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Called to Order – 5:10 pm

I. Minutes of Meeting January 10, 2017
Minutes were reviewed and approved. 
II. Old Business
A.  Membership Update
1. Dr. Vernon has had a response from Monumental City Medical Group. They plan to appoint a pediatrician to continue representation on the Advisory Council. In the meantime, Dr. Porter will attend meetings.
B.  Medical Foods letter
1. The original purpose of the letter to the Governor was to ask permission from the Governor for the State Advisory Council to support efforts at the federal level to provide insurance coverage for medical foods. Dr. Greene who is aware of the actions of the [Federal] Advisory Committee on Heritable Disorders in Newborns and Children work group on Medical foods will advise on the revision of the letter to the governor.  
2. While engaged in the drafting of the federal letter, it become apparent that there is a need to add language inclusive of medical foods to the insurance coverage for adults and children within the state of Maryland.  Dr. Vernon will gather information on how to pursue changing DHMH regulations to address this separate but related issue of medical foods coverage. 
C.  Neimann Pick vote

       1.   Dr. Vernon reported she has sent emails to the researchers conducting clinical trials to obtain              further information re: treatment outcomes but has not had a reply. Therefore, the motion to table a vote until this information can be obtained, presented and reviewed by the Advisory Council continues. 
D.  Continuation of presentation on Krabbe Disease

       1.  Dr. Vernon summarized the most recent study by Dr. Wasserstein on the treatment outcomes of       children identified through newborn screening in New York State. The authors concluded that there are significant mortality and morbidity issues associated with the treatment and raises questions about the efficacy for infants identified through newborn screening. It further recognized that the identification of at risk children introduced unique ethical and legal issues.   
       2. Dr. Vernon reviewed potential new therapies/treatments on the horizon including chaperone therapy which stabilizes the enzyme, permitting it to work as it should, and also the mouse model therapy which is a combination of stem cell transplant, chaperone therapy and gene therapy.
       3. Dr. Vernon reviewed criteria for inclusion on the newborn screening using several models including Wilson & Junger, Petros, and the scoring sheet developed by the Advisory Council. 

      4.  Discussion points included recognizing validity of decreasing the diagnostic odyssey, need for  published outcome data of current treatment, giving parents the choice/power to make decisions,  weighing risk/benefits of monitoring identified at-risk children, role of Advisory Council per it’s charter to protect from “ improper treatment”, role of Advisory Council making a public health decision.
      5.  Dr. Vernon will obtain clarifying information for the following points:

                 a. contact Dr. Wasserstein to find out the outcome data of the at risk children 

                 b..obtain the Missouri data

                 c.  outcome data on the child from Kentucky that Dr. Kurtzberg transplanted

                 d.  psychosine data

                 e. data on risks for anesthesia

                 f. timing of sequencing

      6.  Dr. Fraser presented a brief summary of 5 children who received transplants at Children’s National Medical Center. She also located publically available data through Health Resources and Services Administration (HRSA) on 21 children with Krabbe Disease who received transplants from 2010 through 2014 at 11 centers.

      7.  Dr. Myers and Mr. Majid discussed lab related concerns for setting up screening for Krabbe. It would likely require several hundred thousand dollars. There are two possible approaches: tandem mass spectrometry would require purchase of several more instruments or an alternate platform (Microfluidics) which may be more of a rental situation. It will also be necessary to obtain additional staff.
      8.  Motion to table further discussion and vote until new information available made, seconded and    approved. 
E. Member Updates

1. Laboratories Administration: Dr. Myers asked Dr. Majid to update the Council on the actions of the Laboratories Administration toward implementation of Fabry and Pompe screening. Quotes have been obtained and are being evaluated. Approval to hire personnel via MIPAR contracts has been obtained. Dr. Myers hopes that this will lay the groundwork for future personnel needs and reduce the very lengthy process.  

2. MCHB: Johnna Watson provided brief update re: first infant confirmed to have SCID through NBS. Infant is schedule for bone marrow transplant in March.
F. Other:

        1. Newborn Screening brochure: Johnna Watson reported that the newborn screening brochure continues in the revision and review process to include the language notifying parents that screening is available for genetic conditions not included on the Maryland newborn screen panel. Once finalized, the brochure will be available to families through hospitals, doctor’s offices, and website. 
         2. Mr. Smith requested clarification of amount and use of special funding which was intended to be used for instrumentation and personnel for newborn screening. Dr. Vernon will reach legislative contacts for clarification.
G. Next meeting - scheduled for March 7. 

        1. It was suggested that perhaps someone from New York could present issues related to lab workflow and follow up concerns specific to Krabbe screening. Dr. Vernon will contact NY to issue an invitation.
IV.  Adjournment

Meeting adjourned at 7:00 PM.

