
 Final Program Agenda: 
 

“Registry Studies and Health 
Technology Assessment (HTA)” 

Thursday, June 23, 2022 

Free Virtual seminar 

15:00 – 17:00 CET 
 

This Basel Biometric Society (BBS) and the European Federation of 
Statisticians in the Pharmaceutical Industry (EFSPI) are hosting this 
virtual meeting on the use of disease and product registries in drug 
development and commercialization, a topic which is receiving growing 
interest from pharmaceutical companies, regulators, and payers/HTA 
bodies.  
 
This Seminar presents statistical and epidemiological approaches along 
with case studies that involve using registry data to improve accuracy in 
estimating and predicting outcomes in the real-world setting that aims to 
benefit patients and healthcare systems. 
 

Final Agenda 
 
15:00-15:05 Welcome and Introduction 

Fred Sorenson, Xcenda, Switzerland 
 
15:05-15:25 An open dialog on the issues faced and lessons 

learned with respect to Novartis Gene Therapies’ 
Spinal Muscular Atrophy (SMA) registries 

 Eric Faulkner and Omar Dabbous (Novartis Gene 
Therapies, USA) 

 
15:25-15:40 AIFA registries: past and current & upcoming 

challenges 
 Entela Xoxi (Università Cattolica del Sacro Cuore, 

Italy) 
 
15:40-15:55 Issues in the design and analysis of registry-

based studies for regulatory and HTA purposes 
Jinma Ren (Pfizer, USA) and Friedhelm Leverkus 
(Pfizer, Germany)  

 
15:55 -16:10 Registries in China: Guidelines, trends and new 

technologies 
Mei Yang (Happy Life Technology, China & USA) 

 
16:10 -16:25 Hospital Perspective on using Registry Data for 

HTA 
Rossella Di Bidino (Fondazione Policlinico 
Universitario Agostino Gemelli, Italy)  

 
16:25 -16:40 Case studies using Registry Data for HTA in 

Scandinavia 
Kirk Geale (Quantify Research, Sweden)  

 
16:40-16:55 FlywheelMS Case Study - A complete web-based 

digital registry of 5,000 patients with Multiple 
Sclerosis in the USA  
Kat Belendiuk (Genentech, USA) 

 
16:55-17:00 Close-out and end of the meeting 
 
 
 
 
 
   

 

 

 

 

 
 
 
 

 
Venue 

 
Virtual seminar 

 

Registration 
 

Interested persons can register by 
clicking on the following link: 

 

Link to Registration 
 
Please add this meeting in your own 

calendar 
 

Questions about the presentations 
can be asked in a chat during the 

presentations. 
 

For information regarding 
registration and/or the scientific 
content including questions in 
advance for the speakers, 
please feel free to contact any 
one of the webinar organizers: 

 
Fred Sorenson, Xcenda (BBS) 

   Fred.Sorenson@xcenda.com 
 

Pierre Verweij, Idorsia (BBS & EFSPI) 
    pierre.verweij@idorsia.com 
 

Francois Aubin, Venn Life Sciences 
(EFSPI) 
francois.aubin@vennlife.com 
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