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STATE OF NEW YORK

3150

2019- 2020 Regul ar Sessi ons

| N ASSEMBLY

January 28, 2019

Introduced by M of A ABINANTI -- read once and referred to the Commt-
tee on Mental Health

AN ACT to anmend the mental hygiene law, in relation to creating a bil
of rights for fanmily and guardi ans of people with devel opnental disa-
bilities that reside in residences certified or approved by the office
for people with devel opnental disabilities

The People of the State of New York, represented in Senate and Assem
bly, do enact as foll ows:

Section 1. The nental hygiene |law is amended by adding a new section
13.04 to read as foll ows:

8 13.04 Family bill of rights and privil eges.

(a) The principles inthe bill of rights and privileges set forth in
this section are declared to be the public policy of the state.

(b) For purposes of this section:

(1) "qualified personal representative" neans a spouse, parent, adult
child, adult sibling, legal guardian or personal representative of an
individual with devel opnental disabilities who is receiving services
froma covered provider.

(2) "covered provider" neans and includes any entity, providing resi-
dential services or non-residential services or prograns to one or nore
persons with a developnental disability, that is |icensed, operated or
certified by the office.

(c) In addition to all other rights and privileges under law, a quali-
fied personal representative shall have the following rights and privi-
| eges set forth below (the "Family Bill of Rights and Privileges") with
respect to their individual famly nenbers with devel opnental disabili -
ties.

"Family Bill of Rights and Privil eges"
A qualified personal representative shall have the following general-
|l y-described rights and privileges concerning a famly nenber with
devel opnental disabilities receiving services; to:

EXPLANATI ON- - Matter in italics (underscored) is new, matter in brackets
[-] is oldlawto be omtted.
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Be treated with consideration and respect.

Participate in and provide neaningful input into the devel opnent.
review and revision of the individual's care plan, including placenent
or transfer within or between facilities.

Access infornmation regarding the individual's health and safety,
consistent with federal and state confidentiality protections.

Be notified within a reasonable tine of any event that directly
inpacts the individual's health and safety, consistent with federal and
state confidentiality protections.

Access information necessary for a qualified personal representative
to make informed decisions, when appropriate, about the individual's
care and care coordination.

Fi nancial transparency. including access to budgetary infornation of
the facility and individual expenses, consistent with federal and state
confidentiality protections.

Visit unannounced.

Be infornmed of staffing changes.

Access a facility's fire and other safety plans and any information
regarding a facility's passage or failure of any safety drills conducted
by the facility and the office.

Access a facility's food nenus.

Choose a care coordinator.

Consult and be represented by an independent advocate, nental hygi ene
|l egal services or an attorney:; and if services are provided under Medi-
caid managed care, to have a Medicaid onbudsman.

Be infornmed in witing in plain |anguage with up-to-date infornmation
about :

(i) the systemof care and services for persons wth developnenta
disabilities, including but not limted to nanaged care;

(ii) the laws, rules, and reqgulations applicable to the rights of
famly nenbers and other personal representatives to participate in
decisions about the individual's life and to access information
records, reports, care plans, etc.; and

(iii) the procedures to challenge any decision affecting the individ-
ual .

Nothing in this bill of rights and privileges shall linmt any other
right or privilege under law. If any residential facility or non-resi-
dential service provider fails to afford these rights and privil eges,
assi stance may be sought fromthe facility or provider, or the office.

d) A qualified personal representative ma in accordance wth [|aw
and appropriate due process, not exercise a right or privilege described
in this section if the subject individual receiving services, who is
conpetent to do so, specifically affirns, in a reasonably contenporane-
ous manner, that such identified qualified personal representative
shall not be afforded such specific right or privilege. Such determ -
nation by the subject individual shall be described and recorded in
witing in the case file by appropriate staff of the facility or service
provider and a statenent of reasons for such denial shall be provided to
the qualified personal representative.

(e) The statenent of rights and privileges set forth in this section
is intended to be a guide to the rights and privileges of qualified
personal representatives of individuals with devel opnental disabilities
receiving residential and non-residential services.

(f) Nothing in this section shall be read to linmt any other rights or
privileges that qualified personal representatives nay have or limt any
action or relief otherwise pernitted by law. Nothing in this subdivi-
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sion shall alter or affect any right of appeal, formal or otherw se,
such personal representative nmay have concerning the denial of any such
right.

(a) FEach covered provider shall conspicuously post a copy of the bil
of rights and privileges in a public place at each of the covered
provider's facilities.

(h) The commi ssioner shall:

(1) Post a copy of the bill of rights and privileges on the office's
website;
(2) Make copies of the bill of rights and privileges in English, and

the top six |anguages other than English spoken in the state (according
to the latest available data fromthe U S. bureau of census) avai l abl e
to the public and every provider;

(3) FEstablish a public education program designed to disseninate
information regarding inplenentation of this section;

(4) Include specific information detailing the efforts of the conm s-
sioner to effectuate this section in the statew de conprehensive plan
required pursuant to section 5.07 of this chapter;

(5) Adopt all rules and reqgulations necessary to effectuate this
section.

§ 2. This act shall take effect inmmediately.




