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Florida Genetics and Newborn Screening Advisory Council
Jacksonville, FL
February 19th, 2016

	Approx.

Times
	Subject
	Presenter

	10:00 am
	Welcome/Introductions/Housekeeping

· Approval of July 2015 Minutes (handout)
· Welcome New Council Member: Dr. Mark Weatherly
· Council Member update
	Paul Pitel
Chairman

	10:15 am
	2016 Legislative Update
	Lois Taylor

	10:30 am
	Guest Speakers: Mike Strenges and Elisa Seeger
· Adrenoleukodystrophy (ALD)
	Mike Strenges
Elisa Seeger

	11:15 am
	Guest Speaker: Barry Byrne, MD

· Pompe Update

· Duchenne muscular dystrophy (DMD)
	Barry Byrne, MD

	11:30 am
	Newborn Screening Laboratory update 
· Retention policy
· New assays (CF, SCID, ALD, Pompe)
	Bonnie Taffe

	
	LUNCH  (meeting will adjourn when food arrives)
	 

	12:45 pm
	Newborn Screening Follow-Up Program update (handouts)
· Staffing 
· APHL Newborn Screening and Genetic Testing Symposium

· Data

· Rule (FAW)

· Disorder Update (CCHD, SCID)
· Hearing
· Systems (ELO/ELR, Screening Center Update)
	Lois Taylor

Dusty Edwards
Pam Tempson

	1:30 pm
	New discussion items
	Paul Pitel

Chairman

	2:00 pm
	Public comments/closing/summary (Please complete public comment card.  Chair to determine length of speaking time.)
	Paul Pitel

Chairman

	2:30 pm
	Adjourn 
	Paul Pitel

Chairman

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


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