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You asked:
I would be grateful if you could please answer the following questions with regards to treatment of spinal muscular atrophy:

Paediatrics
1. Within your Health Board, where are patients (aged 2yrs +) with a diagnosis of Spinal Muscular Atrophy referred to for treatment?

The paediatric cohort are under the care of a SMA centre in Cardiff as Cardiff and Vale University Health Board (UHB) host the Paediatric service. Cardiff and Vale UHB host a regional service covering Swansea Bay UHB, Hywel Dda UHB, the Bridgend area of Cwm Taf UHB and South West area of Powys Teaching Health Board. Swansea Bay UHB holds a regional clinic in Swansea provided by Cardiff and Vale UHB, which reviews children and young people from the aforementioned regional Health boards.  

Risdiplam drug therapy is prescribed through a Managed Access Agreement with the University Hospital of Wales (UHW), Cardiff.

Those patients suitable for Gene therapy would be referred to larger SMA centres, e.g. Bristol Children’s Hospital. 

Within our Multidisciplinary Team (MDT) clinics we monitor Cardiovascular, Respiratory, Endocrinology and Gastroenterology and would refer into these specialities if and when required. This can be a blend of local health board or tertiary specialties.

Therapy referrals for SBUHB SMA patients are received locally and ongoing therapy intervention is carried out by core paediatric therapy services in SBUHB. Orthotics and Podiatry services are also delivered via core service , with the exception of patients diagnosed with scoliosis, who receive spinal bracing treatment regionally in Cardiff.

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)
0
b) The last 5 years? - Could you please split this out into SMA type if possible ( Type 0, 1, 2, 3, 4) – (see attached ICD-10 codes)
<5* Type 1

3. If your Health Board receives referrals, where are these referrals made from?
Paediatric Neurology, referrals made to the tertiary Neurology service in Cardiff, which allocates the referral to area, re: West Wales. These can be from:
· Paediatricians (Acute or Community)
· Neonates 
· General Practitioners
· Refearrals can also be made from any health professional with concerns.

4. How many patients return to local care for continued treatment once referred to a specialist centre?
For patients receiving gene therapy from larger SMA centres, all patients would return to local care once medical management/ drug therapy has commenced, alongside SBUHB Regional MDT clinics.
Patients continue to be seen at the SBUHB Regional MDT clinics, alongside local delivery of therapy and orthotic services from their Health Boards’ core services. 

5. If you have a treating centre for Spinal Muscular Atrophy in your health board, what is the average length of stay (or annual bed days) of patients being treated?
Swansea Bay UHB does not admit patients for any SMA treatment.

Adults
1. Within your Health Board, where are patients (aged 2yrs +) with a diagnosis of Spinal Muscular Atrophy referred to for treatment?
The South West Wales Adult Neuromuscular Service is a regional service hosted by Swansea Bay UHB, we cover Swansea Bay UHB, Hywel Dda UHB, Bridgend area of Cwm Taf UHB and South West area of Powys Teaching Health Board. We see patients from age 16+ years old. We are the specialist centre for Neuromuscular management (NM). We prescribe Risdiplam drug therapy through the Managed Access Agreement. We do not provide Spinraza and if a patient would want Spinraza we would be required to complete an Individual Patient Funding Request (IPFR) for them to receive it at a NM service in England (this situation hasn’t happened yet).  Cardiovascular, Respiratory, Endocrinology and Gastroenterology services are all provided by the patient’s local health board and we liaise closely with these services.

2. How many patients with Spinal Muscular Atrophy have been referred in:
a) The last 12 months? (November 2024-October 2025)	<5*
b) The last 5 years? <5*

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 Health Board receives referrals, where are these referrals made from?
We have received <5-* SMA type 2 patients from South West Wales Paediatric Neuromuscular Service.

4. How many patients return to local care for continued treatment once referred to a specialist centre?
Patients with SMA diagnosis will remain under our care for Neuromuscular management.  As explained in Q1, other services are provided locally.  

5. If you have a treating centre for Spinal Muscular Atrophy in your healht board, what is the average length of stay (or annual bed days) of patients bring treated?
N//A – we do not admit patients for any SMA treatment.

*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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