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Introduced by M of A  PAULIN, GUNTHER, MDONALD, FAHY, STERN, KI'M
HYNDMVAN, WOERNER, SHI MSKY, CARROLL, DI CKENS, MMAHON, SIMON, MDO
NOUGH, RA, DE LOS SANTOS, STIRPE, BUTTENSCHON, SILLITTI, SEAWRI GHT
THI ELE, LEVENBERG HEVESI, NMANKTELOW BRABENEC, JENSEN, DeSTEFANO - -
read once and referred to the Committee on Health -- conmittee
di scharged, bill anmended, ordered reprinted as amended and reconmmitted
to said conmttee

AN ACT to anmend the public health law, in relation to establishing a
state Parkinson's di sease 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 anended by adding a new article

20-B to read as foll ows:
ARTICLE 20-B
STATE PARKI NSON' S DI SEASE REJ STRY

Section 2010. Definitions.

2011. Duty to report.

2012. Establishnent of registry.

2013. Duties of the departnent.

2014. Duties of the conm ssioner.

8 2010. Definitions. As wused in this article, the following terns
shall have the follow ng neanings:

1. "Parkinson's disease" neans a chronic and progressive neurologic
disorder resulting fromdeficiency of the neurotransnitter dopanine as
the consequence of specific degenerative changes in the area of the
brain called the basal ganglia.

2. "Parkinsonisns" neans related conditions that cause a conbi nation
of the novenent abnormalities seen in Parkinson's disease including, but
not limted to, trenor at rest, slow novenent, nuscle rigidity, inpaired
speech, or nuscle stiffness, which often overlap with and can evolve
fromwhat appears to be Parkinson's disease

EXPLANATI ON--Matter in italics (underscored) is new, matter in brackets
[-] is oldlawto be omtted.
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8§ 2011. Duty to report. 1. Every physician, nurse practitioner, physi-
cian assistant and general hospital that diagnoses or is treating a
patient diagnosed with Parkinson's di sease or Parkinsonisns, shall qive
notice no later than one hundred eighty days of every case of
Parkinson's disease coning under their care, to the departnent, in a
format to be determined by the commssioner, except as otherw se
provided in this article.

2. Al patients diagnosed with Parkinson's di sease or Parki nsoni sns
shall be provided witten and verbal notice regarding the collection of
information and patient data on Parkinson's disease. 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 nmere incidence of a patient with Parkinson's di sease shall be
the sole required infornmation for the registry under section two thou-
sand twelve of this article for any patient who chooses not to partic-
i pate.

2012. Establishnent of registry. 1. The departnment shall establish a
Par ki nson's disease reqgistry for the collection of infornmation on the
incidence and prevalence of Parkinson's disease and Parkinsonisns. The
departnment may consult with Parkinson's disease experts, including
neurol ogists, patients living with Parkinson's di sease, and Parkinson's
di sease researchers to assist in the developnent and inplenentation of
such registry, and to determ ne what data shall be coll ected.

2. Al infornmation nmintained by the departnment under the provisions

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

pur pose.

3. The departnent my enter into an agreenment to provide data
collected in the Parkinson's disease registry to the federal Centers for
Disease Control and Prevention, or successor agency, to local health
officers, or health researchers for the study of Parkinson's disease for

public health and research purposes. Data shall be provided in sumary,

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

4. On or before January first, tw thousand twenty-five, the depart-
nent shall create and maintain a public website called the "New York
state Parkinson's disease registry" which shall include infornmation on
the incidence and preval ence of Parkinson's di sease and Parki nsonisns in
the state by county, and denographic information on affected patients.

8§ 2013. Duties of the departnent. 1. Parkinson's disease reports and
data shall be maintained by the departnent in a manner suitable for
research purposes, and shall be nade available to persons as set forth
in section two thousand twelve 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
used 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 organizations defined in section tw thousand
twelve of this article with valid scientific interest and qualifica-
tions, as deternined by the conmmi ssioner, who are engaged i n denograph-
ic, epidemiological, or other sinmlar studies related to public health.

3. The departnent shall maintain an accurate record of all persons who
are given access to the infornation contained in the Parkinson's disease
registry. Such record shall include the nane of the person authorizing
access, the nane, title and organizational affiliation of persons given
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access, dates of access, and the specific purposes for which informtion
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 maintained by the departnent.

8§ 2014. Duties of the conmi ssioner. The conm ssioner may pronul gate
any reqgul ations necessary to inplenent the provisions of this article,
including but not limted to:

1. Establishing the form content. and manner by which providers shal
report Parkinson's disease information into the reqgistry established
under section two thousand twelve 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 informa-
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.




