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You clarified on 14th February 2025 that you are looking for the information for both adult and child patients. 

Please note that Swansea Bay host this service on behalf of other health boards as well as our own. We have included the information for other health boards in our response as detailed in the questions below.

You asked:
1. How many patients have a current diagnosis for Spinal Muscular Atrophy (ICD-10 Code G12.0, G12.1, G12.8 and G12.9) at your health board?
Over 18 - <5** patients 
Under 18 - <5** patients

2. How many patients have been treated in the last 4 months (September to December 2024) with the following products: 

· Evrysdi (Risdiplam) - total patients
Over 18 - <5** patients 
Under 18 - <5** patients
· Spinraza (Nusinersen) - total patients 
Over 18 - 0 patients 
Under 18 - <5** patients
· Zolgensma (Onasemnogene) - total patients
Over 18 - 0 patients 
Under 18 - <5** patients
· Evrysdi (Risdiplam) – new* patients
Over 18 - 0 patients 
Under 18 - 0 patients
· Spinraza (Nusinersen) – new* patients
Over 18 - 0 patients 
Under 18 - 0 patients
· Zolgensma (Onasemnogene) – new* patients
Over 18 - 0 patients 
Under 18 - 0 patients
*new patients are defined as patients who were not treated with any of Spinraza (Nusinersen), Evrysdi (Risdiplam) or Zolgensma (Onasemnogene) in the previous 4-month period (May to August 2024).

3. Of the total patients treated in the last 4 months (September to December 2024) with Evrysdi (Risdiplam), please provide the number of patients that were treated with Spinraza (Nusinersen) in the previous 4 months (May to August 2024).
Over 18 - 0 patients 
Under 18 - 0 patients

4. Of the total patients treated in the last 4 months (September to December 2024) with Zolgensma (Onasemnogene), please provide the number of patients that were treated with Spinraza (Nusinersen) in the previous 4 months (May to August 2024).
Over 18 - 0 patients 
Under 18 - 0 patients

5. How many patients have been treated with Zolgensma (Onasemnogene) in the last 12 months (January to December 2024)?
Over 18 - 0 patients 
Under 18 - 0 patients

** 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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