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Rare Disease Advisory Council 

November 8, 2024 

3-5 pm EDT 

YOHO conference room, 2 North Meridian, Indianapolis 

Click here to join the meeting 

 

 

I. Introductions and Roll call 

 

II. Amanda Moore: Angelman Syndrome Foundation (25 minutes) 

 

 

III. Approval of July and August Minutes 

 

IV. Old Business 

a. Clinician Survey Update: Pediatric Cancer—Dr. Clapp (15 minutes) 

b. Rare disease survey—All (15 minutes) 

c. Resources website discussion—All (15 minutes) 

 

 

V. New Business 

a. NORD Update —Mindy (15 minutes) 

b. Subcommittee Formation—All (20 minutes) 

 

 

 

VI. Public Comment, time permitting— Public attendees 

  

VII. Next Meeting: January 10, 2025 

 

VIII. Adjourn 
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