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Committee on Principles and Framework to Guide 
the Development of Protocols and Standard 
Operating Procedures for Face and Hand 
Transplants 
Webinar 3: Lessons Learned from Registries and Other 
Clinical Trial Networks 
Draft Webinar Agenda 

MAY 29, 2024, 12-4PM 
 

12:00  Welcome and Goals for the Webinar 
Kenneth W. Kizer, Committee Chair 

  
SESSION I: DEVELOPING REGISTRIES AND OTHER TOPICS 
 
12:05 Brief Introduction to the Session 

  Justin Sacks, Committee Member 

12:10 Lessons Learned from the Limb Loss and Preservation Registry (LLPR) 
Kenton Kaufman, Mayo Clinic 

 
12:30 The Scientific Registry of Transplant Recipients and Implications for VCA Registry 

Ryutaro Hirose, Surgical Director, SRTR 
Jon Snyder, Director, SRTR 
 

12:50 Challenges with VCA Registries  
Jaimie Shores, Johns Hopkins  
 

1:10 Q&A with Session Speakers  
 
1:40 BREAK 
 
SESSION II: LESSONS LEARNED FROM OTHER CLINICAL TRIAL NETWORKS AND 
SURGICAL CLINICAL TRIALS 
 
2:00 Brief Introduction to the Session 

Susan Ellenberg, Committee Member 
 
2:05 Challenges in Building Clinical Trial Networks 
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Principles and Framework for the Development of Protocols and SOPs for Face and Hand Transplants  

Tiina K. Urv, National Institutes of Health Rare Diseases Clinical 
 Research Network  
 

2:25 Lessons Learned from the Cystic Fibrosis Foundation  
Erin Tallarico, Cystic Fibrosis Foundation  

 
2:45 The Blood and Marrow Transplant Clinical Trials Network: A 
 Framework for Establishing a Fit for Purpose Clinical Trials 
 Infrastructure 

Mary M. Horowitz, Medical College of Wisconsin 
 

3:05 Creating an Impactful Surgical Clinical Trial Network: Lessons 
 Learned from the Lung Transplantation Clinical Trial Network 
 (LT-CTN ) 

Scott Palmer, Duke University 
 

3:25 Q&A with Session Speakers  
 
3:55  Closing Remarks and Adjourn 

Kenneth W. Kizer, Committee Chair  
 
 

 

 

 

 

 

  


