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About us.

Kidney Cancer UK and sister charity Kidney Cancer Scotland,
are the UK’s leading kidney cancer charities; here to
listen, inform and support patients, carers and their families.

We seek to reduce the harm caused by kidney cancer by
increasing knowledge and awareness, providing patient support and
information and by funding research into the causes, prevention
and treatment of the disease.

For support or more information relating to kidney cancer
visit our website
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The Kidney Cancer UKAccord Group
Consensus Statement

England and Wales Kidney Cancer Services

Introduction

Kidney cancer is the 7 commonest cancer in the UK and 50% of all sufferers will die from
it. Of the 6 cancers that are more common than kidney cancer, only lung cancer is more
lethal to those who develop it. As such, kidney cancer is a significant cancer in an
important organ wthin the body. However, there is a low level of awareness of kidney
cancer and the symptoms that patients may present with. Also, although there are
pockets of excellence, there is significantly less research and funding for research into
this cancer compared to other cancers 2 particularly in the area of noAmetastatic
disease. These factors are reflected in the lack of an agreed quality framework around
key aspects of the patient pathway. This Consensus Statement aims to develop the key
elements of goodquality in kidney cancer care. In due course this will be supported by a
set of Quality Performance Indicators. The aim is the development of an overarching
NICE Clinical Guideline for kidney cancer, similar to the other existing NICE guidelines for
many comparable conditions.

Statement of need

The Cancer Strategy Implementation Plan produced by NHS England highlighted six
priority areas for cancer services:

Prevention and Public Health

Earlier diagnosis

Patient experience

Living with andbeyond cancer

Investment in high quality, modern service
Commissioning, accountability and provision

orwNE

The '10-Year Cancer Plan for Englandbeing developed in 2022builds on the ambition
in the NHS Long Term Planpublished in 2019that by 2028 , the proportion of cancers
diagnosed at stages 1 and 2 will rise to threguarters of cancer patients

The Quality Statement forCancer for Wales20222 covers a similar range of areas.
Since both are overarching cancer strategies, bth address services across all cancers,

110-Year Cancer Plan: Call for Evidence GOV.UK (www.goV.uk)

2 Quality Statement forCancer for Wales2021. The quality statement for cancer |
GOV.WALES



https://www.gov.uk/government/consultations/10-year-cancer-plan-call-for-evidence/10-year-cancer-plan-call-for-evidence#the-10-year-cancer-plan-for-england
https://gov.wales/quality-statement-cancer
https://gov.wales/quality-statement-cancer

though they include initiatives in specific types of cancer where these can demonstrate
an improvement not only in services for that specific cancer but in the overall
performance of cancer services.

The National hstitute for Health and Care Excellence (NICE) has produced 15 items that
relate directly to kidney cancer, comprising a Pathway, 4 Interventional Procedures
Guidances and 10 Technology Appraisafs NICE has also developed 10 additional items
that are relevant to kidney cancer, but which are for related conditions or which apply
generally to all types of cancet. However, there is no NICE Clinical Guideline or Quality
Standard specifically for kidney cancer, in contrast to 10 other cancer types of which
(pancreatic, bladder, oesophageal and ovarian) are less common than kidney cancer
Therefore, there is no means of bringing together the 15 individual pieces of guidance on
kidney cancer in a way that provides a clear and comprehensive view of the ditg
requirements for kidney cancer services.

Data on kidney cancer are collected by multiple bodies, but whether these are suitable
for the measurement of quality of services remains to be seen as they should ideally be:
collected by data managers (not tinicians), complete and audited. As an extension to
this consensus statement, KCPQIG is investigating the feasibility of developing and
measuring a simple set of quality performance indicators (QPIs), similar to those that have
been developed in Scotland The development of simple QPIs would be a valuable step
forward, but ultimately such work needs to be guided by evidenebased quality
statements.

The concept of quality service values

Quiality service values are aspirational statements, writtefrom the perspective of the
patient, that describe what they should expect from kidney cancer services. The
statements are based on evidence, where possible, and on expert opinion and good
practice.

Together, the quality service values describe:

The quality of service that people in England and Wales should expect from a good
kidney cancer service no matter where they live.
A consensus that:
o could be the basis for an evidencebased Clinical Guideline and a Quality
Standard from NICE.
o0 would support the monitoring of kidney cancer services and underpin the
development of measurable Quality Performance Indicators.
o would support the Cancer Strategy and Implementation plans in England and
Wales

Using this consensus

3 NICE Search Engine result on 8-02-22. https://www.nice.org.uk/quidance/conditionsand-
diseases/cancer/renaicancer#paneknew

4 cancer Inddence for Common Cancers? Twenty Most Common Cancers, UK, 2015. Cancer Research

UK website. Viewed @-02-22. https://www.cancerresearchuk.org/healthprofessional/cancer
statistics/incidence/commoncancers-compared#headingZero



https://www.nice.org.uk/guidance/conditions-and-diseases/cancer/renal-cancer#panel-new
https://www.nice.org.uk/guidance/conditions-and-diseases/cancer/renal-cancer#panel-new
https://www.cancerresearchuk.org/health-professional/cancer-statistics/incidence/common-cancers-compared#heading-Zero
https://www.cancerresearchuk.org/health-professional/cancer-statistics/incidence/common-cancers-compared#heading-Zero

The quality service values should be garded as aspirational, bringing focus to kidney

cancer service quality and its improvement fr ol
should therefore be used as the basis for the way in which the commissioning and

provision of services are carried otiand enhanced, along with the way in which providers

engage with patients. They should therefore indicate where services could be improved

and how this could be carried out.

The local environment in which kidney cancer services are provided varies acating to
multiple factors including population dynamics, geography, local policies and funding
priorities. Therefore, the way in which the quality service values are fulfilled is likely to be
different depending on the part of the United Kingdom consideredThe important point

is that the end result, as described by the consensus, is the same throughout.

Primarily the quality service values are aimed at systems and services, but they can also
be used by individuals as a means of sethonitoring.

The following statements refer to all types of renal cell carcinoma (RCC) unless
otherwise stated.

Guidance in this document refers to patients being treated within the NHS.
Temporary changes to treatment practicesas a result of the COVIB19 pandemic,
which may or may not have been made locally or nationally directly as a result of the

strains on the NHS during the pandemic, have been excluded from ghdocument.

This document was reviewed and updatedih May 2022.



Consensus statement
England and Wales Quality Service Values in Kidney Cancer

\ General

Patient perspective

In all cases, diagnosis, treatment and care opatients with kidney cancer or suspected
kidney cancer will be provided by centres and individuals who are experienced in kidney
cancer and who frequently diagnose, treat or provide care for the disease.

Following the start of the COVIBL9 pandemic, more use has been made of the

opportunities for remote consultations whenever possible. This is likely to continue as the

advantages to patients and their families include being in home surroundings with their

families and not having to travel dr appointments when it is not necessary. Remote

consultations also have disadvantages for patients such as not being able to hear very well

on a phone or video call and problems with technology. Patients may want to prepare for

scheduled calls as they wuld for an appointment in a clinic and be prepared to query

anything they don®t understand. There i s no evi
has impacted on patient care.

Patients diagnosed with kidney cancer should be introduced to a keyorker as soon after

di agnosis as possi bl e. The key worker is a pat
Clinical Nurse Specialist. The key worker is an NHS initiative and may not be available for

patients being treated outside the NHS

Identificaton and diagnosis of kidney cancer

Radiology
Patient perspective
Patients with suspected kidney cancer have cross sectional imaging with CT-#IRI scans
to assist with diagnosis and initial staging of the disease.
Reasoning
Treatment options that are pr@ided subsequently should be offered according to the extent
to which the cancer has spread. Cross sectional imaging will provide additional information
about the diagnosis to health care professionals and patients.
Health care professionals perspective
All patients with kidney cancer receiving active treatment have been referred for pre
treatment contrastenhanced CT (unless contraindicated) of the chest, abdomen and pelvis.
If there are symptoms or signs suggesting brain metastases, a CT brain should be
undertaken.

Assessment of diagnosed kidney cancer

Histology
Patient perspective
Patients with kidney cancer for whom the recommended treatment is active surveillance,
ablation, or drug therapy, and who are fit enough for intervention, have a histological
diagnosis prior to commencing treatment (where technically feasible). Patientstivismall
renal masses (<4cm) considering surgical excision should be offered a renal tumour biopsy
to determine pathology prior to surgery.
Reasoning
Histological diagnosis is likely to provide essential information that could guide the
management of thepatient with small renal masses and those having firdine nonsurgical
systemic therapy, by confirming the pathology being treated.



Health care professionals perspective

All patients who are referred for ablation therapy or systemic antiancer treatmert are first
referred for histological diagnosis by biopsy (unless the patient does not give consent, there
is a failed biopsy or clinical urgency to treat without histological diagnosis) the results of
which are discussed prior to referral for treatment. &ients with small renal masses
undergoing active surveillance (who would be suitable for interventional treatment rather
than those who would not and would be put on watchful waiting) or considering surgical
excision should be offered a biopsy to determin pathology which may alter eventual
treatment strategy.

Staging
Patient perspective
Patients with kidney cancer should have their tumour staged before first treatment and
should be informed of this and how it relates to the available treatment options.
Reasoning
TNM is the standard staging system and its préreatment use provides a baseline from
which treatment effectiveness can be measured. Informing patients of the stage of their
tumour helps them make informed choices and can be reassuring to manypple, provided
their preferences to receive such information have been established first.
Health care professionals perspective
The TNM staging system should be used to stage patients with kidney cancer. Patients
should be informed that they can ask fothe results and when to do so. When informing
patients of their staging, health care professionals must ensure that they also explain their
meaning related to potential treatment choices to allow patients to make informed decisions
on their treatment.

Surgery

Patient perspective

Patients whose kidney cancer remains localised to the kidney and immediate surrounding
area are offered surgery to remove the whole kidney as their firihe treatment, except
where the tumour is small, in which case surgery wadd aim to remove only part of the kidney
or discuss active surveillance or ablative approaches. Patients should be offered minimal
access surgery (laparoscopic or robotassisted) where technically feasible and safe.
Following surgery patientsare advised of the histology of their tumour- stage and grade
and their risk of recurrence how often they will be scanned what scans will be used and
how long scanning will continue

Reasoning

Where the tumour remains localised, surgery normally offers thHmest treatment outcomes.

In tumours less than 4cm in diameter only part of the kidney need normally be removed to
preserve as much kidney function as possible. Tumours between-Zcm should also be
assessed for their suitability for kidney preserving suegy. For tumours larger than this,
which may also have spread to an adjacent major blood vessel, the adrenal gland or other
immediately adjacent tissue, the whole kidney is likely to be removed. It is important that
patients understand treatment choices ad the reasons for recommending a particular
treatment, and that they are included in the decisiommaking process. Minimal access
surgery should be offered where appropriate due to the shorter hospital stay, lower
complication rate and more rapid postoperative recovery time.Due to the lack of adjuvant
treatment ongoing monitoringendeavoursto identify recurrenceas soon as possible.

Health care professionals perspective

All patients with cT23NOMO suspected kidney cancer are referred to a specialist centre for
kidney surgery as firstline treatment and afterwards areadvised of their prognostic risk
group. Partial nephrectomy should be considered in all patiestwith cT1-NOMO tumours.
Minimal access surgery should be offered to all patients where appropriate and referral to
centres that offer it made if needed.



Ablative therapy

Patient perspective

Patients should be offered percutaneous ablative treatment (copblation or radiofrequency
ablation) as a treatment for small kidney cancers; especially in those patients who cannot
have surgery or who do not wish to do so.

Reasoning

Removal of the tumour remains the most effective treatment for these patients. Iiglcannot
be achieved by surgery, ablation of the tumour is the most effective alternative. Patients
must be informed so that they are able to participate in this decision and understand the
underlying reasons for it.

SABR (radiotherapy ablation) is coniglered a possible future option, although this has yet
to be appraised by NICE.

Health care professionals perspective

All patients with cT1aNOMO kidney cancers should be offered percutaneous ablation as a
treatment option. This is especially the caséor patients who are unsuitable for surgery, or
who have expressed a strong desire to avoid surgery.

Active surveillance

Patient perspective

Patients who have small renal tumours are considered for active surveillance and have this
discussed as atreatment option and the reasons for this are fully explained to them so that
they are involved in the decision.

Reasoning

Kidney cancers may grow extremely slowly and the risk of metastases is low when tumours
are smaller than 4cm. It is particularly imprtant to ensure that patients, families and carers
are fully informed of the benefits of active surveillance and the reasons for offering it.
Patients and their families can become very anxious if they perceive this treatment option
as a lack of treatmert.

Health care professionals perspective

In patients with tumoursO4cm active surveillance with regular imaging should be considered
as a treatment option, especially in patients with lesions <2cm, or who are frail or who have
comorbidities that increase he risks of surgery. A biopsy should be offered to patients to
identify the aetiology of the lesion and tailor surveillance. Tumours which are growing rapidly
or to a size of >4cm should be considered for treatment with either ablative methods or
surgery. Patients not fit for intervention are therefore not candidates for active surveillance
and may not require any further imaging.

Systemic anticancer therapy (SACT)

Patient perspective
Patients who have locally advanced primary tumours or where the caar has spread to other

parts of the body, will be assessed for systemic therapy. The extent of the metastatic
disease will be staged by cross sectional imaging prior to starting treatment. Patients will
be informed about the SACT that is being recommendednd the reasons for doing so;
this will include possible sideeffects and any treatments that might be used to combat
them. Patients are not expected to make decisions without all the information they need
to make those decisions, or be expected to do thir own research

Reasoning

Patients with advanced or metastatic kidney cancer have improved survival when treated
with SACT (antiangiogenic tyrosine kinase inhibitors and/or immunotherapy) and this will
maximise the number of additional life years thesgatients experience. Patients with slowly



progressive kidney cancer may be appropriate for active surveillance for a period before
receiving SACT,; there is no evidence that this impacts on long term outcome and patients
avoid having side effects from treahent, which must be communicated to relevant patients.

Health care professionals perspective

Patients with advanced or metastatic kidney cancer are referred to an oncologist who
specialises in the treatment of kidney cancer patients and receive systemimg@-cancer
treatment if medically fit, or are placed on active surveillance prior to SACT. Patients with
metastatic disease are assigned a prognostic score (MSKCC or IDMC score) before
commencing treatment.

The use of SACT has increased in recent years with more patients being treated with this
therapy. As a result, side effects from this group of drugs has lead to increasing contact
with Oncologists and Oncology Specialist Nurses for affected patientdn addition, the use

of immunotherapy to treat patients with advanced kidney cancer is likely to continue
increasing as more of these treatments are approved.

\ Supportive and palliative care

Patient perspective

Patients with incurable kidney cancer are alel to receive treatment to control their
symptoms and they, their families and carers have access to psychological, social and
spiritual support if and when they need it.

Reasoning

Holistic care for kidney cancer patients, their families and carers is iroptant at all stages of
the disease, but particularly so when it has reached an advanced stage. Supportive and
palliative care should be provided in a way that is responsive to the varying needs of patients,
families and carers and which is fully integratd into any ongoing cancer treatment provided
for the patient.

Health care professionals perspective

Patients with incurable kidney cancer (regardless of whether they are receiving ongoing
cancer treatment or not) are offered access to supportive and paditive care expertise if
needed from hospital or community services as appropriate.

Patient management and involvement

Multi-Disciplinary Team
Patient perspective
Patients with kidney cancer should be listedabled  at a specialist multidisciplinary team
(MDT) before management options are discussed with the patienDuring and since the
COVI D pandemic MDT®s have more commonly

continue. There is no evidence thatthe movetonl i ne MDT®s has i mpacted

Patients should be given timely information about the MDT process and estimated
timescales. The MDT should ensure that a holistic approach is taken to their overall
wellbeing and that this informs decisions aboutreatment made in the MDT.

Reasoning

A multidisciplinary team is very important in ensuring that patiergentred treatment is
provided and that it is optimised to achieve the best possible outcome as well as a high
quality of life for the patient. Patiets may need reassuring that the timescales needed will
not impact on the progress of their disease, and that their holistic needs are being taken
into account.

Health care professionals perspective
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All patients who are being considered for treatment for #hey cancer should be listedéabled

/discussed (as appropriate) by a specialist muHiisciplinary team. In conjunction with clinic
assessment the MDT wil/l assess allied services
taking into account indivilual needs and preferences, quality of life, symptom burden and

the presence of caexisting medical conditions.

Patient information
Patient perspective
As soon as kidney cancer has been confirmed, patients should be given an overview of what
kidney cancer is, what kind of treatment plan they can expect and estimated timescales
involved. They should be directed to reliable sources of information (see Addendum) and
encouraged to be actively engaged with their treatment. After a period of time to reflect on
their diagnosis, they should be asked about the level of information and involvement they
want to have. They should be introduced to a named key worker such as a clinical nurse
specialist. Following biopsy/surgery an explanation of the pathology resulthauld be
offered together with an indication of the future risk of recurrence/spread.
Reasoning
A diagnosis of cancer can result in significant anxiety and this should be taken into account.
Patients are more likely to have lower levels of anxiety and tigr levels of trust throughout
their treatment if they receive a level of information they are comfortable with and are actively
engaged with their medical team.
Health care professionals perspective
All patients are introduced to a named key worker andare consulted on the level of
information and involvement they would like to have, which should be recorded and taken
into consideration in future consultations/treatment decisions etc. The level of information
and involvement should be reviewed periodidey to ensure that it still meets the needs of
the patient.

Clinical trials

Patient perspective

Patients are informed about relevant clinical trials available at their centre and elsewhere
and are given the opportunity to take part if eligible.

Reasoning

Clinical trials are not only an important element in advancing research and the development
of new treatments, but also act as a strong motivator for many patients who want to take
part and to have the chance of trying new and possibly more effége treatments.

Health care professionals perspective

All patients are considered for participation in available clinical trials, wherever eligible.

Survivorship monitoring

Patient perspective

Following successful active treatment, patients should beformed aboutthe lack of an
adjuvant treatment and why ongoing monitoring is necessary, including how long
monitoring will be continued, what form monitoring will take, how frequently it will be
carried out and how to access further support in the aftetreatment period if they need
it. Scanappointments should be scheduled in line witthe agreed aftertreatment plan
and scanresults should beavailable to patients within 2 weeks of the scan report being
availableis considered reasonable

Reasoning

Many patients familiar with other cancer protocols are rtoaware that kidney cancer
does not respond to traditional adjuvant treatment used for othiecancers so it is
important that they understand the reason for the contined monitoring Although their
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treatment has been successful, many patients remain anxious that the cancer might
return and if all support is stopped on successful treatment complien, they can feel
abandoned. Making patients, carers and families aware of the availability of ongoing
support (support groups etc.) is a tremendous help in their holistic recovery from kidney
cancer. Scan resuls should be available to patients as@on as possible after the scan
to avoid unnecessary distress to patients.

Health care professional perspective

Patients should be given an aftetreatment plan at the point of successful treatment
completion, explaining to them how and for how lonthey will continue to be monitored, and
signposting access to additional support that may help them during this perioccan results
should be available to patients as soon as possible afteeceipt of the scan report, within2
weeks is considered reasonale.
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Implementing the Quality Service Values

The quality service values may be used by individuals to check their own practice, but
they are probably more valuable when applied to diagnosis and treatment centres and
the services that they provide. Thg are not intended to be quantitative measures but
should rather be used as aspirational statements.

We would like to encourage diagnosis and treatment units to endorse this consensus and
it may be useful to display the Patient statements within these usior to make them
available to patients via alternative means.

We would also encourage units to identify parts of their services that could be improved
and to use the quality service values to guide these improvements.

Next steps andrecommendations

We would like to see some simple quality performance indicators introduced and the next
stage of development of the quality service values is to assess the feasibility of converting
them into statements that can be measured using existindata that are already gathered.

Ultimately, we believe that this work should underpin the development of a Clinical
Guideline and Quality Standard, which should be developed by the National Institute for
Health and Care Excellence (NICE).
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ADDENDUM

Common guestions from patients and carers

The following is a list of questions that are commonly asked by patients at different stages
in their treatment. Health care professionals should be prepared to answer these
guestions and to direct paténts and carers to reliable sources of information that address
them.

Whilst not every patient will want to have information on all of these topics, it is important
that they are able to ask these questions at any time in their treatment pathway and that
they know where to go for further information if they wish to know more.

Please note that this is not intended to be an exhaustive list of questions, but it covers the
topics that patients and carers askabout most frequently.

Newly Diagnosed

| have blood and blood clots in my uriné how will that be treated until | have my
nephrectomy?

| have bouts of severe pair? how will that be treated until | have my nephrectomy?

How can kidney cancer be diagnosed from a scan? How do they know it is nggant?

How soon will | see a consultant?

What does my future hold?

Why do some people have biopsies and not others?

What will happen after | ®ve had a biopsy?
How soon should | have my operation?

I've got to wait weeks for before | can see apecialist and start treatment will the
cancer grow while I'm waiting?

How long has the tumour been there?
Is there a support group near me?

Is there any online support?

General

Lots of confusion over what staging, grading, Leibovich means and howapplies to
patients.

Can having kidney cancer cause changes to my menstrual cycle?
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Should | chase a scan/consultant appointment if my hospital has not sent an
appointment when expected?

Can | get a copy of my scan results report?

Canlgetac opy of |l etters between the hospital and
what can | do?

Are there any tumour markers for kidney cancer?

Is it realistic to expect a complete cure if a tumour has been caught early and there is no
spread?

What is a keyworker/CNS?

What is embolization?

What is ablation?

What is a positive margin?

Is there a link between high blood pressure and kidney cancer?

Is it genetic, is my family at increased risk?

Monitoring after Treatment

Why does it take weeks fosome people to get scan results and others get them
quickly?

Can | continue to work during and after treatment?

Should | have blood tests before | have scans?

What is the contrast used during scans and why is it used?

Why do | have to drink lots ofvater before a scan?

What side effects can you get from the contrast used during scans?
Why do some people have a CT scan and some an MRI scan?

Why do some people have a CT scan and some have an ultrasounelfay?

Why are we only scanned on the chest, ladomen and pelvis? Why do we not get
regular brain or bone scans?

How long will | need to be scanned for?

I have read that kidney cancer can return many years later, why am | not being scanned
for more thanx years?
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Is there any special diet for somene with kidney cancer/following nephrectomy?

If I get further spread, how will it be treated?

| am always so exhausted, could this be a side effect of kidney cancer? (after diagnosis

and months after nephrectomy)

| still have occasional pain over the g of the removed kidney months after
nephrectomy? is this normal?

Can | consider myself cured if | am clear of cancer after 5 years of monitoring?
How do | live well after treatment?

Surge

What is robotic surgery?

Why do you get windfollowing nephrectomy?

Il ®m very const i pat?zewy isathissasdrwhahcamle@abautétz t 0o my

How long will | be in hospital assuming no complications?
How long does a nephrectomy take?
How long before the op do you have a pr®p?

Drug Treatment

Can | have treatment breaks?

My oncologist has suggested | go on @, drug
Do I need a letter when travelling abroad under treatment?

Do | need to stay out of the sun?

Can | get travel insurance?

Can | take other dugs, such as painkillers and coldreatments  while on treatment?

What side effects can | expect?

Recurrence/Spread

|l ®ve just been told my cancer has returned,

How long will I have to wait to see aomncologist?

t

w h
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