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National Institute for Health and Care Excellence
Kidney Cancer Quality Standard Working Group
Kidney Cancer Quality Standard – prioritisation of quality improvement areas
Date: Wednesday 02 July 2025 13:00 to 16:00
Location: Virtual
Minutes: DRAFT 
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], Shorai Dzirambe, Steve Hajioff [SH], Peter Hoskin, Devina Maru.
Guideline Committee members:
Axel Bex, John Connolly, Geraldine Fox, David Mole [co-opted member], Sandeep Singh Randhawa, Grant Stewart, Sam Withey, Rose Woodward, Fayiza Habeeb
NICE staff:
Mark Minchin [MM], Melanie Carr [MC], Nicola Greenway [NG], Victoria Fitton [VF], Jon Littler, Christina Barnes [Minutes], Marie Harrisingh [Observer]
Apologies:
Janet Brown, Lisa Browning, Ankit Rao, Amy Clifford, Amarnath Challapalli, Stuart Evans, Baljit Singh, Maxine Tran, David Cullen, Ana Semedo, Tze Min Wah, Danielle Conroy, Saran Evans.

1. Welcome, introductions objectives of the meeting

[bookmark: _Hlk161054548]The Chair welcomed all attendees and outlined the objectives of the meeting.  The quality standards advisory committee (QSAC) and guideline committee members introduced themselves.  
[bookmark: _Hlk161054274]The Chair informed the working group of the apologies and outlined the objectives of the meeting, which was to continue to prioritise areas for quality improvement.
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:


· diagnosis and assessment 
· management of advanced renal cell carcinoma (RCC)
· follow up and monitoring
· information and support. 
[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. 
· SH declared that his job title is incorrect to the agenda and needs updating to the Chair of the PFAS Scientific Advisory Panel for the States of Jersey.  
· SH declared that some of PFAS compounds the panel are studying increase the risk of kidney cancer. A report on this will be published in the next 3 weeks.
· SH advised the register of interests needed to be updated as he stepped down from the role as non- executive director of Celadon pharmaceuticals with effect from March 2025.  
ACTION
· CB to ensure that Steve Hajioff job title is corrected on the agenda and future correspondence. 
· CB to update the Interests register with minor corrections

Prioritisation of quality improvement areas – presentation and Working Group discussions
MC gave an update on the approach for the development of this quality standard.  She reminded the working group of the focus of the quality standard and recapped on previous group discussions.  MC outlined the intention of the meeting which is to agree statements to include in the quality standard based on the draft guideline recommendations. 
The working group discussions will focus on the remaining key areas which were prioritised during topic engagement: 
· Diagnosis and assessment 
· Management of advance RCC
· Follow up and monitoring
· Information and support. 
MC outlined some key principles to consider when drafting and deciding on which statements to take forward. MC gave a summary of the progress made to date on the draft statements for previously discussed areas: 
· Recognition and referral 
· Management of localised and locally advanced RCC
Diagnosis and assessment 
MC highlighted the following themes for discussion along with the underpinning source guidance, which are detailed further in page 11 onwards of the briefing paper: 

· Faster Diagnosis pathway 
· Assessment of renal masses
· Genetic assessment
· Risk stratification/molecular testing 
MC outlined the current practice in these areas. 
A guideline committee member suggested that biopsy on smaller lesions based on draft recommendation 1.6.2 was an important area and is supported by a strong recommendation. 
GS advised the working group that this area is covered in the national kidney cancer audit and therefore would be measurable.  He highlighted that data from the audit showed that 20% of those with a small renal mass have a biopsy which was felt to be low so an area for improvement, although the ‘correct’ target is not known. 
A QSAC committee member asked about the measurability and whether the size of the lesion was coded and also those patients who decline a biopsy is recorded.  It was confirmed through group discussion that lesion size was coded through the tumor, node and metastasis (TNM) staging system, however if a person declines biopsy it is not currently recorded.   
The working group highlighted that there are many instances where a biopsy is not suitable.  Recommendation 1.6.6 provides some additional information on who not offer a biopsy to.  The NICE team felt that this detail could be added to the supporting information for the statement.  
The working group discussed the possibility of influencing data collection for future national kidney cancer audits.  
ACTION
· NICE team to progress a statement on biopsy for small renal lesions

Management of advanced renal cell carcinoma
MC highlighted the following themes for discussion along with the underpinning source guidance, which are detailed further in page 24 onwards of the briefing paper:
 
· Systemic anti-cancer treatment (SACT)
· Non-pharmacological treatments
MC outlined the current practice in these areas. 
The working group agreed that SACT was an important area for quality improvement.  Work is ongoing as part of the kidney cancer audit to understand reasons why SACT is not given. The target is currently unknown.
A guideline committee member suggested the focus could be on patients with advanced disease following MDT being considered for SACT as the first treatment, but it was acknowledged that not everyone will be suitable. 
The working group discussed measurement and if it was possible to remove specific groups that are not suitable for treatment within the data.  It was felt this was not possible.  The group noted that there may also be other reasons for having non-pharmacological treatment first, but it wouldn’t be possible to know this from the data.  The group suggested that further discussions with the National Kidney Cancer Audits would be useful to see if information could be collected around comorbidities and frailty. 
A guideline committee member highlighted to the working group discussions seem heavily focused on the data from the national audit but stated that this data is not complete so should be treated with caution.    
The working group discussed a possible statement around referral to a specialist MDT based on draft recommendation 1.14.1.  This will ensure people are given the opportunity to discuss their suitability for SACT. It was noted that the focus of the statement should be about the referral, but the data may be based on whether the person is seen in a specialist MDT.
ACTION
· NICE team to progress a statement on referral to a specialist MDT for advanced RCC 

Follow up and monitoring 

MC highlighted the following themes for discussion along with the underpinning source guidance, which are detailed further in page 28 onwards of the briefing paper:

· Active surveillance
· Follow-up plan after treatment
MC noted that many of the recommendations are ‘consider’ and outlined the current practice in these areas. 
Current variation in the timing for receipt of follow-up scan results has a big impact on people with kidney cancer. It was highlighted that there are nationally agreed timescales for the timing for delivery of results of scans which could be reinforced by the quality standard.  This is an area for improvement due to unwarranted variation between different services.  
A guideline committee member advised that 100% of scans are to be reported within 4weeks which is audited by NHS England and the Royal College of Radiologists but it is unknown if this could be broken down for those by particular diseases.  It was queried what is meant by reported and it was confirmed that this was to report scans on the hospital system but not feedback to patients.  It was noted that long wait times for patients receiving results can be very distressing.  
It was suggested that it may be possible to base a statement on recommendation 1.13.3 on CT imaging to improve consistency across areas. Quick reporting of results could be included in the statement, rationale or in the measures.
ACTION
· NICE team to progress a statement on imaging for follow up including timeliness of reporting. 
Information and support 
MC highlighted the following themes for discussion along with the underpinning source guidance, which are detailed further in page 34 onwards of the briefing paper:

· Information and support at all stages
· Access to clinical nurse specialist
· Mental health support
· Access to clinical trials 

MC outlined the current practice in these areas and the GIRFT report.

It was highlighted that there is an existing patient experience quality standard and any statement in this area should aim to add value beyond the existing statements. 

The working group noted the importance for patients to have access to a clinical nurse specialist and that there are some inconsistencies across services.  It was recognised that if the guideline recommendation is changed from offer to consider it could mean that we are not able to progress a statement on a clinical nurse specialist.
The working group also suggested that patients could be informed of potential opportunities to take part in clinical trials.  It was highlighted that from a survey carried out by Kidney cancer UK 43% stated that if they were talked to about clinical trials they may have been interested in taking part. A discussion took place the eligibility of patients to undertake clinical trials and how measurable this would be.   It was noted that clinical trials could form part of the treatment pathway at the point of diagnosis for some patients. 
The working group came to a consensus that a statement on the Clinical nurse specialist was to be taken forward in the first instance however both these areas are important.  The group queried whether a statement relating to the discussion around clinical trials could be drafted and consulted on.  
ACTION
· NICE team to progress a statement on clinical nurse specialists providing the recommendation remains ‘offer’.  
· NICE team to consult on a statement relating to the discussion with patients around clinical trials.


3. Additional quality improvement areas suggested by stakeholders at topic engagement

MC recapped the additional areas that were suggested by stakeholder at topic engagement and outlined why they had not been progressed: 

· Specialist centres – QS do not focus on organisation of services
· Patient and public involvement – QS focus on local rather than national interventions
· Additional evidence and research – Guideline include research recs in priority areas.

4. Review of draft quality statements 

MC asked the working group to consider the statements which have been drafted following the previous meeting back in October 2024.   She asked the working group to review and advise whether they should be taken forward, tweaked or removed from the proposed quality standard.  

It was agreed by the working group that statement 1 on UTIs should be removed as this exists within another quality standard and the link with kidney cancer is not strong.  It was highlighted that a lot of people with kidney cancer do have a history of recurrent UTIs.  It was explained to the working group that from a symptom perspective, recurrent UTIs can result in many other diagnoses and from a predictive perspective of cancer was not high.  The working group did recognise that the symptoms of kidney cancer are often vague and difficult to use to predict risk.  

The working group discussed statement 2 on haematuria and agreed that it should be taken forward to the quality standard.  

The working group discussed statement 3 on discussing all treatment options for people with localised RCC. It was recognised that you can measure the uptake of the different procedures but it is more difficult to measure active surveillance, which is a valid option. It was recognised that the measurement of the outcome is easier than the process of the discussion.  The group stated that this is an important area where there is variation and a topical area.  The group did recognise that there are valid concerns that not all people are offered all options.  

The working group did acknowledge the importance of this area and reviewed the suggestions from stakeholders and the draft recommendations from the guideline.  It was noted that there are a lot of treatments.  They did discuss the use of partial nephrectomy as this should be offered to more people with kidney cancer.  The audit target associated with partial nephrectomy is unknown. The working group came to the consensus that albeit this is an important area this does not lend itself to a quality statement.  The NICE team advised the working group that the guideline would still stand and sit alongside the quality standard.  

The working group discussed the cancer review plan, but it was not clear if there are any guideline recommendations in this area.  MM advised the working group that the QoF indicator in this area has been taken out of the framework this year and is no longer incentivised. 

The working group were asked to take part in a quick poll to help the NICE team understand the working group’s priorities and help inform the decision on what quality statements should be taken forward.   NICE team agreed to progress all the statements discussed and to review the results of the poll outside of the meeting. 


5. Resource impact and overarching outcomes

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


6. Equality and diversity

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

MC requested that the working group submit any further suggestions when the quality standard is sent to them for review prior to consultation.
7. AOB & Next Steps
There was no other business discussed.  

MC outlined the next steps for the group and gave a brief update on future meetings
and timelines. MC advised the working group that she will be leaving NICE in October 2025 so will
handing this topic over to another analyst to support the QS through to publication. 

Next Steps 
· Working Group review of draft QS: 21 – 28 July 2025
· Consultation of draft guideline and QS: 17 September 2025 – 28 October 2025
· Kidney Cancer Quality Standard working group meeting 3: TBC – December 

RP thanked MC for her considerable contribution to the QS committee over the years, for all her hard
work to date on the development of the kidney cancer quality standard and wished her well for her
next chapter.

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

8. Close of the meeting
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