PRI OR PRI NTER S NO. 1037 PRINTER S NO. 2184

THE GENERAL ASSEMBLY OF PENNSYLVANIA

HOUSE BILL
No. 883 *%5”

| NTRODUCED BY KENNEY, CURRY, J. TAYLOR, BISHOP, SONNEY, MYERS
Mol LHATTAN, WATSON, REI CHLEY, YOUNGBLOOD, SCAVELLO, O NEILL,
PETRONE, NAI LOR, KOTI K, CAPPELLI, JOSEPHS, BAKER, CRUZ
FABRI ZI O, COHEN, HENNESSEY, VULAKOVI CH, WALKO, SOLOBAY,
RUBLEY, GEI ST, FREEMAN, CALTAGQ RONE, JAMES, DENLI NGER, HESS,
GRUCELA, GOCDVAN AND MELI O, MARCH 22, 2007

AS RE- REPORTED FROM COW TTEE ON APPROPRI ATI ONS, HOUSE OF
REPRESENTATI VES, AS AMENDED, JULY 2, 2007
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AN ACT
Amendi ng the act of Septenber 9, 1965 (P.L.497, No.251),
entitled "An act requiring physicians, hospitals and ot her
institutions to adm nister or cause to be adm nistered tests
for phenyl ketonuria and ot her netabolic diseases upon infants
in certain cases,"” further providing for newborn child
screeni ng and testing; and meking editorial changes.

The General Assenbly of the Conmonweal th of Pennsyl vani a
her eby enacts as foll ows:

Section 1. The title of the act of Septenber 9, 1965
(P.L.497, No.251), known as the Newborn Child Testing Act, is
amended to read:

AN ACT
Requi ri ng physicians, hospitals and other institutions to
adm ni ster or cause to be administered tests for

net abolic, hornonal and functional conditions upon infants in

certai n cases.



Section 2. Section 3 of the act, added July 9, 1992
(P.L.398, No.86), is anended to read:

Section 3. Newborn Child Screening and Fol | ow up Program --
(a) In order to assist health care providers to determ ne
whet her treatnment or other services are necessary to avert
mental retardation, permanent disabilities or death, the
departnment, with the approval of the board, shall establish a
program providing for:

(1) The screening tests of newborn children for [diseases.]

phenyl ket onuria (PKU), naple syrup uri ne di sease (MSUD), si ckl e-

cell di sease (henogl obi nopat hi es), qgal act oseni a, congenit al

adrenal hyperplasia (CAH and prinmary congenital

hypert hyroi di sm

(2) Followup services relating to confirmatory screening,

testing, assessnent and di agnosis of newborn children with
abnormal or inconclusive screening test results[.] for the

foll ow ng di seases:

[(b) The departnent, with the approval of the board, shal
establish by regulation those diseases, in addition to
phenyl ket onuria (PKU), maple syrup urine disease (MSUD) and
sickl e-cel | di sease (henogl obi nopat hies, for which newborn
children shall be tested and the nmethods for testing and
di ssem nating test results.]

(i) Phenyl ket onuri a ( PKU)

(ii) W©Maple syrup urine di sease (MSUD).

(iii) Sickle-cell disease (henobgl obi nopat hi es).

(iv) Isovaleric aciden a/lsoval ery-CoA dehydr ogenase

defici ency (| VA).

(v) dutaric acidem a Type |/ d utaryl - CoA dehydr ogenase

deficiency Type | (GAIl).
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(vi) 3-Hydroxy 3-nethyl gl utaryl - CoA | yase defici ency (HM3).

(vii) Miltiple carboxyl ase deficiency (MZD).

(viii) Methylmal onic acidem a (nutase deficiency) (MJT).

(i x) WMethylmal onic acidenmia (Chl A B).

(x) 3-Methyl crontonyl - CoA car boxyl ase defi ci ency (3MCC).

(xi) Propionic acidemnm a/ Propi onyl - CoA car boxyl ase defi ci ency

(xii) Beta-ketothiolase deficiency (BKT).

(xiii) Medium chain acyl - CoA dehydr ogenase defi ci ency

(xiv) Very |ong-chain acyl - CoA dehydr ogenase defi ci ency

(xv) Long-chain L-3-0H acyl - CoA dehydr ogenase defi ci ency

(xvi) Trifunctional protein deficiency (TFP).

(xvii) Carnitine uptake defect (CUD).

(xviii) Honocystinuria (HCY).

(xix) Tyrosinema type | (TYR 1).

(xx) Argi ni nosucci ni c aci deni a ( ASA).

(xxi) Ctrullinema (CT).

(xxii) Hb S/Beta-thalassema (Hb S/ Th).

(xxiii) Hbo S/C disease (Hb S/O).

(xxi x) Congenital hypothyroi di sm (HYPOTH).

(xxv) Biotinidase deficiency (BlIOT).

(xxvi) Congenital adrenal hyperpl asia (CAH).

(xxvii) Galactosem a (GALT).

(xxviii) Cystic fibrosis (CF).

(b.1) Al |aboratories perfornm ng the screening tests for

newborn children shall report the results to the departnent for

foll owup activities.
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(c) No screening test shall be perforned if a parent or
guardi an di ssents on the ground that the test conflicts with a
religious belief or practice.

(d) The departnent, with the approval of the board, shal

establish, by periodic publication in the Pennsyl vania Bull etin,

changes to the lists under subsection (a)(1l) and (2) of those

di seases for which newborn children shall be tested and for

whi ch the departnent shall provide foll owup services.

(e) The departnent, with the approval of the board, shal

establish by requl ati on the nethods for testing for those

di seases |isted under subsection (a)(1).

(f) Notwi thstandi ng any provi sions of this act or the act of

April 23, 1956 (1955 P.L.1510, No.500), known as the "D sease

Preventi on and Control Law of 1955," to the contrary, test

results and di agnoses based upon screening tests for the

di seases listed in this section for newborn children shall be

reported to the departnent. The departnent shall establish, by

peri odi ¢ publication in the Pennsyl vania Bulletin, the nethod

for reporting test results to the departnent.

(g) Test results for genetic diseases listed in this

section, and any di seases subsequentl|ly added by the depart nent

under subsection (d), shall be subject to the confidentiality

provi sions of the "D sease Preventi on and Control Law of 1955."
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1 SECTION 3. TH S ACT SHALL TAKE EFFECT JULY 1, 2008.
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