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NICE staff

Melanie Carr (MC), Nicola Cunliffe, Rachel Gick (RG), Mark Minchin 
NICE observers

Jean Bennie, Suzie Panek 
Expert attendee 

Peter Johnson, National Clinical Director for cancer 

Apologies
Peter Hoskin, Nick Screaton, Nadim Fazlani, Lindsay Rees, Ruth Studley
1. Welcome, introductions objectives of the meeting
The Chair welcomed the attendees and public observers, and the quality standards advisory committee (QSAC) members introduced themselves. The Chair informed the committee of the apologies and outlined the objectives of the meeting, which was to prioritise areas for quality improvement for the suspected cancer quality standard.
2. Confirmation of matter under discussion and declarations of interest
The Chair confirmed that, for the purpose of managing conflicts of interest, the matter under discussion was the suspected cancer QS update: specifically, information and support, recognition of symptoms, diagnostic tests, safety netting and cancer site-specific issues.  
The Chair asked standing QSAC members to declare verbally any interests that have arisen since the last meeting and all interests specifically related to the matters under discussion. The Chair asked the specialist committee members to verbally declare all interests not included in their declarations of interests forms that had been provided to NICE and circulated.
Committee member Steve Hajioff declared that he was the Chair of the NICE suspected cancer guideline (NG12).  

Specialist committee member Louise Johnson declared that she is a member/person with lived experience on the Lincolnshire cancer care Co production group.
3. Minutes from the last meeting
The committee reviewed the minutes of the last QSAC 2 meeting held on 9 May 2023, one slight amendment was requested and then committee confirmed them as an accurate record.
4. Presentation from National Clinical Director
Professor Peter Johnson, the National Clinical Director for cancer, provided a short presentation to committee which provided an overview of key policy developments in cancer care since publication of the NICE guideline on suspected cancer NG12 and QS124. 
5. Prioritisation of quality improvement areas – committee decisions
RG provided a summary of responses received during the suspected cancer topic engagement, referred the committee to the full set of stakeholder comments provided in the papers and the committee then discussed each of the areas in turn. The committee discussed the comments received from stakeholders and specialist committee members at topic engagement (in bold text below).

Information and support 
The committee highlighted the importance of the provision of information throughout the diagnostic process and that it is not just about encouraging people to attend appointments, but also information about the tests and the results. The committee discussed the importance of the information being personalised rather than generic. Clear and current personalised information could reduce worry and ensure that people do not need to chase services or be chased by services. They felt that the current statement (4) in QS124 needs to be broadened in scope.
The committee next discussed providing information in a digital format. This need not be restricted to notifications to reduce “did not attend” (DNA) rates but should include materials tailored to the needs of young people. The committee acknowledged however that equality and accessibility issues may arise from this. It was highlighted that the current QS focused on people referred on the 2-week wait route, not on reducing DNAs; committee members suggested that a text reminder service about upcoming appointments may reduce DNA rates. They acknowledged that this wouldn’t be done for everyone but could focus on people at the greatest risk of missing appointments. 

The committee discussed information given during appointments. They acknowledged that when a patient hears that they may have cancer, they find it difficult to absorb information given after that point. It is important that patients have information from an appointment with a specialist to refer to later on. The committee also highlighted that it is important that a patient is given the opportunity to ask questions and that these will help inform the information with which they leave the appointment. They also felt that is important that people are offered the option of having someone else in the room; they can hear the information from a different perspective and make notes for the patient to refer to later on and share with their family. The committee heard that some nurse consultants do this and that some Trusts have leaflets with sample questions. It was suggested that a link to the shared decision-making guideline could be included in the updated statement on information and support (QS124 statement 4).
A committee member highlighted that almost 17% of adults in the UK have poor literacy; highlighting that written information (digital or hard copy) are not useful for everyone. The committee discussed other formats that could be used; suggestions included short videos, shared by text message.  The committee also noted though that some people do not use the internet or online resources; digital exclusion must be a consideration too. The committee discussed how the provision of such resources could be measured. 

The committee acknowledged that that it is hard to keep written information up to date and they also queried whether appointments could be recorded. It was noted that there is variation, with some consultants routinely offer this; however this is not universal practice. The Royal College of Radiologists are exploring how technical language in radiology reports can be presented to patients. 

ACTION: Progress a statement on timely personalised information and support in an appropriate format, to include communicating test results and safety netting.  
Recognition of symptoms 
· Awareness and response to symptoms 

· Non specific symptoms 
The committee discussed the role of a GP’s “gut feeling”. it was acknowledged that not all patients will present with “red flag” suspected cancer symptoms: symptoms can be vague and non-specific or intermittent. The QSAC felt that all GPs should develop knowledge of cancer symptoms as part of their training and that gut feeling is informed by suspicion of a person presenting with a symptom of cancer; further training and education is not the quality improvement issue. It was highlighted that NG12 had recommendations relating to clinician belief and parental concerns but noted that these are ‘consider’ recommendations. 
The committee also discussed the impact of referral management services, commenting on challenges faced by GPs when referring patients into secondary care who do not meet suspected cancer referral criteria - even if GP has suspicion of cancer. The committee also discussed the benefits of primary care and secondary care working together: robust referral processes are needed, including for patients referred direct to secondary care as these patients may miss appointments, or the referral may have been rejected and the patient or GP may not have been informed, risking delayed diagnosis. If a patient is referred on a 2-week wait pathway there may be no correspondence. 
The committee next discussed non-specific symptoms of cancer in detail. They reviewed recommendations NG12 1.3.2 to 1.3.4, noting these recommendations cover 2 symptoms: unexplained weight loss and appetite loss. They commented that these are “overlap” symptoms and as such cover multiple suspected cancers. They also noted that they are included among the list of core referral criteria in NHS England's Faster Diagnosis Standard (FDS) Framework. They also noted evaluations of multidisciplinary diagnostic centres which form part of Accelerate, Coordinate and Evaluate (ACE) innovations in cancer care pathways to support early diagnosis.    

The committee considered that an important element for quality improvement is “revolving door” patients. 

The committee also discussed whether community pharmacists could have a role in diagnosis of non-specific symptoms, especially in areas of deprivation and limited GP resources. 

ACTION: Progress a statement on referral for non-specific symptoms; explore referencing non-specific symptoms listed in the NHS England FDS Framework.  
Diagnostic tests 

· GP direct access to tests and scans 

· Test results 
The committee discussed the importance of direct access tests being performed within 2 weeks. Including the timeframe would mean a measurable statement could be developed, enabling comparison across services and localities. The committee discussed availability and quality (including completeness) of scans such as ultrasound or MRI; if machines are poor quality scans need to be repeated which ultimately delays diagnosis while the disease progresses. The committee noted that there is scope for a statement on timely access to diagnostic tests and scans to make a real difference because there is currently a postcode lottery in terms of access. 
The committee discussed the differences between “direct access” and “straight-to-test pathways”. QS124 has statements on direct access to diagnostic tests. It was suggested that statement 2 could stipulate “within 2 weeks”. The committee heard that referral onto a straight-to-test pathways is easy to measure from a commissioning perspective.  Adjusting statement 2 will have a big impact on those in the highest risk groups: straight-to-test pathways bypass outpatient appointments. The committee also discussed variation in the 2-week referral route, hearing that at some trusts referrals are triaged using higher thresholds, so some referrals are rejected. The committee commented that urgency is key to enable faster diagnosis and that a straight-to-test pathway is vital for meeting the Faster Diagnosis Standard. 
The committee noted that clarity is needed around who has responsibility for acting on test results

as localities will define this differently and that results that are not acted upon risk patient harm. It was highlighted that when NG12 was developed no mechanism existed for transferring responsibility for diagnostic testing to the urgent direct access pathway but that this was the intention; it is the case for straight-to-test pathways.  The committee also remarked that if people don’t get information about investigations, results and follow-up they would go back to their GP. The GP would however be unable to answer specific queries. 
The committee summarised that access to diagnostic tests is key, to speed up and shorten the pathway, reducing time to diagnosis, and thereby to treatment. The committee discussed that QS124 does not reflect the recent expansion of direct access for non-urgent referrals for suspected cancer and that this group is an important population.  It was highlighted that for non-urgent referrals the responsibility for test results lies with the GP.  

The committee noted however that any clinician should act on test results indicating cancer promptly and that findings drive the next steps; back-and-forth communication between healthcare professionals does not support a timely diagnostic process.  The committee also observed that the initial decision to test or not to test is the responsibility of the GP. 
ACTION: 

Statement on urgent straight-to-test based on the urgent referral recs; explore including specific measures for sites where there is a strong recommendation. 
Explore a second statement for GPs to have direct access for non-urgent referrals, potentially include responsibility for follow-up in the definitions. 

Safety netting 
The committee discussed the importance of safety netting. It plays a key role in reassuring patients, providing them with an opportunity to come back if necessary. For a “watch-and-wait approach” it is vital for patients to actively monitor their symptoms; the GP may not monitor everyone in this population. However. the committee acknowledged however that a statement on safety netting would be difficult to measure. 
The committee discussed the initial referral. They discussed which healthcare professionals in primary care make referrals for suspected cancer. Some members highlighted that a GP would do this; a non-GP referral may not be as well formulated and thresholds may be altered. The committee highlighted that NG12 refers to GPs and dentists. The committee did not feel that community pharmacists had a role in safety netting. The QSAC then discussed clinical safety netting versus administrative safety netting. They commented on variation in practice regarding watchful waiting and on how workload is spread. It was noted that in some areas advanced nurse practitioners refer people with suspected cancer and committee members highlighted that they are experienced healthcare professionals who are not GPs and who refer people for the 2-week wait. 
The committee noted that there is a range of definitions for safety netting.  They commented that following up on DNAs after referral to secondary care is important. They also observed that clinicians have a responsibility to follow up on missed tests particularly if these were ordered through GP direct access. They felt these patients should have a follow-up appointment in primary care to review the results. They acknowledged the impact of increased activity in primary care; this is not always possible. They noted that some patients may find it challenging to engage with the process and this may be compounded by lack of continuity of care in primary care often linked to capacity.  They noted that some patients may re-present following a negative test result. The committee highlighted the importance of, and the overlap between, providing information and support with safety netting for people who have symptoms but do not meet the 2-week wait referral criteria for suspected cancer. The aspiration for this group would be facilitating better understanding of symptoms and giving them practical advice to enable them to monitor their symptoms: they would need to know that they should return to the GP should symptoms persist or worsen. The committee also discussed referrals for genetic testing, involving the possibility of offering more tests, for example, for both history of (for example) breast cancer in a person’s family and genes associated with the risk of developing other cancers.

The committee again discussed the roles and responsibilities of clinicians when acting on test results. They noted that clinicians interpreting test findings have a responsibility to act on the result directly; it should not be passed onto the GP for action. The GP should only act as “back stop”. If cancer is detected at a routine appointment, the clinician to whom the patient presented should act on the result. 
ACTION: The committee acknowledged that safety netting is an important area but there is a difficulty in measuring this and that it overlaps with information and support. The committee agreed not to draft a quality statement for this area. 
Cancer site-specific issues 
RG presented a table tabulating a range of parameters to guide committee discussion; suggestions covering 8 cancers sites had been submitted by stakeholders at engagement. The committee highlighted that some cancers take longer to diagnose, resulting in poorer outcomes. The committee commented that all cancers are important and that some cancer sites are covered by other quality standards and site-specific guidelines. The aim of the suspected cancer guideline is to recognise and diagnose cancer earlier.
The committee first discussed bladder cancer. The committee noted that referral for recurrent UTIs bladder is covered in a separate quality standard (QS90) and could be covered by cross-reference in QS124. 

Lower gastrointestinal and colorectal cancers were discussed next.  The committee felt that faecal immunochemical testing (FIT) should be referenced to update the current statement 3 in QS124. They agreed it would be ideal to base the statement on the updated NICE diagnostics guideline DG30 which is currently in development.

The committee discussed stakeholder suggestions for ovarian cancer, noting that evidence in the ovarian cancer guideline was not reviewed by the suspected cancer guideline committee. This is a high priority cancer; it is typically associated with late presentation. The committee discussed whether the statement on CA125 testing in QS18 could be cross-referenced in QS124. They also felt that CA125 is a useful test for people who have higher risks of other cancers. 

The committee then discussed suggestions around prostate cancer, considering whether a statement on PSA testing for the high-risk population should be developed. They also queried whether SIGN guidance could support including the asymptomatic population. The committee also noted an inequalities issue: transgender people with a prostate must be referenced as part of the population.  Prostate cancer was not however progressed as a quality improvement area as recommendations in the NICE guideline are consider. 
The committee then discussed endometrial cancer. They noted that it had a low conversion rate for urgent referrals and suggested that the NICE CKS referral criteria was more nuanced and this could help clarify referral criteria. They also discussed the role of pre-referral ultrasound first and noted that interpretation of thickness on ultrasound is not covered by NG12. They felt that they key population is postmenopausal women taking HRT experiencing postmenopausal bleeding (PMB) and that lack of effective interpretation of ultrasound scans in primary care is leading to over referral to secondary care for suspected endometrial cancer.  
The committee reviewed stakeholder suggestions for targeted health checks for lung cancer being a quality improvement area. They felt that although this area would have an impact over the longer term (along with screening for bowel cancer) it falls outside the scope of a quality standard. The area was consequently not progressed.
Suggestions for quality improvement relating to pancreatic cancer were summarised but the committee had no further comments and neither of the 2 suggestions for quality improvement was progressed as a statement.
ACTION: 

Progress a statement on FIT (update of current statement 3). 
Explore a statement on endometrial cancer for women and people with a uterus with PMB on HRT; explore including a reference ultrasound in the measures. 
Explore including links to existing statements for ovarian and bladder cancer. 
6. Additional quality improvement areas suggested by stakeholders at topic engagement
The following areas were not progressed for inclusion in the draft quality standard because:
· Central nervous system and brain cancers – suggestion to amend NICE guidance wording, this has been passed onto the Centre For Guidelines team. 
· Diagnostics for MDS – there are no evidence-based recommendations. 
· Prevention – outside of the scope for this QS which covers recognition and referral only. 
· Retinoblastoma guidance – suggestion to amend NICE guidance wording - this has been passed onto the Centre For Guidelines team.
· Screening – Outside of the scope of QS, it is the remit of National Screening Committee. 
· Self – referral – there are no evidence-based recommendations. 
· Sensitivity and specificity of diagnostic tests 0 outside of scope for this QS. 
7. Resource impact and overarching outcomes
The committee considered the resource impact of the quality standard. The committee discussed noted workforce resource needed to support prioritised statements around imaging. RG highlighted that we ask about resource impact at consultation. 
8. Equality and diversity
The committee noted that the following groups would be considered when the equality and diversity considerations are being drafted for this quality standard: 
· Age


 

· Gender reassignment 

· Pregnancy and maternity

· Religion or belief

· Marriage and civil partnership

· Disability

· Sex

· Race

· Sexual orientation
The committee agreed that people with autism and learning disabilities are key groups. It was agreed that the committee would continue to contribute suggestions as the quality standard was developed.

9. AOB
None 

10. Close of the meeting
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