just medical
personnel.

Section 1388.5 Program Criteria­
PreporotionofPersonnel-

Comment: In relation to paragraph (a),
program criteria on UAP
interdisciplinary trainIng programs, a
commenter wanted the phrase "at the
preservice level" deleted and the phrase
"reflect state-of-the-art practices" be
used in its place. Also. i~ was
recommended that the phrase "to
promote the independence.
productivity, integration and inclusion
of individuals with developmental
disabilities and their families" be
referenced.
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Response: We concur with these
recommendations and have made these
changes to the final regulations.

Comment: A commenter
recommended revised language for
paragraph (b).. That paragraph read as
follows with the added lenguage in
quotes: (b) Interdisciplinary training
programs must be based on identified'
personnel preparation needs "and have
identified outcomes that are consistent
with the mission and goals of the UAP."

Response: We concur with the
recommended language and have
modified the final regulation
accordingly.

Comment: A comment was received
regarding paragraph (c) with the
suggestion being made that the term
"academic" be inCluded in relation to
trainees receiving credit for
participation in UAP training programs.

Response: We C9J1Cur with this
change and have added this word to the
final language. . .

Comments: A few commenters
requested that paragraph (e) be revised
to include language that the UAP must
encourage graduates to work in
"situations where they promote the
independence. productivity. integration
and il).clusion of people with
developmentai disabilities and their
families,"

Response: We agree with this
recommendation and have revised the
regulation accordingly.

Comment: A commenter wanted a
new program criteria regarding training
and research and dissemination efforts
added to this section.

Response. tA,'e have reviewed the
suggested language and concur with
most of the ideas presented but have
edited the language. We did not Include
the phrase "trainees may become 'active
participants in the creation afnew'
knowledge throughout their careers" as
this language does not relete to the
compliance of the UAP and training
requirements under the Act. We have
included this criteria as paragraph (h) of
§ 1388.5 in the final rule. It reads: (h)
The UAP core curriculum must prepare
trainees to be active· participants in
research and dissemination efforts. In
addition, the curriculum must prepare
trainees to be consumers of research as
it Informs practice and policy. ,

Section 1388.6 Program Criteria­
Services ond Supports

Comment: We received several
comments on paragraph 1a) of this
section, Introduction to services and
supports. It was recommended that we
include language that the UAP engage In
a variety of system interventions and
may also-engage in a variety of

individual interventions "to promote organizations" 8S a resource for
independence, productivity, integration information, pro.duce 8 variety of
and inclUSion of individuals with products to promote public awareness
developmental disabilities and their and visibility of the UAF, and facilitnte
families." replication of best practices.

Response: We" concur with this Response: We agree with the
recommendation and have cllanged the suggested addition and have Included it
regulation accordingly. in the final rule with some modification

Comment: We receIved a comment on for clarification purposes.
paragraph (b) of this section requesting Comment: A commenter requested
significant changes to the NPRM another program criteria for this section.
language. Response: We concur end have placed
. Response: We concur with the the following language in paragraph (i)
recommended language for § 1388.6(b) of this section: (i) The UAP must
and have incorporated the language into contrihuteto the development of
the final rule. The revised language knowledge.basethrough publications
indicates that UAP community training end presentations. including those
and technical assistance activities must: based on research and evaluation
(1) Use capacity building slrdtegies to conducted et the UAP.
strengthen the capability of
communities. systems and service Section 1388.9 Peer Review
providers: (2) plan collaboralively; (3) Comment: A commenter requested
target to a wide range of audiences. that we include language in paragraph
includinglndlviduals with disabilities, (a) of this section which Indicates that
family members. service and support the peer review process Is "to provide
personnel, and community members; (4) . the UAPwith technical assistance and
plan and be structured in a manner that other recommendations to.improve
facilitates the perticipation of targeted program quality and enhance response
audiences; and (5) address the unique to program mandates." .
'needs ofindividuals with Response: We do not concur with this
'developmental disabilities and their language to be included in the final
families from diverso cultural and regulation. The provision of technical
ethnic grollps. . assistance is an administrative function

Comment: Acommenter requested the of the Administration on Developmental
addition ofa sentence to the language Disabilities and is provided oli an as
proposed in paragraph (c)(l) of this needed basis. The Program Criteria are
section Indicating that "theUAP must requirements for the University
maintain cooperative relationships with Affiliated Progrnm, not the •
atheE: c9mmunity service providers, aqministering,agency.
including specialized state and local
providers. including specialized state Impact Analysis
and local provider agencies." El'ecutive Order 12866

Response: We cQncur with the
recommended language and have Executive Order 12866 requires that
incorporated iUnto the final rule. regulations be reviewed to ~nsure that

they are conf?istent with the priorities
Section 1388.7 Program Criteria- and principles set forth in the Executive
Dissemination Order. The Department has determined

Comment: In paragraph (a) of this that this rule is consistent with these
seqion, a commonter recommended that priorities and principles. An assessment
the phrase "best practices" be added to of the costs and benefits of available
the criteria regarding dissemination of regulatory alternatives (including not
infonnation. Also, two comments were regulating) demonstrated that the
received requesting the addition of the approach taken in the regulation is the
following language. "Dissemination most cost.-effective and least
activities promote the independence", burdensome while still achieving the
productivity, integration and inclusion regulatory objectives.
of individuals with developmental The fmal rule amends current
disabilities and their families," regulation to implement changes made

Response: We concur with these .by the DevelopmentalDisabilities
recommendations and have revised the Assistance and Bill of Rights Act
final rule accordingly. Amendments of 1990 (Pub. L. 101-496

Comment: A commenter asked that and by the 1994 Amendments (Pub. ·L.
we include in paragraph (b) reference to 103-230). The regulations provide
the fact that the UAPmust be identified guidance on redesignation of the
"by individuals with developmental Protection and Advocacy agency and
disabilities and their·families, the appeal process;',include regulations'
community members, state agencies and on the Protection and Advocacy annual
other provider and advocacy statement of objectives; address StatEl

)

)
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)

)

3. Section 1385.3 is amended by
revising the definitions of ADD and
Commissioner and adding
alphabetically a definition for ACF.
Developmental Disability, and
Protection and Advocacy Agency to read
as follows:

§ 1385.3 Definitions.
•••••

Reporting and recordkeeping
roqlliroments.

15 el'/r /'''I"t 1:Ulti

Admillistrativc prnctit:e and
procedure. Disabled, Grant programs/
education, Grant progr~us/social
prog~s,Reporting and recordkeeping
reqUlrements.

45 CFR Part 1387

Disabled. Grant programs/education,
Grant programs/social programs.

4S CFR Part.1388

Colleges and univcrldtius. Grant
programs/education, Grant programs/
socl.1 programs, Satellite center,
University affiliated program.
(Catalog of Federal Domestlc·Asslstance
Program, Nos. 93.630 Developmental
Disabilities Basic Support and 93.631
DeveJopmental Disabillties-Pr9jects of
NaUonalSlgnificaace, and 93.632
Developmental DisabillUes-University
Affiliated Program)

Approved: September 4. 1996.
Mary,o Bline,
Assistant SecretaryforChildren and Families.

For the reasons set forth in the
preamble. 45 CFR chapter xm, •
subchapter I is amended as follows:

SUbchapter I-The Admfnletration on
Developmental Disabilities, Developmental
Disabilities Program

PART 13~REQUIREMENTS
APPLICABLE TO THE
DEVELOPMENTAL DISABILlTII:S
PROGRAM

1. The authority citation [or part 1385
continues to read as follows:

Authority: 42 U.S.C. 6000 et seq,

2. Section 1385.1 is amended by
revising paragraphs (al and (b) and
republishing the introductory text to

. read as follows:

§ 1385.1 General.
Except as specified in § 1385.4. the

requirements in this part are applicable
to the following programs and projects:

(al Federal Assistance to State
Developmental Disabilities Councils'

(b) Protection and Advocacy of th~
Rights of Individuals with
Developmental Disabilities;
... ... ... .... ....

requirements to he submitted for OMB
roapproval am: ~ .

(1) SfIf:tion 1:1U...23~(n). ProtndiUlI and
AdvO<:llcy AIUHUIl Jlrogrum Purrcmllluu;o
neport pursuant to Soction 107(b) of the
Act (42 U.S.C. 6006(b)) (expired OMB
control number 098O--Q160);

(2) Section 1386.30(c). State Plan for
Federal Assistance for Planning Priority
Area Activities for Persons with
Developmental Disabilities pursuant to
section 122 of the Act (42 U.S.C.6022)
(expired OMB control number 0980-
0162): .'

(3)Soction 13286.32(a) Deviation­
Standard Form 269 Federal Financial
Assistance-State Developmental
Disabilities Couacils (expired OMB
control number 098O--Q212): and

(4) Section 1386.32(b). State
Developmental Disabilities Councils
Annual Program Perfonnance Report
pursuant to SectIon 107(a) ohhe Act (42
U.S.C. 6006(a)) (expire,d OMB control
number 098O--Q172).

The Administration on
Developmental Disabilities, (ADD) is
working with the Stete Developmental
Councils and the Protection and
Advocacy,agencle" in the development
of these reports. Such reports will
includa h1.formatiol1 on the .
requirements of the Act and also will
result in program. pertormance measures

, as required by the. Government
Perfonnance Results Act of 1993
(GPRA). Additionally" such reports are
for lI.., as port of an ADD Management
Information System whore reporting
could ho,dolle oloctl'Onicnlly. Expected
outcomes of the system include:
Verifiable progress in enhancing the
9"ality of .life for individuals with
l1ovelopmental disahilities through
improved program planning and
performance; improved data integrity;
and the production of a more efficient
data collection and reporting
mechanism.

In rolation to the collection of
information included in the NPRM, we
receiverl seven comments from a
national organization and six State
Developmental Disabilities Councils
opposing the Program Perfonnance
Report being in a mandated fonnat
(§ 1386.32(b)). Commenters indicated
that they must have the opportunity to
'review and comment on the report
before OMB approval. We concur with
the comments on the Council Program
Performance Report and have revised
the final rule accordingly.

List ofSubjects

45 CFR Part 1385

Disabled, Grant programs/education.
Grant programs/social programs,

Developmental Disabilities Council
rosponsibilities and those of tho
Dmoignnlod Sintu Av,,,m:y; suI now
program standards for tho Uuiversity
Affiliated Program; and make other
clarifying, technical, and confonning
changes. '

We estimate that these regulations
will not result in additional costs to the
Federal government, the States,
universities and any other organizations
to which they may apply.

Regulatol}' FlexibilityAct of 1980

('.onsistent wiih the Regnlatory
Flexihility Act (5 U.S.C. Ch.6), we try to
anticipate and reduce the Impact of
rules and paperwork requiroments on
small businesses. For each rule with a
"significant economic impact on a
substantial number of small entities",
we prepare an 4nalysis describing the
rule's impact on small entities. Tha
primary Impact of these regulations is
on the States~which are noi "small
entll.!es"within the meaning ofthe Act.
However,thay will aff!K:t small private
institutions proYldingservices to
individuals with developmental
disabilities. This imp4ct will be
minim41 in that thelnstiiutions will

,"' simply be subject to review at no cost
when a coniplaintIs made egainst them.
For these reasons, the Secretary certifies
that these rules Will not have a
significant impa!" on a substantial
number of small entities.

Paperwork RedllClion Act

Under the I'al'erw,;rk Reduclion Act
of 1995, no persons are requirod til
respond to a collection of inf~nnation
unless It displays a valid OMB COntrol
number. The valid OMB control number
assigned to the collection of Infonnation
in these final regulations Is displayed at
the end of tha affected section of the
regulations.' ,

11ds rule con~ins a new infonnation
collection requirement at § 1386.23(c),
an annual statement of objectives and
priorities of the Protection and
Advocacy·system pursuant to section
142(a)(2)(C) oftha Act (42 U.S.c.
6042(al(2)(C)). OMB cleared this
requiroment, under control number
0970--Q132 with ,an expiration date of
August 31, 1998. This final rule also
contains an information collection
requirement at § 1386.23(b) for which
there is a current OMB control number
0348-0039 (Standard Fonn 69). With
regard to the remaining requirelJlOnts
highlighted in the NPRM, for which
OMB c~ntrol numbers have expired,
ADD WIll submit them to OMB for
reapproval in accordance with the
requirements of the Paperwork
Reduction Act of1995. The

('
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ACF moans the Administration for
Children and Families within the
Department of Health and Human
Services.

ADD means the Administration on
Developmental Disabilities, within the
Administration for Children and '
Families.

Commissioner means the
Commissioner of the Administration on
Developmental Disabilities,
Administration for Childrenand
Families, Department of Health and
Human'Services or his or her designee.

Developmental disabilityshall have
the same meaning iii. 45 CFR parts 1385,
1366,1387, and 1368 asit dees in the
Developmental Disabilities Act, section
102(6), which reads "the term
'developmental disability' means a
severe, chronic disability of an
individual 5 years of age or older that-

(1) Is attributable to a mental or
physical impairment or combination cif
mental and physical Impairments;

,(2) Is manifested before the Individual
attains age '22;

(3) Is likely to contlnue indefinitely;
(4) Results in substantial functional

, limitations in three or more of the
"following areas of major life activlty­

(I) Self-care;
,(ii) Receptive and expressive'

c, language;
.(iii) Learning;
(iv) Mobility;
(v) Self-direction;
(vi) Capacity for independent living;

and
(vii) Economic self-suffi(:iency.
(5) Reflects the individual's need for

8 combination and seq'uence of special,
interdisciplin"ary, or,generic services.
supports. or other as.sistance that is of
lifelong or extended duration and is
Individually planned and coordinated,
except that such term, when applied to
infants and young children means
individual from birth to age 5, inclusive,
who have substantial developmental
delay or specific congenital or acquired
conditions with a high probabl1ity of
resulting in developmental dlsabl1ities if
services are not provided." Such
determination shall be made on a case­
by-case basis and any State eligibility
definition of developmental disability or
policy statement which is more
restrictive than that of the Act does not
apply as the Act takes precedence,

Protection and Advocacy Agency
means the organization, or agency
designated in a State to administer and
operate a protection 'and advocacy
(PM) system for individuals with
developmental disabilities under part C

of the Developmental Disabilities
Assistance and Bill of Rights A<.1, 8S

amended (A P&A System under part C
is authorized to investigate incidents of
abuse and neglect regarding persons
with developmental disahilities; punme
administrative, legal and appropriate
remedies orapproaches to.ensure
protection of, and advocacy for, the
rights of such Individuals; and provide
Information on and referral to programs
and sorvlces addressing the needs of
such Individuals (section 142(a)(2)(A).);
and advocacy programs under the
Protection and Advocacy for Mentally
III Individuals Act of 1966 (PAlMI Act),
as amended, (42 U.S.C. 10601 et seq.)
the Protection and Advocacy of
individual Rights Program (PAm), (29
U.S.C. 794(e); and the Technology­
Related Assistance for individuals With
Disabilities Act of 1986, as amended (29
U.S.C. 2212(e)). The Protection and
Advocacy agency aiso may be
lieslgnated by the Governor of a State to
conduct the Client Assistance Prognun
(CAP) authorized by section 112 of the
Rehabilitation Att of 1973, as amended,
(29 U.S.C. 732). Finally, the Protection
and Advocacy agency may provide
advocacy services under other Federal
programs.

)

)

•••••

9. Section 1365.9 Is amended by
revising the first sentence of paragraph
(a); revising paragraphs (h), (c), and (d)
and adding a new paragraph (e) to read
as follows:

§ 1385.9 G",nts edmlnlstratlon
requirements.

(a) The following parts of title 45 CFR
apply to gumts funded under parts 1366
and 1366 of this chapter and to grants
for Projects of National Significance
under section 162 of the Act (42 U.S.C.
6082).

§ 1385.6 Employment 01 Individuals with
disabllltios.

Each grantee which receives Federal
, funding under the Act must meet the
requirements of section 109 of the Act
(42 U.S.C. 6006) regarding affirmative
action. The grantee must take
affirmative action to employ and
advance In employm<>nt'and otherwise'
treat qualified individuals with
disabilities without discrimination
based upon their physical or mental
'disabllity in all einployment practices
such as the following: AdvertisIng,
recruitment, employment, rates of pay
or other forms of compel\s.tlon,
selection for training, including
apprenticeship, upgrading, demotion or
Iransfer, and layoff or termination. This
obligation is in addition to th,e
requirements of 45 CFR part 84, subpart
B, prohibiting discrimination In '
employment practices on the basis of
disability In programs receiving
assistance from the Department.
Recipients of funds under the Act also
may be bound hy the provIsions of the
Americans with Disabilities Act (Pub. L.
101-336,42 U.S.C. 12101 et seq.) "ith
respect to employment of individuals
with disabilities. Failure to comply with
section 109 of the Act may result in loss
of Federal funds tindetthe Act. If a
compliance action is taken, the State
will be given reasonable notice and an
opportunity fora hearlng.s provided in
Subpart D of 45 CFR part 1366.

§ 1385.7 [Reserved]
7. Section 1385.7'\Vaivers. is remm'cd

and reserved.
, 8. Section 1365.8 Is amended by

revIsing the Introductory text 10 read as
follows:

§ 1385.8 Fonnula lor detennlnlng
allotments.

The Commissioner will allocate funds
appropriated under the Act for the State
Developmental Disabilities Councils
and the Protection and Advocacy
Systems on the following basis:
... 1ft 1ft 1ft *

•••••
4. Section 1365.4 is revised to read as

follows:

§ 1385.4 Righis oflndlvlduals with
devetopmentat disabilities.

(a) Section 110,of the Act, Rights .of
individuals with Developmental
Disabilities (42 U:S.C. 6009) is
applicable to the programs authorized
under the Act, except for the Protection
and AdvocacySystem.

(h) In order to comply with section
122(c)(5)(G) of the Act (42 U.S.C.
6022(c)(5)(G)), regarding the rights of
individuals with developmental
disabilities, the State must meet the
requirements of 45 CFR 1366.30(0(2).

(c) ,Applications from university
affiliated programs or for projects of
national significance grants must also
contain an assurance that the human
rights of individuals assisted hy these
programs will be protected consistent
with section no (see section 153(c)(3)
and section 162(c)(3) of the Act).

§ 1385.5 [Removed and reserved]

5. Section 1385.5, Recovery of Federal
funds used for construction of facilities
is' removed and reserved.

6. Section 1385.6 is revised to read as
follows:

•

•

•

••

•

•

•

•
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(h) (I) A State incurs an obligation for
acquisition o(personal property or for
the performance of work on the date it
makes a binding, legally enforceable.
written commitment. or when the State
Developmental Disabilities Council
enters into an Interagency Agreement
with an agency of State government for
acquisition of personal property or for
the performance of work,
* * * * *-

or application. Tho release shall state
only information directly related to
client and case eligibility will be subject
to disclosure to officials of the
Department.

PART 1386-FORMULA GRANT
PROGRAMS

10. Tbe authority citation for Part
1386 continues to read as follows:

Autherity: 42 U.S.C. 6000 et seq.

Subpart A-Baslc Requirements

11. Section 1386.1 is revised to read
as follows:

51386.1 General.
All rules under this subpart are

applicable to both the State
DeveJopmental Disabilities Councils
and the Protection and Advocacy
Agencies.

12. Section 1386.2 is amended by
revising paragraphs (h)(I);(c),to read as
follows:

51386.ll Obligation offunds.

(c) (1) The Protection and Advocacy
System may elect to treat entry of an
appearanca in judicial and
administrative proceedings on behalf of
en individual with a developmental
disability as a basis for obligating fun.ds
for the litigation costs. The amount of
the funds obligated must not exceed a
reasonable estimate of the costs. and the
way the estimate was·calculated must be
documented.

(2) For the purpose of this paragraph,
litigation costs mean expenses for court
costs. depositions, expert witness fees,
travel in connection with a case and
similar costs and costs resultfng from
litigation in which the agency has
represented an individual with
developmep.tal disabilities (e.g.
monitoring court orders. consent
decrees), but not for salaries of
employees of the Protection and
Advocacy agency. All funds made
evailable for Federal J\ssistanca to State
Developmental Disabilities Councils
.and to the Protection and Advocacy
System obligated under this paragraph
ere subject to the requirement of
paragraph (a) of this section. These

i~'

)

)

(b) The Departmental Appeals Board
also has jurisdiction'over appeals by
grantees which have received grants
under the University Affiliated program
or for Projects of National Significance.
The scope of the Board's jurisdiction
concerning these appeals is described in
45 CFR part 16.

(c) The Departmental Appeals Board
also has jurisdiction to decide appeals
hrought hy the States concaming any
disallowances taken by the
Commissioner with respect to specific
expenditures incurred by the States or
by conlractors or subgrantees of States.
This jurisdiction relates to funds
provided under the two formula
programs-Part B of the Act-Federal
Assistance to Stale Developmental
Disabilities Councils and Part C of the
Act-Protection and Advocacy of the
Rights of Individuals with
Developmental Disabilities. Appeals
filed by States shall,be decided in
eccordanca with 45 CFR part 16.

(d) In making'eudits and
examinations to any books.documents.
papers, and tnrnscrlpts of records of
State Developmental Disabilities
Councils, the University Affiliated
Programs, and the Projects of National
Significance grantees and subgrantees,
as prOVided Jor in 45 CFR part 74 and
part 92, the Department will keep
information about individual clients
confidential to the maximum extent
permitted by law and regnlations.

(e) (1) The Department or other
authorized Federal officials may access
client and case eligibility records or
other records of the Protection and
Advocacy system for audit purposes and
for pwposes of monitoring system
compliance pursuant to section 104(h)
of the Act. However, such information
will be limited pursuant to section
142(j) of the Act. No personal
identifying information such 8S name,
address. and social security number will
be obtained. Only eligibility informetion
will be obtained regarding type and
level of disability of individuals being
served by' the PM and the nature of the
issue concerning which the System
represented an individual.

(2) Notwithstanding paragraph (e)(l)of
this section, if .in audit, monitoring
review, evaluation. or other
investigation by the Department
produces evidenca that the system bes
violated the Act or the regulations, the
system will bear the burden of proving
Its complianca. The systens inability to
establish compliance because of the
confidentiality of records will not
relieve It oHhis responsibility. The
system may elect to obtaIn a release
from all individuals requesting or .
receiving services at the time of intake

• • • • •

funds. if rcobligated. may be rcobligated
only within a two year period beginning
WiUl the first day of the Federal fiscal
year in which the funds were originally
awarded.

51386.4 (Reserved]
13. § 1386.4, Eligibility for services is

removed and reserved.
14. The heading of subpart B is

revised to read as follows:

Subpart B- State System for
Protection and Advocacy of the Rights
of Individuals wllh Developmental
Disabilities

15. A new section 1386.19 is added to
include definitions to read 8S follows:

51386.19 Definitions.
As used in §§ 1386.20,1386.21,

1386.22 and 1386.25 of this part the
follO\ving definitions apply:

Abuse means any act or failure to act
which was perlormed. or which was
failed to be performed, knowingly.
recklessly, or" lontionally, and which
caused, or may htive caut;ed, injury or
death to an individual with .
developmental disabilities, and includes
such acts as: Verbal, nonverbal, mental
anfl emotional harassment; rape or
sexual assault; striking; the use of
excessive force when placing such an
individual in bodily restraints; the use
ofbodily or chemical restraints which is
not In compliance with Federal and
State laws and regulations or any other
practica which is likely to cause
immediate physical or psychologicaJ
harm or result in long term harm ifsuch
practices continue. '.

Complaint includes. but is not limited
to any report or communication,
whether formal 'or informal, written or
oral, received by the system including
media accounts. newspaper articles,
telephone calls (including anonymous
calls), from any source alleging abuse or
neglect of an individual with a
developmental disability.

Designoting Official means the
Governor or other State official, who is
empowered by the Governor or State
legislature to designate the State official
or public or private agency to be
accountable for the proper use of funds
by and conduct of the State Protection
and Advocacy agency.

Facility Includes any setting thet
provides care, treatment, services and
habilitation, even if only "as needed" or
under a contractual arrangement.
Facilities inclnde, but are not limited to
the following:

Community.living arrangements (e.g.,
group homes, board and care homes,
individual residences and apartmenl$),
day programs, juvenile detention
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§ 1386.20 Designated 5.13to Protection and
Advocacy agency.

(<I) The designating official must
designate ttw Stute official or public ur
privnte agency to ho accountablo for
proper use of funds and conduct of the
Protection and Advocacy agency.

(d) (1) Prior to any redesignation of
the agency which administers and
operates the State Protection and
Advocacy (P&A) System, the
designating official must give written
notice of the intention to make the
redesignalion to the agency currently
administering and operating the State
Protection and Advocacy System by
registered or certified mail. The notice
must indicate that the proposed .
redesignation is being made for good
cause. The designating official must also
publish a public notice of the proposed
action. Tho agency and the public shall
have a reasonable period of tlme, but
not less than 45 days to respond to the
notice.

(2) The public notice jIlust include:
(i) 'l;he Federal requirements for tho

Protection and Advocacy system for
individuals with developmental
disabililies (section 142 ofthe Act); and.
where applicable, the requirements of
other Federal advocacy programs
administered by the State Protection
and Advocacy System.

(iI) The goals and function of the
State's Proteclion and Advocacy System
including the current Statement of
Objectives and Priorities;

(iii) The name and address of the
agency currently designated to
administer and· operate the Protection
and Advocacy system; and an indication
of whether the agency also operates
other Federal advocacy programs;

(iv) A description of the current
Protection and Advocacy agency and
the system It administers and operates
including, as applicable, descriptions of
other Federal advocacy programs it
operates;

(v) A clear and detailed explanation of
the good cause for the proposed
redesignation;

(vi) A statement suggesting that
interested persons may wis~ to write the
current State Protection and Advocacy
agency at the adqress provided In
paragraph (d)(2)(iil) of this section to
obtain a copy oflts response to the .
notice required by paragraph (d)(I)of
this section. Copies shall be provided in
accessible formats to individuals with
disabilities upon request;. .

(vii) The name of the new agency
proposed to administer and operate the
Protection and Advocacy System under
the Developmental Disabilities program.

centers, hospitals. nursing homes.
homeless shelters. jails and prisons.

Full Investigation means access to
facilities. clients and records authorized
Under these regulations. that is
necessary for a protection and advocacy
(P&A) system to make a determination
about whether alleged or suspected
instances of abuse and neglect are taking
place or have taken place. Full .
investigations may be conducted
independently or in cooperation with
other agencies authorized to conduct
similar investigations.

Legal Guardian, conservator and legal
representative all mean an individual
appointed and regularly reviewed by a
State court or agency ernpowe~dunder
State law to appoint and revie\,,' such
officers and having authority to make all
decisions on behalf of individuals with
developmental disabilities. It does not
include persons actIDg only as a
representative payee, person acting only
to handle financial payments, attorneys
or other persons acting or bebalf of an
Individual with developmental
disabilities only In individual legal
matters, or officials responsible for the
provision of treatment or habilitation
serviCes to an individual with
developmental disabilities or their
designees.

Neglect means a negligent act or
omission by an Individual responsible
for providing trealment or habilitation
servicel.', which caused. or may have
callsed injury or death to an individual
with developmental ~lisabilitiesor
which placed an individual with
developmental disabilities at risk of
Injury or death, and includes acts or
omissions such as failure to: establish or
carry out an appropriate individual
program plan or treatment plan .
(including a discharge plan); provide
adequate nutrition, clothing, or health
care to an Individual with
developmental disabilities; provide a
safe envifonment which also includes
failure to maintain adequate numbers of
trained staff.

Probable cause means a reasonable
ground for belief that an individual with
developmental disabilities has been, or
may be, subject to abuse or neglect. The
individual making such determination
may base the decision on reasonable .
inferences drawn from his or her
experience.or training regarding similar
incidents, conditions or problems that
are usually associat~dwith abuse or
neglect.

16. Section 1386;20 is amended by
revising the heading; revising
paragraphs (a), (d), and (e); and adding
a new paragraph (ij to read as follows:

• • • • •

Tbis aglmcy will be eligible to
adm.inistor other Federal advocacy
programs;

. (viii) A description oCthe system
which the new agency would
administer and operate, including a
description of all other Federal
advocacy'programs the agency would
operate;

(ix) The timetable for assumption of
operations by the neW agency and the
estimated costs of any transfer and start­
up operations; and

(x) A statement ofassurance that the
proposed new designated State P&A
System will continue to serve existing
clients and caSes orthe current P&A
system or refer them to other source~ of
legal advocacy as appropriate, without
disruption.

(3) The public notice as required by
paragraph (dj(l) of this section, must be
in a fonnat accessible to individuals
with developmental disabilities or their
representatives, e.g., tape, diskette. The
designating official must provide for
publication of the notice of the
proposed redeslgnatlon using the State
register, State-wide newspapers, public
service announcements on radio and
televIsion, or any other legally
equivalent process. Copies of the notice
must be made generally available to
individuals with developmental
disabilities and mentill illness who live
in residential facilities through posting
or some other meanS.

(4) After the exptration of the public.
comment period requtred in paragraph
(d)(l) of this section, the designating
official must conduct.a public hearing
on the redesignation proposal. After
consideration ofall public and agency
comments, the designating official must
give notice of the final decision to the
currently designated agency and the
public through the same means used
under paragraph (d)(3) of this section.
This notice must include a clear,and
detailed explanation of the good cause
finding. If the notlee to the currently
designated agency states that the
redesignation will take place. it also
must infann the agency of its right to
appeal this decision to the Assistant
Secretary, Administration for Children
and Families and provide a summary of
the public comments received~ regard
to the notice of intent to redesignate and
the results of the public hearing and its
responses to those comments. The
redesignalion shall not be effective until
10 working days after notifying the
current Protection and Advocacy agency
or, If the agency appeals, until the
Assistant Secretary has considered the
appeal.

(eJ (1) Following notification pursuant
to paragraph (d)(4) of this section, the

)

)
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)

)

Prolm;lion and Advocacy agoncy which
is the 6ubjoct of such action. mayappoal
the redesignation to the Assistant
Secretary. To do so, the Protection and
Advocacy agency must submit an
appeal in writing to the Assistant
Secretary within 20 days oheceiving
official notification under paragraph
(d)(4) of this sectioIl, with a separate
copy sent by registered or cerllfied mall
to the designating official who made the
decision concenting redesignation.
. (2) In the event iliat the agency subject
to redesignation does exercise Its right
to appeal unde, paragraph (e)(l) of this
section, the designating officiel must
give public notice of the Assistant
Secretary's final decision regarding the
appeal through the same means utilized
under paragraph (d)(3) of this section
within 10 working days oheceipt of the
Assistant Secretary's final decision
under paragraph (a)(6) of this section.

(3) The designating official within 10
working days from the receipt of a copy
of the appeal must provide written
comments to .the Assistant Secretary
(with a copy sant.by registered or
cerllfied'mail to the Protection and
Advocacy agency appealing under
paragraph (e)(l) of this section), or

.~"; 'i withdraw the redesignation. The

)
comments mustinclude a sununary of

. . the public cominents received in regard
to the notice of intent to redesignate and
the results of the public hearing and its
responses"lo-those'comments.

(4) In the event that the designating
official withdraws the redesignation
while under apjleal pursuant to
paragraph (e)(l) of this section, the
designating official must notify the
Assistant Secretary, and the current
agency, and must give public notice of
his or her decision through the same
means utilized under paragraph (d)(3) of
this section.

(5) As part of their submission under
paragraph (e)(l) or (e)(3) of this section,
either party may request, and the
Assistant Secretary may grant, an
opportunity for an informal meeting
with the Assistant Secretary at which
representatives ofboth parties will
present their views on the issues in the
appeal. The meeting will be held within
20 working days of the submission of
written comments by the designating
official under paragraph (e)(2) of this
section. The Assistant Secretary will
promptly notify the parties of the date
andflace of tl)e meeting. .

(6 Within 30 days of the informal
meeting under paragraph (e)(5) ofthis
section, or. if there is no informal
meeting under paragraph (e)(5) of this
section, within 30 days ofthe
submission under paragraph (e)(3) of
this section, the Assistant Secretary will

issue to tho pnrtius n finnl writton roqnimmont dolts nol Pr<lV(lllt tho P&A
docision ,on whothor tho rodosigllutioll frum dovoloping cust! or ditJllt
was for good cause as defined in acceptance critoria as part of the annual
paragraph (d)(1) of this section. The priorities identified by the P&A system
Assistant Secretary will consult with as described in § 1386.23(c) of this part.
Federal advocacy programs that wiH be Clients must be informed at the time
directly affected by the proposed they apply for services of such criteria.
redesignation in making a final decision (d) A P&A system shall be free from
on the appeal. hiring freezes, reductions in force,

(0 (1) Within 30 days after the prohibilions on staff iravel, or other
redesignation becomes effective under policies, imposed by the State, to the
paragraph (d)(4) of this section, the extent that such policies would impact
designating official must submit an system program staff or funclions
assurance to the Assistant Secretary that funded with Federal funds and would
the newly designated Protection and prevent the system from carrying out its
Advocacy agency meets the mandates under the Act.
requirements of the statute and the (e) A Proteclion and Advocacy Sysiem
regulations. shall have sufficient staff, qualified by

(2) In. the event that the Proteelion training and experience, to carry out the
and Advocacy agency subject to responsibilities of the system in
redesignation does not exercise its rights accordance with the priorities of the
to appeal within the period provided . system and requirements of the Act,
under peregraph (e)(l) of this section, including the investigation of
the designating official must provide to allegations of abuse, neglect and
the Assistant Secretary documentation representations of individuals with
that the agency was redesignated for developmental disabilities regarding
good cause. Such documentation must rights violations.
clearly demonsirate that the Protection (0 A Protection and Advocacy System
and Advocacy agency subject to Play exercise its authority under State
redesignation was not redesignated for law where the authority exceeds the
any actions or aclivities which were authority required by the
carried out under seclion 142 of the Act, Developmental Disabilities Assistance
these regulations Or any other Federal and Bill of Rights Act, as amended.
advocacy program's legislation or However,·State law must not diminish
regulations. the required authority of the Protection

17. S~ion 1386.21 is revised to read and Advocacy Systeni.
as follows: (g) Each P&A system that is a public

system without 8 multimember
§ 1386.21 ReqUirements and auUtolily of governing or advisory board must
the Protection and Advocacy System. establish ltIl advisory council in order to

(8) In order for a State to receive provide a voice for individuals with
Federal financial participation for developmental disabililies. The
Protection and Advocacy activities Advisory Council shall advise the P&A
under this subpart, 8S well 8S the State on program policies and priorities and
Developmental Disabililies Council shall be comprised of a majority of
aclivities (subpart C of this part), the individuals with developmental
Protection and Advocacy System must disabilities who are eligible for services.
meet the requirements of section 142 of or have received or are receiving
the Act (42 U.S.C. 6042) and that system services or parents or family members,
must be operational. (including those representing

(b) Alloiments must be used to individuals with developmental
supplement and not to supplant the disabilities who live in institutions and
I~vel of non-federal funds available in borne and community based settings),
the State for activities under the Act, guardians, advocates, or authorized
which shall include 'activities on behalf representatives of such individuals.
ofindividuals with deveiopmental (h) Prior to any Federal review of the
disabilities to remedy abuse, neglect and State program, a 30 day nolice and an
violations of rights as well and opportunity for public comment must
information and referral activities. be provided. Reasonable effort shall be

(e) A Protection and Advocacy System made by the appropriate Regional Office
shall not implement a policy or practice to seek comments through notification
restricting the remedies which may be to major disability advocacy groups, the
sought on the behalfof individuals with State Bar, other disability law resources,
developmental disabilities or the State Developmental Disabilities
compromising the authority of the Council and the University Affiliated
Protection and Advocacy System (P&A) Prognun, for example, through
to pursue such remedies through newsletters and publications of those
litigation. legal action or other forms of organizations. The findings of public
advocacy. However, the above comments may be consolidated if
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sufficiently similar issues are raised and
they shall be included in the report of
the onsite visit.

(I) Before the P&A system releases
information to individuals not
otherwise authorized to receive it. the
P&A must obtain written consent from
the client requesting assistance, if
competent, or his or her guardian.

18. Section 1386.22 is added to read
as follows:

§ 1386.22 Access to records, fa.mUGs and
Individuals wlth davelopmenlsl dlsabmuas.

(a) Access to records-A protection
and advocacy (P&A) system shall have
access to the records of any of the
following individuals with
developmental disabilities:

(1) An individual who is a client of
the system, including any person who
has requested assistance from the
system, If authorized by that Individual
or their legal guardian, conservator or
other legal representative.

(2) An individual, including an
Individual who has died or whose
whereabouts is unknown, to whom all
of the following conditions apply:

(i) The Individual, due to his or her
mental or physical condition is unable
to authorize ~e system to have access;

(ii) The individual does not have a
legal guardian, conservator or other
legal representative, or the individual's
guardian is the State (or one of Its
political subdivialons): and

(iii) With respect to whom a
complaint has been received by the
system or the system has probable cause
(which can be the result of monitoring
or other activities including media
reports and newspaper articles) to
believe that such individual has been
subject to abuse or neglect.

(3) An individual who has a legal
guardian. conservat,?f..or other legal
representative. with respect to whom 8
complaint has been received by the
system or with respect to whom the
system has detennined that there is
probable cause to believe that the health
qr safety of the individual is in serious
and immediate jeopardy, whenever all
the following conditions exist:

(I] The system has made a.good faith
effort to contact the representative upon
receipt of the representative's name and
address;

(i1) The system has offered assistance
to the representative to resolve the
situation; and

(iii) The representative has failed or
refused to act on behalf of the
individual.

(b) Individual records to which P&A
systems must have access under secdon
142(A)(2)(I) (whether written or in
another medium, draft or final,

including handwritten notes, electronic
files, photographs or video or audio tape
records) shall include. but shall not be
limited to:

(1) Records prepared or received in
the course of providing intake,
assessment. evaluation, education,
training and other supportive serv!ces,
including medical records, financial
records, and monitoring and other
reports prepared or received by a
member of the staff of a facility that is
providing care or treatment;

(2) Reports prepared by an agency
charged with investigating incidents of
abuse or neglect, injury or death
occurring at a facility or while the
Individual with a developmental
disability is under the care of a member
of the staff of a facility, or by or for such
facility, that describe any or all of the

. following: ~.

(I) Abuse, neglect, injury, death:
(i1) The steps taken to investigate the

incidents;
(ill) Reports and records, including

personnel records, prepared. or
maintained by the facility in connection
with such reports of incidents; or,

(Iv) SUPP9rting Information that was
relled upon In creating a report,
.Including all information and records
which describe persons who were
interviewed, physical and documentary
evidence that was reviewed. and the
related invesUgative findings; and

(3) Discharge planning records.
(cl Information in the possession of a

facility which must be avanable to P&A
systems in investigating instances of
abuse and neglect under section
142(a)(2)(B) (whether written or in
another medium, draft or final.
including hand written notes, electronic
files, photographs or video or audio tape
records) shall include, but not be
limited to:

(1) Information in reports prepared by
individuals and entities performing
certification or licensure reviews, or by
professional accreditation organizations,
as well as related assessments prepared
for a facility by its staff, contractors or ",
related entities, except that nothing in
this section is intended to preempt State
law protection records produced by
medical care evaluation or peer review
committees.

(2) InformaUon in professional.
perfonnance, building or other safety
standards, demographic and statistical
information relatipg to a facility.

(d) A system shan be pennitted to
inspect and copy infonnation and
records, subject to a reasonable charge
to offset duplicating costs.

(0) The client's record is the property
of the Protection and Advocacy System
which must protect it from loss,

damage, tampering. or use by
unauthorized individuals. The
Protection and Advocacy System must:

(1) Keep confidenUal all informaUon
contained in a client's records, which
includes, but is not limited to,
infonnation contained in an automated
data bank. This regulation does not limit
access by parents or legal guardians of
minors unless prohibited by State or
Federal law, court order or the rules of
attomey-elient privilege: .

(2) Have written policies governing
access to, storage of, duplication of, and
release of information from the client's
record; and

(3) Be authorized to keep confidential
the names and identity of individuals
who report incidents of abuse and
neglect and indivlduls who furnish
information that forms the basis for a
determination that probable cause
exists. "

(f) Access to Facilities and Individuals
with Developmental Disabilities-A
system shan have reasonable
unaccompanied access to public and
private facilities which provide services,
supports, and other assistance for
individuals with developmental
disabilities in the State when necessary
to conduct a fun investigation of an
incident of abuse or neglect under
section 142(a)(2)(B) of the Act. This.
authority shall include the opportunity:
to interyiew any facility service
recipient, employee, or other person,
including the person thought to be the
victim of such ahuse. who might be .
reasonably believed by the system to
have knowledge of the .incident under
investigation; and to inspect. view and
photograph an areas of the facility's
premises that might be reasonably
believed by the system to have been
connected with the incident under
investigation.

(g) Under section 142(a)(2)(H) ofthe
Act, the system and all of its authorized
agents shall have unaccompanied access
to all residents of a facility at reasonable
times, which at a minimum shall
include normal working hours and
visiting hours, for the purpose of:

(1) Providing information and training
on, and referral to, programs addressing
the needs of individuals with
developmental disabilities, and the
protection and advocacy services
avanable from the system, including the
name, address, and telephone number of
the system and other information "and
training about individual rights; and

(2) Monitoring compliance with
respect to the rights and safety of service
recipients. -

(h) Unaccompanied access to
residents of a facility shall include the
opportunity to meet and communicate

)

)
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)

)

)

privately with such individuals
regularly, both fonnally and infonnally.
by telephone. mail and in person.

(i) If a system is denied access to
facilities and its programs. individuals
with·developmental disabilities. or
records covared by the Act it sball be
provided promptly with a written
statement,ofreasons, in~luding. in the
ca.e of a denial for alleged lack of
authorization, thename and addre•• of
the legal guardian, con.ervator, or other
legal repre.entative ofan individual
with developmental disabilitie•.

19. Section 1386.23 i. revi.ed to read
a. follow.:

§ 1386.23 Periodic reports: Protection and
Advocacy System.

(aj By January 1 of each year the
Protection and Advocacy Sy.tem .hall
.ubmit an Annual Program Perfonnance
Report as required in .ection 107(h1 of
the Act. in a fonnat designated by the
Secretary.· .

(h) Financial.tatu. reports mu.t be
.ubmitted by the Protection and
Advocal;y Agency according to a
frequency interval specified by the
Administration for Children and
Familie•. In no (:a.e will .uch reports be
required·more frequently than quarterly.

Ie) By Jaliuaryl of eseh year. the
Protection and Advocscy Sy.tem .hall
.ubmit an Annual Statement of
Objective. and Prioritie., (SOP) for the
coming fiscal year a. required under
section 142(a)(2)(C) of the Act.

(1) The SOP is a description and
explanation ofthe priorities and
selectlon criteri",for the sy.tem's
individual advocscy ca.eload; sy.temic
advocscy work and training activitie.,
and the outcomes which it strives to
accompli.h.

(2) Whereapplicsble, the SOP must.
include a de.cription of how the
Protectlon and Advocscy System
operate. and how it coordinates the
Protectlon and Advocscy program for
individual. with developmental
disabilities with other Protectlon and
Advocacy (P&A) program. admini.tered
by the State Protection and Advocscy
Sy.tem. Thi. de.cription mu.t addre.s
the System's intake process. internal
and external referral. of eligible client.,
duplicstion and· overlap of service. and
eligibility. streamlining of advocacy
.ervice., collaboration and .haring of
information·on service needs and
development of Statement. of
Objective. and Priorities for the various
advocacy programs.

(3) Priorities a. established through
the SOP serve a. the ba.i. for P&As to
determine which cases are selected in a
given fiscal year. P&A. have the
authority to tum down a request for

assistance when it is outside the scope
of the SOP but they must inform
individuals that this is the basis for
turning thorn down.

(d) Each fiscal year, the Protection
aod Advocacy Agency .hall:

(1) Obtain fonnal public input on it.
Statement of Objective. and Prioritie.;

(2) At a minimum, provide for a broad
distribntion of the propo.ed Statement
of Objective. and Priorities for the next
fiscal year in a manner acce••ible to
individuals with developmental
di.abilitie. and their repre.entative.,
allowing atlea.1 45 days from the date
of distribution for comment:

(3) Provide to the State
Developmental Di.abilitie. Council and
the Universlty·Affiliated Program a copy
of the propo.ed Statement of Objective.
and Priorities for comments
concurrently with the public notice;

(4) Iilcorporate or addre•• any
comments received through the public
input and any Input received from the
State Developmental Disabilitie.
Council and the University Affiliated
Program in the final Statement
•ubmitted to the Department; and

(5) Addre.s how the Protection and
Advocacy Sy.tem; State Developmental
Disabilities Council; and the University
.Affiliated Program will collaborate with
each other·and with other public and
private entities..
(The requirements under peragraph (h) are
8pprovedunder control.number 034~39
by the Office of Management and Budget
(OMBl. Infonnatl~n collection requirements
contained in paragraph (el are approved
under OMS control number 0970-0132
pursuant 10 secllons142(al(2) (el and ID) and
section 107(h} ofthe Act.)

20. Section 1386.24 is amended by
rede.ignating the introductory text,
pa:ragraph. (a) and (h) a.paragraph. (a)
introductory text, (al(l) and (a)(2);
revi.lng newly redesignated paragraphs
(a), introductory text. and (a)(l); and
adding a new paragrapb (h) to read as
follows:

§.1388.24 NOlHlllowable coS1s lor the
Protection and Advocacy System.

(a) Federal financial participation i.
not allowable for:

(1) Costs incurred for activities on
behalf of individuals with
developmontal disabilities to .olve
problem. not directly· related to their
di.abilitie. and which are faced by the
general populace. Such activities
include but are not limited to:
Preparation of will., divorce decree••
and real estate proceedings. Allowable
co.ts in .uch csses would include the
Protection and Advocacy Sy.tem
providing disability related technicsl

assistance information and referral to
appropriate programs and services~and

(2)· ••

(b) Attorneys fees are considered
program income pursuant to Part 74­
Admini.tration of Grants and Part 92­
Unifonn Admini.trative Requirements
for Graots and Cooperative Agreement.
to State and Local Govennnent. and
mu.t be added to·the fund. committed
to the program ·and used to 1nrther the
objective. of the program. Thi.
requirement .hall apply to all.attorney.
f.... including those earned by
contractors andthose received after tho
project period in which they were
earned.

21. A new § 1386.25 i. added to read
as follow.:

§ 1386.25 Allowable litigation co.ts.

Allotments may be used to pay the
otherwise allowable co.ts incurred by a
Protection and Advocscy System in
bringing law.nit. in it. own right to
redre•• incidents of abuse or neglect,
discrimination and other rights
violations impacting on Individual•
with developmental disabilities to
obtain access to records and when it
appears on behalf of named plaintiffs or
a class of plaintiff for .uch purpo.e•.

22. The heading of .ubpart C i.
revised to read as follow.:

SUbpart e-Fedel'8l Assistance to
State Developmental DlsablllUes
Councils

23. Section 1386.30 i. amended by
revising paragraphs (a) and (c)(l):
rede.ignating paragraph (e) as (I);
revi.ing the newly redesignated
paragraph. (I) republi.hing newly
redesignated paragraph (I), introductory
text; (2) and (3) ; and adding new
paragraph. (c)(3) and (el to read a.
follows:

§ 1386.30 Stale Plan reqUirements.
(a) In order to receive Federal

financial assistance under this subpart.
each State Developmental Disabilitie.
Council must prepare and submit to the
Secretary, and have in effect, a State
Plan which meets the requirements of
sectlon. 122 and 124 of the Act (42
U.S.C. 6022 and 6024) and the..
regulation•. Development of the State
Plan and applicable annual
amendment. are re.ponsibilitie. of the
State Developmental Disabilitie.
Council. The Council will provide
opportunities for public input during
the planning and development ofthe .
State Plan and will con.ult with'the
De.ignated State Agency to determine
that the plan i. not in conflict with
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appllcable State laws and to obtain
appropriate State Plan assurances.
.., 11 1< * ..

(c) ft * '"
(1) Identify the program unites) within

the Designated State Agency responsible
for helping the Council to obtain
assurances and fiscal and other support
services.

(2) The human rights of individuals
with developmental disabilitieswill ba
protected consistent with section 110 of
the Act (42 U,S.C. 6009).

(3) Buildings used in connection with
activities assisted wlder the Plan must
meet all applicable provisions of
Federal and State laws pertaining to
ac<;ossibility, fire, health and safety
standards. .

(4) The State Developmental
Disabilities Council shall follow the

(3) Where appliCable, describe
activities in which the State's
Developmental Disabilities Council,
Protection and Advocacy System
agency, and University Affiliated
Program(s) collaborate to remove
barriersor address critical Issues within
the State and bring about broad systems
changes to benefit individuals with
developmental disabilities and, as
appropriate, Individuals with other
disabilities.

)

)•••••
27. Section 1386.34 Is added to read

as follows: .

§ 1386.34 Designated State Agency.
(a) The Designated State Agency shall

provide the required assurances and
other support services as requested by
and negotiated with the Council. Tbese
include:

(1) Provision of financial reporting
and other services 8S provided under
section 124(dj(3)(C) of the Act: and

(2) Information and direction, as
appropriate. on procedures on the
hiring, supervision and assignment of
staff In accordance with State law.

(b) If the State Developmental
Disabilities Council requests a review by
the Governor (or legislature) of the .
Designated State Agency, the Council
must provide documentation of the
reason for change and recommend a
preferred Designated State Agency.

(c) After the review is completed, a
majority of the non-State agency
members of the Council may appeal to
the Assistant Secretary for a review of
the designation of the designated State
agency if the Council's independence 8S

an advocate is not assured becaUse of
the actions or inactions of the
designated State agency.

(d) The following steps apply to the
appeal of the Governor's (or

Developmental Disabilities Council
shall submit aD Annual Program
PerfonnaDce Report in a fonn that'
facilitates Council reporting of results of
activities required under sections 122
and 124 of the Act: The report shall be:
submitted to the appropriate Regional
ACF office, by January 1 of each year.

26. Section 1386.33 is amended by
revising paragraph (a) as follows:

§ 1386.33 Protection of employee's
Interests.

(a) Based on section 122(c)(5j(K) of
the Act (42 U.S.C. 6022(c)(5)(K), the
State plan must assure fair and equitable
arrangements to protect the interest of
all Institutional employees sffected by
actions under the plan to provide
community living activities. Specific
arrangements for the protection of
affected employees must be developed'
through negotiations between the
appropriate State authorities and
employees or their representatives. Fair
and equitable arrangements must
include procedures that provide for the
impartial resolution of disputes batween
the State and an employee concerulng
the interpretation, application, and
enforcement of protection arrangements.
The State must inform employees of the
State's decision to provide for
community living activities.

•••••
25. Section 1386.32 is revised to read)

as follows:

§ 1366.32 Periodic reports: Federal
asslstante to State Developmental
Disabilities Councils.

(a) The Governor or appropriate State
financial officer must submit finailcial
status reports on the programs funded
under this subpart according to a
frequency interval \Yhich will be
specified by the Administration for
Children and Fa.-nilles. In no case will
such reports be required more
frequently than quarterly.

(b) Pursuant to section 107(a) of the
Act (U.s.C. 6006a), the State

requirements of section 124(c) (8), (9)
and (10) of the Act regarding budgotlng,
staff hiring"and supervision and staff
assignment. Budget expenditures must
be consistent with applicable State laws
and policies regarding grants and
contracts and proper accounting and
bookkeeping practices and.procedures.
In relation to staff hiring. the clause
"consistent with State law" in section
124(c)(9) means that the hiring of State
Developmental Disabilities Council staff
must be done in accordance with State
personnel policies and procedures
except that a State shall not apply hiring
freezes, reductions in force, prohibitions
onstafftravel, or other policies, to the
extent that such policies would impact
staffor functions funded with Federal
funds and would prevent the Council
from carrying out its functions under
the Act.

24. Section 1386.31 Is anlended by
revising the section heading,
redesignating the current paragraphs (a),
(b), (c), and (d) as (b), (c), (d), and (e).
and adding a new paragraph (a) to read
as follows:

§ 1386.31 State Plan submittal an~
approval.

(a) The Council sball issue a public
notice about the availability of the
proposad State Plan or; State Plan
amendment(s) for comment. The Notice
shall be published In formats accessible
to individuals with developmental
disabilities and the general public (e.g.,
tapa, diskette, public forums,
newspapers) and shall provide a 45 day
period for public review and comment.
The· Council shall take into account
comments submitted wiLI,in that period
and respond In the State Plan to
significant comments and suggestions.
A summary oftha Council's response to
State Plan comments shall ba submitted
with the State Plan and made available
for public review. This document shall
be made available in accessible formats
upon request.

•

•

•

•

.. .

•

•

•

•

•

•

•
(e) (1) The State Phm may provide for

funding projects to demonstrate new
approa.ches to direct services which
enhance the independence,
productivity, and integration and
inclusion into the community of
individuals with d~yelopmantal

disabilities. Direct service
demonstrations must be short-term and
Include a strategy to locate on-going
·funding from other sourceS. For each
demonstration funded, the State Plan
must Include an estimated period of the
project's duration and a brief .
description oebow the services will ~e
continued without Federal
developmental disabilities program
funds. Council funds may not be used
to fund on-going services which should
ba paid for by the State or other sources.

(2) The State plan may provide for
funding of other projects or activities,
Including but not limited to, studies.
evaluation, outreach. advocacy. self~

advocacy. training, community
supports, public education, and
prevention, Where extended periods of
time are needed to achieve desired
results, these projects and activities
naed not be time-limited.

(I) The State Plan must contain
assurances that:

· ..

-.'-,
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28. Section 1386.35 is amended by
revising the heading and paragraph
(b)(1) and adding new paragraphs (d), .
(e), and (f) to read ss follows:

§ 1386.35 Allowable and non.allowable
costs for Federal Assistance to State
Developmantal Disabilities Councils.

(b) •••
(1) Costs incurred by institutions or

other residential or non-residential
progi'ams which do not comply with the
Congressional findings with respect to
the rights of Individuals with
developmental disabilities in section
110 of the Act (42 U.S.C. 6009).

32. Section 1386.90 is revised to read
as follows:

§ 1386.90 Notice of hearing or opportunity
for hearing.

Proceedings are commenced by
mailing a notice ofhearing or
opportunity for hearing from the
Assistant Secretary to the State
Developmental Disabilities Council and
the Designated State Agency, or to the
State Protection and Advocacy System
or designating official. The notice must
state the time and place for the hearing,
and the issues which VlilI be
considered. The notice must be
published in the Federal Register.

33. Section 1386.92 is revised to read
.. follows:

Subpart D-Practlce and Procedure for
Hearings Pertaining to States'
Conformity and Compliance With
Developmental Disabilities State Plans,
Reports and Foderal Requirements

30. Section 1386.80 is revised to read
as follows:

§ 1386.80 Dellnillons.

For purposes of this subpart:
Assistant SectetOlY means the

Assistant Secretary for Children and
Families (ACF).

ADD maans Administration on
Developmental Disabilities,
Administration for Children and
Families.

Presiding officer means·anyone
designated by the Assistant Secretary to
conduct any hearing held unde, this
subpart. The term includes the Assistant
Secretary if the Assiatant Secretary
presides over the hearing.

Payment or Allotment means an
amount provided under Part B or C of
the Developmental Disabilities
Assistance and Bill of Rights Act. This
term includes Federal funds provided
under the Act irrespective of whether
the State must match the Federal
portion of the expenditure. This term
shall include funds previously covered
by the terms "Federal financial' ,
participatioJ1, fJ 4'the State's total
allotment," "further payments,n

"payme.nts," uallotinent" and "Federal
funds."

31. Section 1386.85 is amended by
revising paragraph (a) to resd as follows:

§ 1386.85 Filing and servlce of papers.

(a) All papers in the Pl'l'Ceedings must
be filed with the designated individual
in an original and two copies. Only the
originals of exhibits and transcripts of
testimony need be filed.
11< '* ,.. * ,..

•

•

•

•

•

•

•

•

•

•

legislature's) designation of the
Designated State Agency.

(1) Prior to an appeal to the Assistant
Secretary. Administration for Children
and Families, the State Developmental
Disabilities Council. must give a 30 day
written -notice, by certified mail, to the
Governor (or legislature) of the majority
of non-State members' intention to
appeal the designalion of the Designated
State Agency.

(2) Tlie appeal must clearly identify
the grounds for the claim that the
emmeil's indep!,ndence as an advocate
is not assured because of the actions or
inactions of the designated State agency.

. (3) Upon receipt of the appeal from
the ·State.Developmental Disabilities
Council, the Assistant Secretary will (d) For purposes of determining
notify the State Developmental h
Disabillties CoUncil and the Governor aggregate minimum State s are of
(or lemslaturej, 1>y certified mail, that expenditures, thare are three categorie.s

0- of expenditures:
the appeal has..been received and will be (1) Expenditures for projects ·or.
acted upon within 60 days. The activities carried out directly by the
Governor (or legislature) shall within 10 Council and Council staff, as described
working dey~ from the receipt of the
AssistantSecretary's notification in section 125A(a)(2) of the Act, require
provide written comments to the no non-Federal aggregate participation.
Assistant Secretary (with a copy sent by (2) Expenditures for projects with
registered or certified mail to the activities or products targeted to urban
.Council) on the claims,in the Council's or rural poverty aress but not carried out
appeal. Either party may request, and directly by the Council and Council
the Assistant Secretary may grimt, an staff, as described in section 125A(a)(2)
opportunity for an Informal meeting of the Act, shall have non-Federal
with the Assistant Secretary at which participation of at least 10% in the
represantatives ofboth parties will aggregate.
present their views on the issuasin the (3) All other activities not directly
appeal. The m~etingwill be held within carried out by the Council and Council
20 working days of the submission of staff; shall have non-Federal
written comments by the Governor (or participation of at le..t25% in the
legislature). TheAssistant Secretary will aggregate.
promptly notify'the partias of the date (e) The Council may vary the non-
and place of the meeting. Federal participation required on a

(4J The Assistant Secretary will project by project, activity by activity
review the issue(s) and provide a final basis (both poverty and non-poverty
written decision within 60 days activities), including requiring no non-
following receipt of the State. Federal participation from particular
DevelopmentalDisabllities Council's . projects or activities as the Councll
appeal. If the determination is made that deems appropriate so iong as the
the Designated State AgenCy should be requirement for sggregate non-Federal
redesignated. the Governor (or participation is met.
legislature) must provide written 29. Section 1386.36 is amended by
assurance.of compliance within 45 days revising the section heading and
from receipt of the decision. paragraph (e) to read as follows:

(5) During any time of this appeals
process the State Developmental § 1386.36 Final disapproval of the State
Disabilities Council may withdraw such plan or plan amendments.
request if resolution has been reached * .... .... * *
with the Governor (or legislature) on the (e) A State has filed its request for a
designation of the Designated State hearing with the Assistant Secretary
Agency. The Governor (or legislature) within 21 days of the receipt of the
must notify the Assis~ant Secretary in decision. The request for a hearing must
writing of such an occurrence. be sent by certified mail to ·the Assistant

(e) The designated State agency may Secretary. The date of mailing the
authorize the Council use or contract request is considered the date of filing
with State agencies other than the if it is supported by independent
designated State agency to perform evidence of mailing, otherwise the date
functions of the designated State of receipt sball be considered the date
agency. of filing.

)

)

,,..
~(

~.
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§ 1386.92 Place.
The hearing must be held on a date

and at a time and place determined by
the Assistant SeCretary with due rogard
for convenienCe, aild necess~ty of the .
parties or their representatives. The site
of the hearing shall be eccessible to
individu.ls with disabilities.

34. Section 1386.93 is amended by
revising paragraphs (c)(2) and (d) to read
es follows:

§ 1386,93 IlISUos at healing.
111 * * 111 ..

35. Section 1386.94 is amended by
revising paragraphs (a), (b)(2), and (c) to
read as follows:

§ 1386.94 Request to particlpate In
healing.

(a) The Department, the State, the
State Developmental Disabilities
Council, the Designated State Agency,
and the State Protection and Advocacy
System, es appropriate, are parties to the
hearing without making a specific
request to participaie.

(b) '" 111 ..

(c)' ••
(2) Prior to the removal ofan issue, in

whole or in part, from a hearing
involving Issues relating to the
confonnity with Federal requirements
under Part Bof the Act. of the Stete plan
or the ectlvities of the State's Protection
and Advocacy System, the Assistant
Secretary must provide all parties other
than the Department and the State (see
§ 1386.94(bll with the statement of his
or her intention to remove an Issue from
the hearings and the reasons for that
decision. A copy ot tlte proposed State
plan provision or document explaining
changes in the activities of the State's
,protection and advOC!lCY system on
which the State and the Assistant
Secretary heve settled must be sent to
the parties. The parties must have an
opportunity to, submit in writing within
15 days thelrviewa'8S ~o, or any ,
,information bearing upon, the merits of
the proposed provision and the merits'
of the reasons for removing the issue
from the hearing.

(d) in hearings involving questions of
noncompliance of a State's operation of
its program under Part Bof the Act with
the State plan or with Federal
requirements Of compliance of the
State's Protection and,Advocacy System
with Federal requirements, the same
procedure set forth 111 paragraph (c)(2) of
this section must be followed with
respect to any report or evidence
resulting in a conclusion by the
Assistant Secretary that a State has
achieved compliance.

(c) If the presiding officer is e person
other than. the Assistant Secretary, his or
her authority is to render a .
recommended decision with respect to
program requirements which are to be
considered et the hearing. in case of any
noncompliance, he or she shall
recommend whether payments or

)

)

)

•••
(c) If the Assistant Secretary

concludes: .
(1) in the case of e hearing pursuant

to sections 122, 127, or 142 of the Act;
thet eState plan'or the activities of the
State's Protection and Advocacy System
does not comply with Federal
requirements, he or she shall also .
specify whether the Stete's peyment or
allotment for the fiscal year will not be:.
authorized for the State or whether, in
the exercise of his or her discretion, the
payment or allotment will be limited to
the parts ofthe Stete plan or the
ectivlties of the State's Protection and
Advocacy System not affected by the
noncompliance.

(2) In the case of e heerlng pursuant
to section 127 of the Act that the State
is not complying with the requirements
of the State plan, he or she must also
specify whether the State's peyment or
allotment will not be mede available to
the State orwhether, in the exercise of
his or her discretion, the payment or
ellotment will be limited to the parts of
the Stete plan not effected by such
noncompliance. The Assistant Secretary
meY esk the parties for
recommendations or briefs or may hold
conferences of the partie~on these
questions.

(d) The decision of the Assistant
Secretary under this section is the final
decision of the Secretary and constitutes
"final agency action" within the
meaning of 5 U.S.C. 704 and the
"Secretary's action" within the meaning
of Section 129 of the Act (42 U.S.C.
6029), The Assistant Secretary's
decision must be promptly served on ell
parties and amici.

38. Section 1386.112 is amended by
revising paragraphs (a) and (h) to read
as follows:

§ 1386.112 Effective date of decision by
the Assistant Secretary.

(e) If. in the case of a hearing pursuant
to section 122 'of the Act, the Assistant
Secretary concludes that a State plan
does not comply with Federal
requirements, and the decision provides
that the payment or allotment will be
authorized but limited to parts of the

ellotments should be withheld with
respect to the entire State plan or the
activities of the State's Protection and
Advocacy System. or whether tho
payments or allotments should be
withheld only with respect to those
parts of the program effected by such
noncompliance.

37. Section 1386.111 is amended by
revising paragrephs (c) and (d) to read
es follows:

§ 1386.111 Decisions followtng healing.. , .

•••••

(c) (1) Any interested person or
organization wishing to participate as
amicus curiae must file a petition with
the designated individual before the
commencement of the hearing. The
petition must concisely stete:

(I) The petitioller's interest in the
hearing;

(iiIWho will represent the petitioner,
and'

(Iii) Tile issues on which the
petitioner intends to present argument.

(2) The presiding officer may grant the
petition if he or she.finds thet the
petitioner has e legitimeteinterest in the
prOceedings, thet such participetion will
not unduly deley the outcome and may
contributematerielly to the proper
disposition of the Issues. .

(3) An amicus curiae may present e
brief oral statement at the hearing et the
point in the proceedings specified by
the presiding officer. It mey submit e
written statement of position to the
presiding officer prior to the beghining
of e heartng and must serve e copy on
eech party. It also meY submit a brief or
written statement at such time as. the
parties submit briefs and must serve a
copy on eech party.

36. Section 1386.101 is amended by
revising paragraphs (e)(l1) and (c) to
read eS follows:

§ 1386.101 Authority of presiding officer.
(a) * * *
(11) If the presiding officer is e person

other than the Assistant Secretary, he or
she shell certify the entire record,
including recommended findings and
prtlposed decision, to the Assistant
Secretary;

(2) Any individual or group wishing
to perticipete es a party must file e
petition with the designated individuel
within 15 days after notice of tho

, hearing has been published in the
Federal Register, and must serve a copy
on each party of record at thet time in
eccordance with § 1386.85(b), The
petition must concisely state:

(I) Petitioner's interest in the
proceeding;

(ii) Who will eppear for petitioner;
(iii) The issues the petitioner wishes

to eddreas; and
(Iv) Whether the petitioner intends to

present witnesses.

* * * * *

•••••
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Sac.
1388.1 Definitions.
1388.2 Program criteria-purpose.
1388.3 Program criteria-mission.
1388.4 Program criteria-govQmance and

adminisuation.

)
" 1388.5 Program criteria-.preparation of

personnel.
, 1388.6 Program criteria-services and

supports. .
-1388.7 Program criteria-dissemination.

(d) Projects of National Significance,
including technical assistance and data
collection grants, must be exemplary
and innovative models and have
potential for dissemination or
knowledge utilization at the lo?,llevel
8S well 88 nation811y or otherwise meet
the goals of part E of the Act.

41. Part 1388 is revised to read as
follows:

PART 1383-THE UNIVERSITY
AFFILIATED PROGRAMS

State plan not affected by such
noncompliance, the decision must
specify the effective date for the
authorization ofthe payment or
allotment.

(h) In the case of a hearing purs~ant

to sections 127 or 142 of the Act, .fthe
Assistant Secretary concludes that the
State is not complying with the
requirements of theState plan or the
activities of the State's Protection and
Advocacy SyStein do not comply with
Federal requirementS, the decision that
further payments or allotments will not
be made to the State, or will he limited
to the partS of the State plan or activities
of the State's Protection and Advocacy
System not affected, must specify the
effective date for withholding payments
of alloln)ents.

1388.8 (Reserved].
1388.9 Peer reviow.

Authority 42 U.S.C. 6063 et seq.

recruitment efforts at the levels of
preservice training. community training,
practice. administration and
policymaking must focus on bringing

§ 1388.1 Definitions. large numbers of racial ethnic minorities
For purposes of this part: into the field in order to provide
Accessible means UAPs are appropriate skills, knowledge, role

characterized by. their program and models, and suificient personnel to
physical accommodation and their address the gr6v.:-ing needs of an
demonstrated.cOJnnlitment to the goals increasingly diverse population.
of the Americans with Disabilities Act. Culturally competent means provision

Capacity Building means that UAPs of services, supports, or other assistance
utilize a variety of approaches to in a manner that is responsive to the
strengthen their university and their beliefs. interpersonal styles, attitudes,
locai, State, regional and National language,and behaviors of individuals
communities. These approaches who are receiving services, and that has
include, but are not limited to such the greatest likelihood of ensuring their
activities as: maximum participation in tho·program.
, (1) Enriching program depth and Diverse Network means that although
breadth. for example, recruitlng each UAP has the same mandates under
individuals with developmental the Act, the expression of these common
disabilities and their families, local mandates differs across programs. Each
community leaders, additional faculty UAP must Implement these mandates
and students to participate in the UAP; within 'the context of their host

(2) Acquiring additional resources, for university, their lorAltion within the
example, grants, space, and volunteer university, the needs of the local and
manpower; and State community, the cultural

(3) Carrying out systems changes, for composition of their State, their
example. promoting inclusive resources and funding sources. and their
programming for persons with Instltutional history. These factors

. developmental disabilities across all converge to create a network of imique
ages. and distlnct programs. bound together

Collaboration means that the UAP by common mandates but enriched by
cooperates with a .wide range of persons. diverse composition.
systems, and agencies.whether they InterdIscIplinary TrainIng means the
utilize services of the UAP or are use of Individuals from different
involved In UAP planning and professional specialties for UAP training
programs. These entitles include and service delivery. '
Individuals with developmental 'Ufespan Approach means that UAP
disabilities and family members, as well ' activitles address the needs of
as the State Developmental Disabilities individuals with disabilities who are of
Councils. the Protection and Advocacy all ages.
agencies. other advocacy -and disability Mandated Core Functions means the
groups. university compone?ts. gene~c UAP must perform:
and specialized human servIce agenCies, (1) Interdjsciplinary preservice
State agencies and citizen and preparation;
community groups. Ao example of this (2) Community service activities
cooperation is the Consumer Advisory (commlUlity training and technical
Committee, 8 required element in each assistance); and
UAP. (3) Activities related to dissemination

Cullural DIversIty means that UAPs of information and researcb findings,
are characterized by their commitment Program Criteria means a statement of
to involve individuals with disabilities, the Department's expectation regarding
family members and trainees from the direction and desired outcome of the
diverse cultural backgrounds in all University Affiliated Program's
levels of their activities. This operation.
commitment to cultural diversity means Research and evaluation means that
that each UAP must assure that the UAP refines its activities on the
individuals from racial and ethnic basis of evaluation results. As members
minority background are fully included; of the universitv community,
that efforts are made to rocruit involvement in~program~relevant
individuals from minority backgrounds research and development of new
into the field of developmental knowledge are important components of
disabilities; that specific efforts must be UAPs.
made to ensure that individuals from Stale-of-the-art means that UAP
minority backgrounds have effective activities are ofhigh quality (using the
and meaningful opportunities for .full latest technology), worthy of replication
participation in the developmental (consistent with available res~urces),

disabilities service system; and that and systemically evaluated.

•

•

•

--' .
•

•

•

•

•

•

•

PART 1~7-PROJ,ECTSOF
NATIONAL SIGNIFICANCE

39. The authority citatlon for part
1387 contlnuesto read as follows:

Authority: 42 U:S;c. 6OQO 01 seq.

40. Section 1387.1 fs amended by
revising paragraphs (a), (h), and (d) to
read as folloWS;','

§ 1387.f Generallllqulrament8.
(a) All prolectsflmded under this part

must beof natlonal Significance and
serve or relate to Individuals with

;, developmental disabilities to comply
with section 162 of the Act.

(h) Based on sectlon 162(d), proposed
priorities for grants and contracts will
be published in the Federal Register
and a 60 day period for public
commentS will he allowed.
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§ 1388.2 Program-criteria-purpose.

The program criteria will be used to
assess the quality of the University
Affiliated Programs (UAP). The overall
purpose of the program criteria is to
aSSUIe the promotion of independence,
productivity. integration and inClusion
of individuals with developmental
disabilities. Compliance with the
program criteria is a prerequisite for a
UAP to receive the minimum funding
level of a UAP. However, compliance
with the program criteria does not. by
Itself. assure fundlng.The Program
Criterla.are one part.ofthe Quality
Enhancement System (QESI. and
provide a structure for self,,:,8ss6ssment
and peer review of each UAP. (The QES
is a holistic approach to enable persons
with developmental disabilities and .
their families to achieve maximum
potential. All UAPs u'se the QES.I

§j388.3 Program criteria--mlsslon.
(aJ" Introduction to mission: The UAP

Is guided by values of Independence,
productivity, Integration and Inclusion
of Individuals with developmental
disabilities and their families. The
purpose and scope of the activities must
be consistent with the Act as amended
and include the provision of training•.
service, research and evaluation,
technical assistance and dissemination
of information in a culturally competent
manner, Including the meaningful
participetlon ofindiVlduals from
diverse· raCial and ethnic backgrounds.
(Tho concept of Udiyerse network" as
defined in § 1388.1 of this part applies
to peragraphs (b), (f), (g), and (h) of this
section.)

(b) The UAP must develop a written
mission statement that reflects its values
and promotes the goals of the university
in wbich it is located, including
training, the development of new
knowledge and service. The UAP's
goals. objectives and activities must be
consistent with the mission statement.

(c) The UAP's mission and programs
must reflect a life Sp811 approach,
incorporate an interdisciplinary
approach and include the active
participation of individuals with
developmental disabilities and their
families.

(d) The UAP programs must address
the needs of individuals with
developmental disabilities', including
individuals with developmental
disabilities who are Unserved or
underserved, in insthutions, and on
waiting lists.

(e) The UAP's mission must"reflecta
commitment to culturally competent
attitudes and practices~which are in
response to local cu,lture and needs.

(f) The UAP's mission must reflectJts
unique role ~s a bridge between
university programs, individuals with
developmental disabilities and their
families, service agencies and the larger
community.

(g) The UAP's goals. objectives. and
activities must be consistent with the
mission statement and use capacity
building strategies to address State's
needs.

(h) The UAP's goals, objectives, and
activities must reflect interagency
collaborations and strategies to effect

. systemic change within the university
and in State and local communities and
service systems.

§ 1388.4 Program crlterla-governance
'and administration;

(8) Introduction to governance and
administration: The VAP must be
associated with, or an integral part of, a
university and promote the
independence, productivity, integration,
and inclusion of individuals with
developmental disabilities and their
families. (The concept of "diverse
network" as dermed in § 1388.1 of this
part applies to paragraphs (b), (c), (d),
(iI, and (I) of this section.)

(b) TheUAP must have a written
agreement o~ charter with the university
that specifies the UAP designation as an
official university component. the
relationships between the UAPand
other university components, the
university commitment to the UAP. and
.the VAP commitment to the univerSity.

(c) Within the university. the UAP
must maintain the autonomy and
organizational structure required to
carry out the UAP mission and provide
for the mandated activities.

(d) The UAP must report directly to
a University administrator who will
represent the interests of the VAP
within the University.

(e) The University must demonstrate
its support for the UAP through the
commitment of financial and other
resources.

(f) UAP senior professional staff must
hold faculty appointments in
appropriate academic departments of
the host or an affiliated university,
consistent with university policy'. UAF
senior professional staff contribute to
the university by participation on
university committees. collaboration
with other university departments, and
other university community activities.

(g) UAP faculty and staff must
represent the broad range of disciplines
and backgrounds necessary to
implement the full inclusion of
individuals with developmental
disabilities in all aspects of society,

consonant with tho spirit of the
Americans with Disabilities Act (ADA).

(h) The UAP must meet tllO
requirements of section 109 of the Act
(42 U.S.C. 6008) regarding affirmative
action. The UAP must take affinnative
action to employ and advance in
employment and otherwise treat
qualified individuals with disabilities
without discrimination based upon their
physical or mental disability in all
emp'loyment practices. .

h) The management practices of the
UAP, as well as the organizational
structure, must promote the role of the
UAP as a bridge between the University
and the community. The UAP must
actively participate in community
networks and include a range of
collaborating !'artners.

(j) The UAP s Consumor Advisory
Committee must meet regularly. The
membership of the Consumer A<l.visory
Committee must reflect the racial and
ethnic diversity of the State or
community in which the UAP is
located, The deliberations of the
Consumer Advisory Committee must be
reflected in UAP policies and programs.

(k) The UAP must maintain
collaborative relationships with the
State Developmental Disabilities
Council and the Protection and
Advocacy agericy. In addition, the UAP
must be 8' member of the State '
'Developmental·Disabilities Council and
participate ill Council meetings and
activities, as· prescribed by the Act.

(I) The UAP must maintain
collaborative relationships and be an
active participant withthe DAP network
and individuals. organizations, -State
agencies and Universities.

(m) The UAP must demonstrate the
ability to leverage resources.

(n) The UAP must have adequate
space to carry out the mandated
aCtivities.

(0) The UAP physical facility and all
program initiatives conducted by,the
UAP must be accessible to individuals
with disabilities as provided for by
section 504 of the Rehabilitation Act
and Titles II and III of the Americans
with Disabilities Act.

(p) The UAP must integrate the
mandated core functions into its
activities and programs and must have
a written plan for each core function
area,

(q) The UAP must bave in place a
long range planning capability to enable
the UAP to respond to emerg~nt and
future developments in the field.

(r) The UAP mnst utilize state·of-the·
art methods. including the active
participation of individuals, families
and other consumers of UAP programs
and services to evaluate programs. The

)

)
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)

UAP must refine and strengthen its
programs based on evaluation findings.

(s) The UAP Director must
demonstrate commitment to the field of
developmental disabilities and
leadership and vision in carrying out
the mission of the UAP.,
§ 1388.5 Program crllel1a-praparaUan 01
peISOnnel. • .

. (a) Introduction to preparation of
personnel: UAP.interdiscipllnary
training programs reflect state·of·the·art
prectices and prepare personnel
concerned with developmental
disabilities to promote the
Independence, productivity, integration
and Inclusion of Individuals with
developmental disabilities and their
families.

(h) UAP interdisciplinary training
programs mustbe based on identified
persOimel preparation needs and have
identified outcomes that are consistent
with the mission end goals of the UAP.

(c) The interdisciplinary training
process, as defined by the UAP, must
reflect a mix of students from diverse
academic disciplines/academic
programs and cultures that reflect the
.diversity of the community. Faculty
represent a vlll'!ety of backgrounds and
specialties, including individuals with
disabillties and family members, and a
vlll'!ety of lelU'lljng experiences, as well
as reflecting lbe cultural diversity of the
community. Trainees must receive
academic credit as appropriate for
participation iuUAP training programs.

(d) Preservice training must he
integrsted into aU aspects of the UAP,
including community training and
technical assistance, direct services (if
provided), and dissemination.

(e) Trainees must be prepared to serve
in a variety ofro,!es. including advocacy
and systems change. The UAP must
encourage graduates to work in
situations where they will promote the
independence, productivity,integration
and inclusion of individuals with
developmental disabilities and their
families.

(I) The UAP must influence
University curricula to prepare
personnel who, in their future career in
a broad range of social and community
roles, will contribute to the
accommodation and inclusion of
individuals with developmental
disabilities, as mandated in the
Americans with Disabilities Act.

(g) The UAP core curriculum must
incorporate cultUral diversity and
demonstrate cultural competence.
Trainees must be prepared to address
the needs of individuals with
developmental disabilities and their

families in a culturally competent
manner.

(h) The UAP core curriculum must
prepare trainoosto bo active participants
in resoarch and dissemination efforts. In
addition, the curriculum must prepare
trainees to be conswners of research as
it infonns practice and policy.

§ 1388.6 Program'crlterla-servlces and
a_ppollS.

(a) Introduction to services and
supports: The UAP engages in a variety
or system interventions and may also
engage in a variety ofindividual
interventions to promote independence,
productivity, integration and inclusion
of individuals with developmentsl
disabilities and their familles.

(h) UAP community training and
technical assistance activities must:

(1) Use capacity building strategies to
strengthen the capability of
communities, systems and service
providers;

(2) Plan coUaboratively, including the
participation of individuals with
developmental disabilities and their
families; •

(3) Target to a wide range of
audiences. including individuals with
disabilities, family members, service
and support personnel, and community
members;

(4) Plan and be structured in a manner
that facilitates the participation of
targeted audiences; and

(5) Address the unique needs of
individuals with developmental
disabilities and their families from
diverse cultural and ethnic groups who
r"side within the geographic locale.

(c) Direct Services. These
reqnirements apply only where direct
services are offered;

(1) A UAP must integrate direct
services and projects into community
settings. These services m.ay be
provided ina serVice delivery site or
training seUing within the community
including tho university. Direct service
projects may involve interdisciplinary
student trainees, professionals from
various disciplines, service providers,
families and/or administrators. Direct
services must be extended. as
appropriate, to include adult and
elderly individuals with developmental
disabilities. The UAP must maintain
cooperative relationships with other
commlUlity service providers. including
specialized state and local provider
agencies.

(2) Services and projects provided in
community-integrated settings are to:

(lJ Be scheduled at times and in
places that are consistent with routine
activities within the local community;
and

(ii) Interact with and involve .,
corom'unity members. agencies, and
orge.nizations. _

(3) The bases for the services or
proiect development mustbe:

(lJ A loeal or universal need .that
reflects critical problems in the field of
developmental disabilities; or .

(ii) An emerging, critical problem that
reflects current trends or anticipated.
developments in the field of
developmental disabilities.

(4) State·of·the·art and innovative
practicesincrud~: . . .

(I) Services and project concepts and
practices that facilitate and demonstrate

. independence for the individual,
community integration, productivity,
and human rights: .

(ii) Practices that are economical,
accepted hy various disciplines, and
highly beneficial to individuals with
developmental disabilities, and thet are
integrated within services and projects;

(iii) innovative cost-effective concepts
and practices that are evaluated
according to accepted practices of
scientific evaluation;

(iv) Research melbods that are used to
test hypotheses, validate pr""edures,
and field test projects; and .

(v) Direct service and project practices
and models that are evaluated, packaged
for replication 81ld disseminated
through the Infonnation dissemination
component.

§ 1388.7 Program crlterla-dlssemlnsUon.
(a) Introduction to dissemination: The

UAP disseminates infonnation and
research findings, including the'
empirical validation of activities related
to training, best practice., services and
snpports, and contrihutes to the ..
development of new knowledge.
Dissemination activities promote the
independence, productivity, integration
and inclusion of individuals with
developmental disabilities and their
families.

(h) The UAP must be a resource for
information for individuals with
developmental disebiUties and their
families, community members, State
agencies and other provider and
advocacy organizations. produce a
v81iety of products to promote public
awareness and visibility of the UAP,
and facilitate replication of best
practices.

(c) Specific target audiences must be
identified-for dissemination activities
and include individuals with
develQpmental disabilities, family
members, service providers.
administrators, policy makers,
university faculty, researchers, and the
general public.

(d) UAP dissemination activities must
be responsive to community requests for
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infonnation and must utilize a viuiety of
networks, including State
Developmental DisabilitiesCouncib,
Protection and Advocacy agencies, other
University Affiliated Programs,and
Stato sorvke.systoms to dissomhlnto
information to targotaudionces..

(eJ The process of developing and
evaluating materials must utilize the
Input of indiViduals with
developmental disabillties and their
familles. "

(I] The values of the UAP must be
reRected in the language .and Images
used In UAP products.

I8l Oissemtilation products must
reRect the cultural diversity of the
conimwilty. ..

(hi Materials disseminated by the
DAP must be availablo in formats
accessible to ·individuals witli"a wide
range of disabilities, and appropriate
target audiences.

. (i) Tho UAPmust <:ontrihutoto tho
development of the knowledge base
through publications and presentations,
including those based olj research and
evaluation conducted at the UAF.

§ 1388.8 (R_Ned)

§ 1388.9 Peer review.
(al The purpose of the peer reView

process Is to proVide the Commissioner,
ADD, with technical and qualitative
evaluation ofUAPapplications,

including on·site visits' or inspections as
necessary.

(hI Applications for funding
opportunities under part n, Section 152
of the Act, must-be evaluated through
tho poor roviow process.
.(cl Panels must be composed of non­

Federal Individuals who, by experience
and training, are highly qualified to
assess the comparative quality of
applications for assiStance.
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