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STATE OF NEW YORK

3355

2019- 2020 Regul ar Sessi ons

| N SENATE

February 6, 2019

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

AN ACT to anmend the public health law, in relation to the testing of
newborns for spinal muscul ar atrophy and public education thereon

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

Section 1. Paragraph 1 of subdivision (a) of section 2500-a of the
public health Ilaw, as anended by chapter 307 of the |laws of 2018, is
amended to read as foll ows:

1. It shall be the duty of the adm nistrative officer or other person
in charge of each institution caring for infants twenty-eight days or
|l ess of age and the person required in pursuance of the provisions of
section forty-one hundred thirty of this chapter to register the birth
of a child, to cause to have adm nistered to every such infant or «child
inits or his care a test for:

i . phenyl ketonurial+] .

ii. honpbzygous sickle cell disease[+].

iii. hypothyroidisn+].

iv. branched-chain ketonurial+] ;.

v. gal actosem a[ ] ._

Vi . honocystinurial+] .

vii. critical congenital heart defects through pul se oxinmetry screen-
ing[+] o
viii. with regard to any newborn infant who is identified as, or

suspected of, having a hearing inpairnent as a result of a screening
conducted pursuant to section twenty-five hundred-g of this title, cause
to be adnministered to such infant a wurine polynmerase chain reaction
(PCR) test for cytonegal ovirus, unless the parent of the infant objects
thereto; provided that if the comm ssioner determ nes that another test
for cytonegalovirus s diagnostically equivalent to or better than the
uri ne polynerase chain reaction test, the comissioner my, by regu-
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| ation under this section, allow or require the use of that other test[+~
and] .

i Xx. spinal nuscular atrophy; and

X. such other diseases and conditions as may fromtinme to tinme be
desi gnated by the conmissioner in accordance with rules or regulations
prescri bed by the comm ssioner.

8§ 2. The public health law is anmended by addi ng a new section 2500-1
to read as foll ows:

8§ 2500-1. Spinal nmuscular atrophy public education. 1. The depart nent
shall develop and publish infornmational materials for wonen who nay
becone pregnant, expectant parents and parents of infants regarding:

(a) the incidence of spinal nuscul ar atrophy;

(b) the risks of spinal nuscular atrophy;

(c) birth defects caused by spinal nuscul ar atrophy;

d) nethods of diagnosing spinal nuscular atrophy; and

(e) available nmethods of treating spinal nuscular atrophy and
resources available for fanmlies of children born with spinal nuscul ar
at r ophy.

2. The departnent shall publish the infornmation required pursuant to
subdi vision one of this section onits internet website, and distribute
information regarding birth defects, treatnent and resources to al
hospitals perform ng spinal nuscular atrophy testing pursuant to section
twenty-five hundred-a of this title.

3. The departnent may pronulgate rules to inplenent the purposes of
this section.

§ 3. This act shall take effect imedi ately; except that section one
of this act shall take effect on the one hundred twentieth day after it
shal |l have becone a law. Effective inmediately, the addition, anendnent
and/or repeal of any rule or regul ation necessary for the inplenentation
of section one of this act onits effective date are authorized and
directed to be nade and conpleted on or before such effective date.




