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	Ein cyf / Our ref: 168/21/FOI 


	Dyddiad / Date: 11th August 2021 


Further to your request for information dated 14th July 2021, I am pleased to provide the following response. 

Your request and our response: 
Can you please provide the following information under the Freedom of Information Act 2000. This query relates to services for people suffering with Chronic Fatigue Syndrome.
1. For the financial years April 2018/19, 201920 and 2020/21 please indicate the number of patients in Betsi Cadwaladr University Health Board (BCUHB) with Chronic Fatigue Syndrome (CFS). 
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 does not hold the data in a format that would enable us to fully respond to your request to the level of detail required.  
As this is not information that the Health Board routinely compiles, we would have to carry out a specific exercise to determine a diagnosis of CFS. From our preliminary assessment, we estimate 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. In reaching this decision we estimate that it would take staff in excess of 3,020 hours to locate and review all of the notes for patients referred for suspected CFS across 3 acute hospital sites, from 1st April 2018 to 31st March 2021. This figure is based on a timescale of 10 minutes per record, there being 18,120 records to review. Therefore, to obtain the data would work out at approximately 3,020 @ £25.00 per hour (cost permitted under the Act) = £75,500.
Due to the way in which we record information we are unable to provide the number of patients diagnosed with CFS for each of the years listed. Under our obligation to advise and assist, provided in the table below is the number of referrals received for suspected CFS in each of the financial years listed. Please note, the Adult CFS service for the Central area is shared between and East and West Services.
West Area 

	Financial Years  
	Number of referrals received

	1st April 2018 – 31st March 2019
	115

	1st April 2019 – 31st March 2020
	75

	1st April 2020 – 31st March 2021
	49


As at 20th July 2021, the West area are currently working with 57 adults with CFS. 
East Area

	Financial Years 
	Number of referrals received

	1st April 2018 – 31st March 2019
	73

	1st April 2019 – 31st March 2020
	56

	1st April 2020 – 31st March 2021
	16


The East service currently has 76 people under review for CFS. 
Paediatrics 
	Financial Years 
	Number of referrals received

	1st April 2018 – 31st March 2019
	6941

	1st April 2019 – 31st March 2020
	6341

	1st April 2020 – 31st March 2021
	4454


2. If your Trust deals with both adults and children, then please indicate numbers for both of these patient groups the financial years i) 1st April 2018 – 31st March 2019, ii) 1st April 2019 – 31st March 2020, iii) 1st April 2020 – 31st March 2021. 
As per our response to question 1 above. 

3. Please outline what services and clinics are available within the trust for CFS. 
West (Gwynedd & Anglesey) Area

Prior to the COVID-19 pandemic the BCUHB West CFS service offered initial assessment and self-management planning, potentially leading to a group rehabilitation service and/or individual work with the Psychologist or Physiotherapist. Subsequent to the pandemic, clinical activity was initially very limited and has yet to return to full clinical function. At present all patient contact continues to be remote (via telephone or video consultation) and group work has still not been possible due to health and safety restrictions and staff shortages. 

East (Wrexham & Flintshire) Area

The CFS service in the East offers an assessment service for people who have an existing diagnosis of CFS or who are strongly suspected of having the same. Patients of the service are offered an initial assessment by either a Consultant Clinical Psychologist specialising in Health Psychology or a Clinical Specialist Physiotherapist. Prior to the COVID-19 pandemic, patients were offered a place on a group based Acceptance and Commitment Therapy Orientated Symptom Self-Management Programme, which included dietetics input, or the opportunity to work on a one to one basis with either clinician according to the clients wishes. Since the pandemic patients have been seen exclusively remotely and offered individualised support with symptom management. Neither service offers domiciliary input, but the advent of remote working may go some way to address this need. The intention is to return to offering the group based intervention when outpatient facilities become available.

Paediatrics

Child Health Psychology across BCUHB accepts referrals of chronic fatigue from local Paediatricians.  However, there is not a specific team or clinic for chronic fatigue in children and young people. Children and young people with chronic fatigue are also often referred on to physiotherapy. Child Health Psychology often works with and alongside the physiotherapist where this is possible.   

4. If there are services available could you please indicate the length of the current waiting list?

West Area 

Waiting times for CFS assessment are currently fifteen weeks from receipt of referral. 
East Area 
Waiting times for CFS assessment are currently four to six weeks from receipt of referral. 
Paediatrics

If patients were referred to any services within children’s services they would be added to generic waiting lists rather than waiting lists specifically for CFS. 
For Child Health Psychology service, current waiting times are:
West - no waiting list 

Centre - 36 weeks 

East - 52 weeks 

For acute paediatrics:
West - 21 weeks

Centre - 24 weeks

East 30 - weeks 
5. Does the Health Board have plans to open any new CFS services?  If yes please provide details.

West Area 
There are currently no plans to open any new CFS services in the West area. 
East Area 

There are currently no plans to open any new CFS services in the East area, although resources for services may be increased when the impact of Long-Covid on demands for chronic fatigue self-management support are better known.

Paediatrics

Not at present. Where tertiary support opinion is required Alder Hey Children's NHS Foundation Trust has a chronic fatigue team and through service level agreement children would be directed for further support.

We welcome correspondence through the medium of Welsh
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