
Advisory Panel on Rare Disease Spring 2020 Meeting Agenda 
June 22, 2020 | 1:00 – 5:00 PM ET 

 

Time Agenda Item Discussion 
Leader 

1:00 PM Welcome and Setting the Stage S. Berns, C. Luxhoj 

1:20 PM Introduction of RDAP PCORI members C. Khan, N. McGhee 

1:25 PM Introduction to Dr. Nakela Cook N. Cook 

2:10 PM BREAK (10 minutes)   

2:20 PM National Priorities and Research Agenda M. Orza, G. Martin 

3:05 PM Overview of Reauthorization & Cost Data Provision J. Slutsy, A. Hu 

3:55 PM BREAK (10 minutes)  

4:05 PM 
Maternal Mortality, Intellectual Disabilities, and 
Balancing Short- and Long-Term Priorities  

J. Slutsky, K. 
Carman, E. 
Houtsmuller 
(Maternal 
Mortality); 
S. Ip, C. McCormick 
(IDD) 

4:40 PM Recognition of Departing Panel Members S. Berns 

4:50 PM Acknowledgments and Recap S. Berns 

5:00 PM Adjourn  


