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Further to your request for information dated 17th June 2020, I am pleased to provide the following response.  Please accept our sincere apologies for the delay.
Your request and our response:
Please can you provide the following information regarding the population of individuals with Smith-Magenis Syndrome, this is identified by a mutation or deletion of RAI1 gene on chromosome 17p11.2: 

1. Total population covered by Betsi Cadwaladr University Health Board (BCUHB).

Betsi Cadwaladr University Health Board (BCUHB) does not hold data on the population of North Wales.  However, under our obligation to advise and assist, we can confirm that the information you have requested is in the public domain.  We have therefore provided the Welsh Government website link to this information below:

https://gov.wales/sites/default/files/statistics-and-research/2019-05/summary-statistics-for-welsh-economic-regions-wales-north-wales-947_0.pdf
2. The total number of people diagnosed with Smith-Magenis syndrome within this population.  Of those diagnosed please provide:

a) their year of birth
b) their gender
Unfortunately, we are unable to respond to this question as we do not hold this information. There may be people living within North Wales who have been diagnosed with Smith-Magenis Syndrome but have not accessed any BCUHB service(s).  Even if individuals have accessed BCUHB services, BCUHB does not record the number of people diagnosed with different syndromes, including Smith-Magenis Syndrome. There is also no clinical code for Smith-Magenis Syndrome to enable us to identify any patients that may have been discharged from one of our hospitals with this syndrome. 


We welcome correspondence through the medium of Welsh
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