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Date: Tuesday 10 October 2023
Suspected cancer update – review of stakeholder feedback

Minutes: Final 
Quoracy: The meeting was quorate. 

Attendees

Quality Standards Advisory Committee 2 standing members:

Sunil Gupta (chair), Anica Alvarez Nishio (vice-chair), Ivan Benett, Dominika Froehlich-Jeziorek, Julia Gallagher, Steve Hajioff, Rachael Ingram, Devina Maru, Murugesan Raja, Louis Savage, Mark Temple, Peter Hoskin, Nick Screaton, Ruth Studley
Specialist committee members:

Jay Bradbury, Guy Burkill, Garth Funston, Tina George, Sadaf Haque, Louise Johnson, Carole Pitkeathley

NICE staff

Mark Minchin (MM), Rachel Gick (RG), Jean Bennie (JB), Rick Keen (RK) [minutes], Suzie Panek (SP), Rosalee Mason (RM) [host]
Apologies

Esabel Chabata, Jane Putsey, Lindsay Rees, Moyra Amess, Nadim Fazlani
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 review stakeholder comments on the draft 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 update quality standard, specifically:
· Information and support
· Non-site-specific symptoms

· GP non-urgent direct access to diagnostic tests

· Straight-to-test pathways

· Testing for suspected colorectal cancer in primary care
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 any additional interests. 
No additional interests were declared.
3. Minutes from the last meeting
The committee reviewed the minutes of the last QSAC 2 meeting held on 12 September 2023 and confirmed them as an accurate record.

4. Recap of prioritisation meeting and discussion of stakeholder feedback
RG provided a recap of the areas for quality improvement prioritised at the first QSAC meeting for inclusion in the suspected cancer update draft quality standard.
RG summarised the significant themes from the stakeholder comments received on the suspected cancer draft quality standard (full update of QS124) and referred the committee to the full set of stakeholder comments provided in the papers.
RG provided justification for including one site-specific quality statement: there was particularly strong stakeholder support at engagement for a statement faecal Immunochemical test (FIT) for colorectal cancer. RG also explained the exclusion of the cross-referenced ovarian cancer statements: a full update of the quality standard on ovarian cancer (QS18) has now been scheduled. There is potential to link to statements in QS124 on recognition and referral which may be prioritised in the updated QS18.

The committee noted stakeholder concerns about reasonable adjustment for neurodiversity and queried whether additional considerations around communication needs and strategies for adjusting care for these groups could be added. The committee also commented that hospital passports help to ensure that additional needs are communicated across services. In addition, they highlighted that it is important that people can access information after first receiving it: there should be open dialogue and an opportunity for patients to ‘check in’. Committee members had emphasised that a considerable amount of information may be given at once which is challenging for people to process it all at once: the information is not always useful or fully understood and the result may be a lack of engagement with services.

The committee noted the national change to the 2-week wait for suspected cancer referrals (Cancer Waiting Times) but stressed that this change should have no impact on the patient journey.

The committee next discussed measurability. In particular, there were concerns around capturing whether a patient has understood information they have been given. They commented that data collected through the National Cancer Patient Experience Survey (CPES) only captures feedback from people who had a diagnosis of and treatment for cancer following referral.
Discussion and agreement of amendments required to quality standard   
Draft statement 1: People with suspected cancer are given personalised information and support at all stages of the diagnostic pathway, including communication on test results and safety netting. 
The committee noted that consideration needs to be given to the volume of information patients are given on an urgent suspected cancer pathway. This will be a particular issue for people with learning disabilities.  The committee felt that follow up is needed to ensure that the patient has received and understood the information and that it has been delivered in a way that reflects their preferences.  The committee queried whether NICE could influence measures included in national audits. The NICE team commented that they have developed strong links with a number of national audits and that there is scope to build a relationship with the CPES provider and improve measurability in this area. 
The committee discussed that the information needs of patients who may not want to engage with the process, or cannot for various reasons. It was highlighted that patients should be given details of a cancer specialist nurse to provide support during this period but that this does not always happen, or that the support given was inadequate. It was noted that it would be difficult to measure whether information was both given and received. The committee highlighted that the pathway could be delayed if patients’ preferences for receiving information are not relayed to secondary care.  A shortage of interpreters was also noted. Committee members highlighted that NG12 contains detail on information provision and mentioned that the statement needs to reference these recommendations.   
Members considered stakeholder comments on the statement needing to cover the entire diagnostic pathway. It was noted that some stages of diagnostic pathway (such as staging) is beyond the scope of the quality standard’s key development source, NICE’s guideline on suspected cancer.. 
The committee discussed whether provision of safety netting advice is monitored in practice. It was highlighted that NG12 recommends 2 forms of safety netting: giving the correct information to patients and scheduled recalls. The committee highlighted that in terms of the statement, safety netting concerns giving information to patients about what actions they need to take; the responsibility to act rests with the patient. 

The committee raised concerns about how feedback on the extent people understood the information they were given and how to improve on the information could be gathered. Current national data collection methods do not provide enough information about how to measure people who did not have a cancer diagnosis after referral and received treatment, and whether they had received personalised information.  
The committee agreed to progress the statement for inclusion in the final quality standard.
ACTIONS: 
· Draft quality statement to progress for inclusion in the final quality standard. 
· Remove ‘at all stages of the diagnostic pathway’ from the statement.

· Highlight the scope of the pathway in the audience descriptors.
· Add more detail in data sources about how data can be collected from patients who had a cancer diagnosis excluded following referral. 
Draft statement 2: People needing urgent referral for suspected cancer with non-site-specific symptoms are placed on a non-specific symptoms pathway.
The committee had a comprehensive discussion on statements 2, 3 and 4. They discussed pathways and cohorts, and which cohort should follow which pathway. It was noted that there may be differences in how referrals are recorded and how individual healthcare practitioners selected which pathway to use (for example) for direct access and non-specific symptoms (hereafter, NSS) pathways. Identifying the most appropriate referral pathway is complicated by GPs using referral proformas on IT systems; these tend to present symptoms grouped by site. The committee explained that the cohort on NSS pathways tended to be more complex than the cohort on direct access pathways.  Consequently, the non-site specific-symptoms cohort need to be treated on an urgent referral pathway. 

The committee next suggested revising the wording of statements 2, 3 and 4 to clarify that each refers to a different cohort: statement 2: patients with symptoms that indicate a high risk of a suspected cancer but do not indicate a specific site; 3: patients needing further investigation but who are at a lower risk of a cancer diagnosis; and 4: people with a high risk of a cancer diagnosis relating to symptoms indicating a specific cancer site. It was felt that these changes would align the statements with the populations defined in NG12.
They discussed stakeholder comments on data collection and GP education but concluded that they did not have concerns around either area. The committee noted however investment in technology but that workforce numbers are lacking. 

The committee noted that patients who come into NSS pathways tend to be older with comorbidities and so clinical triage of their referral for different diagnostic tests is essential. It was highlighted that the pathway should be treated the same as a site-specific referral. It was suggested that there is some disparity between NSS and direct access pathways which creates difficulty in assigning patients to the most appropriate pathway. The committee noted that the updated Cancer Waiting Times (CWT) guidance and the Faster Diagnosis Framework provide detailed coverage of NSS pathways to better align with site-specific cancer referrals such as breast and colorectal cancers. 
Concerns were raised that patients could be referred on an incorrect pathway and that delays may occur when they are later placed on the correct pathway. It was noted the definition in statement 2 is clear so that it would be unlikely for a patient to be referred onto an inappropriate pathway. The committee commented that misinterpretation of CT scans for detection of malignancy may also contribute to people being initially placed or promptly transferred to the correct pathway. It was noted that GPs provide an additional safety net as they typically order investigations to enable a site-specific diagnosis, but this process may be complicated if a patient sees different GPs across multiple visits. This is because each GP may have a different level of expertise and experience. 

The committee next discussed potential conflict and overlap between statements 2 and 3.  They highlighted the 3 distinct cohorts: 

· People with a high risk of suspected cancer, with a positive predictive value (PPV) of more than 3% (suspected cancer pathway referral for a specific site)

· People with non-site-specific symptoms and a PPV of a more than 3% (statement 2).

· People with a risk of cancer, but a lower risk (PPV of 1-4%) – which need GP direct access tests (statement 3). 

They also emphasised that the proportion of people placed on a NSS pathway needs to be measured and form part of the 28-faster diagnosis standard pathway. 

The committee suggested that other referral pathways outside primary care (from A&E) could be considered for statement 2 given the difficulties of access to GPs. They queried whether these referrals were captured in measures. It was highlighted that for the majority of non-site-specific symptoms such as fatigue and weight loss should be run past GPs first as the causes of these symptoms may not relate to cancer. Equality and diversity issues were also discussed. The committee raised concerns around whether people who are not registered to a GP are being referred onto the pathway if they have non-site-specific symptoms. 

The committee discussed options for rewording the draft quality statement. It was noted that the statement includes people covered by the Faster Diagnosis Standard Framework as well as NG12. They felt that the statement should refer to NG12 instead of non-accredited guidance and that external standards may change. A suggestion for amended wording was considered: ‘People needing urgent referral for suspected cancer and non-site-specific symptoms as defined by the Faster Diagnosis Framework are placed on a timed non-specific symptoms pathway’. Concerns were raised however that referencing ‘non-site-specific symptoms’, the statement it becomes too vague for clinicians, and that the statement should only reference NICE guidance. It was noted that those with a ‘high-risk of cancer whose symptoms do not point to a specific site’ should be considered as a further possibility. The NICE team agreed that a change to the statement wording will be explored further. 
The committee agreed to progress this draft statement for inclusion in the final quality standard.

ACTIONS: 
· Draft quality statement to progress for inclusion in the final quality standard. 
· Revise wording to highlight that non-site-specific symptoms are high-risk symptoms. 

· Highlight that the statement is about being placed on a timed pathway. 

· Consider changing statement headings to reflect either symptoms or pathways. 

Draft statement 3: GP practices are able to order diagnostic imaging tests directly for adults with concerning symptoms who do not meet the criteria for an urgent referral.
Please note that there was some discussion of statement 3 during earlier discussion (see above). 

The committee agreed with stakeholder comments that the statement needs to be clarified in terms of the target population. The committee agreed that the statement is about people at low but not no risk of a cancer diagnosis, matching the 1-3% positive predictive value risk of cancer (less than 1% in children) as specified in the NICE guideline.  

It was noted that there is ambiguity around suspected cancer referral. It was suggested that the statement should reference NG12 to clarify that if patients meet the urgent referral criteria, they are not part of this cohort, and are covered by statement 4. The committee queried use of the term ‘concerning symptoms’ and suggested the statement wording should be more precise. The committee also felt that statement wording for statements 2 to 4 should focus on populations and pathways to enable people using the quality standard to follow through these statements. 
The committee noted that testing can be done quickly but it is not always reported in a timely manner, and that there is considerable national variation. They noted that if there are difficulties in delivering timely reporting this is likely to be primarily due to structural issues and the deprioritisation of direct access testing. 
The committee discussed whether ‘diagnostic imaging tests’ was too broad. It was noted that it would be more appropriate to keep the wording given that some GPs do not have direct access to certain modalities (such as ultrasound) and so seek alternatives. It was suggested that supporting information should note that while CT scans would be the most frequently performed imaging, other modalities can also be considered. The committee noted that a key rationale of direct access tests is that unnecessary outpatient appointments are avoided.
The committee next discussed equality and diversity issues. They felt that continuity of care is a key issue because it means that patients are unlikely to see the same healthcare professional. They discussed who should be responsible for ensuring continuity of care. They felt that it would be the person’s GP. The committee noted that responsibility to act on a test result lies with the person who ordered it, as stated in GMC guidance.
The committee agreed to progress the statement for inclusion in the final quality standard.

ACTIONS: 
· Draft quality statement to progress for inclusion in the final quality standard. 
· NICE team to reword the statement to clarify the population and refer to the population having direct access imaging through their GP. 
· NICE team to clarify that this statement does not refer to a timed FDS pathway. 
Draft statement 4: People with suspected cancer who meet the criteria for urgent referral are referred urgently via a straight-to-test Faster Diagnosis Standard pathway and have a diagnosis of cancer confirmed or excluded within 28 days of referral.
The committee noted that straight-to-test is not appropriate for all cancer sites and it was highlighted that the statement needs to clarify that it does not cover all patients who meet the NICE guideline criteria of the 3% PPV threshold and a site-specific cancer indication. The committee heard that for some of those patients, the correct action is to refer, but not onto a straight-to-test pathway. As such the statement only covers certain cancer sites. 
The committee felt that the current statement is too long and suggested removing ‘Faster Diagnosis Standard (FDS)’. It suggested that the FDS can be referenced in audience descriptors instead. There was a further suggestion, to reference NG12 in the statement’s wording. 
The committee agreed to progress the statement for inclusion in the final quality standard.

ACTIONS: 
· Draft quality statement to progress for inclusion in the final quality standard. 
· NICE team to explore removing ‘Faster Diagnosis Pathway’ from the statement and referring to it within the statement descriptor.  

· NICE team to mention the cancers for which the statement is relevant. 
Draft statement 5: Adults presenting in primary care with symptoms that suggest colorectal cancer (excluding anal or rectal masses, or anal ulceration) have a quantitative faecal immunochemical test (FIT) to guide referral.
It was highlighted that the sensitivity around using a FIT kit may deter some patients from visiting GPs when they have symptoms suggesting colorectal cancers. It was suggested that the statement wording could be changed to ‘People with a high risk of colorectal cancer but do not meet the criteria for direct access colonoscopy should be offered a quantitative faecal immunochemical test (FIT) to guide referral’. The committee also queried the list of symptoms for which FIT is not required and suggesting that abdominal mass should be included.  RG read out the list of symptoms for which there is a recommendation stating that FIT is not offered before considering referral: rectal mass, an unexplained anal mass or unexplained anal ulceration. The committee also noted geographical variation, commenting that FIT is a barrier to referral in various parts of the country where a FIT result is needed before a referral is accepted. They discussed that if this barrier exists then inequalities are created, because the most vulnerable may not complete FIT and so be unable to access to the pathway.  They felt that the existing phrasing may lead to exclusion but that including caveats should help to avoid this. 

They also noted that FIT has different levels of acceptability arising from stigma among some groups and that these communities may have higher mortality rates.  The committee also noted that conditions affecting manual dexterity (such as arthritis) and additional sensory needs could prevent people completing FIT.  It was suggested that indicating in the statement that FIT should be a condition of referral ‘wherever possible’ may overcome this issue. Concerns were however raised that lack of a FIT result before referral would create a bottleneck for referrals, for which there is also limited resource. The NICE team confirmed that the statement rationale highlights not relying on completion of FIT alone before making a referral. 
The committee discussed measurability of the statement. The committee noted the statement will rely heavily on all primary care using the same SNOMED coding for measurability purposes, the committee was aware that FIT has been included in the general practice Investment and Impact Fund (IIF). 
The committee agreed that the statement helps to streamline the referral process; however, health inequalities need to be addressed.
The committee agreed to progress the statement for inclusion in the final quality standard.
ACTION: Draft quality statement to progress for inclusion in the final quality standard. 
5. Additional quality improvement areas suggested by stakeholders at consultation
The following areas were not progressed for inclusion in the final quality standard:

· Coding of non-site-specific symptoms by GPs – Out of scope for QS.
· Surveillance for hepatocellular carcinoma (HCC) – Covered via QS152 Liver disease (statement 2)
6. Resource impact 
The committee considered the resource impact of the quality standard. It was noted that the quality standard is not expected to have a significant resource impact. The committee noted the following specific concerns:
· Impact on primary care resources which are already stretched, particularly in terms of referrals and testing. 
· Access to diagnostics and delays in receiving test results was noted. It was suggested that the number of people having direct access tests is increasing.
· Ability among primary care healthcare professionals to interpret results.
The committee acknowledged that healthcare professionals will always try to deliver services but the attendant challenges need to be noted. 
7. Equality and Diversity

RG provided an outline of the equality and diversity considerations included so far and requested that the committee submit suggestions when the quality standard is sent to them for review.
The committee noted that language barriers and barriers relating to FIT kits will be a particular issue in terms of referrals between primary and secondary care. They noted that interpreter services are currently limited in secondary care. 
8. Any other business
None.
Close of meeting
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