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Neuro: DS & LGS Treatments 
 
 
Q1. How many patient’s does the trust have with a recorded diagnosis of 
Dravet Syndrome (DS)  

 7 Adult 

 12 Paediatric 

 
a) Of these, how many have been treated with Epidyolex (Canabidiol) in the 
last 6 months? 

 <5 Adult 

 <5 Paediatric 
 
b) Of these, how many have been treated with Fintepla (Fenfluramine) in the 
last 6 months?  

 <5 Adult 

 <5 Paediatric 
 
Q2. How many patient’s does the trust have with a recorded diagnosis of 
Lennox-Gasteau Syndrome (LGS)  

 14 – 20 Adult 

 Over 50 Paediatric  
Numbers have not been accurately established, this is an estimation 

 
a) Of these, how many have been treated with Epidyolex (Canabidiol) in the 
last 6 months?  

 10 – 15 Adult 

 33  Paediatric 
 
b) Of these, how many have been treated with Fintepla (Fenfluramine) in the 
last 6 months?  

 None  Adult 

 None  Paediatric 
 

 
We are unable to provide an exact figure where numbers are very low. To provide 
this level of information would reduce numbers to discoverable limits where 
individuals could be identifiable.  This is exempt from release under section 40(2) 
Personal Information relating to a third party, of the FOI Act.  This information would 
be unfair to the individuals to release this information. Disclosure would constitute a 
breach of the principles of the Data Protection Act 2018. 
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