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	Ein cyf / Our ref: 526/22/FOI 


	Dyddiad / Date: 2nd February 2023


Further to your request for information dated 17th January 2023, I am pleased to provide the following response. 
Your request and our response:
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?
Provided in the table below is the data for all discharged patients for the latest 4 months of available Welsh Government complete coded data (Jul-Oct 2022) with the supplied ICD-10 codes.
	Date
	Number of patients

	17/10/2022
	1

	21/10/2022
	1


2. How many patients have been treated in the last 4 months (September to December 2022) with the following products:

Evrysdi (Risdiplam) - total patients

Spinraza (Nusinersen) - total patients

Zolgensma (Onasemnogene) - total patients

Evrysdi (Risdiplam) - new* patients

Spinraza (Nusinersen) - new* patients

Zolgensma (Onasemnogene) - new* 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 2022).

Evrysdi (Risdiplam), Spinraza (Nusinersen) and Zolgensma (Onasemnogene) are ‘black’ treatment options on the Betsi Cadwaladr University Health Board (BCUHB) formulary, meaning that treatment (if patients are eligible, as per NICE (National Institute of Clinical Excellence) guidance), is provided outside the Health Board by a tertiary care provider. These treatments therefore do not exist on the BCUHB pharmacy stock system. 
3. Of the total patients treated in the last 4 months (September to December 2022) with Evrysdi (Risdiplam), please provide the number of patients that were treated with Spinraza (Nusinersen) in the previous 4 months (May to August 2022).
Please refer to our response to question 2 above. 
4. Of the total patients treated in the last 4 months (September to December 2022) with Zolgensma (Onasemnogene), please provide the number of patients that were treated with Spinraza (Nusinersen) in the previous 4 months (May to August 2022).
Please refer to our response to question 2 above.  

5. How many patients have been treated with Zolgensma (Onasemnogene) in the last 12 months (January to December 2022)?

Please see our response to question 2 above.

We welcome correspondence through the medium of Welsh
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