
Rare Disease Council Meeting 

Monday, September 27, 2021 

10:00 AM – 11:30 AM   

 

Location: Virtual Meeting via GoToWebinar 

Meeting Registration (Public): 

https://register.gotowebinar.com/register/8002855173961619470  

(Note: Council Members have been pre-registered) 

Platform: GoToWebinar Meeting ID: see registration email 

 

AGENDA 

10:00 – 10:15 Welcome, Jennifer Macdonald, VDH 

Introductions 

Review of Agenda 

10:15 – 10:30 Overview of HB1995, Katherine Crawford, VDH 

Review of Draft Council Bylaws 

10:30 – 10:50 Public Comment Period 

10:50 – 11:10  Presentation  

Jana Monaco, Virginia State Ambassador, Virginia Rare Action Network 

National Organization for Rare Disorders 

11:10 – 11:30  Open Discussion, Katherine Crawford, VDH 

Action Items 

Adjournment 

 

https://register.gotowebinar.com/register/8002855173961619470

