
EVENT SCHEDULE
8:00 AM REGISTRATION- BREAKFAST 

SEPTEMBER 11, 2025
COLUMBUS ZOO AFRICA CENTER

8:00 AM - 4:00 PM 

Ohio Rare Disease Summit Ohio Rare Disease Summit 

BREAK

STATE LEGISLATION PANEL DISCUSSION

FEDERAL LEGISLATION PANEL DISCUSSION

PATIENT ENGAGEMENT IN PLAN POLICY DECISIONS 

9:00 AM WELCOME AND OPENING REMARKS 

9:15 AM SET THE STAGE - OHIO HEALTH OUTCOMES AND OVERVIEW
OF RARE DISEASE

9:45 AM DIAGNOSTIC ODESSEY - ELF ECONOMIC BURDEN STUDY

10:30 AM 
10:45 AM COMPLEX CARE

11:15 AM 
12:00 PM LUNCH

12:30 PM
1:00 PM BREAK

1:15 PM 
2:00 PM NOVEL GENE THERAPIES PANEL

2:45 PM CLOSING COMMENTS

3:00 PM ZOO ADVENTURES 


