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Current PA"Newhem: Screening law: and
fegulation

PA Newlhorn Screening law: after Act 36

Eederall Newleor Screening 1aw.




Newborn Child Testing Act (85 P.S. S 623)
reguires; PA Department of iHealth (DOH)
pPregram el Sereening newnoern children anad
fellew-uprSenvices for childrenrwitharan
abnermal screening test result.

Phenylketonura (PKU), Maple Syrup: Urine Disease
(MSUID) and Sickle Cell Disease
(hemeglohinepatiies).

Religious exceptionl te screening.

IHealth' care providers collect bloed specimens.

Initial sereening.
Repeat specimens.

Authoerity te premulgate regulatiens.




Newhera Screening and Eollow-Up regulations (28 Pa.
Code § 28.1, et. seq.):

Addrthree screenedl conditions: Congenitall Adrenall Hyperplasia
(CAH);, Galactosemia (GAL), and Primary, Cengenital
Hypoethyredism,

Confidentiality, provisien.

DOH newkher screening pamphiet.

Religious ohjection recorded inrmedicall record and signed by,
parent.

IHealth care provider te designate newhorn sereening
cooerdinator.

Timing & responsinilities for collection of initiall & repeat blood
Specimen.

Reporting test results toer health care: provider.
Semi-annual data reporting requirement.




Laberatores

a  Enter Participating [Laberater/ Agreecment
withr DOHL (71 P.S. & 531(19))

= Report screening test results fier six
conditions to DOH. (28 Pa. Cede 8 27.22)
Reperting: Healthr Care: Practitioners and
IHealtl Care Facilities reporting case of
disease (Six cenditions) tor DOH. (28 Pa.
Code § 27.21(a))




Effiective July: 1, 2009, Act 36 ofi 2008
amends the: Newhorn Child Tlestingl Act:

s Codifies existing Newhoern SCreening practice
I PA:

s Adds new: reguirements.

Newnemi Screening and! Follew-Up
Technical Advisery Board appreVves
DOH'sI Newhem: Screening Program.
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EGIIGWEUP SEIVICES: l y

22 conditions addea:
Toetal off 28 conditions fier fiellow-up.

American College ofi Medical Genetics, standardl screening
for 29 conditions (28 cenditions and: heanng| scheening).

Relating to case manadement, referrals,
confirmatory testing), assessment and diagnosis.

EGr Incenclusive, tinacceptanle and for annermal
screening test results.




Lanerateres repo

[iting results for 28

conaitiens te DOH e fellow-Up; activities.
Other Reporting to DOIH:

Jlest results; based
diseases listed In t

Diagnesis hased u
diseases listed It

UG/ SCreening tests for
ge Act for newnorn children.

PO SCreening tests for
1e ACt fer newbora chldren.




Changes toe the list of screened or
feliowed conditions:

x  Approval ofi the Newnorn Screening and

Eellew-Up Trechnicalr Advisery: Beard.
x  DOH pubklication’in the PA Bulletin.

Confidentiality:  Test results for
conditiens listed: are sukject torthe
confidentiality provisions ofi the DIsease
Prevention Control LLaw.




Advisery: Committee on Hertanle Disorders anad
Genetic PDiseases 1 Newborns and Chndren
recommendations:

x Adoption off ACMG recommended screening panel by,
eveny/ state:

s FUNding to study existing newhonn: screening
educatienal materials and’ pre-natalfeducation.

“Newnporn Screening Saves, Livess Act™ estanlishes
gliant programs for:

a Education and outreach onrnewnei Screening.

s Coordinated fiellow-up: care.

= Implementation of Advisory Committee
recommendations.
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