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Freedom of Information Act 2000
 
I can confirm that the information requested is held by Betsi Cadwaladr University Health Board. I have detailed below the information that is being released to you.  

Your request and our response: 

I would like to request the following information in regard to the treatment of Duchenne muscular dystrophy (DMD) by your organisation:

1. Does your organisation commission any services for people with DMD?
Yes. 
2. If no, does your organisation expect to commission services for DMD in the future?
Not applicable. 
3. If yes, what services for people with DMD does your organisation commission?
Generally if community paediatricians have concerns regarding underlying neuromuscular conditions they can refer initially to the local lead paediatrician or directly to the Alder Hey Children’s Hospital (AHCH) Neuromuscular (NM) team but general paediatricians refer directly to the neuromuscular consultants . Once diagnosis is established, follow up reviews and investigations are arranged locally. Individuals with a diagnosis of DMD are seen annually at local outreach clinics but attend AHCH after every 3- 6 months depending on the requirement for treatment and investigations.

4. How many people with DMD does your organisation serve?
Due to the way that the Health Board currently records of information, we are unable to provide a response to this part of your request.
5. Does your organisation have any DMD-specific (or muscle-wasting disease-specific) policies or guidance?
We follow the international standards of care guidelines, but this has also been slightly adapted for the UK population. 

Please see link below. 

https://dmdcareuk.org/clinical-recommendations
6. Do any of your organisation's strategies, objectives, plans, performance indicators, audits, inspections, or similar, cite DMD (or any muscle-wasting disease) or use either as a metric?
No. 
7. Is your organisation aware of the work of DMD Care UK (https://dmdcareuk.org/)?
BCUHB are aware of the work of DMD Care UK and have accessed for support and guidance in relation to specific individual patient care challenges.

 
  
  

