§ 2017. Establishnment of registry. 1. The departnent 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 di sorders experts, including neurol ogists, patients
living with FTD di sorders, and FTD di sorders researchers to assist in
t he devel opnment and inplenmentation 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 rel eased for any other
pur pose.

3. The departnment nmay enter into an agreenent to provi de data
collected in the frontotenporal degeneration registry to the federal
Centers for Disease Control and Prevention, or successor agency, to
| ocal health officers, or health researchers for the study of FTD
di sorders for public health and research purposes. Data shall be
provided in summary, statistical, aggregate, or other formsuch that no
i ndi vi dual person can be identified.

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



