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You asked:
1. Lynch Syndrome Detection and Monitoring

a) Please provide:
•      The full protocol used by your organisation for screening, diagnosing,     
        and referring patients with suspected or confirmed Lynch Syndrome   
        (hereditary nonpolyposis colorectal cancer).

Swansea Bay University Health Board follow the BSG guidelines: 
Hereditary Colorectal Cancer (CRC) Guidelines | BSG, ACPGBI & UKCGG

•     Any guidance given to GPs or hospital clinicians regarding red flag 
       indicators that should trigger testing for Lynch Syndrome.

All confirmed colorectal cancers are tested for Lynch syndrome as per All Wales  guidance. GPs are advised to use NICE DG56 to refer symptomatic patients in for diagnosis of colorectal cancer which would then initiate Lynch syndrome testing as reflex.
https://www.nice.org.uk/guidance/dg56

 	•      The number of patients formally diagnosed with Lynch Syndrome across 
            your health board between January 2020 – present.
		
All Wales Medical Genomics Service (AWMGS) data has found 24 Lynch syndrome cases confirmed from Swansea Bay University Health Board. There is currently a backlog in reporting within the AWMGS lab over time these figures may increase. 
	        

b) Please disclose:
•       If there is a clinical pathway in place for ongoing surveillance (e.g., 
         colonoscopy, endoscopy, gynaecological screening) for Lynch-positive     
         individuals.

	Hereditary Colorectal Cancer (CRC) Guidelines | BSG, ACPGBI & UKCGG

•       The maximum permitted diagnostic delay from suspicion to confirmation 
         and pathway entry for Lynch Syndrome under current protocols.
We aim to be within 6 months overdue as maximum. The position for SBUHB exceeded that until recently due to COVID backlogs, when a project funded by the Moondance Cancer Initiative brought the waiting times down to below the 6 months: 

https://moondance-cancer.wales/projects/prioritising-the-colonoscopy-backlog-for-earlier-cancer-detection
	

2. Cancer Risk Monitoring for Long-Term Omeprazole and PPI Use

a) Please provide all guidance or policies given to:
•       GPs and primary care prescribers about maximum recommended 
         duration for Omeprazole or other Proton Pump Inhibitors (PPIs).
•       Monitoring requirements or mandatory reviews for patients on 
         Omeprazole for more than 12 weeks, particularly those with:
       	•       Chronic reflux
      	•       Barrett’s Oesophagus
       	•       Eosinophilic or lymphocytic inflammation
        	•       Genetic predispositions (e.g. Lynch Syndrome)

The All Wales Therapeutics and Toxicology Centre provides guidance and policies relating to the above. 

Bulletin 267: PPIs - Long term safety and gastroprotection

Overview | Gastro-oesophageal reflux disease and dyspepsia in adults: investigation and management | Guidance | NICE

b) Please disclose any:
     	•       Cancer surveillance or referral pathways for patients on long-term PPI 
                   therapy.

None within the health board specifically for PPI therapy in line with national guidance. We use NICE guidance for suspected malignancy referral pathways

    	•       Data collected on metaplasia, dysplasia, or gastric cancer incidence in 
                   patients prescribed PPIs >6 months.

		No routine data collected on this. 

       	•       Audit data or pharmacovigilance assessments from 2020–2025 on PPI- 
                   related cancer risk and whether flagged patients were followed up.

No Audits or Pharmacovigilance assessments performed.


3. Failure-to-Monitor Pathway Breach Data

Please disclose any:
     	•       Internal reports or reviews identifying breaches in NICE guidelines 
                   relating to delayed surveillance for Lynch Syndrome or Omeprazole 
                   related cancer risk.

This information has been withheld. We are unable to provide you with the level of detail you are seeking as there is a potential risk of identifying the individual/s if this was disclosed. Therefore, the data is classed as personal data as defined under the General Data Protection Regulation (GDPR) and Data Protection Act 2018 and its disclosure would be contrary to the data protection principles and constitute as unfair and unlawful processing in regard to Articles 5, 6, and 9 of GDPR. We are therefore withholding this detail under Section 40(2) of the Freedom of Information Act 2000. This exemption is absolute and therefore there is no requirement to apply the public interest test.

       	 •       Communications or incident logs involving harm caused or alleged harm 
                   due to diagnostic delay in patients with hereditary cancer risks or 
                   prolonged PPI use.

This information has been withheld. We are unable to provide you with the level of detail you are seeking as there is a potential risk of identifying the individual/s if this was disclosed. Therefore, the data is classed as personal data as defined under the General Data Protection Regulation (GDPR) and Data Protection Act 2018 and its disclosure would be contrary to the data protection principles and constitute as unfair and unlawful processing in regard to Articles 5, 6, and 9 of GDPR. We are therefore withholding this detail under Section 40(2) of the Freedom of Information Act 2000. This exemption is absolute and therefore there is no requirement to apply the public interest test.
_____________________________________________________________ 
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