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STATE OF NEW YORK

8243

2025- 2026 Regul ar Sessi ons

| N ASSEMBLY

May 5, 2025

Introduced by M of A PAULIN -- read once and referred to the Conmttee
on Health

AN ACT to anend the public health law, in relation to establishing a
state frontotenporal degeneration advisory comittee

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

Section 1. The public health Iaw is anmended by adding a new article
20-C to read as fol |l ows:
ARTICLE 20-C
FRONTOTEMPORAL DEGENERATI ON ADVI SORY COVM TTEE
Section 2020. Frontotenporal degeneration advisory conmttee.
2021. Reports.

8 2020. Frontotenporal degeneration advisory committee. 1. The
departnent shall, within ninety days of the effective date of this
section, establish a frontotenporal degeneration advisory committee
which shall be charged with recommending to the departnent |ong range

obj ectives, goals and priorities. It shall also provide advice on the
planning, coordination and devel opnent of needed services. |In making
such recommendations, the commrittee shall review and consider:

(a) rates of clinical diagnosis of frontotenporal degeneration by
county;

(b) how nmany records have been included and reported into the depart-
nent's frontotenporal degeneration registry;

(c) denpgraphic information such as patients by age, gender and race;

(d) the nunber of new diagnoses in the preceding year;

(e) advancenents in the treatnment of frontotenporal degeneration;

(f) the availability and accessibility of resources for the care of
patients wth frontotenporal degeneration and any disparities that nay
exist in the regional availability of services;

(g) information related to the cost of care for frontotenporal degen-
eration disorders; and
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h frequency of and causes of misdiagnosis related to frontotenpora
degeneration disorders.

2. Menbers of the comittee shall be selected by the governor, the
legislature and the comm ssioner. The governor, the tenporary president
of the senate. the speaker of the assenbly and the conm ssioner shal
each select two committee nenbers and the nminority |leaders of the senate
and the assenbly shall each select one conmttee nenber. Menbership of
the committee shall include:

(i) a neurol ogi st

(ii) a speech pathol ogi st;

(iii) a primary care provider;

(iv) a physician informaticist;

(v) a patient living with frontotenporal degeneration;

(vi) a caregiver of a patient living with frontotenporal degeneration;

(vii) a public health professional

(viii) a population health researcher famliar with registries;

ix) a frontotenporal degeneration researcher;

(x) a nenber of an organization that raises awareness about and
pronotes research for the treatnent of frontotenporal degeneration; and

(xi) anyone el se the conmi ssi oner deens necessary.

3. The nenbers of the committee shall receive no conpensation for
their services, but shall be allowed their actual and necessary expenses
incurred in the performance of their duties hereunder, subject to the
approval of the conmi ssioner.

8 2021. Reports. 1. On or before January first, two thousand twenty-
seven, and every vear thereafter, the departnent, in conjunction with
the advisory committee, shall report to the legislature and governor a
vearly program summary update on the rate of clinical diagnoses of fron-
totenporal degeneration disorders in the state. Such report shal
include:

(a) the incidence and prevalence of frontotenporal degeneration by
county;

(b) how many records have been included and reported into the regis-
try;

(c) denmpgraphic information such as patients by age, gender and race;

(d) the nunber of new diagnoses in the preceding year:;

(e) a summary of advancenents in the treatnment and newly devel oped
treatnents of frontotenporal degeneration

(f) a list of resources for the famlies of patients diagnosed with
front ot enporal degeneration disorder, which shall include but not be
limted to support fromthe state or federal governnment, support groups
and hel plines;

(g) the resources available for the care of patients with frontotenpo-
ral degeneration by region;

(h) information related to the cost of care for patients who have been
di agnosed with frontotenporal degeneration disorder; and

(i) the nunmber of patients diagnosed with frontotenporal degeneration
disorder who had previously received an incorrect diagnosis for their
front ot enporal degeneration related synptons and the anpunt of tinme it
took to receive the frontotenporal degeneration disorder diagnosis.

2. The vearly report shall be published in a downl oadable format on
the departnent's website and the designated New York state frontotenpo-
ral degeneration registry website.

§ 2. This act shall take effect on the thirtieth day after it shal
have becone a | aw.




