
                       
                                   

Free attendance upon reservation. To register please contact Nicola Window (nicola.window@imperial.nhs.uk) 
Additional contacts: 

 Mark Layton (m.layton@imperial.ac.uk); José Carlos Segovia (jc.segovia@ciemat.es); 
Jonathan Schwartz (js@rocketpharma.com)  

PKD PATIENTS FORUM 

Hammersmith Hospital, London, April 3rd, 2017 

Maple and Ash Main Room, W12 Conferences, Artillery Lane, Du Cane Road, London W12 0HS  

  
10:45  Welcome  

M. Layton (ICL, Hammersmith Hospital, London, UK) 
J.C. Segovia (CIEMAT/CIBERER – IIS-FJD, Madrid, Spain) 

 
11:00  PKD disease and its treatment 

M. Layton 
 
11:20  PKD in Europe: EuroBloodNet initiative 

María Mañu, Hospital Clinic de Barcelona. Spain 
 
11:40   PKD social media 

Laure Geslin, webmaster of the PKD patient website 
   
12:00  The patient’s point of view 
 
 
12:20  INFORMAL LUNCH 
 
12:50 Gene Therapy Clinical trials in UK: The immunodeficiency experience 

Claire Booth / Adrian Thrasher. UCL. UK 
 
13:10    Gene Therapy Clinical Trials in Anemias: Beta-Thalassemia, Sickle Cell Disease 

Marina Cavazzana, Hospital Necker. Paris. France 
 
13:30  COFFEE BREAK 
 
13:50 New strategy for the treatment of PKD: Gene Therapy  

S. Navarro, CIEMAT/CIBERER – IIS-FJD, Madrid, Spain 
 
14:10 Gene Therapy Clinical Trial for PKD 

J.C. Segovia, CIEMAT/CIBERER – IIS-FJD, Madrid, Spain 
   

14:30 Rocket Pharma initiative to support PKD gene therapy trial 
J Schwartz, Rocket Pharma. New York. USA 

 
14:50      DISCUSSION 
 
15:30      END OF PATIENT FORUM 
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