Dystroglycanopathy Patient and Family Conference 2024
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Time Location Topic Speaker
Coral F East U
7:30 - 9:00 AM oral Foyer/East Upper Breakfast
Terrace
9:00 - 10:00 AM Coral ABC Welcome & Study Updates Kathy Mathews & Carrie Stephan
1000 — 10:30 AM Coral ABC Matriglycan Ma|r?ta|n5 TI—Tubult-:- Structural Integrity Jeff Hord
in Cardiac Muscle

10:30 - 10:45 AM Coral ABC Sponsor Introductions

10:45-11:00 AM BREAK
Coral ABC QRA Kathy M$2§25hkgrr:aﬁasr;§§:ll, Steve
11:00 AM —12:00 PM Breakout Session 1
Coral D Mindful Movement Jamie Bushman
Coral E Life Hacks Christina Trout

12:00-1:15 PM

Coral Foyer/East Upper

Lunch — Grab & Go

Terrace
1:00 PM Coral ABC The Future of Accessible Air Travel (Optional) Steve Cullen
Gustavo Dziewczapolski — CureCMD
1:15-2:00 PM Coral ABC Data From Registries Lindsay Murphy — Global FKRP Registry
Ashleigh Ocasio — MDA
2:00-2:15PM Coral Ballroom Foyer BREAK — Snacks & Refreshments
Kathy Mathews, Kevin Campbell, Steve
Coral ABC BA : !
ora a Moore & Dimah Saade
, Mental Health
2:15-3:15PM STl SE ST I Coral D Awareness and Aaron Kauer
Interventions

Coral E Life Hacks Christina Trout

3:15-3:45 PM Coral ABC Advocacy Updates
Mission Possible: How to Li d Let Live When th
3:45 - 4:15 PM Coral ABC Rlon TOmIIE, O T e ane Hen Tve TThen The Melissa Grove
World Is Too Much

4:15 - 4:45 PM Group Photo/BREAK
5:00-6:00 PM Coral Foyer CDE Social Hour
6:00 — 9:00 PM Coral Ballroom DE Dinner, Bingo & Karaoke Cate Buescher

Time Location Topic
6:00—9:00 PM East Upper Terrace Welcome Reception
® | Muscular
Saturday, July 13th, 2024 MDA Dystrophy
Association
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