
 

GEORGIA RARE DISEASE ADVISORY COUNCIL  

April 29, 2025 | 12:00-1:00pm 

Virtual Option: Virtual Option: Join Zoom Meeting 

https://us02web.zoom.us/j/81164602332 
  

Meeting ID: 811 6460 2332 
--- 

One tap mobile 
+13017158592,,81164602332# US (Washington DC) 

+13052241968,,81164602332# US 
 

 

 

12:00-12:05 
 

Call to Order & Welcome 
 

Beth Nguyen, RN Chairperson 
 
 

12:05-12:30 Sign on Letter: Advisory Committee 
on Heritable Disorders in Newborns 
and Children (ACHDNC) 
 
Protecting Medicaid for Rare 
Disease Patients & Families  

Beth Nguyen, RN Chairperson 
 

    
 

 

12:30-12:55 Website Update 
State Resource Content 
Survey Content 
 
 

Maria Thacker Goethe, MPH, Secretariat 
Beth Nguyen, RN Chairperson  
 
 

1:00 Adjourn Beth Nguyen, RN Chairperson  
 

https://urldefense.proofpoint.com/v2/url?u=https-3A__us02web.zoom.us_j_81164602332&d=DwMFAg&c=euGZstcaTDllvimEN8b7jXrwqOf-v5A_CdpgnVfiiMM&r=daG1n0-xQCx7T5J2PW-jzGEMixSHnSBrI7kupRvMPLE&m=qfTjKFAUo2sPxfgbqFJbaEiPzyOj6mk4MpqSpR0Wi2yFEvBRwRSW4MIOxZ2En6bE&s=fZ8Jaa_eLgYooxoM13JjDtgrhGkmKD_SjGnAuPf8Qbc&e=

