
 

 

 

BIPNET Annual Educational Meeting 

Monday 16th May 2022 

Venue: Wolfson Lecture Theatre and Seminar Room B  

Ninewells Hospital & Medical School, Dundee DD2 1UB 

 

Draft Programme 

 

09:00 – 09:25 Arrival & Coffee 

09:25 Welcome by Chairs        Robert Dawe/Vicky McGuire 

09:30 British Porphyria Association – update on activities    Liz Gill  

09:45 Global Porphyria Advocacy Coalition: patient perspective    Sue Burrell  

09:55 Efficacy and Safety of Givosiran in Patients with AHP:    Stephen Lombardelli, 
         36-Month Results of the Phase 3 ENVISION Randomized Clinical Trial Alnylam 

10:20 Update on Givosiran use in the UK       Danja Schulenburg-Brand 

10:45 – 11:05 Coffee break 

11:05 Clinical cases/laboratory conundrums (1)      

11:30 Clinical cases/laboratory conundrums (2)       

11:55 Update on EPNET consensus guidelines for acute porphyria  Penny Stein 

12:15 – 13:00 Lunch 

13:00 Photosensitivity, Phototoxicity and Porphyria    Bob Sarkany  

13:25 Pharmaceutical company talk 2        

13:50 Pharmaceutical company talk 3      

14:15 Update from BIPNET laboratory group  

14:40 – 15:00 Coffee break 

15:00 Clinical cases/laboratory conundrums (3) 

15:25 Clinical cases/laboratory conundrums (4) 

15:50 – 16:00 Close and plan for 2023 meeting 

 


