
State Advisory Council
Hereditary and Congenital Disorders

Minutes
December 7, 2021

(Virtual meeting secondary to Covid-19)

Members Present Ex-Officio Present
Erin Strovel, Chair Johnna Watson
Jamie Fraser, Vice Chair Stacy Taylor
Meral Gunay Robert Myers
Michelle Smith
John McGing Ex-Officio Absent
Sharon Dols Fizza Majid
Robert Brosius
David Myles Guests

Katelyn Sagaser, Hopkins Genetics (formerly)
Members Absent Allison Shaw, CNMC Genetics
Delegate Karen Lewis-Young Carol Greene, UMMS Genetics
Senator Edward Reilly Paul Vetter, PerkinElmer Genetics

Taryn Couture, Powers Law
MDH Staff
Monique Veney
Laportia Barrows

Roll Call

I.  WELCOME

Dr. Strovel, Council Chair, welcomed everyone to the meeting.

II. APPROVAL OF MINUTES

Motion to approve minutes from meeting on September 14, 2021 made by Michelle Smith and seconded
by John McGing. No opposing votes so minutes approved and will be placed on the website.

III. MEMBERSHIP UPDATES (Johnna Watson)

● There is still one Health Unrelated position open.
● New Health Unrelated member Sharon Dols introduced herself to the Council.
● Dr. Strovel’s term will expire June 30, 2022.
● Delegate Karen Lewis-Young has expressed that she wishes to be replaced on the Council so

there will be one House of Delegates member needed.

IV. NEW BUSINESS

Presentation from Access to Equitable Carrier Screening Coalition
(Taryn Couture and Katelyn Sagaser).

● The Access to Equitable Carrier Screening (AECS) Coalition is a multi-stakeholder coalition
focused on ensuring all women of child bearing age and their partners have access to expanded
carrier screening (ECS). They work closely with some advocacy groups.

● American College of Obstetricians and Gynecologists (ACOG) carrier screening guidelines have
historically placed a person's ethnicity at the center.  Limitations to ethnicity-based carrier
screenings exist causing a large percentage of potential carriers of inherited disease to be missed
because self-reported ancestry can be inaccurate.



● Expanded Carrier Screening (ECS) offers carrier screening for more childhood onset diseases to
expecting parents and parents considering pregnancy regardless of ethnicity or family history
giving them the opportunity to identify their potential at risk offspring to make good decisions
for their future.

● American College of Medical Genetics and Genomics (ACMG) Practice Resource, 2021,
recommends carrier screening paradigms should be ethnic and population neutral and more
inclusive of diverse populations.

○ There are 4 tiers of carrier screening proposed and ACMG is recommending all pregnant
patients and those planning pregnancy should be offered Tier 3 screening.

○ Tier 3 is screening for conditions with carrier frequency >1/200 “in any ethnic group
with reasonable representation in the United States”

● According to available data, 75% of people eligible for MD Medicaid identify as other than
white.

● Offering Tier 1 screening, which is for cystic fibrosis and spinal muscular atrophy only, for
Medicaid recipients is not providing adequate screening for non-white patients.

● MD Medicaid currently does not have a written policy for carrier screening. There are a few
codes on the fee schedule for single gene screening, but there is no code for an expanded carrier
screening.

● AECS is currently engaging with Maryland Medicaid to consider updating coverage policy to
include expanded carrier screening.

● AECS is asking for a letter of support from the State Council on Hereditary & Congenital
Disorders to bolster their current efforts with Maryland Medicaid.

● Following the presentation, the Council discussed the topic. Motion to write a letter was made
by Dr. Fraser and seconded by Dr. Gunay.  All voting members present voted in favor of writing
a letter.  A writing group consisting of Dr. Strovel, Allison Shaw, Dr. Fraser and Dr. Greene was
established to complete the letter.

V. OLD BUSINESS

● Discussion of criteria selection process for adding conditions to the MD Newborn screening
panel.

o Dr. Strovel proposed this be pushed to the next meeting. The most recent document was
sent to Dr. Fraser just today.  Plan is to distribute the document out to other members
prior to the next meeting.

VI. UPDATES

● MCHB (Stacy Taylor)
o If you have anything that needs to be brought to the attention of the Department while

Johnna is on leave, please email Stacy.Taylor@maryland.gov
o The MD Department of Health has recently experienced a network security incident.

MDH servers are offline. The MDH website is back up now, but internal servers are
currently offline. The impact is being assessed and additional information will be
provided as it becomes available. Newborn Screening (NBS) has been identified as the
highest priority system to return to service from the Public Health Services Unit.

● Laboratory (Dr. Robert Myers)
o A recovery team is presently working at the MD Department of Health (MDH) lab

trying to reconfigure their servers so that they can resume testing operations in the lab.
o The lab is currently making arrangements to have specimens shipped to PerkinElmer to

be tested.  Paul Vetter of PerkinElmer said they can handle the lab's capacity of
specimens. The process, logistics and trying to get an agreement in place are being
discussed.

● Newborn Screening Follow-up (Johnna Watson)

mailto:Stacy.Taylor@maryland.gov


o During this MDH network incident, Newborn Screening Follow-Up has been setting up
systems that they can follow up with babies with a paper trail. Their biggest hurdle is
identifying babies that currently are in the database to determine if follow-up has been
completed.

VII. Future Topics for Discussion

● Comprehensive LSD screening and cut offs.
● Follow up discussions on future emergencies. Back up plans and keeping track of said back up

plans.
● X -linked ALD screening status
● Update on a start date for using succinyalacetone for tyrosinemia type I

VIII. NEXT MEETING DATE

● April 19, 2022 was unanimously proposed as the next meeting date.

IX. ADJOURNMENT

● John McGing moved to adjourn, motion seconded by Jamie Fraser. Meeting adjourned @ 7 PM


