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National Institute for Health and Care Excellence
Kidney Cancer Quality Standard Working Group
Kidney Cancer Quality Standard – review of stakeholder feedback
Date: Tuesday 09 December 2025, 10:00 – 13:00
Location: Virtual
Minutes: FINAL
Attendees*
In accordance with the “interim process statement for a more proportionate approach to quality standard development”, membership of this working group has been drawn from professional and lay representation from the QSAC committee and guideline committee professional and patient expert representatives.
Quality Standards Advisory Committee standing members:
Rebecca Payne [Chair], Anica Alvarez Nishio [vice-chair], Peter Hoskin, Ruth Studley
Guideline Committee members:
Axel Bex, Amy Clifford, John Connolly, Stuart Evans, Geraldine Fox, Sandeep Singh Randhawa, , Ana Semedo, Baljit Singh, Grant Stewart, Tze Min Wah, Sam Withey, Rose Woodward
NICE staff:
Danielle Conroy, Craig Grime [CG], Nicola Greenway [NG], Victoria Fitton [VF], Christina Barnes [Minutes]
Apologies:
Lisa Browning, Amarnath Challapalli, David Cullen, Saran Evans, Rachel Gick, Fayiza Habeeb, Mark Minchin, Maxine Tran, Shorai Dzirambe, Steve Hajioff, Devina Maru, Janet Brown, Ankit Rao

1. Welcome, introductions objectives of the meeting

[bookmark: _Hlk161054548][bookmark: _Hlk161054274]The chair welcomed all attendees. The quality standard advisory committee (QSAC) and guideline committee members introduced themselves.  The chair informed the quality standard working group of the apologies and outlined the objectives of the meeting, which was to review stakeholder feedback. 
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 kidney cancer, specifically:

· Suspected cancer pathway referral
· Biopsy for small renal lesions
· Kidney cancer clinical nurse specialist
· Surgery with curative intent
· Follow-up imaging
· Specialist uro-oncology multidisciplinary team

[bookmark: _Hlk161054430]The chair asked all members to declare any interests in addition to those circulated on the declaration of interests register or interests related to the matters under discussion. 
No further interests were declared. 
3. Minutes from the last quality standard working group meeting

The working group reviewed the minutes of the last Quality Standard Working group meeting held on 02 July 2025 and confirmed them as an accurate record.
4. Recap of prioritisation meeting and discussion of stakeholder feedback
NG provided a recap of the areas for quality improvement prioritised throughout the previous QS working group meetings for potential inclusion in the kidney cancer quality standard.  The areas prioritised were: 
· Recognition and referral
· Diagnosis and assessment
· Management of localised and locally advanced RCC
· Management of advanced RCC
· Follow up and monitoring
· Information and support
NG summarised the significant themes from the stakeholder comments received on the kidney cancer draft quality standard and referred the working group to the full set of stakeholder comments provided in the papers.
General comments
NG stated that some stakeholders felt the draft quality standard reflected the key areas for quality improvement, while others thought that there was a heavy focus on surgery.  
Concerns were expressed around: 
· data collection and the input at trust level and whether the information is up to date.  
· resource impact for example more interventional radiologists needed for the increase in biopsies and rapid reporting of scans, and more CNSs needed where there is none.
NG noted that a range of savings and improved outcomes were also highlighted, including: 
· more use of biopsy will reduce unnecessary surgery rates
· prompt treatment of high-risk disease will result in less metastatic RCC and less use of expensive SACT and lower death rate from RCC
NG highlighted the general inequalities and health inequalities suggestions but advised that these would be discussed further for each individual statement. 
Discussion and agreement of amendments required to quality statements   
Draft statement 1: Adults aged 45 and over with visible haematuria, that is not caused by a urinary tract infection or that persists after successful treatment of a urinary tract infection, are referred for assessment using a suspected cancer pathway.

The working group discussed the referral criteria for visible haematuria, noting a discrepancy between the guideline threshold (age 45+) and the disease registry (age 50+). It was agreed that the QS should follow the guideline.

The working group discussed the process measure and suggestions around how this could be measured using data from primary care. They agreed that the current retrospective measure alone risks missing symptomatic patients who are not referred, so there was support for maintaining this measure while exploring a second measure using local data collection that more closely aligns with the statement wording. 

The working group discussed the suggestions from stakeholders on what should be covered by the definition of ‘assessment’. They agreed it should align with the guideline, with no additions for uACR as this is not routinely done for everyone and is most likely for those with reduced eGFR or, CEUS as this is not appropriate for everyone. The working group highlighted that CTU looks for bladder cancer which has the same set of symptoms as kidney cancer so part of the suspected cancer pathway but not kidney cancer specific and we’re asked to review its inclusion when the QS comes round for review. The working group agreed U&E could be added as results are used by secondary care. 

The working group highlighted equality concerns, including the risk of menopausal women being misdiagnosed with UTI and suggested healthcare professionals may need to pay particular attention to this group. Variations in presentation across ethnic groups was also raised as an equality issue

The working group agreed to progress this statement. 

ACTION
· NICE team to progress statement
· NICE team to add new measure focusing on general practice data for referrals that can be collected locally
· NICE to amend definition of assessment
· NICE to acknowledge EHIA issues
Draft statement 2: Adults with a suitable renal lesion 4 cm in diameter or smaller have a biopsy to help confirm diagnosis.
The working group discussed the population for this statement and if suspected localised or locally advanced RCC should be added but agreed this does not need to be stated explicitly in the statement because it is covered by the lesion size (≤4 cm). 
The working group stressed the importance of shared decision making and felt it needed to be clearer to avoid implying that everyone will automatically have a biopsy. It was agreed that the rationale and audience descriptors should emphasis this. It was highlighted to the working group that the statement uses ‘have a biopsy’ to reflect what was being measured but recognised the importance of shared decision making. The NICE team agreed to review the statement wording and to take this area away as a learning point.

The working group discussed the measure and suggested that it should clarify that 100% compliance is not expected due to exceptions (e.g. inaccessible lesions, patient choice).  The current measure remains acceptable as a proxy because inaccessible lesions cannot be identified from available data. 

The working group discussed the rationale for this statement and agreed that the phrase ‘avoid overtreatment of benign renal lesions’ should be retained and was an important reason why biopsy should be performed.

The working group agreed to progress this statement. 

ACTION
· NICE team to progress statement and explore the inclusion of shared decision making explicitly
· NICE team to amend the rationale
· NICE team to amend audience descriptors 
· NICE team to amend the measures
· NICE team to add key points of learning to the learning log for this topic.

Draft statement 3: Adults with renal cell carcinoma (RCC) have access to a kidney cancer clinical nurse specialist.
The working group discussed whether the statement should focus on the clinical nurse specialist (CNS) or be extended to other roles.  It was agreed to keep the focus on CNS as this is the gold standard and felt it was important to maintain the skillset that comes with the role. There was a discussion around the phrase ‘kidney cancer CNS’ or ‘uro-oncolgy CNS’ it was suggested that these terms should not be included in the statement as CNSs are often from other specialties and by using CNS it would cover the whole of the pathway.  It was suggested that ‘named CNS’ could be used so that adults with RCC have a named contact who would help throughout the pathway.
The working group agreed that there were no changes required to the audience descriptor or definition as this already refers to training with an emphasis on experience in kidney cancer. The agreed the definition of ‘access’ already references mental health support.
It was highlighted that the use of CNS will be noted in the clinical audit so it would be measurable. 

The working group agreed to progress this statement. 

ACTION
· NICE team to progress statement

Draft statement 4: Adults with high-risk localised or locally advanced RCC, for whom surgery is suitable, have surgery with curative intent within 31 days of the decision to treat.

The working group discussed the statement, they agreed it should progress and remain focused on surgery as this is the main treatment option for this population group.  There were no significant concerns about service capacity as theatres are available, but prioritisation is key. This usually involves coordination between surgical and booking teams to ensure timely surgery.

The working group flagged that patients undergoing neoadjuvant therapy would exceed the 31-day timeframe. NICE team suggested these cases could be excluded from the denominator and will review adding this to the definition of “suitable.”  For future-proofing the statement it was suggested that it could include a clause for trial participation in the definition section for those that may extend the timescale. 

The working group discussed the definition of high-risk and it was agreed as appropriate as this has been taken from the national audit. 

The working group agreed no other measures were needed to aid implementation.

The working group highlighted an issue with the staging data used in the national audit, the rapid cancer dataset may not capture staging immediately, however it was noted that it is included in the gold standard data which takes longer to process. 

ACTION
· NICE team to progress statement 
· NICE team to amend the definition to account for patients receiving neoadjuvant therapy.
TMW and AC left the meeting at 12noon  
Draft statement 5: Adults with localised or locally advanced RCC who have finished treatment have follow-up imaging, with results reported to their clinical team within 4 weeks of each scan.
The working group discussed the population for this statement and agreed that no changes were needed. 

The working group discussed how the area of quality improvement is about improving the timeliness of results to patients.  NICE team highlighted how it was not possible to draft a statement on this as there was no timeframe included in guidance for when patients should receive their results to reference, measuring when the scan was reported was at least a step in the right direction.  The 4-week timescale is a national standard for clinical teams to receive results.  The working group confirmed that this is not current practice everywhere  

It was noted by patient representatives that scans are not reported on time and are not always available at follow-up appointments.  It was highlighted that this was a challenge for all cancers, not just kidney cancer. 

The working group flagged no issues with service capacity or data collection.

The working group agreed to progress this statement. 

ACTION
· NICE team to progress a statement 
· NICE team to strengthen the rationale and audience descriptor to highlight the intent of the statement to improve the timeliness for sharing results with patients
· NICE team to add key points of learning to the learning log for this topic.
Draft statement 6: Adults with advanced RCC have their treatment options discussed by a specialist uro-oncology multidisciplinary team.
The NICE team reminded the working group that the purpose of the statement was to improve the uptake of systemic anti-cancer therapy (SACT) as this is lower in the UK than other countries, and therefore why the statement focused on adults with advanced RCC only.  Measuring the uptake of SACT is difficult as it is not appropriate for everyone and therefore difficult to measure so the team investigated getting adults to the right place for SACT to be discussed.  

The working group reviewed the population and whether it should include complex locally advanced RCC.  They recognised that other groups would also go to a specialist MDT or an MDT.  The working group agreed the focus of the statement should be access to SACT for advanced groups and therefore the statement should remain as worded.  The NICE team agreed to emphasise improving uptake of SACT in the rationale so it’s clear why the statement focuses on adults with advanced disease only. 

The working group discussed the wording of the statement and agreed that the specialist MDT needs to remain in the statement as this was about getting the right people in the room, as outlined in the definition.   

The working group agreed to progress this statement. 

ACTION
· NICE team to progress statement 
· NICE team to review the rationale so it focused on improving the uptake of SACT provision first and then through the mechanism of the Specialist MDT
 
5. Additional quality improvement areas suggested by stakeholders at consultation

The following areas were not progressed for inclusion in the final quality standard as the working group agreed that they were not a priority in relation to the quality improvement areas already included:
· Access to and provision of a range of psychological support 
· Access to clinical trials
· Assessment for a heritable renal cell carcinoma (RCC) syndrome
· Information and support
· Increasing awareness of kidney cancer
· Use of adjuvant SACT in the real world

NG advised in the report some of these areas, including information support, are covered by elements in other statements.  One area was not prioritised due to the lack of supporting recommendations and the last area was outside of the scope of this quality standard. 


6. Resource impact and overarching outcomes

The working group noted the potential resource impact of the quality standard throughout the meeting discussions.


7. Equality and diversity

The working group noted the potential equality and diversity considerations throughout the discussions of the meeting.  

8. AOB & Next Steps
There was no other business discussed.  

Next steps 

· Working Group to review revised QS: 16 January 2026 
· Working Group members to inform NICE team if they are unavailable to comment. 

AAN confirmed that she will be on leave the week including the 16 January 2026.  

The chair thanked all guideline committee and quality standard committee members for their input on
discussions and for their time. 

9. Close of the meeting
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