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Thank you for your request for information. Please find below our response.  
Please see below data for October 2025 to March 2026.  To provide accurate procedure and diagnosis data we rely on clinical coding. There is a time delay for clinical coding which means these figures could increase over time. Clinical coding compliance is not high enough to provide data for January to June 2026 at present.  

Request and response:
I understand the limitation of the ICD 10 codes in classifying Dravet syndrome and Lennox-Gastaut syndrome patients and that G40.3 and G40.4 will contain other epilepsies.

1) The number of patients under the health board’s care with a recorded diagnosis of Dravet syndrome from October 2025 to March 2026. Likely coded as ICD-10 code G40.3 or SNOMED code 230437002.  
a) Patient numbers segmented by age:
i) <2 years old	0
ii) 2-8 years old	6
iii) 9-17 years old   	<5*
iv) 18 years+	14

2) The number of patients under the health board’s care with a recorded diagnosis of Lennox-Gastaut syndrome from October 2025 to March 2026. Likely coded as ICD-10 code G40.4 or SNOMED code of 230418006.
a) Patient numbers segmented by age:
i) <2 years old	<5*
ii) 2-8 years old	0
iii) 9-17 years old	0
iv) 18 years+ 	<5*

3) The number of patients under the health board’s care who have been treated with fenfluramine from October 2025 to March 2026
a) Patient numbers segmented by age:
i) <2 years old
ii) 2-8 years old
iii) 9-17 years old
iv) 18 years+
	Drug
	<2 years old
	2–8 years old
	9–17 years old
	18 years+

	Cannabidiol
	0
	<5*
	<5*
	<5*

	Cenobamate
	0
	0
	<5*
	8

	Fenfluramine
	0
	<5*
	0
	<5*

	Rufinamide
	0
	0
	0
	<5*

	Stiripentol
	0
	<5*
	0
	0



b) For these patients, how many of them had a diagnosis of Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002. Patient numbers segmented by age:
i) <2 years old
ii) 2-8 years old
iii) 9-17 years old
iv) 18 years+
Nil for all

c) For these patients, how many of them had a diagnosis of Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006. Patient numbers segmented by age:
i) <2 years old 
ii) 2-8 years old 
iii) 9-17 years old 
iv) 18 years+
Nil for all

4) The number of patients under the health board’s care who have been treated with cannabidiol from October 2025 to March 2026
a) Patient numbers segmented by age: 
i) <2 years old 
ii) 2-8 years old 
iii) 9-17 years old 
iv) 18 years+
Please refer to question 3a.

b) For these patients, how many of them had a diagnosis of Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002. Patient numbers segmented by age:
i) <2 years old 
ii) 2-8 years old 
iii) 9-17 years old 
iv) 18 years+
Nil for all

c) For these patients, how many of them had a diagnosis of Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006. Patient numbers segmented by age:
i) <2 years old
ii) 2-8 years old
iii) 9-17 years old
iv) 18 years+
Nil for all

5) The number of patients under the health board’s care who have been treated with cenobamate from October 2025 to March 2026
a) Patient numbers segmented by age:
i) <2 years old
ii) 2-8 years old
iii)  9-17 years old
iv)  18 years+ 
Please refer to question 3a.

b) For these patients, how many of them had a diagnosis of Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002. Patient numbers segmented by age:
i) <2 years old – nil 
ii) 2-8 years old - nil
iii)  9-17 years old - nil
iv)  18 years+ - <5*

c) For these patients, how many of them had a diagnosis of Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006. Patient numbers segmented by age:
i) <2 years old
ii) 2-8 years old
iii) 9-17 years old
iv) 18 years+
Nil for all

6) The number of patients under the health board’s care who have been treated with rufinamide from October 2025 to March 2026
a) Patient numbers segmented by age: 
i) <2 years old
ii) 2-8 years old
iii) 9-17 years old
iv) 18 years+
Please refer to question 3a.

b) For these patients, how many of them had a diagnosis of Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006. Patient numbers segmented by age:
i) <2 years old
ii) 2-8 years old
iii) 9-17 years old
iv) 18 years+
Nil for all

7) The number of patients under the health board’s care who have been treated with stiripentol from October 2025 to March 2026
a) Patient numbers segmented by age:
i) <2 years old
ii) 2-8 years old
iii) 9-17 years old
iv) 18 years+
Please refer to question 3a.

b) For these patients, how many of them had a diagnosis of Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002. Patient numbers segmented by age:
i) <2 years old
ii) 2-8 years old
iii) 9-17 years old
iv) 18 years+
Nil for all

*Where fewer than 5 has been indicated we are unable to provide you with the exact number of patients as due to the low numbers, there is a potential risk of identifying individuals if this was disclosed.  We are therefore withholding this detail under Section 40(2) of the Freedom of Information Act 2000.  This information is protected by the General Data Protection Regulation (GDPR) and Data Protection Act 2018 and its disclosure would be contrary to the data protection principles and constitute as unfair and unlawful processing in regard to Articles 5, 6, and 9 of GDPR.  This exemption is absolute and therefore there is no requirement to apply the public interest test.

I hope this information is helpful. If you require anything further, please contact us at FOIA.Requests@wales.nhs.uk.
Under the terms of the Health Board’s Freedom of Information policy, individuals seeking access to recorded information held by the Health Board are entitled to request internal review of the handling of their requests. If you would like to complain about the Health Board’s handling of your request, please contact me directly at the address below or register your complaint via FOIA.Requests@wales.nhs.uk. 
If after Internal Review you remain dissatisfied you are also entitled to refer the matter to the information commissioner at the Information Commissioner’s Office (Wales), 2nd Floor, Churchill House, Churchill Way, Cardiff, CF10 2HH. Telephone Number: 0330 414 6421.  
Yours sincerely
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Hazel Lloyd
Director of Corporate Governance
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We welcome correspondence in Welsh or English. Welsh language correspondence will be replied to in Welsh, and this will not lead to a delay.
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