Newborn Screening Committee Agenda
October 25, 2023

9am - 1pm

HHS USFG Conference Room 25

1625 11th Ave

Helena, MT

Zoom: https://usO6web.zoom.us/meeting/register/tZErf--rpj4vG9IWGIGoRDM9Sug72zdbMlJyq

Meeting Goals: Discuss and vote on x-linked adrenoleukodystrophy (x-ALD)

Time Agenda Item

9:00a - 9:30a Welcome & Roll Call
o |cebreaker
e Voting & Non-Voting Members

9:30a - 10:00a Unfinished Business

e Updated Condition Nomination Form
e Updated Bylaws & Vote

e Additional members determination

10:00a - 10:10a Vote on x-ALD

e Explanation of voting options

e Vote to recommend the addition of x-ALD to the Montana Newborn
Screening panel

e Vote count

10:10a - 10:20a Break

10:20a - 10:30a Condition Nomination Process Review

10:30a - 11:30a Krabbe Presentation
e Krabbe updates from Hunter’s Hope Foundation, Duke University, and
Mayo Clinic team

11:30a - 12:00p Krabbe Discussion
e Question & Answer with presenters
e Discussion on reconsideration of Krabbe

12:00p - 12:10p Break

12:10p - 12:30p Newborn Screening Advisory Committee Next Steps

® Prepare document outlining Advisory Committee’s decision and
rationale

e Send document to DPHHS Director for review

® Schedule next meeting

12:30p - 12:50p Public Comment Period

12:50p - 1:00p Meeting Close




