
2023 
International 
SMA Patient 
Advocacy 

Group 
Meeting  

Tuesday, June 27, 2023 
Yacht Club Convention Center

Room Asbury A & B



Roche/Genentech Introduction
9:40 am - 9:45 am

Advocacy and Newborn Screening 
10:50 am - 11:10 am
Maynard Friesz - Cure SMA, USA 

AGENDA

Breakfast
8:00 am - 9:00 am

Welcome and Opening 
9:00 am - 9:20 am  
Kenneth Hobby - Cure SMA, USA 

SMA Europe Treatment 
Access Tools
9:20 am - 9:40 am
Nicole Gusset - SMA Europe

Novartis Gene Therapies 
Introduction
10:05 am - 10:10 am 

Real World Evidence and 
APAC
10:25 am - 10:45 am
Julie Cini - Spinal Muscular Atrophy 
Australia, Advocacy Beyond Borders 

Challenges in Standards of Care 
and Access Wins
11:30 am - 11:50 am
Alpana Sharma - Cure SMA India
Moumita Ghosh - Cure SMA India

ALAME Coordination Across 
Countries, Groups, and 
Differences
11:10 am - 11:30 am
Maria Isabel Acevedo - SMA 
Foundation Colombia
Vanina Sanchez - Latin America 
SMA Alliance 

Care and Combination 
Treatment
9:45 am - 10:05 am
Mary Schroth, MD - Cure SMA, USA 

Break
10:10 am - 10:25 am

Biogen Introduction
10:45 am - 10:50 am
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https://www.linkedin.com/company/curesma

https://www.linkedin.com/company/curesma



