Virginia Genetics Advisory Committee (VaGAC)
Thursday, June 29, 2017
10:00 a.m. — 3:00 PM

The Division of Consolidated Laboratory Services (DCLS)
600 North 5™ St. Room T23
Richmond, VA 23219
Conference call-in phone number: 1-866-842-5779 Code: 804-864-7685

AGENDA
VaGAC Members (check = present):

o Dr. Bill Wilson, UVA, Chair & Steering Committee x  Marie Pokraka, MOD

o Willie Andrews, DCLS, Steering Committee x  Jana Monaco, NORD, Parent

o Jennifer Macdonald, VDH, Steering Committee o Dr. Raymond Lewandowski, VCU
o Abraham Segres, VHHA o Dr. Samantha Vergano, EVMS/CHKD
Interested Parties

x  Eileen Coffman, EVMS/CHKD

o Dr. Cynthia Epstein, EVMS/CHKD o Dr. William Owen, EVMS/CHKD

o Dr. Lauren Smith, EVMS/CHKD o Dr. Reuben Rohn , EVMS/CHKD

o Laura Duncan, VCU o Dr. Joel Schmidt, VCU

o Dr. Hind Al-Saif, VCU o Dr. Brant Ward, VCU

. Tahnee Causey, VCU o Dr. India Sisler, VCU

o Dr. Gary Francis, VCU o Dr. Anshu Gupta, VCU

o Virginia Pallante, VCU o Dr. Monica Lawrence, UVA

x  Jeniece Roane, VCU o Dr. Kimberly Dunsmore, UVA

o Dr. Brook Vergales, UVA x  Dr. Mark DeBoer, UVA

x  Barbara Goodin, UVA x  Dr. Marshall Summar, CNMC

x  Dr. Deborah K. Froh, UVA x  Sarah Viall, CNMC

o Beth Harkness, CNMC o Dr. Nicholas Ah Mew, CNMC

o Jan Kuhn, VCU o Dr. Michael Keller, CNMC

o Dr. Elizabeth Yang, CNMC o Dr. James Clayton, INOVA

o Dr. Oral Alpan o Dr. Kathleen Link, INOVA

. Dr. Benjamin Soloman, INOVA . Dr. Linda Tribble, INOVA

o Dr. Natalie Hauser, INOVA o Dr. Laura Dziazio, Carilion

o Dr. Sylvia Lee, DOD o Dr. Mandy Meck Atkinson, Carilion
x  Dr, Colette Grabill, DOD- Portsmouth o Degra Nofsinger, Virginia Midwife
o Dr. Emily Doherty, Carilion Alliance

o Dr. Greg Elliott, Bon Secours Health System o Kim Pekin, Virginia Midwife Alliance
o Barb Ballard, IDF

VDH & DCLS Staff

o Dr. Cornelia Deagle, VDH-DCFH o Dr. Denise Toney, DCLS

a  Christen Crews, VDH-NBS a  Dr. Angela Fritzinger, DCLS

o Lillie Chandler, VDH-NBS o Kim Turner, DCLS

o Shamaree Cromartie, VDH- Blood Disorders o Marcus Allen, VDH-CYSHCN

. Daphne Miller, VDH-EHDI o Rafael Randolph, VDH

o Richard Haughton, DCLS o Christopher Nixon, DCLS

o Emily Hopkins, DCLS o Rhonda West, DCLS

r  Katherine Crawford, VDH- Zika Birth Defects Surveillance o Shea Browne, VDH — Zika Pregnancy

Registry

Guests:
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| Recorders: |

10:00 — Welcome: Dr. Bill Wilson, Chair

10:10 A. Welcome to DCLS: Dr. Denise Toney
B. Introductions
C. Agenda

D. Membership
E. Travel Reimbursement Reminder (members only)

10:10 — Public Comments facilitated by Dr. Bill Wilson

10:15

10:15- Committee Name Change and By-Law Review: Dr. Bill Wilson, Jen Macdonald,
10:30

10:30- Periodic Regulation Review Process: Willie Andrews, Jen Macdonald

10:45

10:45 — Critical Congenital Heart Disease Program (CCHD) screening program: Jen
10:50 Macdonald

10:50- Early Hearing Detection and Intervention (EHDI) Program: Daphne Miller

10:55

10:55- Birth Defects Surveillance (VaCARES) and Zika Surveillance Programs: Jen
11:00 Macdonald

11:00 — CYSHCN and Blood Disorders Program: Marcus Allen and Shamaree Cromatie
11:10

11:10 - Newborn Screening Dried Blood Spot Program: Willie Andrews & Jen Macdonald
12:00N A. National issues/SACHDNC Updates

B. Virginia Programmatic Updates
C. NBS Data Review
D. Timeliness Project Review

12:00 — Break and Lunch

12:30

12:30 — Working Lunch- Review NewSTEPS 360 grant projects Willie: Andrews & Jen
1:00 Macdonald

A. NYMAC Partnership
B. Virginia HL-7 Project

1:00- Review of subcommittee’s recommendations to add certain disorders to the Virginia
2:30 Newborn Screening Panel
1. Pompe
2. MPS-1
3. X-ALD
2:30- New Business and future dates: Dr. Bill Wilson
3:00 A. Annual Cystic Fibrosis Review ---July

B. Annual SCID Review--- August
C. Next meeting date and potential agenda items—Fall 2017

3:00 Tentative Adjournment
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