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Called to Order – 5:07 pm
I.  Welcome and Introductions
· Dr. Vernon introduced Dr. David Myles, newly appointed MedChi representative.
II. Minutes of Meeting May 23, 2017
· Minutes from June 20, 2017 were reviewed and approved. 
III. New Business
· Presentation on Spinal Muscular Atrophy (SMA).

1. Dr. Thomas Crawford, professor and neurologist at JHH provided power point presentation on SMA including description of disorder, diagnosis, testing and treatment. The slides will be available electronically. 
2. Additional speakers:  Kim Heinreich, Kelly Eakin, and Brandi Aikens, parents of children diagnosed with SMA, each spoke about their experiences to urge Council to include SMA on Maryland newborn screening panel.
3. Dr. Vernon outlined the process for the Council when considering new conditions for     inclusion. Following a presentation for the condition under consideration, there is a discussion and opportunity to ask questions at the next Council meeting.  Following discussion, a vote may be considered. That recommendation is then forwarded via letter to the Maryland Health Secretary.
4. Dr. Majid, Laboratories Administration, Director of NBS Lab, confirmed that a pilot program is not required. The testing for SMA will be multiplexed with TREC testing (same platform used for SCID screening).

5. Maryland NBS does follow the Recommended Uniform Screening Panel (RUSP) but can add conditions to the Maryland panel independent of the RUSP.  Ms Spencer, Cure SMA, stated an application has been made to the Federal Advisory Committee on Heritable Disorders in Newborns and Children to include SMA but a decision has not yet been determined. Ms. Spencer will provide a copy of the application to the Advisory Council and will make someone available for the next meeting in the event there are questions generated by the application material. 
6. Dr. Vernon asked that any questions re: SMA presentation be emailed to her as soon as possible. She will consolidate and forward questions to Dr. Crawford. 
IV. Member Updates
· Update from Labs Administration
Dr. Myers reported there has been some progress in obtaining equipment and reagents for the lysosomal storage disorders, especially Fabry and Pompe. There has been a major issue obtaining personnel as recently lost approval to contract personnel through UMBC. Dr. Myers stated this decision is being appealed. 
· Update from MCHB

Johnna Watson reported that letter to the Secretary for inclusion of MPS 1 has been drafted and is awaiting decision about letterhead. Once that is determined, the letter will be forwarded to the Health Secretary. 
V.  Next Meeting Dates

· Next meeting will be November 28, 2017.

· Dr. Vernon states voting on Krabbe disorder will proceed after reviewing Krabbe materials as a group and to provide the new Council member, Dr. Myles, an opportunity to digest the information and to ask questions prior to voting. 
VI.  Adjournment
Meeting adjourned at 6:07 PM.  
