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Called to Order – 5:12 pm
I.  Welcome and Introductions
· Quorum not present at beginning of meeting so meeting delayed several minutes to give members more time to arrive. 
· Dr. Vernon reviewed old business items after calling meeting to order to give more time for members to arrive so that items requiring a vote might proceed. 
· Agenda items will be covered but not necessarily in order. 

II. Minutes of Meeting 

· Initially, due to lack of quorum, minutes for meeting January 4, 2018 were not proposed for review and approval. 
· Minutes of Advisory Council meeting January 4, 2018 were reviewed and approved once quorum present. 

III. Old Business
· Discussion of Krabbe Leukodystrphy

1. Mrs. Smith summarized the experience her family has had getting her daughter diagnosed and treated. She is advocating Krabbe be added to the Maryland newborn screening panel to ultimately improve the outcomes for others. 
2. Dr. Fraser expressed her concern as a provider of care that there continues to be a lack of specific guidelines and insufficient data re: treatment outcomes. Due to rate of false positives, at risk, and inconclusive results, many infants and children are subjected to invasive procedures for years. Current treatment available can be considered by some to be experimental as the vast majority of medical providers say treatment has not become standard of care as there is too little data. 
3. Dr. Greene clarified use of cure vs treatment language, stating that conditions on the newborn screening panel can be treated but not cured. Dr. Greene stated she recently attended professional conferences hosted by SIMD and ACMG. Her sense is that families are deeply appreciative of screening while providers are deeply unhappy due to the false positives and at risk patients that require years of invasive monitoring. 
4. Mrs. Smith stated that without newborn screening to help identify these infants early there will not be significant progress made in improving the screening methods or treatment because the number of those diagnosed with Krabbe is so few. 

5. Sarah Viall expressed that the families’ experiences and points of view are so very important to this process. As a clinician, clearer guidelines are needed. 

6. John McGing stated his concern about the impact on the families of infants identified as at risk and the risks of monitoring protocols which are invasive and require sedation. 

7. Dr. Frasier states the use of second tier testing such as pyschosine can help reduce these numbers infants identified as at risk but it is still far from perfect. The purpose of newborn screening is not to provide subjects for research.

8. Michelle Smith asked if treatment would be covered by insurance. In Maryland REM covers Krabbe for those families that meet the financial requirements. Dr Greene stated some of the molecular diagnostic testing would not be covered. This would impact infants with at risk results or inconclusive findings. 

9. Ben Smith stated approximately 12 states have had legislation passed requiring newborn screening for Krabbe and approximately 8 states are testing. Mr. Smith stated if approved, Maryland would be the first state to start testing for Krabbe based on Advisory Council recommendation. 
· Vote on Krabbe

1. A motion was made to recommend adding Krabbe Leukodystrophy to the Maryland newborn screening panel and seconded. 

2. A roll call vote was taken. 

a. Ben Smith and Dr Myles voted in favor of recommending Krabbe be added to the Maryland newborn screening panel.
b. Michelle Smith, Erin Strovel, John McGing, Dr Hilary Vernon voted against recommending Krabbe be added to the Maryland newborn screening panel.

3.  By a vote of 4 against and 2 in favor, Krabbe Leukodystrophy will not be recommended to be added to the Maryland newborn screening panel at this time. 
IV. New Business
· Discussion of Maryland Medicaid coverage for pediatric genetic testing

1. Dr. Vernon stated that Maryland Medicaid is not covering a standard first line test called SNP array that is important to help diagnose and treat children with developmental and physical concerns. In addition, some of the key codes for pediatric genetic counseling, prenatal genetic counseling and cancer genetic counseling are being denied. 
2. Dr. Greene stated it is a standard cytogenetic test and there really is not another option with same specificity. Medicaid simply provides statement that claim is  denied, not a covered benefit. Dr. Greene stated she has discussed this with Dr. Hamosh, JHH geneticist, who concurs this testing and counseling is crucial. There is some concern that the denial could be viewed as discriminatory given that the ethnicities more likely to use Medicaid are minorities. 

3. Dr. Vernon proposed the Advisory Council send an opinion letter to Maryland Medicaid. Mr. Smith volunteered to help. Dr. Vernon planned to get outline to Council by May 1, 2018.

· Discussion re: opiod testing on newborns
1. There is no update at this time. Christy Keppel (March of Dimes) was to provide more information to Delegate Karen Lewis-Young outside of the Council, but she is no longer employed with March of Dimes, and Delegate Lewis-Young was unable to attend this meeting.  
2. Dr. Vernon stated she will have to look into this topic and get back to the Council at next meeting. 

V.  Member Updates

· Laboratory Administration

1. Dr. Majid, Director of Newborn Screening Lab, reported that procurement and personnel efforts continue but that so far there is not a date for testing for the new conditions to begin. 
2. Personnel requests are awaiting Budget office approval. Once approved and staffed, the lab needs approximately 4-5 months to start testing for the lysosomal storage disorders of Pompe and Fabry. Dr. Majid stated testing for X-linked ALD will take longer to implement. 
· MCHB
1. Dr. Jed Miller, Director of Office for Genetics and People with Special Healthcare Needs, provided update on SB105 that changes the membership of the Advisory Council and the appointment process. He explained the bill was passed, and at time of meeting, was awaiting Governor’s signature. It is expected to take effect July 1, 2018. 
a. SB105 removed a member seat for an agency that is no longer in existence and also removed the seat formerly assigned to Monumental Medical Society. 
b. The bill created a seat for Children’s National Medical Center (CNMC),   recognizing their role and expertise in addressing the needs of children in the State of Maryland. 
c. All members of the Advisory Council, both voting and non-voting, will be appointed by the Maryland Secretary of Health.
d. Current terms will not be affected although adding CNMC as a voting member of the Council will take effect 07/01/2018.
2. Johnna Watson, Chief of Newborn Screening Follow up Unit, reported the (Federal) Advisory Committee on Heritable Disorders in Newborns and Children just approved the addition of Spinal Muscular Atrophy (SMA) to the recommended uniform screening panel. The Maryland Advisory Council sent a letter to the Maryland Secretary of Health in March 2018 recommending SMA be included on the Maryland newborn screening panel. It is too soon for a response. 

VI. Next meeting

· A doodle poll will be sent out to set next meeting date. 
· Johnna Watson stated that the Advisory Council meetings need to be posted in the Maryland Register, so more lead time might be needed to meet this requirement. Meeting will be scheduled for some time in June 2018.
· Dr. Vernon stated John McGing will begin as new chair 07/01/2018.

VII.  Adjournment
Meeting adjourned at 6:14 PM.  
