Virginia Newborn Screening Advisory Committee
Thursday, December 7, 2017
10:00 a.m. — 3:00 PM

The Division of Consolidated Laboratory Services (DCLS)
600 North 5™ St. Room T21/T23
Richmond, VA 23219

Conference call-in phone number: 1-866-842-5779 Code: 804-648-4480

AGENDA

Members (check = present):

x  Dr. Bill Wilson, UVA, Chair
Abraham Segres, VHHA
Sarah Viall, CNMC

Dr. Brooke Vergales, UVA
Julie Murphy, Parent

o X X X

Christy Keppel, MOD

Dr. Hind Al Saif, VCU

o A 2

VDH & DCLS Staff
x  Willie Andrews
x  Jennifer Macdonald

10:00 —
10:20

Welcome: Dr. Bill Wilson, Chair

Welcome to DCLS: Dr. Denise Toney

Role Call

Introductions of Members and Interested Parties
Review of Agenda

Approval of June 29, 2017 Meeting Minutes
Travel Reimbursement (members only)
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10:20 —
10:30

Public Comment

10:30-
11:30

Virginia NBS program updates: Willie Andrews, Jen Macdonald
A. November 2017 SACHDNC meeting updates

B. 2017 APHL Newborn Screening and Genetic Testing Symposium overview

C. Virginia Programmatic Updates
1. EHDI
CCHD
Sickle Cell Screening/Program Update
CYSHCN Updates
NewSTEPS 360 grant updates
Periodic CF review
Periodic SCID review
8. NBS Data Review (tentative)
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11:30 -
12:30

Old Business
A. CAH screening: 2" tier screening update
B. Addition of Pompe Disease to Virginia’s NBS Panel, vote on
recommendation

C. Addition of MPS-1 to Virginia’s NBS Panel, vote on recommendation
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Jana Monaco, NORD, Parent

Dr. Samantha Vergano, EVMS/CHKD




12:30 Break and Lunch Set-up

12:50 — Working Lunch - Guest Speaker (TBD)
1:30

1:30 -3:00 | New Business

A. Expansion to 6 days/week

B. Periodic Regulation Review, formation of subcommittee or actual start of
review

C. Addition of X-ALD to Virginia’s Panel, formation of subcommittee

D. 2018 meeting dates and potential agenda items

3:00 Tentative Adjournment
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