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Freedom of Information Act 2000

Your request and our response:

1. Please provide the number of patients Betsi Cadwaladr University Health Board (BCUHB) has with a recorded diagnosis of Dravet Syndrome (DS).
There is no singular ICD-10 code to identify Dravet's Syndrome. However, under the Health Board’s obligation to advise and assist, please refer to the table below where we have provided the number of individual patients discharged from BCUHB over the last few years with the ICD-10 diagnosis code of: G404 - Other generalized epilepsy and epileptic syndromes. 

	Year
	2020
	2021
	2022
	2023
	Total

	Total number
	10
	11
	10
	6
	37


For paediatric neurology services, we can confirm that there are ≤5 patients with a diagnosis of Dravet’s Syndrome.

We have provided the data using ‘less than or equal to 5’ due to the low numbers involved.  If we were to release the exact figures for the criteria specified, they could be linked with other information available in the public domain, thus potentially risking identification of individuals.

2. Of these, how many have been treated with Epidyolex (Canabidiol) in the last 6 months?
The neurology service in North Wales is a tertiary service and is provided by The Walton Centre NHS Foundation Trust.  We are therefore unable to provide you with the information you request.  However, in accordance with the Health Board’s obligation to advise and assist we have included below the website link to the Freedom of Information section of their website. 

Freedom of Information requests (thewaltoncentre.nhs.uk)
For paediatric neurology services, we can confirm that there are ≤5 patients with a diagnosis of Dravet’s Syndrome who have been treated with Epidyolex (Canabidiol) in the last 6 months.
3. Of these, how many have been treated with Fintepla (Fenfluramine) in the last 6 months?
The neurology service in North Wales is a tertiary service and is provided by The Walton Centre NHS Foundation Trust.  We are therefore unable to provide you with the information you request.  However, in accordance with the Health Board’s obligation to advise and assist we have included below the website link to the Freedom of Information section of their website. 

Freedom of Information requests (thewaltoncentre.nhs.uk)
For paediatric neurology services, we can confirm that there are ≤5 patients with a diagnosis of Dravet’s Syndrome who have been treated with Fintepla (Fenfluramine) in the last 6 months.
4. Please provide the number of patients the Health Board has with a recorded diagnosis of Lennox-Gasteau Syndrome (LGS).
There is no singular ICD-10 code to identify Lennox-Gasteau Syndrome (LGS). However, under the Health Board’s obligation to advise and assist, please refer to the table in question 1. 
For paediatric neurology services, we can confirm that there are ≤5 patients with a diagnosis of Lennox-Gasteau Syndrome.

5. Of these, how many have been treated with Epidyolex (Canabidiol) in the last 6 months?
The neurology service in North Wales is a tertiary service and is provided by The Walton Centre NHS Foundation Trust.  We are therefore unable to provide you with the information you request.  However, in accordance with the Health Board’s obligation to advise and assist we have included below the website link to the Freedom of Information section of their website. 

Freedom of Information requests (thewaltoncentre.nhs.uk)
For paediatric neurology services, we can confirm that there are ≤5 patients with a diagnosis of Lennox-Gasteau Syndrome who have been treated with Epidyolex (Canabidiol) in the last 6 months.
6. Of these, how many have been treated with Fintepla (Fenfluramine) in the last 6 months?
 
The neurology service in North Wales is a tertiary service and is provided by The Walton Centre NHS Foundation Trust.  We are therefore unable to provide you with the information you request.  However, in accordance with the Health Board’s obligation to advise and assist we have included below the website link to the Freedom of Information section of their website. 

Freedom of Information requests (thewaltoncentre.nhs.uk)
For paediatric neurology services, we can confirm that there are no patients with a diagnosis of Lennox-Gasteau Syndrome who have been treated with Fintepla (Fenfluramine) in the last 6 months.
  
  

