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Cais Rhyddid Gwybodaeth / Freedom of Information request
Ein Cyf / Our Ref: 25-H-025





You asked:
I would like to request the following data for Swansea Bay University Health Board relating to Pompe disease for the period 1 January 2025 to 30 June 2025.  
For reference, Pompe disease may be coded under:
· ICD-10: E74.0 (Glycogen storage disease), or more specifically noted as Acid Maltase Deficiency / Pompe disease
· SNOMED CT Concept ID: 86651009 – Glycogen storage disease type II (Pompe disease)
If exact matches are unavailable, please provide the nearest equivalent coding used by your health board and specify the codes applied.
 
Table 1 – Patients Treated and Diagnosed (Jan–Jun 2025) 
	Product
	Number of Patients Treated
	Number of Patients Diagnosed with Pompe (ICD-10 E74.0 / SNOMED 86651009)

	Avalglucosidase Alfa (Nexviazyme)
	
	

	Alglucosidase Alfa (Myozyme)
	
	

	Cipaglucosidase Alfa + Miglustat (Pombiliti)
	
	


I can confirm that in total, <5* patients were identified as admitted between October 2024 to March 2025 and the products cannot be identified.

Table 2 – Patients Treated and Volume Used (Jan–Jun 2025) 
	Product
	Volume Used (IUs or mg)

	Avalglucosidase Alfa (Nexviazyme)
	Nil

	Alglucosidase Alfa (Myozyme)
	Nil

	Cipaglucosidase Alfa + Miglustat (Pombiliti)
	Nil


 
 Table 3 – New Patients Treated by Product (Jan–Mar 2025) 
	Product
	January 2025
	February 2025
	March 2025

	Avalglucosidase Alfa (Nexviazyme)
	 
	 
	 

	Alglucosidase Alfa (Myozyme)
	 
	 
	 

	Cipaglucosidase Alfa + Miglustat (Pombiliti)
	 
	 
	 


This information is not held centrally. 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. 

 Table 4 – New Patients Treated by Product (Apr–Jun 2025) 
	Product
	April 2025
	May 2025
	June 2025

	Avalglucosidase Alfa (Nexviazyme)
	 
	 
	 

	Alglucosidase Alfa (Myozyme)
	 
	 
	 

	Cipaglucosidase Alfa + Miglustat (Pombiliti)
	 
	 
	 


This information is not held centrally. 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. 

 Table 5 – Segmentation of Infantile- and Late-Onset Patients (Jan–Jun 2025)
	Onset Type
	Age Group
	Number of Diagnosed Patients (ICD-10 E74.0 / SNOMED 86651009)

	Infantile
	0–11
	 

	 
	12–17
	 

	 
	18+
	 

	Late-Onset
	0–11
	 

	 
	12–17
	 

	 
	18+
	 


I can confirm that <5* patients were identified between October 2024 and March 2025

Table 6 – Severity by Age Group (Jan–Jun 2025) 
	Severity
	Age Group
	Number of Diagnosed Patients (ICD-10 E74.0 / SNOMED 86651009)

	Moderate
	0–11
	 

	 
	12–17
	 

	 
	18+
	 

	Severe
	0–11
	 

	 
	12–17
	 

	 
	18+
	 


I can confirm that <5* patients were identified between October 2024 and March 2025

Open Questions/notes:
· If exact monthly breakdown is not available, please provide the most granular breakdown possible.
· If certain data points cannot be provided, please specify which ones and provide any available aggregated data or the closest equivalent.
· Please indicate if your health board does not code Pompe disease using ICD-10 E74.0 or SNOMED 86651009 and list any alternative codes used.

* 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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