
 

 

State Advisory Council  

Hereditary and Congenital Disorders 

Minutes  
April 19, 2022 

(Virtual meeting secondary to Covid-19) 

 

 

Members Present     Ex-Officio Present    

Erin Strovel, Chair     Fizza Majid  

Jamie Fraser, Vice Chair    Stacy Taylor 

Gerald Raymond      

Michelle Smith      MDH Staff 

John McGing      Laportia Barrows 

Senator Edward Reilly     Monique Veney 

Robert Brosius         

       Guests 

Members Absent     Allison Shaw 

Delegate Karen Lewis-Young    Shelly Cho 

Dominique Sasas  Carol Greene 

David Myles KeriAnn Kuperman 

Sharon Doyle Paul Vetter  

 Delegate Emily Shetty 

  

  

Called to Order – 5:38 PM. Meeting ground rules (meeting etiquette) were shared with the committee 

by Stacy Taylor.    

 

I.  WELCOME  

Dr. Erin Strovel, Council Chair welcomed and thanked all for joining the call.  

 

II. APPROVAL OF MINUTES  

Draft meeting minutes sent prior to meeting for review. Motion to approve minutes made by Dr. Jamie 

Fraser and seconded by John McGing. No opposing votes. Minutes approved. 

 

III. MEMBERSHIP UPDATES 

In Johnna Watson’s absence, Erin welcomed new council member Dr. Gerald Raymond who will be 

representing Johns Hopkins and taking over Dr. Meral Gunay’s position. Dr. Raymond introduced 

himself and gave a brief background.  

 

All positions are currently filled. Delegate Karen Lewis-Young’s status needs to be confirmed.  

 

Several terms are expiring June 30, 2022. Dr. Strovel announced her term being one. She will not be 

eligible for renewal. Jamie Fraser is up for renewal in June, 2022 and accepted the request to renew. 

Robert Brosius and Michelle Smith have also accepted renewal.  

  

IV. OLD BUSINESS 

• Delegate Emily Shetty introduced herself to the committee and thanked the Council for the 

quick turn around on feedback to make HB 109 significantly stronger. HB 109 passed, as did the 

Senate cross-filed companion Bill. Delegate Shetty stated they are waiting to hear if the 

Governor will sign it or allow it to become law without his signature.  

• Dr. Strovel initiated discussion on a letter supporting coverage of expanded carrier screening. 

Dr. Fraser expressed the role of the carrier screening has become ever more important.  The 

Council discussed and agreed that the letter is important and worthwhile to move ahead on. The 



 

 

Council will follow up on the process. A vote at the last meeting was approved to write the 

letter.  

• The Council discussed criteria selection process for adding conditions to the Maryland (MD) 

Newborn screening panel. It had been voted on and agreed that conditions shall be added to the 

Recommended Uniform Screening Panel (RUSP) prior to consideration to be added to the 

MD NBS panel. Dr. Strovel will do some follow up for more clarification.  

 

V. NEW BUSINESS  

• Council meeting scheduling was discussed. It was agreed to meet every other month and to add 

an additional meeting during Legislative Session if needed.  

• Dr. Fraser introduced discussion on family experiences with newborn screening and introduced 

Allison Shaw, Children’s National Hospital to present compiled data. 

• Allison presented: 

o Lysosomal Storage Disorders Newborn Screening: Delays in Diagnosis in Maryland 

o Described current processes and proposed improvements. Comparison of how 

various States do screening. Explained the MD processes now.  

o Mucopolysaccharidosis I (MPS-1) NBS at Children’s National Hospital. Visuals of 

outcomes were shared. What comes after Newborn Screen. Pompe Disease and screening 

cases were shared. Benefits of an automated system along with resources were shown.  

• The council discussed bettering services to the families, consent, follow up and barriers. 

 

VI. UPDATES 

• MCHB (Stacy Taylor) 

o No updates at this time. 

 

• Laboratory (Dr. Fizza Majid/Dr. Robert Myers) 

o Dr. Myers mentioned that projected timing of reassuming normal operations in the lab is 

beyond their control. Everyone is working overtime to get restored. No firm timeline 

while restoration is being worked on.  

o Dr. Majid added they are working with the restoration team and before they can go live, 

pieces will need to be added. Instruments and some test will need to be re-validated.  

o Dr. Majid shared with the Council that once they are live, it would be much easier to 

update X ALD projection implementation.  

o Dr. Greene asked would NBS like a letter to be sent to the Secretary recommending the 

NBS Lab is given advances on permanent positions. Dr. Majid and Dr. Myers both 

welcomed that suggestion. Dr. Fraser motioned to write a letter supporting the lab and 

Dr. Raymond seconded the motion. The Council voted and it was approved to write the 

letter to the Secretary in support of the NBS Lab. 

 

• Newborn Screening Follow-up (Monique Veney) 

o NBS is continuing to operate status quo. 

o They referred and identified their first MPS-1baby in the State of Maryland. 

o Johnna has been able to go in the lab to work through Starlims to isolate some older 

reports and work on the block grant.  

 

VII. FUTURE TOPICS FOR DUISCUSSION 

• Dr. Strovel recommended discussing the most recent addition to the RUSP which is MPS 2 at 

the next meeting.  

 

VIII. NEXT MEETING DATE 

• June 14, 2022 was unanimously proposed as the next meeting date.  

 

IX. ADJOURNMENT  



 

 

• Jamie Fraser moved to adjourn, motion seconded by Michelle Smith. Meeting adjourned @ 7:18 

PM. 


