State Advisory Council on Hereditary and Congenital Disorders
Minutes October 20, 2016
Members Present




Staff
Dr. Hilary Vernon, Chair




Linda Lammeree, RN, (Scribe)
John McGing, Vice Chair
Rebecca Furman






Ben Smith (phone)




Anne Eder
Erin Strovel, PhD (phone)



Guests

Del Karen Lewis Young (phone)        


Sarah Viall, CNMC Genetics 

Dr. Richard Bruno                                              

Adam Coleman, Ph.D, DHMH Lab
                                 Sen. Ronald Young ( phone)



Christy Keppel, March of Dimes

Members Absent





Monumental City--vacant 





Ex-Officio Present





Robert Myers, PhD (phone)





Dr. Fizza Gulamali Majid

Johnna Watson, RN
Called to Order – 5:05 pm

I.  Welcome and Introductions
Members and guests introduced themselves.
II. Minutes of Meeting June 7, 2016

 Minutes were reviewed and approved. 
III. Old Business
A. Membership Update
1. Hilary Vernon stated the applications for re-appointment of John McGing and Ben Smith are awaiting review and approval by Governor’s office. Both fill Health unrelated positions on the council.   Michelle Smith’s application has also been forwarded to the Governor’s office to fill the remaining vacant health-unrelated position.  
2. It was noted that Dr. Porter, who represents Monumental City Medical Group had been invited to continue attending until a replacement representative was identified. It is not clear whether Dr. Porter is able or willing to do so. There was discussion about whether the committee can contact members of Monumental City Medical Group directly. A membership list was located for the group on line.  

B.  Update on status of Pompe, Fabry and X-ALD

1. Secretary Mitchell sent a letter approving the addition of Pompe, Fabry and X- ALD conditions to the Maryland Newborn Screening panel. 
2. Discussion ensued re: timeframe and process for implementation. Dr. Myers and Dr. Majid discussed that the next step is to perform a cost analysis and determine if an adjustment to the screening fee would be necessary.  The cost analysis will determine if new technology and new instrumentation is needed as well as if there are issues related to lab capacity and personnel needs.  If a lab fee increase is needed, the request would need to go through the approval process. For these reasons, it is not yet possible to determine a time frame to implementation of testing. 
C.   Review of Lysosomal Storage Disorders

1. Dr. Vernon discussed the time table for updated presentations for Krabbe, Neimann Pick, and MPS 1 (Hurler’s). She explained that Dr. Joanne Kurtzberg, a nationally recognized expert on Krabbe Disease, was not available to present to the Council at the December 6, 2016 meeting.  It is likely the presentation on Krabbe will occur in early 2017.  Meeting dates need to be established for 2017 and Johnna Watson will work with Dr. Kurtzberg’s scheduler to arrange the discussion on Krabbe.
2. Dr. Vernon offered to update her previous presentation on Neimann Pick disease for the next Council meeting 12/06/2016. 
3. A date for a presentation on MPS 1 (Hurler’s Disease) will be determined once the meeting schedule for the Advisory Council is determined.  
D. Letter of Support for Medical Foods

1. Dr. Bruno reported that he and Mr. Smith are working on a draft for the letter of support to be sent to the Federal Advisory Committee encouraging inclusion of medical foods by insurance at the federal level. Once the draft is completed, it will be presented to the Advisory Council for review.
2. Christy Keppel (March of Dimes) stated that the Senate Armed Service National Appropriations Committee is reviewing a bill sponsored in part by Senator McCain including medically necessary foods for all ages for Tricare insurance, which covers military personnel.  This legislation could set a precedence for private insurance companies as well. 
IV: New Business
A.  Newborn Screening regulations
1. Johnna Watson, chief, NBS Follow up Unit, presented to the Council the revised Newborn screening regulations. She summarized the following changes:

a. Changes in language of the regulations to permit inclusion of birth centers and other non- hospital based delivery facilities.

b. Severe Combined Immunodeficiency was added to the disorders list.  

c. Removed hearing screening regulations since they are covered by another document.  

d. Included the recent legislative amendment requiring DHMH to notify parents of newborn infants that laboratories other than DHMH state laboratory are authorized to perform post-screening confirmatory or diagnostic testing.  
2.  A motion was made by John McGing to accept the regulations as written and seconded by Anne Eder. The motion was accepted with no dissenting votes. 
B. Birth Defects Fact Sheets
1.  Johnna Watson provided the Council with several birth defects fact sheets for review. She explained that regulations require that fact sheets be sent to families of infants with certain birth defects/anomalies at six months of age. The time interval was designed to allow for death certificates to be entered into the Bureau of Vital Statistics because the Birth Defects Program is not allowed to send information to a family whose baby has died in the newborn period. 
a. Down Syndrome (Trisomy 21) Fact Sheet

b. Anencephaly Fact Sheet

c. Holoprosencephaly Fact Sheet

d. Hydrocephaly Fact Sheet

e. Microcephaly Fact Sheet

f. Zika Fact Sheet

2.  Dr. Vernon offered to review the sheets for accuracy from the medical point of view. 
3.  Several members of the Council discussed that the fact sheets should be easily understood by the lay (i.e. non medical) person. There was also discussion about the content of the sheet given that it is provided to families at six months of age. Content should be focused on information needed at 6 months of age.  The Council members were asked to review these sheets and send any comments to Johnna Watson via email. 

4.  A brief update on the Zika virus was provided. There are 103 confirmed cases with 43 in Baltimore area. The birth registry is being set up to follow pregnant women who have tested positive for Zika.  The hiring of a nurse to provide case finding and follow up has been approved.  Follow up intervals have been defined to occur at 2, 6 and 12 months of age. The plan is to focus coordination activities in Prince Georges and Montgomery Counties since these counties have the largest immigration population from countries/regions that are known to have Zika virus epidemics.  Information from the birth defects surveillance will be forwarded to the CDC. 

C. Newborn Screening Brochure

Johnna Watson reported that the updated brochure is still in internal review process and she is expecting it to be available to the Council at the next meeting.  Changes include information directing families to the website, and inclusion of a statement directing families to discuss alternate testing sources for metabolic conditions not included on the current panel with their pediatrician.
D. Member Updates
1. Laboratory Administration –Dr. Myers stated that the lab has been engaged in preliminary cost estimates for adding screening for Pompe, Fabry and X-ALD to the panel. Now that the conditions have been approved for addition, the focus will be to refine costs by reviewing technical needs, instrumentation, staff, and supplies.The cost per test needs to be estimated and if an increase is needed, Dr. Myers will request approval. Dr. Myers does not have a time frame at this time but warned the Council that the current procurement process is protracted. 
2. Maternal Child Health Bureau – Johnna Watson provided an update on the Zika grant and stated that they are currently in the process of hiring a registry coordinator and a nurse coordinator. She also stated the Oz database is currently being modified by the vendor to permit documentation of follow-up for Zika affected infants and other birth defects and to provide ease of reporting cases to the CDC.  
V. Next meeting


Next meeting date –December 6, 2016
VI. Adjournment

Meeting was adjourned at 5:33 PM.

