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

 
I would be grateful if you could please answer the following questions with regards to treatment 
of spinal muscular atrophy: 
 
1.      Within your Trust/ Health Board, where are patients (aged 2yrs +) with a diagnosis of 
Spinal Muscular Atrophy referred to for treatment? 
 
Patients with a diagnosis of Spinal Muscular Atrophy (SMA) are referred to Sheffield Teaching 
Hospitals NHS Foundation Trust, which is the regional specialist neuromuscular centre. 
DBTH provides local care and monitoring where appropriate, however specialist assessment, 
treatment and ongoing management for SMA is undertaken by the neuromuscular service at 
Sheffield Teaching Hospitals. 
 
 
2.      How many patients with Spinal Muscular Atrophy have been referred in: 
 
A.      The last 12 months? (or the latest 12 months of data you have available) 
B.      The last 5 years? 
 
We are unable to provide this information. 
Referrals received by the Trust do not routinely include a confirmed or suspected diagnosis. As 
such, we do not hold data that would allow us to identify how many patients were referred with 
a potential diagnosis of Spinal Muscular Atrophy within the periods specified. Therefore, under 
Section 1(1)(a) of the Freedom of Information Act, we can confirm that this information is not 
held. 
If you require confirmed diagnostic data, this may be available through speciality coding once 
patients have been assessed; however, this would not reflect referral numbers. 
 
Could you please split this out into SMA type if possible ( Type 0, 1, 2, 3, 4) – (see attached ICD-
10 codes) 
 
3.      If your Trust/ Health Board receives referrals, where are these referrals made from? 
N/A 
 
4.      How many patients return to local care for continued treatment once referred to a 
specialist centre? N/A 
 
5.      If you have a treating centre for Spinal Muscular Atrophy in your trust, what is the 
average length of stay (or annual bed days) of patients being treated? N/A 

 

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 
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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 

Tel: 0303 123 1113 

Website: https://ico.org.uk/make-a-complaint/ 
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