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Florida Genetics and Newborn Screening Advisory Council
Jacksonville, FL
July 31st, 2015

	Approx.

Times
	Subject
	Presenter

	10:00 am
	Welcome/Introductions/Housekeeping

· Approval of February 2015 Minutes (handout)
· Welcome New Members and NBS Staff:
	Paul Pitel
Chairman

	10:15 am
	2015 Legislative update
	Lois Taylor

	10:30 am
	Guest Speaker:  Newborn Screening From the National Perspective

· Pompe Disease
· Universal Accomplishments and Challenges of Newborn Screening Programs

· General Discussion with Question and Answer Time
	Rodney J Howell, MD, FAAP, FACMG

	11:00 am
	Effects of Antibiotics – Is this information important and should be reported on the specimen card?  Should babies on antibiotics at time of specimen collection have a repeat specimen at 28 days of age?  383.14 (5) (b) Procedures for collection and transmission of specimens and recording of results.
	Paul Pitel
Chairman

	11:15 am
	Update on ALD (February, May D/SACHDNC Meeting)  383.14 (5) (a) Conditions for which testing should be included under the screening program and the genetics program.
	Lois Taylor

	11:30 am
	Newborn Screening Laboratory update 
· Update regarding Retention Policy  383.14 (5) (b) Procedures for collection and transmission of specimens and recording of results.
· Update regarding Cystic Fibrosis Assay Kit  383.14 (5) (a) Conditions for which testing should be included under the screening program and the genetics program.
	Bonnie Taffe

	
	LUNCH  (meeting will adjourn when food arrives)
	 

	12:30 pm
	Newborn Screening Follow-Up Program update (handouts)
	Lois Taylor

	12:45 pm
	Update regarding timely Cystic Fibrosis confirmatory testing when funded by Medicaid  383.14 (5) (c) Methods whereby screening programs and genetic services for children now provided or proposed to be offered in the state may be more effectively evaluated, coordinated, and consolidated.
	Bonnie Hudak

	1:00 pm
	Update regarding eReports, ELO/ELR, Screening Center (handout)
	Lois Taylor

	1:15 pm
	Update regarding Newborn Hearing Screening (handout)
	Lois Taylor

	1:30 pm
	Pompe Research Project 
	Barry Byrne, MD, PhD

	2:00 pm
	New discussion items
	Paul Pitel

Chairman

	2:30 pm
	Public comments/closing/summary (Please complete public comment card.  Chair to determine length of speaking time.)
	Paul Pitel

Chairman

	3:00 pm
	Adjourn 
	Paul Pitel

Chairman

	
	Tour of Newborn Screening Laboratory (Contact Susanne Crowe)
	Susanne Crowe


*Times and agenda items are subject to change depending on discussion and topic coverage. Meeting may adjourn earlier than schedule indicates. To attend via conference call, please call 1-888-670-3525. Access code is 2883350850#.
