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laws and regulations or any other prac-
tice which is likely to cause immediate
physical or psychological harm or re-
sult in long term harm if such prac-
tices 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 de-
velopmental disability.

Designating Official means the Gov-
ernor or other State official, who is
empowered by the Governor or State
legislature to designate the State offi-
cial 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 that pro-
vides care, treatment, services and ha-
bilitation, even if only ‘“‘as needed” or
under a contractual arrangement. Fa-
cilities include, but are not limited to
the following:

Community living arrangements
(e.g., group homes, board and care
homes, individual residences and apart-
ments), day programs, juvenile deten-
tion centers, hospitals, nursing homes,
homeless shelters, jails and prisons.

Full Investigation means access to fa-
cilities, clients and records authorized
under these regulations, that is nec-
essary for a protection and advocacy
(P&A) system to make a determination
about whether alleged or suspected in-
stances of abuse and neglect are taking
place or have taken place. Full inves-
tigations may be conducted independ-
ently 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 empowered
under State law to appoint and review
such officers and having authority to
make all decisions on behalf of individ-
uals with developmental disabilities. It
does not include persons acting only as
a representative payee, person acting
only to handle financial payments, at-
torneys or other persons acting on be-
half of an individual with develop-
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mental disabilities only in individual
legal matters, or officials responsible
for the provision of treatment or ha-
bilitation services to an individual
with developmental disabilities or
their designees.

Neglect means a negligent act or
omission by an individual responsible
for providing treatment or habilitation
services which caused or may have
caused injury or death to an individual
with developmental disabilities or
which placed an individual with devel-
opmental disabilities at risk of injury
or death, and includes acts or omis-
sions such as failure to: establish or
carry out an appropriate individual
program plan or treatment plan (in-
cluding a discharge plan); provide ade-
quate nutrition, clothing, or health
care to an individual with develop-
mental disabilities; provide a safe envi-
ronment 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 ne-
glect. The individual making such de-
termination may base the decision on
reasonable inferences drawn from his
or her experience or training regarding
similar incidents, conditions or prob-
lems that are usually associated with
abuse or neglect.

[61 FR 51155, Sept. 30, 1996]

§1386.20 Designated State Protection
and Advocacy agency.

(a) The designating official must des-
ignate the State official or public or
private agency to be accountable for
proper use of funds and conduct of the
Protection and Advocacy agency.

(b) An agency of the State or private
agency providing direct services, in-
cluding guardianship services may not
be designated as a Protection and Ad-
vocacy agency.

(¢) In the event that an entity out-
side of the State government is des-
ignated to carry out the program, the
designating official or entity must as-
sign a responsible State official to re-
ceive, on behalf of the State, notices of
disallowances and compliance actions
as the State is accountable for the
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proper and appropriate expenditure of
Federal funds.

(d) (1) Prior to any redesignation of
the agency which administers and op-
erates the State Protection and Advo-
cacy (P&A) System, the designating of-
ficial must give written notice of the
intention to make the redesignation to
the agency currently administering
and operating the State Protection and
Advocacy System by registered or cer-
tified mail. The notice must indicate
that the proposed redesignation is
being made for good cause. The desig-
nating official must also publish a pub-
lic notice of the proposed action. The
agency and the public shall have a rea-
sonable period of time, but not less
than 45 days to respond to the notice.

(2) The public notice must include:

(i) The Federal requirements for the
Protection and Advocacy system for
individuals with developmental disabil-
ities (section 142 of the Act); and,
where applicable, the requirements of
other Federal advocacy programs ad-
ministered by the State Protection and
Advocacy System.

(ii) The goals and function of the
State’s Protection and Advocacy Sys-
tem including the current Statement
of Objectives and Priorities;

(iii) The name and address of the
agency currently designated to admin-
ister 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 Pro-
tection and Advocacy agency and the
system it administers and operates in-
cluding, as applicable, descriptions of
other Federal advocacy programs it op-
erates;

(v) A clear and detailed explanation
of the good cause for the proposed re-
designation;

(vi) A statement suggesting that in-
terested persons may wish to write the
current State Protection and Advocacy
agency at the address provided in para-
graph (d)(2)(iii) of this section to ob-
tain a copy of its response to the notice
required by paragraph (d)(1)of this sec-
tion. Copies shall be provided in acces-
sible formats to individuals with dis-
abilities upon request;

(vii) The name of the new agency pro-
posed to administer and operate the
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Protection and Advocacy System under
the Developmental Disabilities pro-
gram. This agency will be eligible to
administer other Federal advocacy pro-
grams;

(viii) A description of the system
which the new agency would admin-
ister and operate, including a descrip-
tion of all other Federal advocacy pro-
grams 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 of assurance that the
proposed new designated 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, with-
out disruption.

(3) The public notice as required by
paragraph (d)(1) of this section, must
be in a format accessible to individuals
with developmental disabilities or
their representatives, e.g., tape, disk-
ette. The designating official must pro-
vide for publication of the notice of the
proposed redesignation using the State
register, State-wide newspapers, public
service announcements on radio and
television, or any other legally equiva-
lent process. Copies of the notice must
be made generally available to individ-
uals with developmental disabilities
and mental illness who live in residen-
tial facilities through posting or some
other means.

(4) After the expiration of the public
comment period required in paragraph
(d)(1) of this section, the designating
official must conduct a public hearing
on the redesignation proposal. After
consideration of all 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 sec-
tion. This notice must include a clear
and detailed explanation of the good
cause finding. If the notice to the cur-
rently designated agency states that
the redesignation will take place, it
also must inform the agency of its
right to appeal this decision to the As-
sistant Secretary, Administration for
Children and Families and provide a
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summary of the public comments re-
ceived in regard to the notice of intent
to redesignate and the results of the
public hearing and its responses to
those comments. The redesignation
shall not be effective until 10 working
days after notifying the current Pro-
tection and Advocacy agency or, if the
agency appeals, until the Assistant
Secretary has considered the appeal.

(e) (1) Following notification pursu-
ant to paragraph (d)(4) of this section,
the Protection and Advocacy agency
which is the subject of such action,
may appeal the redesignation to the
Assistant Secretary. To do so, the Pro-
tection and Advocacy agency must sub-
mit an appeal in writing to the Assist-
ant Secretary within 20 days of receiv-
ing official notification under para-
graph (d)(4) of this section, with a sepa-
rate copy sent by registered or cer-
tified mail to the designating official
who made the decision concerning re-
designation.

(2) In the event that the agency sub-
ject to redesignation does exercise its
right to appeal under paragraph (e)(1)
of this section, the designating official
must give public notice of the Assist-
ant Secretary’s final decision regard-
ing the appeal through the same means
utilized under paragraph (d)(3) of this
section within 10 working days of re-
ceipt of the Assistant Secretary’s final
decision under paragraph (e)(6) of this
section.

(3) The designating official within 10
working days from the receipt of a
copy of the appeal must provide writ-
ten comments to the Assistant Sec-
retary (with a copy sent by registered
or certified mail to the Protection and
Advocacy agency appealing under para-
graph (e)(1) of this section), or with-
draw the redesignation. The comments
must include a summary of the public
comments received in regard to the no-
tice of intent to redesignate and the re-
sults of the public hearing and its re-
sponses to those comments.

(4) In the event that the designating
official withdraws the redesignation
while under appeal pursuant to para-
graph (e)(1) of this section, the desig-
nating official must notify the Assist-
ant Secretary, and the current agency,
and must give public notice of his or
her decision through the same means
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utilized under paragraph (d)(3) of this
section.

(5) As part of their submission under
paragraph (e)(1) or (e)(3) of this section,
either party may request, and the As-
sistant Secretary may grant, an oppor-
tunity for an informal meeting with
the Assistant Secretary at which rep-
resentatives of both 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
and place of the meeting.

(6) Within 30 days of the informal
meeting under paragraph (e)(5) of this
section, or, if there is no informal
meeting under paragraph (e)(5) of this
section, within 30 days of the submis-
sion under paragraph (e)(3) of this sec-
tion, the Assistant Secretary will issue
to the parties a final written decision
on whether the redesignation was for
good cause as defined in paragraph
(d)(1) of this section. The Assistant
Secretary will consult with Federal ad-
vocacy programs that will be directly
affected by the proposed redesignation
in making a final decision on the ap-
peal.

() (1) Within 30 days after the redes-
ignation becomes effective under para-
graph (d)(4) of this section, the desig-
nating official must submit an assur-
ance to the Assistant Secretary that
the newly designated Protection and
Advocacy agency meets the require-
ments of the statute and the regula-
tions.

(2) In the event that the Protection
and Advocacy agency subject to redes-
ignation does not exercise its rights to
appeal within the period provided
under paragraph (e)(1) of this section,
the designating official must provide
to the Assistant Secretary documenta-
tion that the agency was redesignated
for good cause. Such documentation
must clearly demonstrate that the Pro-
tection and Advocacy agency subject
to redesignation was not redesignated
for any actions or activities which
were carried out under section 142 of
the Act, these regulations or any other

343



§1386.21

Federal advocacy program’s legislation
or regulations.

[49 FR 11779, Mar. 27, 1984, as amended at 52
FR 44846, Nov. 20, 1987; 61 FR 51156, Sept. 30,
1996]

§1386.21 Requirements and authority
of the Protection and Advocacy Sys-
tem.

(@) In order for a State to receive
Federal financial participation for Pro-
tection and Advocacy activities under
this subpart, as well as the State De-
velopmental Disabilities Council ac-
tivities (subpart C of this part), the
Protection and Advocacy System must
meet the requirements of section 142 of
the Act (42 U.S.C. 6042) and that system
must be operational.

(b) Allotments must be used to sup-
plement and not to supplant the level
of non-federal funds available in the
State for activities under the Act,
which shall include activities on behalf
of individuals with developmental dis-
abilities to remedy abuse, neglect and
violations of rights as well and infor-
mation and referral activities.

(c) A Protection and Advocacy Sys-
tem shall not implement a policy or
practice restricting the remedies which
may be sought on the behalf of individ-
uals with developmental disabilities or
compromising the authority of the
Protection and Advocacy System
(P&A) to pursue such remedies through
litigation, legal action or other forms
of advocacy. However, the above re-
quirement does not prevent the P&A
from developing case or client accept-
ance criteria as part of the annual pri-
orities identified by the P&A system as
described in §1386.23(c) of this part. Cli-
ents must be informed at the time they
apply for services of such criteria.

(d) A P&A system shall be free from
hiring freezes, reductions in force, pro-
hibitions on staff travel, or other poli-
cies, imposed by the State, to the ex-
tent that such policies would impact
system program staff or functions
funded with Federal funds and would
prevent the system from carrying out
its mandates under the Act.

(e) A Protection and Advocacy Sys-
tem shall have sufficient staff, quali-
fied by training and experience, to
carry out the responsibilities of the
system in accordance with the prior-
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ities of the system and requirements of
the Act, including the investigation of
allegations of abuse, neglect and rep-
resentations of individuals with devel-
opmental disabilities regarding rights
violations.

(f) A Protection and Advocacy Sys-
tem may exercise its authority under
State law where the authority exceeds
the authority required by the Develop-
mental Disabilities Assistance and Bill
of Rights Act, as amended. However,
State law must not diminish the re-
quired authority of the Protection and
Advocacy System.

(g) Each P&A system that is a public
system without a multimember gov-
erning or advisory board must estab-
lish an advisory council in order to
provide a voice for individuals with de-
velopmental disabilities. The Advisory
Council shall advise the P&A on pro-
gram policies and priorities and shall
be comprised of a majority of individ-
uals with developmental disabilities
who are eligible for services, or have
received or are receiving services or
parents or family members, (including
those representing individuals with de-
velopmental disabilities who live in in-
stitutions and home and community
based settings), guardians, advocates,
or authorized representatives of such
individuals.

(h) Prior to any Federal review of the
State program, a 30 day notice and an
opportunity for public comment must
be provided. Reasonable effort shall be
made by the appropriate Regional Of-
fice to seek comments through notifi-
cation to major disability advocacy
groups, the State Bar, other disability
law resources, the State Develop-
mental Disabilities Council and the
University Affiliated Program, for ex-
ample, through newsletters and publi-
cations of those organizations. The
findings of public comments may be
consolidated if sufficiently similar
issues are raised and they shall be in-
cluded in the report of the onsite visit.

(i) Before the P&A system releases
information to individuals not other-
wise authorized to receive it, the P&A
must obtain written consent from the
client requesting assistance, if com-
petent, or his or her guardian.

[61 FR 51157, Sept. 30, 1996]
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