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You asked:
Please can you provide: 
1. The number of unique patients with a recorded diagnosis of Dravet syndrome in 2024-2025. Likely coded as ICD-10 code G40.3 or SNOMED code of 230437002, ideally separated by month.

We cannot index Dravet syndrome and have therefore provided data for G40.8 – other specified epilepsy which includes Dravet syndrome. Therefore, this data can also include other types of Epilepsy. *Please note due to low numbers this data cannot be split by month.

0. Patient numbers segmented by age:
0. 0-3 years old
0. 4-8 years old
0. 9-18 years old
0. 18 years+
	i.
	0-3 years old
	<5*

	ii.
	4-8 years old
	<5*

	iii.
	9-18 years old
	<5*

	iv.
	18 years+
	7



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. 
1. The number of unique patients with a recorded diagnosis of Lennox-Gastaut syndrome in 2024-2025. Likely coded as ICD-10 code G40.4 or SNOMED code of 230418006, ideally separated by month.

Lennox Gastaut syndrome is indexable to the code G40.4 – other generalised epilepsy and epileptic syndromes. Therefore, this data can also include other types of Epilepsy. *Please note due to low numbers this data cannot be split by month.

1. Patient numbers segmented by age:
0. 0-3 years old
0. 4-8 years old
0. 9-18 years old
0. 18 years+

	i.
	0-3 years old
	<5*

	ii.
	4-8 years old
	0

	iii.
	9-18 years old
	<5*

	iv.
	18 years+
	<5*



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
The number of unique patients who have been treated with Fenfluramine for March 2024- April 2025:
1. Patient numbers segmented by age:
1. 0-3 years old		0
1. 4-8 years old		0
1. 9-18 years old		0
1. 18 years+			<5*
1. For these patients, how many of them had a diagnosis of:
2. Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002
2. Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006
To obtain this information would involve a manual trawl and search of records which we have estimated would significantly exceed the 18 hours limit set down by the FOI Act as the reasonable limit. Section 12 of the FOI Act and The Freedom of Information and Data Protection (Appropriate Limit and Fees) Regulation 2004 provides that we are not obliged to spend in excess of 18 hours in any sixty day period locating, retrieving and identifying information in order to deal with a request for information and therefore we are withholding this information at this time. 
1. For these patients, please provide a detailed breakdown of concurrent treatments. Specifically, list each additional treatment received alongside fenfluramine, and indicate the number of patients receiving each
To obtain this information would involve a manual trawl and search of records which we have estimated would significantly exceed the 18 hours limit set down by the FOI Act as the reasonable limit. Section 12 of the FOI Act and The Freedom of Information and Data Protection (Appropriate Limit and Fees) Regulation 2004 provides that we are not obliged to spend in excess of 18 hours in any sixty day period locating, retrieving and identifying information in order to deal with a request for information and therefore we are withholding this information at this time. 
1. The number of unique patients who have been treated with Cannabidiol for March 2024- April 2025:
Patient numbers segmented by age:
4. 0-3 years old		0
4. 4-8 years old		<5*
4. 9-18 years old		0
4. 18 years+			0
1. For these patients, how many of them had a diagnosis of:
5. Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002
5. Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006
Please see response to 2c.
1. For these patients, please provide a detailed breakdown of concurrent treatments. Specifically, list each additional treatment received alongside cannabidiol, and indicate the number of patients receiving each
Please see response to 2d.
1. The number of unique patients who have been treated with Cenobamate for March 2024- April 2025:
Patient numbers segmented by age:
7. 0-3 years old		0
7. 4-8 years old		0
7. 9-18 years old		0
7. 18 years+			10
1. For these patients, how many of them had a diagnosis of:
8. Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002
8. Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006
Please see response to 2c.
1. For these patients, please provide a detailed breakdown of concurrent treatments. Specifically, list each additional treatment received alongside Cenobamate, and indicate the number of patients receiving each
Please see response to 2d.
1. The number of unique patients who have been treated with Rufinamide for March 2024- April 2025:
Patient numbers segmented by age:
10. 0-3 years old		0
10. 4-8 years old		0
10. 9-18 years old		<5*
10. 18 years+			0
1. For these patients, how many of them had a diagnosis of:
11. Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002
11. Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006
Please see response to 2c.
1. For these patients, please provide a detailed breakdown of concurrent treatments. Specifically, list each additional treatment received alongside Rufinamide, and indicate the number of patients receiving each
Please see response to 2d. 
1. The number of unique patients who have been treated with Stiripentol for March 2024- April 2025:
Patient numbers segmented by age:
13. 0-3 years old		0
13. 4-8 years old		<5*
13. 9-18 years old		0
13. 18 years+			0
1. For these patients, how many of them had a diagnosis of:
14. Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002
14. Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006
Please see response to 2c.
1. For these patients, please provide a detailed breakdown of concurrent treatments. Specifically, list each additional treatment received alongside Stiripentol, and indicate the number of patients receiving each
Please see response to 2d. 
1. The number of unique patients who have been treated with Clobazam for March 2024- April 2025:
Patient numbers segmented by age:
16. 0-3 years old		<5*
16. 4-8 years old		6
16. 9-18 years old		6
16. 18 years+			114
1. For these patients, how many of them had a diagnosis of:
17. Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002
17. Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006
Please see response to 2c.
1. For these patients, please provide a detailed breakdown of concurrent treatments. Specifically, list each additional treatment received alongside clobazam, and indicate the number of patients receiving each
Please see response to 2d.
1. The number of unique patients who have been treated with Sodium Valproate for March 2024- April 2025:
Patient numbers segmented by age:
19. 0-3 years old		<5*
19. 4-8 years old		7
19. 9-18 years old		7
19. 18 years+			250
1. For these patients, how many of them had a diagnosis of:
20. Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002
20. Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006
Please see response to 2c.
1. For these patients, please provide a detailed breakdown of concurrent treatments. Specifically, list each additional treatment received alongside sodium valproate, and indicate the number of patients receiving each
Please see response to 2d.
1. The number of unique patients who have been treated with Levetiracetam for March 2024- April 2025:
Patient numbers segmented by age:
22. 0-3 years old		5
22. 4-8 years old		<5*
22. 9-18 years old		9
22. 18 years+			467
1. For these patients, how many of them had a diagnosis of:
23. Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002
23. Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006
Please see response to 2c.
1. For these patients, please provide a detailed breakdown of concurrent treatments. Specifically, list each additional treatment received alongside levetiracetam, and indicate the number of patients receiving each
Please see response to 2d.
1. The number of unique patients who have been treated with Topiramate for March 2024- April 2025:
2. Patient numbers segmented by age:
0. 0-3 years old		<5*
0. 4-8 years old		<5* (Topiramate Sprinkle)
0. 9-18 years old		8
0. 18 years+			58
2. For these patients, how many of them had a diagnosis of:
1. Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002
1. Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006
Please see response to 2c.
2. For these patients, please provide a detailed breakdown of concurrent treatments. Specifically, list each additional treatment received alongside topiramate, and indicate the number of patients receiving each
Please see response to 2d.
1. The number of unique patients who have been treated with Lamotrigine for March 2024- April 2025:
3. Patient numbers segmented by age:
0. 0-3 years old		<5*
0. 4-8 years old		<5*
0. 9-18 years old		8
0. 18 years+			314
3. For these patients, how many of them had a diagnosis of:
1. Dravet Syndrome (ICD10 Code: G40.3) SCTID: 230437002
1. Lennox-Gastaut syndrome (ICD10 Code: G40.4) SCTID: 230418006
Please see response to 2c.
3. For these patients, please provide a detailed breakdown of concurrent treatments. Specifically, list each additional treatment received alongside lamotrigine, and indicate the number of patients receiving each
Please see response to 2d.

* 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.
_____________________________________________________________ 
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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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