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[bookmark: _Toc162016672]Introduction
This briefing paper presents a structured overview of potential quality improvement areas for kidney cancer. It provides the committee with a basis for discussing and prioritising quality improvement areas for development into draft quality statements and measures for public consultation.
This briefing paper includes a brief description of the topic, a summary of each of the suggested quality improvement areas and supporting information.
Recommendations selected from the key development sources are included to help the committee in considering potential statements and measures. Where the source is in development, we have included the latest version of the draft recommendations.
[bookmark: _Toc71289585][bookmark: _Toc71289684][bookmark: _Toc71290377][bookmark: _Toc71542842][bookmark: _Toc162016673]Development sources
The key development sources referenced in this briefing paper are:
Kidney cancer (in development, publication expected by March 2026)
Suspected cancer: recognition and referral. NICE guideline NG12 (2015, updated 2025)
Patient experience in adult NHS services: improving the experience of care for people using adult NHS services. NICE guideline CG138 (2012, updated 2021).
Development approach
This quality standard is being developed alongside the kidney cancer guideline. Some quality improvement areas have already been discussed by the guideline committee (with support from standing quality standard advisory committee members) in April and October 2024. The committee will prioritise the areas to be included in the quality standard. There will be a discussion of the remaining quality improvement areas and agreement of the quality statements prior to a joint public consultation on the guideline and quality standard.  
[bookmark: _Toc162016674]Overview
[bookmark: _Toc71289587][bookmark: _Toc71289686][bookmark: _Toc71290379][bookmark: _Toc71542844][bookmark: _Toc162016675]Focus of quality standard
This quality standard will cover the diagnosis and management of renal cell carcinoma in adults.
[bookmark: _Toc71289588][bookmark: _Toc71289687][bookmark: _Toc71290380][bookmark: _Toc71542845][bookmark: _Toc162016676]Definition
Small renal masses are common and may be identified whilst having a scan or another investigation. Oncocytoma is the most common benign (non-cancerous) kidney mass which can be difficult to differentiate from malignant tumours. Renal cysts are graded based on the Bosniak classification from 1 to 4, with higher grades indicating a higher risk of malignancy.
Renal cell carcinoma (RCC) is a cancer that usually originates in the lining of the tubules of the kidney (the smallest tubes inside the nephrons) that help filter the blood and make urine. RCC is the most common type of kidney cancer, accounting for more than 80% of cases. There are several types of RCC. The main ones are clear cell (accounting for around 75% of cases), papillary and chromophobe. 
RCC is categorised into stages I to IV. Stage I and II includes tumours which are localised to the kidney. Stage III denotes disease that is locally advanced and/or has spread to regional lymph nodes. Metastatic RCC, in which the tumour has spread beyond the regional lymph nodes to other parts of the body, is defined as stage IV. 
[bookmark: _Toc71289589][bookmark: _Toc71289688][bookmark: _Toc71290381][bookmark: _Toc71542846][bookmark: _Toc162016677]Incidence and prevalence
NHS England Cancer Registration Statistics indicate that in 2022, 10,612 new kidney cancer cases were diagnosed in England. Of these 56% were stage I and II and 44% were stage III or IV at diagnosis. 
Cancer Research UK indicates that:
5-year survival in England is around 88% for stage I, 75% for stages II and III and 14% for stage IV disease. 
Kidney cancer incidence rates in England are higher in males than females (29.8 compared to 14.9 per 100,000, 2017-19). 
Incidence is strongly related to age, with the highest incidence rates in older people. 
Incidence rates in England in females are 40% higher in the most deprived quintile compared with the least, and in males are 17% higher in the most deprived quintile compared with the least (2013-2017). 
Incidence rates are lower in the Asian and Black ethnic groups, and in people of mixed or multiple ethnicity, compared with the White ethnic group, in England (2013-2017). 
Kidney cancer incidence rates are projected to rise by 15% in the UK between 2023-2025 and 2038-2040. 
The average annual number of deaths from kidney cancer in England 2017-19 was 3,859. 
Mortality rates in the UK due to kidney cancer have increased by 73% since the 1970s.  
[bookmark: _Toc71289590][bookmark: _Toc71289689][bookmark: _Toc71290382][bookmark: _Toc71542847][bookmark: _Toc162016678]Current service delivery and management
Treatment strategies are influenced by the stage and grade of disease and by an interaction between the risk of disease progression and individual characteristics, such as frailty and general health.
Early stage RCC is localised to the kidneys. Treatment options for localised tumours include laparoscopic or open surgery (nephrectomy), which can be partial (nephron sparing) or total, and ablation techniques including radiofrequency ablation, microwave ablation, cryoablation and stereotactic body radiation therapy (SABR). These are performed with curative intent. Nephrectomy is currently the only treatment option for locally advanced RCC. After tumour resection, the cancer can be graded. Risk of recurrence is greater in higher-grade cancers. Systemic treatment after nephrectomy is offered to those whose cancer is at increased risk of recurrence.
A range of systemic treatments, including targeted drug therapies and immunotherapies are available for the treatment of advanced metastatic RCC.
Responsibility for commissioning specialist kidney cancer services is being delegated from NHS England to Integrated Care Boards, who already commission local urological services.
A good practice kidney cancer pathway is available within GIRFT’s guidance on Urology: Towards better care for patients with kidney cancer.  
[bookmark: _Toc340835232]
[bookmark: _Toc162016680]
Summary of suggestions
[bookmark: _Toc71289593][bookmark: _Toc71289692][bookmark: _Toc71290385][bookmark: _Toc71542850][bookmark: _Toc162016681]Responses
[bookmark: _Hlk64289010]In total 7 registered stakeholders responded to the 2-week engagement exercise.
5 stakeholders suggested areas
2 stakeholders had no comments at this stage
13 guideline committee members suggested areas
The responses have been summarised in table 1 for further consideration by the committee.
Table 1 Summary of suggested quality improvement areas
	Area for improvement
	Stakeholders 

	Recognition and referral
Increase awareness of kidney cancer
Identifying those at increased risk
GP direct access to imaging/diagnostics
	
AKC, GDG
GDG, NHSE
GDG, NHSE

	Diagnosis and assessment
Faster diagnosis pathway
Assessment of renal masses
Genetic assessment
Risk stratification/molecular testing
	
KCUK, NHSE
BAUS, CRUK, GDG
GDG
BAUS, GDG

	Management of localised and locally advanced RCC
Access to all treatment options
Systemic anti-cancer treatment
	
BAUS, CRUK, GDG, KCUK, NHSE
BAUS, CRUK, GDG

	Management of advanced RCC
· Systemic anti-cancer treatment
· Non-pharmacological interventions
	
CRUK, GDG, KCUK, 
BAUS, GDG

	Follow-up and monitoring
· Active surveillance 
· Follow-up plan after treatment
	
CRUK, GDG
BAUS, CRUK, GDG, KCUK

	Information and support
· Information and support at all stages
· Access to a clinical nurse specialist
· Mental health support
· Access to clinical trials
	
AKC, GDG, KCUK, NHSE
AKC, GDG
GDG
AKC

	Additional areas
Specialist centres
Patient and public involvement
Additional evidence and research
	
CRUK, KCUK
GDG
GDG, NHSE


[bookmark: _Toc340835234]Abbreviations: 
AKC, Action Kidney Cancer
BAUS, British Association of Urological Surgeons
CRUK, CRUK Cambridge Centre Urological Malignancies Virtual Institute
GDG, Guideline Development Group committee member
KCUK, Kidney Cancer UK
NHSE, NHS England
Full details of all the suggestions provided are given in appendix 1 for information.
[bookmark: _Toc162016682]
Suggested improvement areas
Section 4 presents a summary of the suggested improvement areas, with draft recommendations that may support statement development and information on current UK practice.
[bookmark: _Toc162016683]Recognition and referral
This area was discussed at the guideline committee meeting on 24th April 2024
[bookmark: _Hlk161646571]Increase awareness of kidney cancer
Stakeholders suggested that it is important to improve awareness of kidney cancer signs and symptoms among the public through local health promotion activities to ensure people present to their GP at the first sign of possible kidney cancer. It was also suggested that it is important to raise awareness of signs and symptoms among primary care professionals to support rapid referral for early diagnosis.
Selected recommendations 
There are no specific NICE recommendations on raising awareness of kidney cancer.
Current UK practice
Be Clear on Cancer promoted awareness and early diagnosis of bladder and kidney cancer in several national campaigns from 2013 to 2018. The key message was ‘If you notice blood in your pee, even if it’s ‘just the once’, tell your doctor. An evaluation of the most recent campaign concluded that it appeared to have been effective in increasing symptom awareness and GP attendances, although long‐term impacts were unclear. Kidney Cancer UK also supports Kidney Cancer Awareness Week annually. No evidence of local awareness campaigns for kidney cancer were identified.
[bookmark: _Hlk61966644]Identifying those at increased risk
Stakeholders suggested approaches that could help to identify people at increased risk of kidney cancer to support earlier detection and diagnosis, including:
Screening for families who remain at increased risk when a genetic cause is suspected.
A risk stratified approach to improve the management of haematuria based on age, sex and smoking status.
Follow-up testing for those with recurrent urinary tract infections and/or persistent symptoms.
Selected recommendations 
NICE’s guideline on suspected cancer (NG12)
1.6.5 Consider non-urgent referral for bladder cancer in people aged 60 and over with recurrent or persistent unexplained urinary tract infection. 
1.6.6 Refer people using a suspected cancer pathway referral for renal cancer if they are aged 45 and over and have:
unexplained visible haematuria without urinary tract infection or
visible haematuria that persists or recurs after successful treatment of urinary tract infection. 
NICE’s guideline on urinary tract infection (recurrent): antimicrobial prescribing (NG112)
1.1.4 Refer or seek specialist advice on further investigation and management for:
people with recurrent upper UTI
people with recurrent lower UTI when the underlying cause is unknown.
Published quality statements
NICE’s quality standard on urinary tract infections in adults (QS90)
Statement 5: Men with a recurrent urinary tract infection (UTI), and women with a recurrent lower UTI where the cause is unknown or a recurrent upper UTI, are referred for specialist advice. 
Current UK practice
Kidney Cancer UK’s 2024 patient survey reported that 21% of respondents said they had initially been misdiagnosed before being sent for specialist diagnosis. This has been fairly consistent over the last 5 years of the survey but before that was higher.
A study by Zhou et al (2021) based on analysis of linked primary care and cancer registration data 2012-15, indicated that 37% of people with kidney cancer who met fast-track referral criteria were not diagnosed within 90 days. The report suggested that this was likely to represent missed opportunity for timely referral due to lack of adherence to NICE guidelines.
GP direct access to imaging/diagnostics
Stakeholders indicated that GPs should have improved access to diagnostic services, including CT imaging, for:
people with symptoms that do not meet the threshold for an urgent suspected cancer referral.
people whose ultrasound shows they have indeterminant kidney lesions.
Selected recommendations 
NICE’s guideline on suspected cancer (NG12)
1.13.3 For people with unexplained appetite loss, which is a symptom of several cancers including lung, oesophageal, stomach, colorectal, pancreatic, bladder and renal cancer:
carry out an assessment for additional symptoms, signs or findings that may help to clarify which cancer is most likely and
offer urgent investigation or a suspected cancer pathway referral. 
1.16.4 Put in place local arrangements to ensure that there is a maximum waiting period for non-urgent referrals, in accordance with national targets and local arrangements. 
Published quality statements
NICE’s quality standard on suspected cancer (QS124)
Statement 1: GPs have direct access to diagnostic endoscopy, ultrasound, MRI, X-ray and CT for people with suspected cancer. 
Draft updated suspected cancer QS (publication TBC) includes statements on:
Non-specific symptoms pathway
GP direct access for low-risk symptoms.
Current UK practice
NHS England’s Diagnostic Imaging Dataset Statistical Release indicated that in January 2025, GPs requested 27.5% of all tests that may have been used to diagnose or discount cancer, under direct access arrangements. This was compared to 26.4% in 2022/23 for all tests
Issues for consideration
For discussion:
We suggest that raising awareness would not be suitable because there are no supporting recommendations and we do not focus statements on staff training. Do you agree?
Given the available recommendations and the issues raised would it be helpful to focus on identifying those at increased risk?
Can we add anything on GP direct access given the statements included in the suspected cancer QS? 
What is the priority for improvement?
What is the key action that will lead to improvement?
Can we develop a specific, measurable statement?
For decision:
Should this area be prioritised for inclusion in the quality standard?


[bookmark: _Toc162016684]Diagnosis and assessment
This area was discussed at the guideline/QS committee meeting on 2nd July 2025
Faster diagnosis pathway
Stakeholders indicated that it is a priority to develop rapid diagnostic pathways for kidney cancer to reduce delays. There was concern that current waits within the pathway, in particular for biopsy, can mean that people become too ill for treatment. It was suggested that younger people with kidney cancer may be more likely to experience diagnostic delay. One stop urological clinics were highlighted as an option to provide a more efficient diagnostic pathway.
Selected recommendations
Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage.
Current UK practice
[bookmark: _Hlk161914860]NHS England published the renal cancer best practice timed pathway in November 2024.
Cancer Research UK’s Early Diagnosis Data Hub indicated that 25.5% of kidney cancer cases in 2020 were diagnosed via the 2 week wait pathway.
Kidney Cancer UK’s patient survey 2024 indicated that it took over 3 months from first seeking medical advice to diagnosis for 36% of respondents. The 10 year survey overview report indicated that the proportion of patients waiting more than three months for specialist diagnosis almost doubled in 2020 from around 12-18% in the preceding years to 33%. It has remained close to this level since then.
Assessment of renal masses
Standardisation of the approach to the assessment of renal masses was suggested as a priority for improvement. This should include clarification on: imaging modalities, biopsy, specialist multi-disciplinary assessment and staging.
There was a particular concern that there is considerable variation in the use of biopsy for small renal masses which can lead to overtreatment of benign lesions or low risk cancers in people with a high risk of morbidity or mortality from radical treatment. 
Selected recommendations
Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage.
Current UK practice 
The National Cancer Audit Collaborating Centre’s National Kidney Cancer Audit (2024) showed that: 
82% of people diagnosed with kidney cancer between 1st January 2019 to 31st December 2021 were recorded as having been discussed at an MDT meeting. 
20% of people with a small renal mass (less than or equal to 4cm) had a biopsy to confirm the histological diagnosis during this period.
Public Health Scotland’s Renal Cancer Quality Performance Indicators for people diagnosed from January to December 2020 indicate that:
90.7% of people with renal cell carcinoma who had ablation but not surgery as primary treatment had a histological diagnosis before treatment via biopsy.
[bookmark: _Hlk162000991]98.6% of people with renal cell carcinoma who had systemic anti-cancer therapy but not surgery as primary treatment had a histological diagnosis before treatment via biopsy.
95.9% of people with renal cell carcinoma were discussed at a multi-disciplinary team meeting before definitive treatment.
90.1% of people had renal cell carcinoma staged pre-treatment using the TNM staging system.
Genetic assessment
It was suggested that there is currently an inconsistent approach to genetics assessment for people with kidney cancer aged 45 and under. This is important to make sure that they and their families get the best possible care and treatment.
Selected recommendations
Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage.
Current UK practice
No published studies on current practice were highlighted for this suggested area for quality improvement; this area is based on stakeholder’s knowledge and experience.
Risk stratification/molecular testing
Stakeholders suggested that it is important to improve risk stratification to identify people at high risk of perioperative complications to inform shared decision making on management options. It was suggested that this should include age, comorbidities, and renal impairment.
It was also suggested that there should be improved access to molecular testing to support molecular based classification and profiling of tumours for clinical trials and treatment.
Selected recommendations
[bookmark: _Hlk208495564]Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage.
Current UK practice (Scotland)
Public Health Scotland’s Renal Cancer Quality Performance Indicators for people diagnosed from January to December 2020 indicate that:
75.1% of people with metastatic renal cell carcinoma were assigned a prognostic score following diagnosis.
93% of people with clear cell carcinoma were assigned a Leibovich score following radical nephrectomy.
Issues for consideration
For discussion:
We suggest that it may not be helpful to focus on risk prediction tools as the recommendations are mainly ‘consider’. Do you agree?
Is there anything that we can add to support the recently published renal cancer best practice timed pathway?
Could we focus on a specific population?
What is the priority for improvement?
What is the key action that will lead to improvement?
Can we develop a specific, measurable statement?
For decision:
Should this area be prioritised for inclusion in the quality standard?


[bookmark: _Toc162016685]Management of localised and locally advanced renal cell carcinoma
This area was discussed at the guideline committee meeting on October 16th 2024
Access to all treatment options
Ensuring that people with localised renal cell carcinoma have access to and are offered all suitable treatment options was highlighted as a priority for improvement as there is considerable local variation. This should include thermal ablation, minimally invasive (robotic) partial nephrectomy, minimally invasive radical nephrectomy, open surgery (partial or radical) and stereotactic ablative body radiotherapy (SABR). Currently the type of surgery offered to people is inconsistent and there are low levels of use of ablation. It was suggested that people may need to be referred to other centres to discuss these options. 
There was a particular concern about inequalities because people with localised renal cell carcinoma who are not able to or do not wish to have surgery, e.g. because they are frail or have comorbidities, are not being given the option to discuss SABR because it is only offered at a small number of centres. Instead, they have no option but active surveillance and then palliative care. It was also suggested that SABR should be available to people whose tumours are too large for ablation. 
Selected recommendations
Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage.
Current UK practice
The National Cancer Audit Collaborating Centre’s National Kidney Cancer Audit (2024) showed that between 1st January 2019 and 31st December 2021 in England: 
69% of people with kidney cancer with a T3+ and/or 10cm+ and/or N1 and M0 renal cell carcinoma had a radical nephrectomy within 31 days of the decision to treat.
76% of people with T1b-3NxM0 renal cell carcinoma had surgery between 1 month prior and 12 months following diagnosis.
67% of people with T1aN0M0 renal cell carcinoma had nephron sparing treatment (partial nephrectomy or thermal ablation) between 1 month prior and 12 months following diagnosis.
The National Kidney Cancer Audit report also highlighted that based on the Rapid Cancer Registration Dataset there were increased numbers of radical and partial nephrectomies and thermal ablations after 2020 to September 2023. There has also been an ongoing transition to robot-assisted radical nephrectomy with more than a quarter of procedures taking place robotically in 2023 and a corresponding decline in the number of laparoscopic radical nephrectomies. Most partial nephrectomies are now performed as robot-assisted procedures.
Kidney Cancer UK’s Quality Performance Audit of kidney cancer services (2022) included data for 18,640 tumours in 18,421 adults diagnosed between 1 January 2017 and 31 December 2018 and indicated that:
Over a quarter (27.1%) of renal cell carcinomas diagnosed at stage T1b-3 did not receive radical nephrectomy up to one month prior to six months following diagnosis. People not having surgery were more likely to be elderly, living in more deprived areas and to have comorbidities. 
Over a third (34.9%) of renal cell carcinomas diagnosed at T1a-1b did not receive radical nephrectomy, nephron sparing surgery or ablation up to one month before and six months following diagnosis. 36% received radical nephrectomy, 27% nephron sparing surgery and 3% ablation. The audit assumed that those not receiving treatment were placed on active surveillance. 
The audit concluded that surgical treatment is inconsistent and varies by Cancer Alliance and NHS Trust.
Public Health Scotland’s Renal Cancer Quality Performance Indicators for people diagnosed from January to December 2020 indicate that:
83.5% of people with T1aN0M0 renal cell carcinoma had nephron sparing treatment (cryotherapy, radiofrequency ablation or robotic / laparoscopic / open partial nephrectomy).
Systemic anti-cancer treatment
Stakeholders suggested that it is a priority to ensure that people with a medium to high risk of recurrence are offered adjuvant treatment such as pembrolizumab following surgery. It was noted, however, that this treatment may need to be delayed for people who experience perioperative complications. It was suggested that it is also important to clarify treatments to offer following relapse on adjuvant therapy.
Selected recommendations 
[bookmark: _Hlk178599102]Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage.

NICE’s technology appraisal on pembrolizumab for adjuvant treatment of renal cell carcinoma (TA830)
1.1 Pembrolizumab is recommended, within its marketing authorisation, as an option for the adjuvant treatment of renal cell carcinoma at increased risk of recurrence after nephrectomy, with or without metastatic lesion resection, in adults. It is recommended only if the company provides it according to the commercial arrangement.
Current UK practice
The National Kidney Cancer Audit report (2024) highlighted that based on the Rapid Cancer Registration Dataset there was a significant increase in use of systemic anti-cancer treatment in the first quarter of 2023 following approval of the NICE technology appraisal TA830 for renal cell carcinoma.
NHS England’s Innovation Scorecard indicates that overall use of pembrolizumab across all indications increased by 15% from 9539.4 mgs (quarter 3 2022/3) to 10929.5 (quarter 1 2023/4) per 100,000 population following approval of the NICE technology appraisal TA830 for renal cell carcinoma.
Issues for consideration
For discussion:
[bookmark: _Hlk163569678]Given that funding for technology appraisals is mandatory, and no additional recommendations are being developed, can we add value by focussing on systemic anti-cancer treatment?
What is the priority for improvement?
What is the key action that will lead to improvement?
What is the population to focus on?
Can we develop a specific, measurable statement?
For decision:
Should this area be prioritised for inclusion in the quality standard?


[bookmark: _Toc162016686]Management of advanced renal cell carcinoma
This area was discussed at the guideline/QS committee meeting on 2nd July 2025
Systemic anti-cancer treatment
Stakeholders highlighted the importance of increasing the uptake of systemic anti-cancer therapy in people with advanced renal cell carcinoma to increase survival, as there is variation in uptake across the country. It was highlighted that it is important to ensure that people with advanced renal cell carcinoma are treated in centres with experience of immunotherapy regimens to ensure opportunities for treatment are not delayed or missed, and treatment risks are well managed. It was suggested this could be monitored by minimum treatment volumes per centre in a similar way to surgery.
It was also suggested that systemic anti-cancer therapy also needs to be available to people with locally advanced renal cell carcinoma who are not suitable for surgery.
Selected recommendations
Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage. 
Current UK practice
The National Cancer Audit Collaborating Centre’s National Kidney Cancer Audit (2024) showed that between 1st January 2019 and 31st December 2021 in England 48% of people with metastatic renal cell carcinoma received initial systemic anti-cancer therapy (SACT) treatment within 12 months of diagnosis. In addition, 3% of people died within 30 days of starting SACT treatment.
Kidney Cancer UK’s Quality Performance Audit of kidney cancer services (2022) indicated that:
The proportion of people with metastatic kidney cancer who received systemic anticancer therapy was widely inconsistent.
Under half (47.4%) of M1 renal cell carcinomas received systemic anticancer therapy up to one month prior and one year following diagnosis. This was 35% for T4, M0 renal cell carcinomas. 
Over a third (36.4%) of M1 renal cell carcinomas received systemic anticancer therapy within the first 3 months of diagnosis compared to 17.3% of T4, M0 renal cell carcinomas. The report suggests that the lower proportions for this indicator may be because some people are not started on systemic anticancer treatment immediately possibly due to differences in active surveillance protocols. 
Public Health Scotland’s Renal Cancer Quality Performance Indicators for people diagnosed from January to December 2019 indicate that:
62.2% of people presenting with advanced and/or metastatic renal cell carcinoma received systemic anti-cancer therapy within 12 months of diagnosis.
Non-pharmacological treatments
Stakeholders suggested that clarification on non-pharmacological treatment options for advanced renal cell carcinoma is needed.
Selected recommendations
Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage.
Current UK practice
No published studies on current practice were highlighted for this suggested area for quality improvement; this area is based on stakeholder’s knowledge and experience.
Issues for consideration
For discussion:
Given that funding for technology appraisals is mandatory can we add value by focussing on systemic anti-cancer treatment?
We suggest that it may not be helpful to focus on non-pharmacological treatment options given that the recommendations are ‘consider’. Do you agree?
What is the priority for improvement?
What is the key action that will lead to improvement?
Could we focus on a specific audience or setting?
Can we develop a specific, measurable statement?
For decision:
Should this area be prioritised for inclusion in the quality standard?

[bookmark: _Toc162016687]Follow-up and monitoring
This area was discussed at the guideline/QS committee meeting on 2nd July 2025
Active surveillance
Stakeholders suggested that the frequency, method and duration of active surveillance for small renal masses is variable and should be standardised. It was suggested that this should include standardisation of imaging protocols.
Selected recommendations
Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage.
Current UK practice
No published studies on current practice were highlighted for this suggested area for quality improvement; this area is based on stakeholder’s knowledge and experience.
Follow-up plan after treatment
It was suggested that people who have potentially curative treatment for renal cell carcinoma should have an agreed follow-up plan to detect local recurrence and distant metastases. Currently there is a lack of standardised follow-up schedules for all people receiving treatment and significant local variation. It was suggested that schedules should vary depending on risk of recurrence and take into consideration the risk of long-term exposure to routine imaging.
It was suggested that there is currently considerable variation in waiting times for scan results (from 2 days to 8 weeks) which can have a negative impact on quality of life and risks further clinical deterioration before treatment if needed. It was suggested that there should be standard waiting times for scan results.
There was a suggestion that longer term primary care follow-up should be included in the follow-up plan to monitor renal function and provide a regular health check.
Selected recommendations
Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage.
Current UK practice
Kidney Cancer UK’s patient survey 2024 indicated that most patients receiving follow-up said they had scans (51.6%) and a further 39.3% said they had blood tests. The time taken for scan results to be reported to the patient had improved compared with 2023. However, 7% of patients said it takes longer than 8 weeks to receive their scan results. 63.3% of patients had not received a Cancer Care Review by their GP 12 months from diagnosis.
Issues for consideration
For discussion:
Could we focus on a specific population?
Which elements of active surveillance or follow-up can be standardised?
Are there any nationally agreed waiting times for imaging results that we could use?
What is the priority for improvement?
What is the key action that will lead to improvement?
Can we develop a specific, measurable statement?
For decision:
Should this area be prioritised for inclusion in the quality standard?


[bookmark: _Toc162016688]Information and support
This area was discussed at the guideline/QS committee meeting on 2nd July 2025
Information and support at all stages
Stakeholders highlighted the importance of providing information in a suitable format and support (including signposting to charities and patient groups) to people with kidney cancer at all stages of the pathway including:
during assessment to understand any need for reasonable adjustments
diagnosis
consideration of treatment options
management of symptoms between diagnosis and treatment 
lifestyle advice following surgery
during follow-up and monitoring after treatment.
Selected recommendations 
Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage.
NICE’s guideline on patient experience in adult NHS services (CG138)
1.5.11 Give the patient information, and the support they need to make use of the information, in order to promote their active participation in care and self-management.
1.5.14 Explore the patient's preferences about the level and type of information they want. Based on this, give the patient (and their family members and/or carers if appropriate) clear, consistent, evidence-based, tailored information throughout all stages of their care. This should include, but not be limited to, information on:
their condition (or conditions) and any treatment options
where they will be seen
who will undertake their care
expected waiting times for consultations, investigations and treatments.
1.5.18 Advise the patient where they might find reliable high-quality information and support after consultations, from sources such as national and local support groups, networks and information services.
Published quality statements
NICE’s quality standard on patient experience in adult NHS services (QS15)
Statement 4: People using adult NHS services experience care and treatment that is tailored to their needs and preferences.
Statement 6: People using adult NHS services are supported in shared decision making.
Current UK practice
Kidney Cancer UK’s 2024 patient survey indicated that 10% of respondents said that they were not told they had cancer in a way they understood and 35% did not think the way they were told was appropriate. The report indicated that information on drug side-effects has been consistently good throughout the survey results over the last few years. Similarly, involvement in the choice of treatment has been good, but one in five (20.2%) patients said they did not have sufficient information. Other elements of the pathway where information and communication need to be improved are; the explanation of the results of biopsies (26% were not happy with the way biopsy results were explained); information received before surgery (19.5% were not happy with the information they received before surgery) and information provided for patients who are discharged from treatment or follow-up (27.6% were not happy with the way they were discharged).
Access to a clinical nurse specialist
Stakeholders suggested that people with kidney cancer should have access to a named clinical nurse specialist (or key worker) throughout diagnosis, treatment and follow-up. The clinical nurse specialist can provide advice, guidance and support so that the person with kidney cancer can get the help they need and can be supported to participate in shared decision making. It was suggested that there is currently an inconsistent approach to the allocation of clinical nurse specialists across the country.
Selected recommendations 
Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage.
Current UK practice
Kidney Cancer UK’s 2024 patient survey indicated that 1 in 5 (21.4%) respondents were not given a named specialist nurse at the point of diagnosis.
Mental health support
Stakeholders highlighted that there is currently a lack of psychological support for people with kidney cancer and in particular for those where no further treatment options are available.
Selected recommendations 
Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage.
Current UK practice
Kidney Cancer UK’s 2024 patient survey indicated that 58.3% of respondents were not offered counselling on the NHS. 65.5% of those who accessed counselling found it helpful.
Access to clinical trials
Stakeholders suggested that people with kidney cancer should be told about clinical trials and asked if they would be interested in taking part.
Selected recommendations
Draft recommendations from the NICE guideline on kidney cancer were presented to the committee but have been removed as they were not finalised at that stage.
Current UK practice
The National Cancer Audit Collaborating Centre’s National Kidney Cancer Audit (2024) indicated that 2% of people diagnosed with kidney cancer in 2019-21 were recorded to have consented to a clinical trial.
Kidney Cancer UK’s Quality Performance Audit of kidney cancer services (2022) indicated that there was evidence of clinical trial participation in 2.7% and concluded that there was very low overall access to clinical trials although this did vary by Cancer Alliance and NHS Trust.
Public Health Scotland’s Renal Cancer Quality Performance Indicators indicated that 11.6% of people with renal cancer were consented for a clinical trial/research study in 2020.
Kidney Cancer UK’s patient survey 2024 indicated that 72.5% of respondents had not been involved in a clinical trial.
Issues for consideration
For discussion:
Can we add value beyond GIRFT guidance and NHS England specialised service specification?
Can we add value beyond the existing patient experience QS15?
Can we focus on clinical trials if they are within the remit of NIHR?
What is the priority for improvement?
What is the key action that will lead to improvement?
Can we develop a specific, measurable statement?
For decision:
Should this area be prioritised for inclusion in the quality standard?


[bookmark: _Toc162016689]Additional areas 
Summary of suggestions
The improvement areas below were suggested as part of the stakeholder engagement exercise. However, they were felt to be either unsuitable for development as quality statements, outside the remit of this particular quality standard referral or need further discussion by the committee to establish potential for statement development. 
There will be an opportunity for the committee to discuss these areas at the meeting in July 2025.
Table 2 Summary of information available for additional areas
	Suggested area for improvement
	Within remit of NICE QS
	In scope

	Guideline recs
	Relevant 
existing QS 

	Specialist centres
	no
	yes
	no
	no

	Patient and public involvement
	no
	no
	no
	no

	Additional evidence and research
	no
	no
	no
	no


[bookmark: _Toc404063922][bookmark: _Toc404587493][bookmark: _Toc432164930][bookmark: _Toc467141920][bookmark: _Toc467141971]Specialist centres
There was a suggestion that there should be rapid access to specialist kidney cancer hubs as the treatment of both primary and advanced renal cell carcinoma requires a high degree of specialist surgical, oncological and nursing skills. Quality statements focus on actions that demonstrate high quality care or support, not the organisation of services which is beyond the remit of NICE.
Patient and public involvement
It was suggested that improved patient and public involvement, engagement and participation is needed as there is currently no formal group established for national interventional oncology for imaged guided renal ablation. Quality statements focus on local rather than national interventions.
Additional evidence and research
The need for additional evidence and research in the following areas was highlighted:
Patient reported outcome in the treatment of renal cell carcinoma
Image guided ablation versus partial nephrectomy for people with renal cell carcinoma (T1a)
Care and treatment options for rare subtypes
Monitoring of research on point of care urinalysis for people with persistent low back pain and those with increased risk factors for kidney cancer.
This area has not been progressed because additional evidence and research is outside of the remit of quality standards. The guideline committee will consider research recommendations in priority areas that are in scope when reviewing relevant evidence. We will pass on any other suggestions for monitoring of research to our surveillance team.
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[bookmark: _Toc162016691]Appendix 1: Suggestions from registered stakeholders

	ID
	Stakeholder
	Key area for quality improvement
	Why is this a key area for quality improvement?
	Data sources

	Recognition and referral- Increase awareness of kidney cancer

	1
	Action Kidney Cancer
	Improve 28-day faster diagnosis standard for kidney cancer to meet 75% of cases diagnosed at stage 1 or stage 2.
	Faster diagnosis of ALL cancers is fundamental to achieving the NHS Long Term Plan ambitions for cancer. 

However, there is considerable variation between cancer types in the proportion of cancers diagnosed at stages 1 or 2. The International Kidney Cancer Coalition (IKCC) global patient survey country report – England 2022 and the Kidney Cancer UK Accord (a Quality Performance Audit of kidney cancer services in England) both found that 50% of kidney cancers were diagnosed at stages 1 and 2. It is important to improve awareness of kidney cancer signs and symptoms for the general public to ensure people present to their GP at the first sign of potential kidney cancer. 

The Kidney Cancer UK patient survey 2023 found that 23% of kidney cancer patients were initially misdiagnosed, resulting in delays in diagnosis and treatment. The survey also found that nearly a third of patients are waiting longer than 3 months from first feeling unwell to receiving a diagnosis. The IKCC global patient survey country report – England 2022 corroborated these findings and reported similar numbers (35%) of people who waited 3 months or more for a diagnosis. 

It is, therefore, important to raise awareness and provide information about the signs and symptoms of kidney cancer among primary care professionals to ensure rapid referral of patients for early diagnosis. 

Currently, there is no reliable screening test for kidney cancer to enable detection in the early stages, although various studies show promise in this area:

1. For patients with vague symptoms, combining scans of the chest and abdomen to look for cancers/metastases during diagnosis. A screening test for RCC has been piggy-backed on the lung screening test by taking a CT scan of both the chest and abdomen to look for tumours in both areas of the body, as well as other conditions Yorkshire Kidney Screening Trial - Yorkshire Cancer Research.
2. Liquid biopsy test to look for circulating tumour DNA (ctDNA) e.g., the Galleri trial What is the Galleri blood test? | Tests and scans | Cancer Research UK
3. The HrC Test for early detection of cancer is a liquid biopsy that focuses on embryonic/cancer stem cells. This simple blood test, based on a combination of 8-10 genetic biomarkers, targets key hallmarks of cancer initiation. The HrC Test can detect cancer from the point of initiation i.e., prior to symptoms and tumour development, with a high level of sensitivity (>99%), across all stages of the disease i.e., from Stage 0 through to Stage IV. Quest for Pan-Cancer Diagnosis/Prognosis Ends with HrC Test Measuring Oct4A in Peripheral Blood | SpringerLink and Very Small Embryonic-Like Stem Cells Transform Into Cancer Stem Cells and Are Novel Candidates for Detecting/Monitoring Cancer by a Simple Blood Test | Stem Cells | Oxford Academic 

The development and implementation of a reliable and sensitive screening test for kidney cancer will improve early diagnosis, particularly in patients with vague signs and symptoms.
	Please see NHS England cancer waiting times statistics for faster diagnosis and two week wait referrals for cancer:
https://www.england.nhs.uk/statistics/statistical-work-areas/cancer-waiting-times/
Please see the IKCC global patient survey country report - England and Kidney Cancer UK Accord for proportion of patients diagnosed at stages 1 and 2:
https://ikcc.org/global-patient-survey/
https://www.kcuk.org.uk/booklets/kcuk-accord-audit-report/
See the Kidney Cancer UK patient survey 2023 for lack of information for primary care physicians:
https://www.kcuk.org.uk/2024/02/04/survey-2024/
Please see the IKCC global patient survey country report - England 2022 for waiting time for a diagnosis of kidney cancer:
https://ikcc.org/global-patient-survey/




	2
	GDG10
	Key area for quality improvement 1
	Local health promotion activities for increased awareness in population 

	https://digital.nhs.uk/data-and-information/publications/statistical/cancer-registration-statistics

	Recognition and referral- Identifying those at increased risk

	3
	GDG3
	Screening programme for individuals at increased risk of kidney cancer.
	Individuals with genetically or clinically diagnosed hereditary kidney cancer conditions are generally eligible for entry into a surveillance programme with the aim of early detection. In many families where a genetic cause is suspected and no diagnosis is made, an increased risk is likely to remain. However, no screening programme exists for these individuals or those at increased risk for other reasons e.g. smoking status.
	· Yorkshire Kidney Screening Trial output when available.
UK Cancer Genetics Group guidance/consensus statement on renal cell carcinoma (in process).

	4
	NHSE- NCD
	Follow-up testing for recurrent UTIs
	Patients presenting with recurrent UTIs experience lower diagnostic quality ahead of a diagnosis of a urological cancer. A UTI is significantly related to kidney cancer and may serve as an early sign of kidney cancer. NICE should consider a quality standard on follow-up testing for those with recurrent UTIs and/or persistent symptoms for consideration of cancer.
	

	5
	NHSE- NCD
	Risk Prediction Algorithms
	A strong evidence base (here and here) is emerging on the benefit of risk prediction models for kidney cancer based on age, smoking status and haematuria which could enable more risk stratified approaches within general practice. 

NICE should consider the latest evidence underpinning the haematuria cancer risk score (HCRS) which combines haematuria with age, sex, and smoking status to improve management of patients presenting with haematuria. This model has already been shown to out-perform NICE guidance, identifying more cancers.
	

	Recognition and referral- GP direct access to imaging/diagnostics

	6
	GDG10
	Key area for quality improvement 2
	Urgent GP direct access to diagnostic services for people with symptoms not meeting the threshold for an urgent suspected cancer referral 

	https://www.england.nhs.uk/long-read/urgent-gp-direct-access-to-diagnostic-services-for-people-with-symptoms-not-meeting-the-threshold-for-an-urgent-suspected-cancer-referral/ 
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/216503/dh_133511.pdf

	7
	NHSE- NCD
	GP direct access to CT imaging
	Many GP practices will have access to ultrasound tests. Primary care should additionally be able to access CT imaging for patients whose ultrasound shows have indeterminant lesions. NHS England’s expanded GP Direct Access scheme is working to expand access to diagnostic imaging modalities, yet there is still considerable variation in GP Direct Access to CT. NICE should consider including a quality standard on GP Direct Access to CT to support with diagnosis.
	

	Diagnosis and assessment- Faster diagnosis pathway

	8
	KCUK-AUDIT
	Key area for quality improvement 3
Faster diagnosis
	Biopsy is essential for treatment of metastatic kidney cancer but routes to diagnosis, particularly biopsy , can be prolonged such that patients may become too unwell for systemic therapy. Rapid access diagnostic pathways must be greatly improved.
	GIRFT kidney cancer 2023

	9
	Kidney Cancer UK
	Specialist diagnosis should be carried out quickly and should recommend immediate treatment options for symptomatic relief whilst the patient waits for their treatment plan to be agreed.
	A two-year retrospective audit of service quality during 2017-18, funded by Kidney Cancer UK, showed that over 20% of patients were diagnosed at an incurable stage.
The Kidney Cancer UK annual patient survey 2022 reported that for 31% of patients, it took over three months from first seeking medical advice to diagnosis.  It also showed that 48% of responders reported their kidney cancer was found incidentally.
It is also worth noting, though outside the scope of the clinical guideline currently in development, that The Kidney Cancer UK annual patient survey 2023 showed that 23% of patients were initially misdiagnosed before being sent for specialist diagnosis.  This results in delays to referral for specialist diagnosis.
There is an increased incidence of younger people developing kidney cancer. Growing evidence suggests that younger patients with cancer are more likely to experience a diagnostic delay. As cancer is more common in the elderly, doctors are more likely to suspect cancer in older patients and younger patients are more likely to have consulted with a doctor 3 or 4 times before getting referred. Even when referred, younger patients may be referred through a less urgent route compared to older patients. I have added a reference below:
 di Martino, E., Smith, L., Bradley, S.H. et al. Incidence trends for twelve cancers in younger adults—a rapid review. Br J Cancer 126, 1374–1386 (2022). https://doi.org/10.1038/s41416-022-01704-x 

While the majority of patients have no symptoms, those that do (usually diagnosed at a more advanced stage) can have very debilitating symptoms which are currently not well managed and often result in additional hospital admissions as they wait for a treatment plan to be agreed.
	The National Kidney Cancer Audit scoping document indicates QPIs that are presently being considered for inclusion.  At the time of writing, the QPIs have not been published, but the audit will measure service quality, including diagnosis.
With regard to symptomatic relief between diagnosis and agreement of the treatment plan, it may be possible to use Hospital Episode Statistics (HES) data to measure the number of hospital admissions for the treatment of kidney cancer symptoms prior to primary treatment.

	10
	NHSE- NCD
	One-stop shop urology clinics
	NICE should consider the role and availability of one-stop urological clinics. One-stop clinics are an emerging pattern of care and have been shown to provide a more efficient diagnostic pathway for patients but are not universally commissioned.
	

	Diagnosis and assessment- Assessment of renal masses

	11
	CRUK Cambridge Centre Urological Malignancies Virtual Institute
	1. Management of small renal masses
	· When should a SRM be biopsied? A significant proportion of small renal masses (SRM) are benign at resection (10-25%). There is a balance between the patient morbidity and NHS costs of biopsy, against the patients having unnecessary renal surgery, with its associated risks and costs. Whilst this is an active area of research, NICE could provide guidance what is expected and current best practice. 
· What imaging modalities should be used to assess a SRM as standard of care? These lesions are primarily assessed by CT, but sometimes additional scans such as MRI are requested. This may involve additional cost and delays, with variable diagnostic yield. Again, NICE could assess current practice, and guide which cases additional scans should be requested for. 
	Selected references: 
· Management of the Small Renal Mass: a 2020 Update, Wilcox Vanden Berg et al 2020, DOI: 10.1007/s11912-020-00924-9
· Renal Mass and Localized Renal Cancer: Evaluation, Management, and Follow-Up: AUA Guideline: Part I, Campbell et al. 2021 https://doi.org/10.1097/JU.0000000000001911
· Renal Mass and Localized Renal Cancer: Evaluation, Management, and Follow-up: AUA Guideline: Part II, Campbell et al 2021 https://doi.org/10.1097/JU.0000000000001912
European Association of Urology Guidelines https://uroweb.org/guidelines/renal-cell-carcinoma

	12
	GDG1
	Key area for quality improvement 1
Increased use of renal tumour biopsy in patients with small renal masses
	Use of biopsy varies significantly across the UK (personal discussion with urologists). Small renal masses (<4cm) have at least a 30% chance of being benign and hence without biopsy there is significant risk of overtreating benign lesions or low risk cancers often in patients who are not fit and have a high risk of unnecessary morbidity or mortality from radical treatment. 
	See BAUS audit data for rates of nephrectomy for benign tumours. 

https://pubmed.ncbi.nlm.nih.gov/28440053/


	13
	GDG11
	Key area for quality improvement 2
Standardisation of the approach to using biopsy of renal masses for diagnosis of renal neoplasia and for follow-up of lesions which are not definitely cancer on an initial biopsy
	An example of a specific situation where this may be important is as follows;
Some centres advocate repeat biopsy for follow-up of lesions in the kidney that are suspected on histopathological assessment to be oncocytoma but not conclusively so. It would be helpful to understand the rationale behind this approach and to provide some standardisation if possible, especially given the limitations on diagnostic certainty that can be given following histological assessment of oncocytic tumours seen in a biopsy according to the current WHO guidance.
	

	14
	GDG12
	Specialist multi-disciplinary assessment of patients with solid renal masses using an expedited, suspected cancer pathway.
	Most kidney cancers are detected on renal imaging as solid masses. A high proportion of these lesions will be malignant, but a small proportion will be benign tumours and so specialist assessment is indicated. Rapid assessment is warranted as cancer stage at presentation is a major determinant of outcomes from kidney cancer. 
	See Cancer Research UK and American Society of Clinical Oncology statistics.
https://www.cancerresearchuk.org/about-cancer/kidney-cancer/survival
https://www.cancer.net/cancer-types/kidney-cancer/statistics#:~:text=About%20two%2Dthirds%20of%20people,relative%20survival%20rate%20is%2072%25

	15
	GDG12
	Pre-operative assessment to assess tumour stage, identify benign tumours, and measure renal function.
	Tumour surgery is only curative if all tumour deposits are excised. Therefore, accurate staging is required when planning surgery. Conversely, 10-30% of renal masses are benign, depending upon size etc and careful assessment of the likelihood of malignancy should be undertaken. This may, where appropriate, include biopsy. The incidence of post-operative chronic kidney disease (CKD) is increased in patients with pre-existing renal impairment and should be taken into account when planning surgery (e.g. total versus partial nephrectomy)
	See references
http://dx.doi.org/10.1016/j.juro.2014.07.102
https://doi.org/10.1016/S1470-2045(06)70803-8

	16
	GDG5
	Key area for quality improvement 2
Understanding the role of image guided renal tumour biopsy 
	Identifying the facilitators and barriers to implementation of tumour biopsy in the diagnostic pathway for small renal masses- https://fundingawards.nihr.ac.uk/award/NIHR200536
	

	17
	GDG7
	To offer kidney diagnostic biopsy for all patient with a T1a lesion
	Lack of NICE guidelines means kidney biopsy is not standard treatment, should the evidence suggest that this is beneficial, a diagnostic biopsy should be standard clinical practice
	

	18
	GDG8
	Key area for quality improvement 2
	Renal mass biopsy (RMB). RMB can avoid surgery or unneccessary treatment but is not widely used outside academia.
	The use of RMB is slow to pick up in the community but can avoid unneccessary surgeries in 30% of patients with small renal masses and avoid harm from surgery
https://pubmed.ncbi.nlm.nih.gov/29397002/

	19
	Section of Oncology, BAUS 
	Small renal mass – diagnosis and management


	Diagnosis (current status of biopsy, future role of imaging and biomarkers).
	

	Diagnosis and assessment-Genetic assessment

	20
	GDG11
	Key area for quality improvement 3 
Standardised approach to access to clinical genetics assessment in cases where this is considered necessary in view of a clinical assessment or histopathological diagnosis in a patient with kidney cancer.
	
	

	21
	GDG6
	Key area for quality improvement 1
Genetic syndromes and Hereditary RCC
There is a real need for a clinical guideline which will recognise the need for early familial screening of patients with a predisposition toward genetic or hereditary syndromes to make sure they and their families get the best possible care and treatment 
	Patients presenting with renal cancer at an early than usual age  i.e. 45 and under  should have the option of a full familial screening programme prior to a treatment plan being  agreed. 
	I am unaware of what, if any data is collected about Genetic syndromes and Hereditary RCC.
I am aware from my work with the Action Kidney Cancer charity and feedback via our patient support services that patients are not consistently offered help, support or information about Genetic syndromes or Hereditary RCC and that specific treatment options are not available to this sub group of patients.

	Diagnosis and assessment-Risk stratification/molecular testing

	22
	GDG9
	Key area for quality improvement 2
	Promoting molecular based classification and profiling of tumours to facilitate clinical trials and treatment
	https://www.nature.com/articles/d41586-024-00216-3


	23
	GDG9
	Key area for quality improvement 1
	Early involvement of anaesthesiologists to identify patients with kidney cancers who are at a high risk of perioperative complications so that non-surgical modalities of treatment / management can be considered during shared decision making
	

	24
	GDG9
	Key area for quality improvement 3
	Improve and increase access to molecular testing 
	

	25
	Section of Oncology, BAUS 
	Moving toward personalised treatment for kidney cancer

	Pre-treatment risk stratification and evaluation and incorporation of competing risk (age, comorbidity) into management decisions.
	

	Management of localised and locally advanced renal cell carcinoma- Access to all treatment options

	26
	CRUK Cambridge Centre Urological Malignancies Virtual Institute
	1. Management of small renal masses
	What treatments should be offered to patients with SRMs? NICE could provide guidance on what minimum treatments should be available for all patients, eg. does everyone have access to partial nephrectomy or local ablation procedures? Should this be the expectation? 
	

	27
	GDG1
	Key area for quality improvement 2
Access to all treatments for localised kidney cancer
	All patients with localised kidney cancer should have access to all active treatments for the disease i.e. thermal ablation, minimally invasive (i.e. robotic) partial nephrectomy, minimally invasive radical nephrectomy, open surgery (partial or radical). This should be based around SMDT discussion and treatment in the right centre based on suitable levels of experience. Patients might need to be referred to other centres for these options to be discussed. There is variable access across the UK.
	There is evidence of inequity of access to certain techniques such as robotic partial nephrectomy. 
https://pubmed.ncbi.nlm.nih.gov/31293036/

KCUK Accord document:
https://www.kcuk.org.uk/publication/kidney-cancer-uk-accord-full-report/

	28
	GDG13
	Key area for quality improvement 1:
All patients with localised biopsy confirmed renal cell carcinoma, who are unable to proceed with surgery, should be offered the opportunity to discuss ablative techniques in addition to active surveillance 
	There is growing evidence to support the efficacy of ablative techniques such as renal SABR, in addition to thermal techniques, in the management of early renal cell carcinoma in patients unfit for or unwilling to proceed with surgery. Renal SABR is currently only offered at a small number of centres in the UK resulting in significant variation in clinical practice and inequity of care. The recently published RCR dose and fractionation schedule supports the use of SABR in inoperable disease, but there is no national guidance to support this.
	https://www.thelancet.com/journals/lanonc/article/PIIS1470-2045(22)00656-8/abstract
https://www.rcr.ac.uk/our-services/all-our-publications/clinical-oncology-publications/radiotherapy-dose-fractionation-fourth-edition/


	29
	GDG4
	Treatment options for those unsuitable for current interventions
	Those who are not suitable for surgery or drug treatments, i.e., frail and/or with co-morbidities, currently have no treatment options, especially if they are unsuitable for ablation, other than palliative care.  This can be particularly upsetting for patients who have no option but to be monitored as their disease progresses.  

The NHS is currently working on a policy for the use of SABR for patients with small renal tumours and this may give a small degree of hope to some of these patients if approved.  

Older patients are more likely to be frail or have co-morbidities, so there may be an element of inequality associated with age, but many of the health inequalities could be a factor.
	Number of patients unsuitable for intervention could be a data source, as could number of patients with small renal tumours who have SABR.

	30
	GDG5
	Key area for quality improvement 1
Promote patients’ access to have the option of image guided ablation treatment for small renal tumour
	There is currently lack of equity of access by patients
Cross-sectional study of the provision of interventional oncology services in the UK-https://bmjopen.bmj.com/content/7/10/e016631
	

	31
	KCUK-AUDIT
	Key area for quality improvement 1
Use of stereotactic ablative radiotherapy (SABR) for primary kidney cancer in appropriate patients
	Many patients with primary kidney cancer have comorbidities that make them high risk for surgery (hypertension, type 2 diabetes, obesity, heart disease) and approximately one third are aged over 75. SABR is a highly effective curative treatment for patients in whom surgery would be high risk, and whose tumours are too large for ablation.
This will improve survival rates for elderly/comorbid patients
	100% local control Rate at 43 month Follow up (Fasttrack study, Siva S) ASTRO 2023
Microsoft PowerPoint - FASTRACK press briefing slides (astro.org)
And
Siva S, et al. 5-year outcomes after stereotactic ablative body radiotherapy for primary renal cell carcinoma: an individual patient data meta-analysis from IROCK (the International Radiosurgery Consortium of the Kidney). Lancet Oncol. 2022 Dec;23(12):1508-1516. doi: 10.1016/S1470-2045(22)00656-8. Epub 2022 Nov 16. PMID: 36400098.

	32
	KCUK-AUDIT
	Key area for quality improvement 4
Increase rates of nephron sparing surgery
	Nephron sparing surgery reduces risk of chronic renal impairment in long term survivors of kidney cancer, yet rates around the country vary widely.
	KCUK Audit 2017/18 (2022)

	33
	Kidney Cancer UK
	Surgical/ablative treatment should be:
· accessible on the basis of the patient’s need
· should not be influenced by local capabilities or other geographical factors
· should be carried out by specialists who are experienced in the relevant techniques
should be discussed (along with other treatment options) at MDT.
	The two-year retrospective audit of service quality during 2017-18, funded by Kidney Cancer UK  showed that the rate and type of surgery offered to patients was inconsistent, and variable by Trust. 
In the Kidney Cancer UK annual patient survey 2022, over 92% of patients had surgery, but fewer than 3% had cryoablation and fewer than 3% had radiofrequency ablation. The Kidney Cancer UK Accord two-year retrospective audit of service quality showed similarly low levels of use of both ablation methods.  It is important that all patients are offered all treatment options that are clinically indicated, together with information to help them choose.
	The National Kidney Cancer Audit scoping document indicates QPIs that are presently being considered for inclusion.  The audit will measure access to surgical treatments.

	34
	NHSE- NCD
	Treatment variation
	Results from the Kidney Cancer UK Quality Performance Audit reported on six quality performance indicators and found unwarranted variation in all investigated areas, meaning there are opportunities for quality improvement in many aspects of kidney cancer care. 

This audit helped to inform a new clinical audit, commissioned to by NHS England, looking at kidney cancer diagnosis and treatment and how patients are managed. The National Kidney Cancer Audit (NKCA) has identified five quality improvement goals, including: 

1. Reducing inequity in access to evidence-based kidney cancer services
2. Increasing use of renal tumour biopsy
3. Reducing over-treatment and under-treatment of kidney cancer patients at all stages of patient pathway
4. Increasing the rate of kidney cancer cure
5. Improving the overall experience of care for patients with kidney cancer, in particular the availability of specialist cancer nurses and the involvement of patients in decisions about their treatment

The NCKA will help to inform NHS England where treatment variation exists and where further action is needed. The NCKA is due to be published in September 2024. We can provide NICE with advanced sight of the audit results from summer 2024. 

Until we have results from the NCKA, we would recommend quality statements that promote equity of patient access to the full range of services available, including biopsy and active surveillance, ablation or partial nephrectomy, minimal access versus open surgery, and a focus on reducing variation to systemic treatment for advanced metastatic disease.
	

	35
	Section of Oncology, BAUS 
	Small renal mass –management


	Defining the roles of surgical and non-surgical treatments of localised RCC e.g. various types of ablative therapy, active surveillance, SABR
	

	Management of localised and locally advanced renal cell carcinoma-Systemic anti-cancer treatment

	36
	CRUK Cambridge Centre Urological Malignancies Virtual Institute
	4. Adjuvant therapy 

	The updated results of the Keynote 564 trial show an overall survival benefit from adjuvant cases. However, my impression is that there are still concerns amongst oncologists around the use of adjuvant therapy. This partly arises from the clinical evidence, as similar adjuvant trials were negative in kidney cancer. NICE guidance might address this uncertainty in the short to medium term, until further evidence becomes available. There are two particular areas: 

· Which patients should be offered adjuvant therapy? The CDF (Cancer Drugs Fund) rules align with the enrolment criteria of Keynote 564 as to which patients can be offered adjuvant therapy. However, this does not account for patient’s individualised risk of relapse. This discussion frequently arises in clinic – as to whether we should consider factors such as the Leibovich scores in our decisions around adjuvant therapy. Does a patient with a Leibovich score of 9 gain more benefit than one with a score of 6? National guidance would be very helpful here, to ensure consistency and support clinical decisions. 
Additionally, under the CDF patients with non-clear cell biology may be offered adjuvant treatment, although they were not enrolled in Keynote 564. This decision is likely pragmatic, as evidence is unlikely to arise for these histological groups. However, some oncologists would be reluctant to offer the treatment to these patients in the absence of direct evidence. 

· Which treatments should be offered to patients that relapse on or after adjuvant therapy? 
This is a controversial area, as the data available from Keynote 564 only comprises a small number of patients. There is no other prospective evidence for first line treatment of kidney cancer after adjuvant immunotherapy. At present, the CDF restricts what treatments can be given after relapse in a pragmatic manner. However, these rules feed into decisions around offering adjuvant immunotherapy in the first place, as for patients at very high risk of relapse there is a concern that we are denying them access to the best first line therapies for metastatic disease (i.e. combination immunotherapy or immunotherapy + anti-angiogenic therapy). There are also academic questions about the best strategy – for example, if a patient has a low volume relapse on adjuvant pembrolizumab, would it be reasonable to trial adding in lenvatinib, given that their next option is likely single agent cabozantanib? 
In summary, I would suggest: 
· Clear guidance on which treatments to offer after relapse on adjuvant therapy, potentially accompanied by a review of the current CDF rules (this is controversial!) 
· National recording of treatment details and outcomes for patients treated at relapse on or after adjuvant therapy, as to my knowledge no prospective studies are planned in this setting and seem unlikely to happen soon. 
	Selected references: 
· Overall survival results from the phase 3 KEYNOTE-564 study of adjuvant pembrolizumab versus placebo for the treatment of clear cell renal cell carcinoma (ccRCC). Choueiri et al 2024 https://doi.org/10.1200/JCO.2024.42.4_suppl.LBA359
· Pembrolizumab versus placebo as post-nephrectomy adjuvant therapy for clear cell renal cell carcinoma (KEYNOTE-564): 30-month follow-up analysis of a multicentre, randomised, double-blind, placebo-controlled, phase 3 trial, Powles et al 2022 https://doi.org/10.1016/S1470-2045(22)00487-9


	37
	GDG1
	Key area for quality improvement 3
Patients meeting the appropriate pathological characteristics should be offered adjuvant treatment post nephrectomy. 
	Evidence from the Keynote564 study has confirmed that adjuvant pembrolizumab has a significant overall survival advantage to patients with certain levels of risk of recurrence. 
	https://dailynews.ascopubs.org/do/keynote-564-adjuvant-pembrolizumab-prolongs-survival-high-risk-clear-cell-renal-cell


	38
	GDG8
	Key area for quality improvement 3
	Use of adjuvant pembrolizumab in patients with intermediate-high to high risk of recurrence. There is a considerable risk of overtreatment.
	Survival data have been presented which are significant but yet only 14% of patients died. To prevent 1 death 16 patients need to be treated with 2-3 of them developing treatment related grade 3-4 AE. 
Full publication pending
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	GDG9
	Key area for quality improvement 4
	Identifying role of perioperative complications in delaying adjuvant therapy in patients in whom it would be indicated, and its potential influence on outcomes
	

	40
	Section of Oncology, BAUS 
	Defining the role of adjuvant treatment post-surgery

	
	

	Management of advanced renal cell carcinoma- Systemic anti-cancer treatment

	41
	CRUK Cambridge Centre Urological Malignancies Virtual Institute
	5. Management of metastatic disease
	· Where patients are fit for treatment, the evidence for first line treatment options in IMDC (International Metastatic renal cell cancer Database Consortium) intermediate/poor risk and IMDC favourable risk patients is reasonably clear. The evidence for second line treatment is more varied, though there seems to be broad consensus about the options used in the UK. The rules on later line treatment as allowed by the CDF can become complex. It may be useful to develop a treatment flowchart for incurable kidney cancer, as used in other cancers, as a point of reference for healthcare professionals and patients.
· It may be helpful for NICE to provide guidance on which first line options to offer; for example is there equipoise between Ipilimumab + Nivolumab vs Lenvatinib + Pembrolizumab? Is there equipoise between Axitinib + Avelumab vs a 1st line TKI followed by Nivolumab on progression?  
· In line with surgical care, it may be helpful to provide guidance on centralisation of specialist oncology care (or not) in larger hospitals. 
· For patients on active surveillance for favourable risk metastatic RCC, guidance would be helpful on frequency and format of imaging, to ensure best allocation of resource. 
· NICE guidance on the management of common immunotherapy related toxicities would be useful and relevant across cancer types. 
· NICE should provide guidance on access to clinical trials for patients with advanced RCC to ensure equal opportunities across the country. 
	Selected reference: 
· Kidney Cancer UK Accord Full Report https://www.kcuk.org.uk/publication/kidney-cancer-uk-accord-full-report/


	42
	GDG1
	Key area for quality improvement 4
Patients with metastatic RCC should be treated in centres with experience of immunotherapy regimens. 
	There is evidence that modern immunotherapy treatment regimens are used to a variable degree across the UK. This means the use of potentially life extending treatment is delayed or missed and that the risk of poorly managed toxicity is higher. 
	KCUK Accord audit
https://www.kcuk.org.uk/publication/kidney-cancer-uk-accord-full-report/


	43
	GDG12
	Consideration of systemic treatment in patients who have surgically unresectable, locally advanced or metastatic kidney cancer. 
	Although, considered incurable, palliative systemic therapies may extend both progression-free survival and overall survival in patients with surgically unresectable, locally advanced or metastatic kidney disease
	There is extensive evidence in the literature showing benefits of individual and combination therapies.

	44
	KCUK-AUDIT
	Key area for quality improvement 2
Increase uptake of highly effective systemic therapies in patients with metastatic kidney cancer to improve survival. Suggest minimum treatment volumes per centre.
	There is significant national variation in patients receiving systemic therapy for metastatic kidney cancer with only 50% treated overall; receipt of systemic therapy leads to longer survival and cures in some patients. Minimum treatment volumes exist for surgery but not for oncological management.
	KCUK Audit 2017/18 (2022)

	45
	Kidney Cancer UK
	Systemic anti-cancer treatment (SACT) should be:
· accessible on the basis of the patient’s need
· should not be influenced by local capabilities or other geographical factors
· should be provided by specialists who are experienced in the use of SACT
should be discussed (along with other treatment options) at MDT.
	The two-year retrospective audit of service quality during 2017-18, funded by Kidney Cancer UK  showed the number of metastatic patients who received systemic therapy was variable by Trust.
It is also worth noting that service mapping using Hospital Episode Statistics Admitted Patient Care (HES APC) data was carried out as initial research by the National Kidney Cancer Audit.  This showed that only 0.5% of patients received some form of radiotherapy.
	The National Kidney Cancer Audit scoping document indicates QPIs that are presently being considered for inclusion.  The audit will measure access to SACT.

	Management of advanced renal cell carcinoma- Non-pharmacological interventions

	46
	GDG8
	Key area for quality improvement 4
	Recommendations for the treatment of oligometastatic disease with several focal therapies (surgery, SBRT, ablation). No clear guidance about timing, frequency and prospective comparative data.
	Currently multiple predominantly SBRT trials are ongoing for the most important clinical scenarios which could be used in the longterm to give clearer recommendations for its use. 
https://pubmed.ncbi.nlm.nih.gov/31908301/

	47
	Section of Oncology, BAUS 
	Management of metastatic disease

	Prognostication, role of surgery (cytoreductive nephrectomy, metastasectomy, lymph node dissection), use of neoadjuvant systemic anti-cancer treatments.
	

	Follow-up and monitoring- Active surveillance

	48
	CRUK Cambridge Centre Urological Malignancies Virtual Institute
	1. Management of small renal masses
	This could also include a recommendation on frequency and method of surveillance if that is the chosen option, as it seems surveillance practice is variable.  
	

	49
	GDG11
	Key area for quality improvement 1
Standardisation of imaging protocols, including technique, duration and frequency for follow-up of cystic renal masses
	
	

	Follow-up and monitoring- Follow-up after treatment

	50
	CRUK Cambridge Centre Urological Malignancies Virtual Institute
	3. Risk stratification after nephrectomy
	· Risk scoring. A variety of published methods are used to assess the risk of relapse post nephrectomy (such as the Leibovich score). Research is ongoing about the current value of these methods. NICE could provide guidance on which method (or methods) should be used, and whether this information should be discussed with the patient. 
· Surveillance method and frequency. Based on the above scores, patients might be assigned to a risk stratified surveillance protocol. Guidance on how frequently surveillance should be done, and what format (eg. Should a CT head be done for all patients every time?), could improve allocation of resource. 
	Selected references: 
· UK Multicenter Prospective Evaluation of the Leibovich Score in Localized Renal Cell Carcinoma: Performance has Altered Over Time, Vasudev et al. 2020 https://doi.org/10.1016/j.urology.2019.09.044
Risk models for recurrence and survival after kidney cancer: a systematic review, Usher-Smith et al 2021 https://doi.org/10.1111/bju.15673

	51
	GDG10
	Key area for quality improvement 4
	Adults who have had potentially curative surgical treatment for non-metastatic kidney cancer have agreed follow-up plan to detect local recurrence and distant metastases
	Data sets National Audit

	52
	GDG10
	Key area for quality improvement 5
	Primary care cancer follow-up support longer term including regular health check and renal function monitoring
	https://www.england.nhs.uk/gp/investment/gp-contract/quality-on-outcomes-framework-qof-changes/ 

	53
	GDG13
	Key area for quality improvement 3:
There is a lack of standardised follow-up schedules for patients receiving treatment for renal cell carcinoma at all stages of diagnosis
	As highlighted in the EHIA for kidney cancer, studies have demonstrated variation in the structure and content of follow-up in the UK
	National kidney cancer audit and data from the national cancer registration and analysis service cancer outcomes services dataset

	54
	GDG4
	Standardisation of follow-up after treatment
	There is currently no standardisation on follow-up after treatment, leading to inconsistency which in turn leads to patients having anxiety about why their follow-up is different from another patient with the same risk of recurrent, and then they start to question if they are getting the best follow-up for them.  
Research may be needed to establish what the optimal follow-up may be.  
The GIRFT guidelines https://gettingitrightfirsttime.co.uk/wp-content/uploads/2023/06/20230616_Urology_Guidance_Kidney-cancer-FINAL-V1.pdf outline a suggested best practice risk-stratified minimum regimen for follow-up imaging as well as suggesting the potential for nurse-led follow-up clinics which would be very much welcomed by patients.  
Geographical area variation is likely to be an associated inequality.
	If data sources exist for those on follow-up after treatment, or can be developed.  QPIs in the National Kidney Cancer Audit scoping document is expected to include follow-up measures when published.

	55
	GDG6
	Key area for quality improvement 3
Timely reporting of both diagnostic and routine follow- up scans for all renal cancer patients. There should be a standard waiting time for the reporting of scan results 
	This is a Quality-of-Life issue. Patients are scanned to check for disease and/or disease progression. They currently wait for up to 8 weeks to receive results, during that time their disease may have progressed, and their clinical situation may have worsened without treatment.
	There is a serious inconsistency of care across the Country with wait times varying between 2 days and 8 + weeks. Causing stress and anxiety to patients and families 

	56
	GDG8
	Key area for quality improvement 1
	Follow up recommendations for low, intermediate and high risk of recurrence kidney cancer. There is little consensus and patients are long-term exposed to routine imaging
	RECUR analysis of large European databases suggest that type of imaging and frequency has no impact on the outcome of patients who develop a recurrence in terms of OS nor symptom prevention. 
https://pubmed.ncbi.nlm.nih.gov/30318330/

	57
	Kidney Cancer UK
	Patients who have undergone treatment (whatever the outcome) should have regular follow-up and those at high risk of the cancer returning should have regular (annual) CT scans.
	the Kidney Cancer UK annual patient survey 2022, shows that while almost 42% of patients felt supported by health care professionals post-surgery, many experienced anxiety and other negative feelings, including:
over 35% remained anxious
20% did not feel in control
29% felt abandoned after surgery and wished there was more contact with health care professionals.
	According to the scoping document of the National Kidney Cancer Audit, patient follow up will be measured. Two QPIs being considered are the proportion of patients who receive remote follow up and the proportion of high risk patients who receive a CT scan annually.
Kidney Cancer UK plans to continue its annual patient surveys.  Future surveys are likely to focus on different aspects of patient care.


	58
	Section of Oncology, BAUS 
	Post-treatment follow-up

	Risk stratification, optimising imaging schedule to identify recurrence while minimising patient morbidity; maximising utility of limited resources and consideration of healthcare economics
	GIRFT - Urology: Towards better care for patients with kidney cancer
https://gettingitrightfirsttime.co.uk/wp-content/uploads/2023/06/20230616_Urology_Guidance_Kidney-cancer-FINAL-V1.pdf

	Information and support- Information and support at all stages

	59
	Action Kidney Cancer
	All kidney cancer patients and family members should be given sufficient written information about kidney cancer in a format that is easy to understand at the time of diagnosis
	The Kidney Cancer UK patient survey 2023 found that most kidney cancer patients (79%) are told about their cancer by their consultant or nurse in a way that is easily understood, but half of the patients surveyed (52%) wanted more information. Of those patients who received information, only half were given written information to take home with them to read later and share with family members.
At the time of a kidney cancer diagnosis, people are often shocked and anxious, and are not in the right frame of mind to absorb complex medical information told to them by their healthcare professional. All healthcare professionals should provide written kidney cancer information to patients and family members at the time of diagnosis, in addition to verbal information. This could be NHS information leaflets, or information provided by charities and patient support groups. Healthcare professionals should also signpost patients to the websites of reputable charities and patient support groups for information and support (see below).
	See the Kidney Cancer UK patient survey 2023 for information for patients:
https://www.kcuk.org.uk/2024/02/04/survey-2024/


	60
	Action Kidney Cancer
	All kidney cancer patients should be signposted to charities and/or patient support groups for information, advice, and support.
	The patient’s healthcare team should be the best source of medical information and support for kidney cancer patients and their families. However, many patients need additional support and information, for which they turn to other sources. The IKCC global patient survey country report – England 2022 showed that only 37% of kidney cancer patients reported that their consultant or healthcare professional was very helpful when they spoke about their concerns. The Kidney Cancer UK patient survey 2023 found that most people (53%) use the Internet (websites and social media) for additional sources of information and support. However, very few patients (less than 1%) were referred to a website by their healthcare team and only 1% were referred to a patient support group. 
The healthcare team should ascertain each patient’s media preferences through which they access information and support. They should make sure they can satisfy patients’ information needs no matter what their media preferences, by either providing easily accessible NHS kidney cancer information or signposting to reputable external sources such as charities and patient support groups. 
	Please see the IKCC global patient survey country report - England 2022 for support from healthcare professionals with concerns about diagnosis and treatment of kidney cancer:
https://ikcc.org/global-patient-survey/
See the Kidney Cancer UK patient survey 2023 for findings about information needs for kidney cancer patients:
https://www.kcuk.org.uk/2024/02/04/survey-2024/


	61
	GDG10
	Key area for quality improvement 3
	People with kidney cancer have a discussion and shared management plan about treatment options and adverse effects with a named specialist.
	https://www.nice.org.uk/guidance/csg4 

	62
	GDG12
	Discussion of treatment options and their implications with patients by their healthcare professional.
	The metastatic potential of renal cancer increases with tumour size. In patients at higher risk of peri-operative morbidity and mortality with small renal cancers at lower risk of metastasis, non-surgical approaches may offer a more favourable balance of risks and benefits.
	Information is available from registries of small renal masses such as MUSIC-KIDNEY, DISSRM & The Renal Cell Carcinoma Consortium of Canada
https://musicurology.com/programs/kidney/#:~:text=What%20is%20MUSIC%20KIDNEY%3F,throughout%20the%20state%20of%20Michigan

	63
	GDG2
	Key area for quality improvement 2
Management of Kidney Function and lifestyle changes after a kidney removal
	Nearly every patient I have spoken to will say that energy levels never returned to pre “two kidneys”.  So help and advice for patients on how to manage with one kidney and the steps that can be taken to keep kidney function as high as possible for as long as possible
	

	64
	GDG4
	Management of symptoms between diagnosis and treatment, including the provision of timely advice on what patients should do if they need support for worsening symptoms.
	Patients who are not diagnosed until a later stage are more likely to present with symptoms of kidney cancer and in general 40% of patients https://gettingitrightfirsttime.co.uk/wp-content/uploads/2023/06/20230616_Urology_Guidance_Kidney-cancer-FINAL-V1.pdf have symptoms which can be attributed to their cancer at diagnosis.  Some of these symptoms, in particular haematuria, can be very distressing (and can lead to admission to hospital for catheterisation) as well as reduce patients’ ability to carry on their normal activities.  

In addition, flank pain can be intense and long lasting, and significant pain medication is needed whilst the pain continues.  At this point in their journey, patients are likely to have been referred to a specialist but may not have yet had an appointment, so do not know who to turn to when they have these symptoms. In some instances, there may be many weeks, or even months, between diagnosis and starting treatment, so this is not always a short term problem.   

It is important to ensure that patients are advised how and when to seek support when necessary to reduce the need whenever possible for patients to visit emergency services or be hospitalised before their treatment can begin.  

Many or all health inequalities could be a factor if seeking support is difficult for patients for a variety of reasons such as language, frailty or mobility.

	No of hospital admissions between diagnosis and treatment could be a data source.  A measure of those who have symptoms identifiable with kidney cancer at diagnosis if available or possibility of being able to gather that detail in future.

	65
	GDG4
	Support during follow-up after treatment
	There is currently very little support for patients (after treatment but before discharge from hospital care), even though they are still being monitored, which often continues for many years following their treatment.  Patients feel abandoned and unsure how to deal with anxiety about recurrence.  Initially they will still be recovering from their treatment, so there may be more uncertainty there as well as concern about resuming their previous activities, wellbeing and indeed their future. 
Patients’ contact with their medical team is minimal consisting of outpatient scans, commonly followed by several weeks wait for a result delivered over the phone by a doctor who the patient may never have met.  
The GIRFT guidelines https://gettingitrightfirsttime.co.uk/wp-content/uploads/2023/06/20230616_Urology_Guidance_Kidney-cancer-FINAL-V1.pdf suggest a nurse-led follow-up clinic could be best practice – reducing anxiety and the need for additional mental health support.  Signposting to charities could act as an additional option for helping to support patients.  
Any or all of the health inequalities could make it difficult for patients to find the support they need.
	QPIs being developed as part of the National Kidney Cancer Audit should include follow-up.  It should also be possible to collect data about time from scan to results being delivered to patients, as well as how many patients are referred for mental health support and/or signposted to other sources of support such as charities.  

	66
	GDG7
	To ensure all patients with kidney cancer are offered personalised cancer care as per the NHS long term cancer plan 
	National cancer patient experience survey has demonstrated variation in patient experience depending on geographical location, Previous reports have not included kidney cancer separately, rather it is grouped with Urology
	National cancer patient experience

	67
	GDG8
	Key area for quality improvement 5
	Shared decision making for the management of the small renal mass. How patients make their choices and if they have the necessary information to arrive at a decision is not transparent.  
	NEST trial, RESPECT 21 study showing the increase in non-surgical treatments after centralisation. 
https://pubmed.ncbi.nlm.nih.gov/37684178/
https://www.journalslibrary.nihr.ac.uk/hsdr/QFGT2379/#/abstract

	68
	Kidney Cancer UK
	Patient support and information should be available throughout the diagnostic and treatment pathways so that patients can access them whenever they need to.  Where these cannot be provided within the NHS, patients should be directed toward reputable external sources, including from the third sector.
	The Kidney Cancer UK annual patient survey 2023 showed the following: 
· at diagnosis, nearly half of patients were not given enough information to take away and read later.
· 1 in 5 patients are not given a named specialist nurse at the point of diagnosis
· most kidney cancer patients choose websites, telephone support lines and Facebook as their first point of contact for information and support. These are not services the NHS is resourced to provide.
· contact and conversations with peer patients is a source of support for many people
only 17% of patients said they were offered counselling on the NHS, compared with 22% who accessed it privately or via a charity. Of the 200 people in the survey who said they did have counselling, 110 (55%) found it useful.
	Though it is not yet clear if the National Kidney Cancer Audit will measure access to information and support, one of the quality improvement goals in the scoping document is ‘to improve the overall experience of care for patients with kidney cancer, in particular the availability of specialist cancer nurses and the involvement of patients in decisions about their treatment.’
Kidney Cancer UK plans to continue its annual patient surveys.  Future surveys are likely to focus on different aspects of patient care.


	69
	NHSE
	Key area for quality improvement 1: 
Focus on reasonable adjustments for people with a learning disability and people who are autistic
	We strongly suggest the quality standard references making reasonable adjustments. This is a legal requirement as stated in the Equality Act 2010. Adjustments aim to remove barriers, do things in a different way, or to provide something additional to enable a person to receive the assessment and treatment they need. Possible examples include; allocating a clinician by gender, taking blood samples by thumb prick rather than needle, providing a quiet space to see the patient away from excess noise and activity.

Reasonable adjustments can help to maximise engagement in physiological assessment and must be provided for people with a learning disability and autistic people. These include (but are not limited to):
· Involving carers in assessments
· Asking whether a health and care passport (also known as hospital passport) is available to gain insight into a patient’s baseline functioning
· Involve hospital learning disability liaison nurses (where available)
	Please note recent LeDeR research: 
kcl.ac.uk/ioppn/assets/fans-dept/leder-main-report-hyperlinked.pdf
White, A; Sheehan, R; Ding, J; Roberts, C; Magill, N; Keagan-Bull, R; Carter, B; Ruane, M; Xiang, X; Chauhan, U; Tuffrey-Wijne, I; Strydom, A; (2022). Learning from Lives and Deaths - People with a learning disability and autistic people (LeDeR) report for 2021 (LeDeR 2021). Autism and learning disability partnership, King's College, London


	Information and support- Access to a clinical nurse specialist

	70
	Action Kidney Cancer
	All kidney cancer patients should have access to a dedicated renal/urology/ oncology clinical nurse specialist (CNS) from the time of diagnosis throughout their kidney cancer treatment journey.
	The Kidney Cancer UK patient survey 2023 found that 20% of kidney cancer patients were not given a named CNS at the point of diagnosis to support them throughout their cancer journey. 
Receiving a diagnosis of kidney cancer can be devastating for both the patient and their family. For half of the kidney cancer patients who are diagnosed incidentally, when having a scan for an unrelated condition, it comes as even more of a shock. Increasing pressures on NHS services has resulted in there being less time for healthcare professionals to dedicate to patients. The report also shows that 37% of patients were not happy with the way their diagnosis was communicated to them. Anxiety is exacerbated by the fact that nearly a third of patients are waiting longer than 3 months from first feeling unwell to receiving a diagnosis. This is also borne out by the IKCC global patient survey country report – England 2022 where 35% of people waited 3 months or more for a diagnosis. 
A dedicated CNS for each kidney cancer patient will help support them and their family members through the trauma of a cancer diagnosis, treatment and beyond. 
	See the Kidney Cancer UK patient survey 2023 for information about access to a dedicated CNS:
https://www.kcuk.org.uk/2024/02/04/survey-2024/
Please see the IKCC global patient survey country report - England 2022 for waiting time for a diagnosis of kidney cancer:
https://ikcc.org/global-patient-survey/


	71
	GDG1
	Key area for quality improvement 5
Patients should have access to a cancer nurse specialise from the first visit to their clinical team regarding a presumed kidney cancer. 
	The CNS role is key for patients undergoing management for RCC. They can provide advice and guidance on management options, symptom control, drug SEs, scan dates, appointment dates, etc. 
	Anectodical evidence. 
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	GDG13
	Key area for quality improvement 2:
All patients with a diagnosis of renal cell carcinoma should have a named clinical nurse specialist
	Patients who proceed with focal treatments such as thermal ablation or SABR may be treated in clinics that don’t have dedicated support from a clinical nurse specialist with expertise in renal cell carcinoma
	National kidney cancer audit and data from the national cancer registration and analysis service cancer outcomes services dataset 

	73
	GDG4
	Provision of named key worker and active support for all patients
	Many patients say they don’t have a key worker, or that they have one but there is no meaningful relationship, i.e., they have rarely or never had contact with their named key worker.  Having a relationship with a named point of contact is critical to ensuring that a patient is supported during their journey, reducing anxiety and giving them the information they need to be an equal partner in their care.  
Kidney Cancer UK’s annual surveys have repeatedly demonstrated that there is inconsistency in the allocation of named key workers across the country.  
Geographical area variation is likely to be a factor here but any of the health inequalities could potentially make it difficult for patients to receive the support they need.
	Data collected when a key worker is allocated to a patient (the National Kidney Cancer Audit draft scoping document includes a relevant QPI) and any more detail available about the quality of that support if possible.
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	GDG6
	Key area for quality improvement 4
Patients in more rural areas do not have access to the same services as those patients being treated in larger centres. Access to a renal cancer CNS is vital for patients and families and every patient should have a named CNS as their point of contact 
	It is apparent from the volume of support calls received by kidney cancer charities that patients suffer because they cannot always get the help they need from the NHS. They turn to charities and support groups and peer to peer support for help and advice which should be easily available via the Hospital team. 
	There maybe data which demonstrates poorer outcomes ? There maybe evidence that demonstrates the additional costs of travel to centres , time off work etc. 

	Information and support- Mental health support

	75
	GDG2
	Key area for quality improvement 1
Mental Health Support
	From my perspective as a patient this takes some time to get used to.  You don’t take everything in and I had to ask for help from MacMillan.  
	

	75
	GDG6
	Key area for quality improvement 5
There is a lack of psychological support for patients throughout the kidney cancer pathway. This is especially important for those late-stage patients who run out of NHS funded treatment options and face their end of life care without active treatment and who feel abandoned and alone. 
	The NHS seem unable to provide psychological or counselling support in a timely way to cancer patients and/or carers.  
	Wait times of over 12 months are reported by patients trying to access psychological support by which time patients’ mental health has deteriorated. 
Maybe Social Prescribing has a role to play here 

I should like to make the point that patients and smaller charities do not always have the means available to access data or statistics in the way you describe. It could useful if N I C E could offer help in these situations by working in partnership with charities and support groups to establish the data sources and evidence where it is needed. 

	Information and support- Access to clinical trials

	76
	Action Kidney Cancer
	Where appropriate, kidney cancer patients should be told about clinical trials for which they are suitable. The healthcare team should enquire about the patient’s interest in taking part in a clinical trial.
	The IKCC global patient survey country report – England 2022 reported that only 26% of kidney cancer patients were asked by a healthcare professional to consider taking part in a clinical trial in England. Of these patients, 77% agreed to take part in a clinical trial, and 67% reported that they were satisfied or very satisfied with their clinical trial experience. 
The Kidney Cancer UK Accord, which surveyed a much larger cohort of patients (18,421) over 2 years (2017-2019) reported that 2.7% of patients took part in a clinical trial. This ranged from 0.4% in the North of England to 9.6% in the East, highlighting inequality in access to clinical trials throughout England. About a quarter of NHS Trusts did not run any kidney cancer clinical trials. These trusts deprived their kidney cancer patients access to the newest, innovative kidney cancer treatments via clinical trials. 
Availability of clinical trials needs to be improved to enable patients access to the latest innovative treatments for kidney cancer that could potentially improve quality of life and outcomes for these patients. Improvements in the NHS Trust clinical research infrastructure will not only enable patient access to new kidney cancer treatments but will contribute to the Life Science Vision of the UK becoming a leading global location for life sciences over the next 10 years. 
	Please see the IKCC global patient survey country report - England 2022 for clinical trial participation by kidney cancer patients in England:
https://ikcc.org/global-patient-survey/
Please see the Kidney Cancer UK Accord for clinical trial participation in clinical trials in England and proportion of NHS Trusts running kidney cancer clinical trials:
https://www.kcuk.org.uk/booklets/kcuk-accord-audit-report/



	Additional areas- Specialist centres

	77
	CRUK Cambridge Centre Urological Malignancies Virtual Institute
	2. Surgical care
	· Centralisation of surgical care. NICE could assess and provide guidance on the allocation of surgical cases to tertiary and smaller centres. Although this is outside my immediate experience as an oncologist, there seem to be several issues arising regularly in MDT: Is there a benefit in centralising all cancer cases in the large centres for patient outcomes? Or does this negatively affect the smaller centres, which could easily do routine cases? Should only complex cases be done centrally, eg. those involving the inferior vena cava?  
	Selected reference: 
· Kidney Cancer UK Accord Full Report https://www.kcuk.org.uk/publication/kidney-cancer-uk-accord-full-report/


	78
	KCUK-AUDIT
	Key area for quality improvement 5
Improve SMDT/pathway structure to allow patients rapid access to specialist kidney cancer hubs.
	Kidney Cancer is 7/8th commonest cancer and can be seen as a sideline in urology services. However, treatment of both primary and advanced disease requires a high degree of specialisation by surgical, oncological and nursing staff.
	KCUK Audit 2017/18 (2022) shows marked variation in treatment rates (surgical and oncological) between trusts and cancer alliances

	Additional areas- Patient and public involvement

	79
	GDG5
	Key area for quality improvement 3
Better Patient and Public Involvement, Engagement and Participation for the discussion of the small renal tumour diagnosis and treatment options
	Currently there is no formal PPIEP group for national Interventional Oncology specific for image guided renal ablation option
	Currently there is no formal PPIEP group for national Interventional Oncology specific for image guided renal ablation option

	Additional areas- Additional evidence and research
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	GDG5
	Key area for quality improvement 4
Patient reported outcome in the treatment of RCC
	A follow up larger multi-centre trial of the NEST trial would be required
Nephron Sparing Treatment (NEST) for Small Renal Masses: A Feasibility Cohort-embedded Randomised Controlled Trial Comparing Percutaneous Cryoablation and Robot-assisted Partial Nephrectomy-
https://www.europeanurology.com/action/showPdf?pii=S0302-2838%2823%2903012-9
	

	81
	GDG5
	Key area for quality improvement 5
Supporting evidence research for level 1 evidence- image guided ablation versus partial nephrectomy for T1a RCC
	A follow up larger multi-centre trial of the NEST trial would be required
Nephron Sparing Treatment (NEST) for Small Renal Masses: A Feasibility Cohort-embedded Randomised Controlled Trial Comparing Percutaneous Cryoablation and Robot-assisted Partial Nephrectomy-
https://www.europeanurology.com/action/showPdf?pii=S0302-2838%2823%2903012-9
	

	82
	GDG6
	Key area for quality improvement 2
Patients presenting with Rare sub types such as papillary (types 1 & 2),  RMC or chromophobe, translocation cell  etc or with particularly aggressive sub types , need additional  treatment options, care and support  
	Patients presenting with rare subtypes follow the same diagnostic & treatment pathway  but lack the research necessary to structure their care and treatment options  to their particular subtype. 
	The lack of published data makes it difficult to identify the evidence. Again this is anecdotal from patient real world reporting.

	83
	NHSE- NCD
	Monitor research into urinalysis and opportunistic testing in primary care
	Urinalysis: The most common presenting symptoms of kidney cancer are haematuria (microscopic or visible) and persistent lower back pain, on one side below the ribs (loin pain). Visible blood in urine has a comparatively high positive predictive value for cancer and can be easily and cheaply confirmed in primary care settings. NICE should monitor research looking into use of point of care urinalysis for individuals presenting with persistent lower back pain.

Opportunistic testing: Greater use of opportunistic blood and urine analysis in primary care is associated with better survival. Evidence also suggests there is a lack of public and GP awareness around the link between smoking and urological cancer. NICE should monitor research on use of point of care urinalysis for patients with increased risk factors for kidney cancer – individuals over the age of 50 who smoke.
	



