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	Ein cyf / Our ref: 353/22/FOI 


	Dyddiad / Date:  14th November 2022


Further to your request for information dated 21st October 2022, I am pleased to provide the following response. 
Your request and our response:
1. The number of people in your Integrated Care Board (ICB)/Integrated Care Partnership (ICP) area who have been diagnosed with Epidermolysis Bullosa (EB) during the past five years.
2. The number of people with EB referred to one of the UK’s specialist EB treatment centres in the past five years.

Note: Specialist centres include children’s services at Birmingham Women's and Children's Hospital, Glasgow Royal Hospital for Children and Great Ormond Street Hospital (GOSH) and adult services at Glasgow Royal Infirmary, Guy’s and Thomas’ Hospital and Solihull Hospital.

Due to the way the Health Board records information, we are unable to respond to the questions above as we only record the number of inpatients discharged with any appropriate diagnosis codes.
3. How many GPs and frontline healthcare professionals have received training on EB diagnosis and care within your area. Please refer to training undertaken where possible.

There are no GP’s within Managed Practices that have received dedicated training for EB. However, all Doctors are made aware of the condition and treatment in their medical training. For all other GP Practices within the Health Board area, that are none managed, you will need to contact them directly for this information.
Under our duty to advise and assist please find link below to the contact details for GP surgeries in North Wales.

http://www.wales.nhs.uk/ourservices/directory/betsicadwaladruniversityhealthboard/gps
In regards to other frontline healthcare professionals, we do not hold this information in a central location or easily retrievable format. Therefore, In accordance with the Freedom of Information Act 2000, this letter acts as a Refusal Notice under section 17 of the Act. The Health Board can confirm that we hold the information that you have requested. However, we have established that to comply with your particular request would exceed the appropriate costs limit under section 12 of the Freedom of Information Act 2000.  This is currently £450. The only way we could retrieve the information you have requested, would be to contact each line manager of all medical and nursing staff, there being 10,403 Whole Time Equivalent (WTE) employed by Betsi Cadwaladr University Health Board (BCUHB). In reaching this decision we estimate that it would take staff approximately 867 hours to locate and review the training records for the staff specified. This figure is based on a timescale of 5 minutes per staff member. Therefore, to obtain the data would work out at approximately 867 hours @ £25.00 per hour (cost permitted under the Act) = £21,675.
As you will be aware this is not an exemption which requires us to consider the application of the public interest test.

We welcome correspondence through the medium of Welsh
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