Virginia Newborn Screening Advisory Committee
Thursday, November 21, 2024
10:00 AM —-2:00 PM

Location: Virtual

Virtual Platform: Zoom Meeting Registration: https://www.zoomgov.com/meeting/register/vIsc-qppj8oHTX_ EdnXLIRIM_54bWpzR-c

AGENDA
Members (check = present):
O Dr. Bill Wilson, UVA, Chair O Dr. Alice Basinger, EVMS/CHKD
O Abraham Segres, VHHA O Dr. Brooke Vergales, Neonatologist, UVA
O Dr. Christina Grant, CNMC O Kim Pekin, CPM
O  Julie Murphy, Parent O Eileen Coffman, Registered Dietitian
O Vacant, RN Well Baby Nursery O Dr. Marta Biderman Waberski, INOVA
[0 Lisa Shaver, Children’s Hospital of Richmond at VCU [0 Tina Cavucci, MOD
O Dr. Christian Chisholm, UVA, ACOG O Amy Brooks, Genetic Counselor
O Dr. Richard Bennett, Community Pediatrician O Dr. Nayef Chahin, Virginia Chapter AAP
O Dr. Sylvia Lee, Community Pediatrician O Dr. Alicia Prescott, DOD, Portsmouth Naval Medical
O Jana Monaco, NORD, Parent Center
O Vacant, VCU [0 Rebecca White, American College of Nurse Midwives
VDH & DCLS Staff

O Jennifer Macdonald, VDH

O Mary Lowe, VDH

O Emily Hopkins, DCLS

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

A. Call Meeting to Order

B. Roll Call of Board Members
C. Review of Agenda
10:10-10:20 Public Comment

10:20-10:30 Administrative Updates, Jennifer Macdonald

A. Review and Vote on Proposed Revisions Bylaws

B. Approval of Meeting Minutes 11/07/2023

10:30-11:00 Legislative Updates

A. NBS Program New Disorder Review Workgroup Update

B. 12VACS-71 Periodic Regulation Review Update, Rebecca Edelstein

C. Statewide Sickle Cell Disease Registry, Marcus Allen

11:00-11:30 Program Business, Mary Lowe and Emily Hopkins

A. ACHDNC Meeting Updates

B. New Disorder Workgroups

C. Data Review

D. DCLS Connect Access Updates

11:30-11:45 BREAK

11:45-12:30 Program Business (continued)

A. HRSA Co-Propel Grant Funding

B. Education Outreach

C. Long-Term Follow-Up

12:30-1:50 Programmatic Updates, Staff

A. SMA Updates

B. LSD Variant Re-classification Review

C. CFF Grant and NexGen CFTR Sequencing

D. Open Discussion

1:50-2:00 Next Meeting Date and Adjournment; Dr. Bill Wilson, Chair
Next meeting date: Wednesday, May 14, 2025
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