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Freedom of Information Act Request

Under the Freedom of Information Act, | would like to request the following information:

Question 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 trust?

Ans: #

The Trust holds the information requested. However, the number of patients is five or fewer. We are
therefore unable to provide the exact figure, as disclosure could potentially lead to the identification of
individuals.

This information is therefore withheld under Section 40(2) of the Freedom of Information Act 2000
(Personal Information), which exempts personal data from disclosure if releasing it would contravene
any of the principles set out in the UK GDPR and the Data Protection Act 2018. Providing a number
fewer than five risks the identification of individuals and therefore constitutes personal data.
Accordingly, the Trust reports this figure as “#”.

Question 2. How many patients have been treated in the last 4 months (May to August 2025) with the
following products:

e  Evrysdi (Risdiplam) - 0
e  Spinraza (Nusinersen) -0
e Zolgensma (Onasemnogene) - 0

If you are not satisfied with the handling of your request, you have the right to request
an internal review. Requests for an internal review should be submitted within 40
working days from the date of this response, and should be addressed to
d.wraith@nhs.net.

If you remain dissatisfied after the internal review, you have the right to appeal to the
Information Commissioner’s Office (ICO). The ICO can be contacted at:

Information Commissioner's Office
Wycliffe House

Water Lane

Wilmslow

Cheshire

SK9 5AF
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Tel: 0303 123 1113
Website: https://ico.org.uk/make-a-complaint/
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