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	Ein cyf / Our ref: 068/23/FOI 


	Dyddiad / Date: 5th June 2023


Further to your request for information dated 9th May 2023, I am pleased to provide the following response. 
Your request and our response:
1. Which nation is the Health and Social Care Trust or Health Board that you are answering this Freedom of Information (FOI) request on behalf of in? 
  
Wales.
 
2.Which Health and Social Care Trust or Health Board are you answering this FOI request on behalf of? 
Betsi Cadwaladr University Health Board (BCUHB)
 
3.Do you use NICE guidelines to inform measures related to a Lynch Syndrome Clinical Pathway? 
 
Yes.

  
4. Do you offer newly diagnosed bowel cancer patients in your health authority a test for molecular features of Lynch syndrome e.g., using either immunohistochemistry or microsatellite instability testing?
Yes, all newly diagnosed bowel cancer patients.  
 
5.If such testing is offered, over the last financial year what proportion of newly diagnosed patients have had a test carried out for the molecular features of Lynch Syndrome? 
This data has not been audited so we are therefore unable to provide a response.  
 
6.If such testing measures are in place, at what stage is it aimed that this testing takes place?
 
Pre-treatment i.e., at diagnosis (on a biopsy of the tumour). 
  
7.What are the main barriers you face to introducing testing for molecular features of Lynch syndrome in all newly diagnosed bowel cancer patients? Please select all that apply, and where possible specify why in the following free text box.
 
Not applicable. 
 
8.Where possible, please use the below free text box to explain why the above barriers present difficulty to your health authority in introducing testing for molecular features of Lynch syndrome in all newly diagnosed bowel cancer patients.
Not applicable. 
9.At what point in the clinical pathway are the above barriers having the greatest effect with regards to being able to adhere to NICE or relevant national guidelines associated with Lynch Syndrome? 
           
Not applicable. 
 
10.Do you audit diagnostic outcomes within your health authority to ensure that patients are being tested for molecular features for Lynch syndrome?  
  
No. 

 
11. Is this test carried out as a reflex test i.e., automatically or upon referral?  
 
Reflex.

 
12. Is there a named individual within each colorectal team in your health authority who is responsible for ensuring testing for molecular features of Lynch syndrome take place?
  
No.

 
13.What wraparound care measures are in place for those that are confirmed to have Lynch Syndrome? Please select all that apply.
 
Genetic counselling and a provision of patient information resources.
 
14.Upon identification of individuals with Lynch Syndrome, do you suggest that you provide letters for at risk family members to take to their GP that highlight their risk of Lynch Syndrome and request referral to genomic services for germline testing?
 
Yes, there is an All-Wales leaflet. 
15.Over the last financial year, what proportion of close relatives of individuals identified to have Lynch Syndrome have been tested for Lynch Syndrome?
This information is not recorded. 
 
16.Upon identification of individuals with Lynch Syndrome who do not currently have cancer, is regular colonoscopic surveillance provided? 
 
Yes, at recommended intervals (2-yearly). 
  
17. Over the last financial year, what proportion of individuals identified to have Lynch Syndrome who are offered regular colonoscopic surveillance are provided regular colonoscopies within the timelines selected above?
 
This data has not been audited and we are therefore unable to provide a response.  
 
18. If such surveillance is offered how are patients called and recalled for these tests? 
This data has not been audited and we are therefore unable to provide a response.  

We welcome correspondence through the medium of Welsh

Rydym yn croesawu gohebiaeth drwy gyfrwng y Gymraeg


