
 

Rare Disease Advisory Council  
 

Monday June 16, 2025 
1:00PM-2:00PM  
Virtual Meeting 

 

AGENDA 
 

I. WELCOME & ROLL CALL 
 

II. APPROVAL OF MINUTES 
 

a. May 2025 
 
III. MEMBERSHIP UPDATE 

 
a. Chair Designation 

  
IV. OLD BUSINESS 

 
a. Year 1 Needs Assessment 

i. Timing and Distribution  
b. REM Letter 

i. ACHCD Letter 
c. Rare Disease Emergency Department Data  

 
V. NEW BUSINESS 

 
a. Meeting Scheduling 
b. RDAC Priorities Brainstorming 

i. Website Updates 
ii. Emergency Preparedness 

 
 
VI. NEXT MEETING  
 

 
 

VII. ADJOURNMENT 
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