OCOO~NOUIWN P

STATE OF NEW YORK

1985--C

2025- 2026 Regul ar Sessi ons

| N ASSEMBLY

January 14, 2025

Introduced by M of A PAULIN, DE LOS SANTCS, BEEPHAN, BORES, EPSTEI N
SAYEGH -- read once and referred to the Commttee on Health -- conmit-
tee discharged, bill anended, ordered reprinted as anended and recom
mtted to said comrittee -- again reported fromsaid conmittee with
anendnents, ordered reprinted as anended and reconmitted to said
comrittee -- reported and referred to the Committee on Codes --
comm ttee discharged, bill anmended, ordered reprinted as anended and
reconmtted to said comittee

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

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

Section 1. The public health |law is amended by adding a new article
20-C to read as follows:
ARTI CLE 20-C
STATE FRONTOTEMPORAL DEGENERATI ON
REQ STRY

Section 2015. Definitions.
2016. Duty to report.
2017. Establishnent of reqgistry.
2018. Duties of the departnent.
2019. Duties of the comm ssioner.

8 2015. Definitions. As used in this article, the following terns
shall have the follow ng neanings:

1. "Frontotenporal degeneration disorders" or "FTD di sorders" neans a
group of clinical disorders caused by progressive nerve cell loss in the
brain's frontal |obes and/or tenporal |obes which can lead to loss of
function in these brain regions, which variably cause deterioration in
behavi or, personality and/or difficulty with producing or conprehending
language, as well as loss of notor control and novenent. For the
pur poses of this title frontotenporal degeneration disorders is the sanme

EXPLANATI ON--Matter in italics (underscored) is new, matter in brackets
[-] is oldlawto be omtted.
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as "FTD' and includes, but is not limted to behavioral variant FTD,
primary progressive aphasia, corticobasal syndrone, and progressive
supranucl ear palsy. Sone individuals with FTD nmay al so be di agnosed with
ALS.

2. "Denentia” nmeans a usually progressive condition marked by the
devel opnment of nultiple cognitive deficits, which may include but is not
exclusive to nmenory inpairnment, aphasia, and the inability to plan and
initiate conplex behavior. Denentia has nunerous different causes
including but not limted to FTD, Al zheiner's di sease, Lewy Body Denen-
tia and Vascul ar Denenti a.

8§ 2016. Duty to report. 1. Every physician, nurse practitioner, physi-
cian assistant and general hospital that diagnoses or is treating a
patient diagnosed with FTD di sorder shall give notice no later than one
hundred eighty days of every case of FTD disorders com ng under their
care, to the departnent, in a format to be determ ned by the comm ssion-
er, except as otherwi se provided in this article.

2. Al patients diagnosed with FTD di sorders shall be provided witten
and verbal notice regarding the collection of information and patient
data on FTD disorders. Patients who do not wish to participate in the
collection of data shall affirmatively opt-out in witing after anple
opportunity to review such notice, provided that, the nere incidence of
a patient with an FTD disorder shall be the sole required information
for the registry under section two thousand seventeen of this article
for any patient who chooses not to participate.

2017. Establishnent of registry. 1. The departnment shall establish a
front ot enporal degeneration registry for the collection of information
on the rate of clinical diagnoses of FTD disorders. The departnent shal
consult with FTD disorders experts, including neurologists, patients
living with FTD di sorders, and FTD disorders researchers to assist in
the developnent and inplenentation of such registry, and to determ ne
what data shall be coll ected.

2. Al information maintained by the departnent under the provisions

of this section shall be confidential except as necessary to carry out
the provisions of this section and shall not be released for any other

pur pose.

3. The departnent nay enter into an agreenent to provide data
collected in the frontotenporal degeneration registry to the federa
Centers for Disease Control and Prevention, or successor agency. to
local health officers., or health researchers for the study of FTD disor-

ders for public health and research purposes. Data shall be provided in

summary, statistical, aggregate, or other form such that no individua
person can be identified.

4. On or before January first, two thousand twenty-seven, the depart-
nent shall create and maintain a public website called the "New York
state frontotenporal degeneration registry" which shall include infornma-
tion on the rate of clinical diagnoses of FTD disorders in the state by
county, and denographic infornmation on affected patients.

8§ 2018. Duties of the departnent. 1. FTD disorders reports and data
shall be maintained by the departnent in a manner suitable for research
pur poses, and shall be made available to persons as set forth in section
two thousand seventeen of this article.

2. Al information collected under this article shall be confidential
insofar as the identity of individual patients is concerned and shall be
solely for the purposes as provided in this article. Access to such
information shall be limted to authorized enpl oyees of the departnent

as well as persons and organi zations specified in section two thousand
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seventeen of this article with valid scientific interest and qualifica-
tions, as determined by the conm ssioner, who are engaged in denograph-
ic, epidemiological, or other simlar studies related to public health.

3. The departnent shall nmaintain an accurate record of all persons who
are given access to the information contained in the frontotenporal
degeneration registry. Such record shall include the nane of the person
authorizing access, the nane, title and organizational affiliation of
persons given access, dates of access, and the specific purposes for
which information is to be used.

4. Any person who, in violation of a witten agreenent to nmaintain
confidentiality, discloses any information provided under this section,
or who uses information provided under this section in a manner other
than that prescribed by the conm ssioner, may be denied further access
to any confidential information nmaintained by the departnent.

8 2019. Duties of the conmi ssioner. The conm ssioner my pronul gate
any reqgul ations necessary to inplenment the provisions of this article,
including but not limted to:

1. establishing the form content. and manner by which providers shal
report FTD disorders information into the reqgistry established under
section two thousand seventeen of this article;

2. prescribing the perm ssible uses for the informati on nmade avail able
under this article; and

3. establishing procedures to maintain the confidentiality of inform-
tion collected by providers and provided to nenbers of the departnent
pursuant to this article. This shall include a procedure to ensure that
confidential patient information is deidentified prior to being provided
to authorized participants under this article.

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




