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STATE OF NEW YORK

5077

2021- 2022 Regul ar Sessi ons

| N SENATE

February 23, 2021

Introduced by Sens. PARKER, ADDABBO BAI LEY, KENNEDY, PERSAUD -- read
twice and ordered printed, and when printed to be conmtted to the
Conmi ttee on Fi nance

AN ACT to amend the executive law, in relation to creating the New York
autism spectrum di sorders treatment, training and research council and
providing for the powers and duties of the counci

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

Section 1. Intent. The |legislature hereby finds and declares that
auti sm spectrum di sorders, hereinafter ASDs, currently affect approxi-
mately one in 110 children and are considered to be an "urgent public
heal th concern” by the Centers for Disease Control and Prevention.

The | egislature further finds that New York state has not responded
sufficiently to this crisis. In its 2010 report, the New York state
I nteragency Task Force on Autism hereinafter Task Force, identified
five primry needs of the growing population of New York citizens
af fected by ASDs: coordination of state services, early identification
lifelong service delivery, increased dissenination of information, and
coordination of research efforts. First, as a collaborative effort of 11
i ndependent state agencies that each serve individuals inpacted by ASDs,
the Task Force itself exenplifies the need for coordination of research,
treatnent and training responsibilities. Second, while the Task Force
determined that wearly identification and intervention were crucial to
m nimzing the synptons and i npact of ASDs, it reported that only eight
percent of pediatricians routinely screen for ASDs and approximately 30
percent of children with ASDs do not receive the early intervention
services provided by the New York State Departnent of Health. Third
recogni zing that the thousands of children diagnosed with ASDs will soon
age out of the state's educational system the Task Force noted a dearth
of post-secondary training and transitional services. Fourth, the Task
Force determned that individuals and fanmlies affected by ASDs woul d
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benefit froma centralized cl earinghouse of relevant information, and
called for the provision of user-friendly access to such information.
Finally, the Task Force reported that collaboratively deternining the
direction of future ASD research woul d best utilize avail able public and
private funding.

The legislature therefore declares that there is a need to expand
treatnment, training and research with regard to ASDs -- including the
enhancenent of efforts to inprove access to, and the efficacy of, needed
servi ces, support and treatnent.

8 2. This act shall be known, and may be cited, as the "New York
autism spectrum di sorders treatnent, training and research act".

8§ 3. The executive law is anmended by adding a new article 41-A to read
as foll ows:

ARTICLE 41-A
NEW YORK AUTI SM SPECTRUM DI SORDERS
TREATMVENT, TRAI NI NG AND RESEARCH COUNCI L
Section 908. Definitions.
908-a. New York autism spectrum disorders treatnent, training
and research council; purpose and organization.
908-b. Functions, powers and duties of the council

8§ 908. Definitions. When used in this article:

1. "autismspectrumdisorder" or "ASD' neans a neurobi ol ogical condi-
tion that includes autism Asperger syndrone, Rett's syndrone, or perva-
sive devel opnental disorder;

2. "famly" neans the parent or |egal guardian of an individual diag-
nosed with an auti sm spectrum di sorder; and

3. "patient" neans an individual diagnosed with an autism spectrum
di sorder.

8 908-a. New York autism spectrumdisorders treatnent., training and
research council; purpose and organi zation. 1. There shall be within the

executive departnment the New York autism spectrum di sorders treatnent.,
training and research council, hereinafter council, whose purposes shal
be to:

(a) develop a coordinated New York state autism spectrum disorders
treatment, training and research policy and plan, hereinafter state
policy and plan, with respect to the provision of services to patients
and their fanlies;

(b) review state agency initiatives for their consistency with the
state policy and plan;

(c) provide a continuing forumfor discussion related to the devel op-
nent and inplenentation of the state policy and plan; and

(d) take the steps enunerated herein to expand and coordinate treat-
nent, training and research.

2. The council shall be conprised of twenty-eight nenbers as follows:

(a) the conmmi ssioner of the departnent of health, the conm ssioner of
the departnent of |abor, the conmi ssioner of the office of children and
famly services, the comm ssioner of education, the conmm ssioner of the
office of nental health, the conm ssioner of the office for people with
devel opnental disabilities, the comri ssioner of the office of tenporary
and disability assistance, the superintendent of financial services, the
chancellor of the state university of New York, the chancellor of the
city university of New York, the chair of the council on children and
famlies, the chair of the conmmission on quality of care and advocacy
for persons with disabilities, and the executive director of the disa-
bilities planning council, all of whomshall serve ex officio and who

may designate representatives to act on their behal f;
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(b) seven nenbers appointed by the governor, who shall possess exper-
tise in ASDs. At least two appointees shall represent not-for-profit
entities with the primary purpose of providing access to education
information and/or services related to the care of patients; and

(c) eight nenbers appointed by the governor on the recommendati on of
the legislative | eaders as foll ows:

(1) the tenporary president of the senate and the speaker of the
assenbly shall each reconmmend three nenbers to the council. The tenpo-
rary president of the senate and the speaker of the assenbly shall each
recoomend at least one clinical or research expert in the field of ASDs
and at least one fanmily nenber of a patient; and

(2) the minority leader of the senate and the mnority |eader of the
assenbly shall each recommend one nenber to the council

3. Vacancies in the menbership of the council shall be filled in the
manner provided for original appointnents.

4. The conm ssioner of the departnent of health and the conm ssioner
of the office for people with devel opnental disabilities shall serve, ex
officio, as co-chairs of the council. Admnistrative duties of the coun-
cil shall be the responsibility of, and executed by, the departnent of
health and the office for people with devel opnental disabilities pursu-
ant to an agreenent effected by the co-chairs.

5. Menbers of the council shall receive no conpensation for their
services but shall be reinbursed for necessary expenses.

6. The council shall neet quarterly, or nore frequently if its busi-
ness shall require, provided that the community foruns required pursuant
to section nine hundred eight-b of this article shall constitute a
formal neeting of the council.

8 908-b. Functions, powers and duties of the council. 1. Not Jlater
than one vyear after the effective date of this article, the council
shall conduct conmmunity foruns to gain input from patients, famly
nenbers, service providers, expert researchers and other interested
parties concerning the devel opnent of the state policy and plan required
by this section. The council shall then conduct comunity forunms every
five vears, or nore frequently as the council shall deternmne. Comrunity
foruns shall be conducted in or around Al bany, Binghanton, Buffalo., lLong
Island, New York City, Northern Metropolitan New York, Pl attsburgh
Pot sdam Poughkeepsi e, Rochester, Syracuse, and other areas as the coun-
cil shall determ ne

2. The council shall provide the initial report of the state policy
and plan required by this section to the governor and the | egislature on
or before February first, two thousand twenty-three, and shall provide
an update of such policy and plan by February first of every year there-

after. The state policy and plan shall include conprehensive inforna-
tion, findings and recommendati ons concerning, but not linmted to, the
fol | ow ng:

(a) coordination of services, including: coordinating state services
and providing case nmanagenent; clarifying and streamining eligibility
and intake processes for state service systens; addressing the needs of
patients who fail to neet eligibility criteria of state agencies; and
uniting public and private agencies in a manner that wll best serve
patients and their fanmilies. |In assessing the strengths and gaps in
services for patients and their famlies, the state policy and plan
shall include evaluations and recomendati ons by region

(b) early identification and intervention. including: standardizing

ASD screening practices; training educators, nedical professionals and
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other service providers to recognize and treat ASDs; and pronoting early
chil dhood screening by primary care physicians;

(c) lifel ong service delivery, including: pronpting access to
evi dence-based services for patients of all ages; establishing treatnent
guidelines and training prograns for caregivers; providing residential
supports to adult patients; and inplenenting enploynent training and
post -school transitional services;

d) famly support, including: expandin respite care options and
inplenenting other neans to reduce strain on famlies;

(e) increased dissenmnation of information, including: increasing ASD
awar eness prograns; distributing best practices to educators., nedical
professionals and other service providers; continuing the Task Force's
efforts to create a centralized hub of information on ASDs through the
launch of an online initiative for Adults and Children on The Spectrum
(New York ACTS):; and enhancing support for patients and famlies in
non- Engl i sh speaki ng communiti es;

(f) coordinated research, including: utilizing available research
funds in the nost effective and efficient nmnner; translating results
into inproved treatnment practices; distributing results to educators,
nedical professionals and other service providers; and wuniting ASD
researchers in seeking to achieve a better understanding of ASDs;

(g) financing training, treatnent and research in the state, includ-
ing: making financing nore efficient and effective; strengthening famly
services and supports; providing a seanml ess spectrumof services irre-
spective of agency jurisdiction; identifying existing and potential
sources of funding; and partnering with private individuals, foundations
and other entities; and

(h) a statistical analysis of data concerning the preval ence of autism
in New York state, both statewide and by region; a listing of available
and proposed prograns, and their availability by region; a listing of
avai l abl e and proposed expenditures, and their availability by region; a
listing of financial resources available for the provision of services
to patients and their famlies; and such other infornmation as the coun-
cil shall deemrelevant.

3. Except where otherwi se prohibited by state statute or by federa
law, rule or requirenent. the plan shall be binding upon nenber state
agenci es, which shall promulgate regulations and take such other actions
required to effectuate the state policy and pl an.

4. The council shall select and designate regional New York Centers on
Autism and Related Disabilities, hereinafter NYCARD facilities, for the
purpose of identifying, dissem nating, and assisting in the inplenenta-
tion of evidence-based practices to serve patients and their famlies.

(a) The council shall establish criteria for the selection and desiqg-
nation of NYCARD facilities, which shall include an assessnent of appli -
cant facilities:

(1) participation in training teachers, parents and professionals;

(2) level of non-state financial assistance available to support oper-
ations;

(3) understanding of programgoals and objectives articulated by the
counci | ;

(4) proposed geographical area to be served;

(5) proposed work plan and staff expertise;

(6) relationship with entities or comunities to be served. evidenced
by such factors as representation on boards of directors or advisory
commi ttees; and

(7) such other factors as the council shall determ ne.
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(b) The council shall develop a request for proposals, a request for
qualifications, or a request for expressions of interest as it deens
appropriate; and it shall accept applications in response for desig-
nation as a NYCARD facility fromnot-for-profit, academ c and research
entities in the state. Wthin eighteen nonths after the effective date
of this article the council shall

(1) designate as NYCARD facilities: federal Studies to Advance Autism
Research and Treatnent (STAART) Network prograns |ocated within the
state, the Cody Center for Autism and Developnental Disabilities at
Stony Brook University, and the Center for Autismand Related Disabili-
ties at the University at Al bany;

(2) expand current NYCARD facilities located in or around Al bany,
Buffalo., New York City, Northern Metropolitan New York and Rochester;
and

(3) create one or nore NYCARD facilities in or around Binghanton,
Pl at t sburgh, Potsdam Poughkeepsi e, Syracuse and such other areas as the
council shall determn ne.

(c) NYCARD facilities shall provide training, referral and infornation
for parents., educators, nedical professionals and other service provid-
ers, including:

(1) information and referral;

(2) education and training;

3) technical assistance and consultation

(4) provision of, or referral to, famly support groups;

(5) dissenination of evidence-based nodels of practice for effective
service delivery: and

(6) such other services as the council shall require.

(d) Wiere feasible, NYCARD facilities shall also provide treatnent-

based services including, but not limted to, case consultation and
clinical services.
(e) The council is hereby authorized to contract for services with

desi gnated NYCARD facilities pursuant to this subdivision and to provide
grants pursuant to such contracts within anmbunts designated specifically

therefore. The council may act through one or nore nenber state agen-
cies, which it shall designate by majority vote, for adm nistration of
such contracts and grants. |Insofar as possible, where provision of such
services is paid for, in whole or in part, through a contract with a
state agency, the cost charged to recipients shall be reduced pro rata.
Contracts with NYCARD facilities shall vary depending on the services to
be provided, and any such contract shall require that funding provided
by, through or pursuant to this subdivision, not be used to offset
existing expenditures for the sane or simlar prograns.

5. NYCARD facilities, as well as organizations receiving federal or
non-state grant funds for research, may receive grants pursuant to this
subdivision for research within anpunts designated specifically there-
fore. The council is hereby authorized to admnister such grants and
may act through one or nore nenber state agencies which it shall desig-
nate by najority vote. Such grants may allow for the enhancenent of
activities funded from such non-state sources that are already being
undert aken by such organizations, including: the continuation of ongoing
research; the provision of technical information; guidance for practi-

tioners on ASD care strategies, therapies. nedications and other
related matters; collaborations with practitioners, schools and
networks: and other activities the council deens appropriate. Such

grants may be used for any purpose in furtherance of such activities
including, wthout Ilimtation, the purchase of equipnent and supplies,
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1 paynent of salaries, or other activities and purposes as approved by the
2 council.
3 8 4. This act shall take effect inmmediately.




