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STATE OF NEW YORK

1304

2019- 2020 Regul ar Sessi ons

| N SENATE

January 14, 2019

Introduced by Sen. SERINO -- read twice and ordered printed, and when
printed to be conmitted to the Commttee on Health

AN ACT to anend the public health law, in relation to developing a
Par ki nson' s di sease assessnent programin the state

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

Section 1. The public health law is amended by adding a new article 18
to read as foll ows:
ARTICLE 18
PARKI NSON' S DI SEASE ASSESSMVENT PROGRAM
Section 1801. Definitions.
1802. Parkinson's disease reqgistry.

8 1801. Definitions. For the purposes of this article: 1. "Parkinson's
di sease" shall nean a chronic and progressive neurologic disorder
resulting fromdeficiency of the neurotransmtter dopamine as the conse-
quence of degenerative, vascular, or inflamatory changes in the area of
the brain called the basal ganglia. Such disorder shall be characterized
by trenor at rest, slow novenents, and rigidity of npvenent, droopy
posture, nuscle weakness, and unsteady or shuffling gait; and

2. "Facility" shall mean any governnental or private agency, depart-
nent, institution, clinic, laboratory, hospital, nursing care facility,
heal t h nmi nt enance organi zation, association or other simlar entity
that provides nedical care.

8 1802. Parkinson's disease reqgistry. 1. The departnent shall conduct
a_program_of epidem ol ogical assessnents of the i nci dence of
Par ki nson's disease in the state. Such program shall include, but not be
limted to, the nonitoring of Parkinson's disease associated with
suspected chemi cal agents encountered by the general public both in
specific occupations and in the environnent generally.

2. An_ attending physician or a person representing or enployed by a
facility as defined by the conmi ssioner shall report the existence of

EXPLANATI ON- - Matter in italics (underscored) is new, matter in brackets
[-] is oldlawto be omtted.
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Parkinson's disease to the departnent when such physician or other
person di agnoses the presence of that illness or a patient is prescribed
nedication that is used to treat Parkinson's disease or related neuro-
logical conditions.

3. (a) The comm ssioner shall analyze available incidence data and
prepare reports as necessary to identify Parkinson's di sease hazards to:

(i) public health;

ii) specific occupations; and

(iii) geographic areas and their interventions and renedies.

(b) The comm ssioner shall issue an annual report that shall be desig-
nated as a Parkinson's disease report and shall, at a mnimum contain
informati on which the conmi ssioner establishes as necessary to identify,
|l ocate and investigate the:

(i) occurrence;

(ii) frequency;

(iii) incidence; and

(iv) concentrations in particular occupations; cause, effect and prog-
nosis of Parkinson's disease, and other relevant data and findings with
respect thereto.

(c) Parkinson's disease reports and data shall be nmmintained by the
departnent in a manner suitable for research purposes, and shall be nmde
available to persons set forth in this article.

4. Notwithstanding any other provisions of law, all information
collected pursuant to this article shall be confidential insofar as the
identity of the individual patient is concerned and shall be used solely
for the purposes as provided in this article. Access to such information
shall be limted to the authorized enployees of the departnent and
persons with a valid scientific interest and qualifications, as defined
by the conmmi ssioner, who are engaged in denographic, epidemoligical or
other simlar studies related to health, and who agree, in witing, to
maintain confidentiality as established by the conm ssi oner.

5. (a) The departnent shall maintain an accurate record of all persons
who are given access to the infornation contained in such Parkinson's
di sease reports as established in subdivision three of this section
Such record shall include:

(i) the nane of the person authorizing access;

(ii) the nane, title, and organizational affiliation of persons given
access; and

(iii) dates of access and the specific purpose for which information
is to be used.

(b) The record of access shall be open to public inspection during
normal operating hours of the departnent.

6. Persons with a valid scientific interest who are engaged in deno-
graphic, epidemological, or other simlar studies related to health who
neet qualifications as deternmned by the departnment, and who agree, in
witing, to maintain confidentiality, nmay be authorized access to confi-
dential information. Any person who., in violation of a witten agreenent
to maintain confidentiality, discloses any information provided pursuant
to this section, or who wuses infornmation provided pursuant to this
section in a manner other than that prescribed by the comr ssioner, may
be denied further access to any confidential information naintained by
the departnent.

7. Notwithstanding any other provisions of law, the departnent may
aut horize a New York nedical research institution to oversee and main-
tain the Parkinson's disease registry upon a showing of the ability to
collect and analyze information in a tinely manner and maintain the
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confidentiality and privacy of all records housed therein. The comi s-
sioner shall remain responsible for ensuring reporting procedures,
privacy conpliance, and approval for access to the records are suitable
and conpliant with all rules and regul ations.

8. The conmissioner nay enter into contracts as are necessary for the
conduct of such program and nmy accept, on behalf of the state, grants
of public or private funds for such program

9. The commissioner may coordinate the Parkinson's disease reqgistry
with all other public health reqgistries where practicable, including but
not limted to article twenty and section tw thousand four hundred one
of this chapter, or any other epidem ological assessnments conducted by
the departnent to deternmine public health incidence rates and corre-
lations wth environmental factors, geographic |ocations, or any other
statistically relevant information.

10. The registry shall provide information to supplenent the coordi-
nating council as provided by section tw thousand four-a of this chap-
ter. Upon the recomendation of the coordinating council and a nmajority
vote, a designee shall be consulted to attend all council neetings to
provide information and analysis of information contained wthin the
Par ki nson's di sease registry and reports.

11. The departnent. where practicable, shall nake available infornma-
tion regarding research opportunities, clinical trials, or public aware-
ness canpaigns on its website related to Parkinson's disease research,
identification, and treatnent.

12. The conmissioner shall promulgate rules and regulations to inple-
nent the provisions of this article.

§ 2. This act shall take effect immediately.




