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Newborn Screening Advisory Committee Meeting Minutes
Wednesday, April 8, 2026: 4:00 – 6:00 PM.
Held: Virtually via ZOOM
Zoom meeting

Members in Attendance: Karen McAlmon, MD (Chair), Catherine (Katie) Brown, DVM, MSc, MPH, Geoffrey Binney, MD, MPH, Anne Comeau, PhD, Dallas Reed, MD, Inderneel Sahai, MD, Richard Parad, MD, MPH, Christie Higuera, MEd, Mary-Alice Abbott, MD, PhD, David K Urion, M.D., FAAN, Chloe Schwartz, MPH

Department of Public Health and New England Newborn Screening Program Staff in Attendance: James Ballin, Esq, Roger Eaton, PhD, Thera Meehan, Katja Gerhardt, MPH, Nicole Roos, Tresa Glover-Smith; Jamie Hale, Binod Kumar, PhD, Mahsa Yazdy, PhD, H. Dawn Fukuda, ScM, Elizabeth Bostic

Guests: Lesa Brackbill, Sira Grant, Marie Mann, Devinder Kaur, Mary Nock, Joni Lynch, Ann Allen, Vinod Bhutani, Lauren Chen

Listening Session Speakers: Keely Harris, Anya Turker Charchaflian, Sarah Milburn, Niloofer Darbary, Leola Winder

Determination of Quorum: Confirmed, therefore committee was able to begin meeting.

Welcome and Introductions:
Dr. McAlmon welcomed all to the meeting and introductions were completed.

Approval of Minutes:
The minutes from the prior meeting held on January 14, 2026, were approved.
Vote: 10-Yes, 0-No, 0-Abstain

Chair Updates: 
· Pilot Approvals: There were several updates. There were recommendations to the Commissioner to move several conditions to mandated screening, including MPS1, Pompe Disease, XLD, SMA, Krabbe, MLD, and GAMT diseases.
· The Commissioner approved the recommendations and DPH is proceeding with regulatory amendments which will include the new mandated conditions. There are other amendments that include clarifying regulatory language and specifying the frequency of meetings of the NBSAC. Next steps are for the regulation amendments to go to the Public Health Council for a briefing followed by a public hearing, making any changes to language in response to public hearing comments, and then back to the Public Health Council for final approval. After approval, the regulations are filed with the Secretary of State and then will go into effect upon publication. 

Committee Transition:
· There will be an internal DPH transition for oversight of the MA Newborn Screening Program from the Bureau of Infectious Disease Laboratory Sciences (BIDLS) to the Bureau of Family Health & Nutrition (BFHN). The BIDLS and BFHN teams have been working together to transition operations as smoothly as possible. The transition will be effective July 1, 2026. 

NBSAC Retreat:
· We spoke briefly about having an in-person half-day retreat to take on broad topics to be discussed where our two-hour meetings may not be sufficient space to address such topics. One thing that has come up is whether we need to review our guiding principles and make any updates to it for the future. The place and date will be discussed at a future meeting. 
· Dr. McAlmon will do some surveying for a good time. We are looking at it possibly happening in the fall.

Periodic Review of Mandated Conditions for Continued Efficacy:
· The Commissioner has asked: Is there any systematic review process of conditions  and whether they should continue to be screened? DPH and the New England Newborn Screening Program will review a structure for how we might do that and bring it to a committee meeting for input. The committee was informed and asked if there were suggestions for how the committee could provide input.
· This may become an annual process, and we need to determine whether there are disorders that we don’t need to review again unless treatment changes. The process may include gathering data on the most recent additions to mandated screening.

Glucose-6-phosphate dehydrogenase (G6PD) deficiency (Presentation by Sarah Milburn MD & Keely Harris)
Keely Harris presented information about the G6PD Deficiency Foundation.  The G6PD Deficiency Foundation, Inc. aims to promote awareness, screening, and education about G6PD deficiency, a common genetic enzyme disorder affecting red blood cells (g6pd Deficiency Foundation | 501-c3 Non for Profit Organization). The foundation provides accurate, research-based information to both the public and healthcare providers, helping individuals with G6PD deficiency live healthier lives. It also seeks to prevent severe complications in newborns, such as jaundice and kernicterus, by educating families and medical professionals about early detection and management. 
Dr. Milburn presented information on the 2022 New York State Law, clinical information on the potential consequences of G6PD deficiency, the nationwide prevalence including the expected prevalence in Massachusetts, options for screening newborns, as well as the importance of early detection in order to assist with management and avoid complications.  She also discussed the importance of education. Mount Sinai’s universal newborn G6PD testing program using rapid quantitative cord blood testing (with results in about 36 hours) was briefly presented. 

Listening Session:
Comments from Anya Turker Charchaflian, Niloofer Darbary and Leola Winder emphasized gratitude for the committee’s thorough review and the positive impact of adding G6PD to the mandated screen panel. Advocates offered on-going support in implementation and education.

Next Steps:
· The next NBSAC meeting is scheduled for Wednesday, July 8, 2026, 4-6pm.

Meeting Adjourned
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