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The considerations and potential impact on equality and health inequalities have been considered throughout the quality standard development, process according to the principles of the NICE equality policy and those outlined in Quality Standards process guide.
[bookmark: _Toc109224098]

[bookmark: _Toc138944320]STAGE 1. Topic engagement    
	1.1 [bookmark: _Hlk110604024]What approaches have been used to identify potential equality and health inequalities issues during development of the topic engagement proforma?

	Review of the EHIA for the source guideline Kidney cancer: diagnosis and management. NICE guideline in development. (Stages 2 & 3)



	1.2 [bookmark: _Hlk110604289] What potential equality and health inequalities issues have been identified during development of the topic engagement proforma?

	1) Protected characteristics outlined in the Equality Act 2010 

Age: 
Older people may face difficulties engaging in and accessing healthcare due to physical health difficulties, living alone, lack of social and practical support, or living in a care home. Some may also have caring responsibilities that means they delay or cancel treatment. Difficulties travelling to specialist or tertiary care centres, due to mobility issues, cost and availability of transport and in some cases the need to be accompanied by a carer, may limit the availability of a full range of treatment options for some older people.
Younger adults may face some additional costs associated with attending appointments, if they have to pay for childcare.

Disability: 
Some people with disabilities and their carers may have additional needs for support. They may need information and advice to be provided in accessible and alternative formats. People with sensory impairments may not be able to access and use online resources and may need additional support to ensure they are able to participate fully in the decision-making process. Advocates, family members or carers may need to support decision-making or to make decisions on behalf of someone where legally allowed.
Many people diagnosed with kidney cancer are older people. If they also have dementia it can affect their ability to understand and make decisions about treatment options and to comply with treatment.
People with learning disabilities experience multiple inequalities in health. A 2021 report highlighted that 49% of deaths among people with a learning disability were rated as ‘avoidable’ compared to 22% among the general population. 8% of these avoidable deaths were linked to all cancers.
Some people with disabilities may need support to travel to and attend appointments and to receive treatments. Reasonable adjustments may be needed.
Many people with cancer will experience depression or anxiety and may require psychological assessment and intervention. Some people with cancer are not receiving timely access to mental health support. Barriers include lack of staff time and training in assessing needs for mental health support and lack of awareness as to the potential sources of support that might be available.
Gender reassignment:
Trans people undergoing diagnosis and treatment for cancer may have concerns about being treated with respect and dignity during discussions about gender identity and gender history, and concerns about being admitted to single or mixed-sex hospital wards. People who are undergoing transition may have concerns about the impact of cancer treatments on their plans for transition and concerns about the impact of any gender-affirming treatments on any treatments for cancer.
Pregnancy and maternity:
Most diagnostic tests and treatments for kidney cancer are likely to be delayed until after pregnancy. Many systemic anticancer drugs would mean breastfeeding would need to be avoided.
Race: 
Women from some minority ethnic groups have some cultural barriers to reporting cancer-related symptoms, including kidney cancer, to healthcare professionals.
Limited English proficiency may mean that some people face additional challenges in navigating the healthcare system and in understanding and making informed choices about treatment options. Some people may need additional support in this area and for information to be provided in alternative languages and formats.
Religion or belief:
Some people have cultural and religious preferences that may prevent them discussing some of the symptoms of kidney cancer such as blood in their urine, with their doctor. Some people may also have preferences to keep their kidneys and so have partial nephrectomies.
Sex:
A study by Zhou et al 2019 in high-income countries, found that women were more likely than men to experience delays in diagnosis of kidney cancer. Kidney cancer in both sexes tends to be diagnosed either through incidental findings of investigations for other conditions, or at advanced stages.
Sexual orientation:
No specific issues identified.

2) Socioeconomic status and deprivation 
The incidence of kidney cancer and mortality from kidney cancer is linked to deprivation, in particular among women. In England, the incidence of kidney cancer in women is 40% higher in the most deprived quintile compared to the least deprived quintile. In men, the incidence is 17% higher. Mortality from kidney cancer is 44% higher for females and 28% higher for males from the most deprived quintiles when compared to the least deprived quintiles (Cancer Research UK). 
People on lower incomes may find it harder to take time off work to attend appointments, for example, if they are on zero-hours contracts or only have access to statutory sick pay. People on lower incomes or who live in areas of deprivation may have reduced access to online resources offering information and support.

3) Geographical area variation
An audit of kidney cancer services carried out in England by Kidney Cancer UK in 2022 based on 2017-18 data, found marked variation in the quality of kidney cancer services when analysed by NHS Trust and Cancer Alliance. These occurred throughout the pathway and included variations in the proportion of diagnoses made at a stage when tumours were curable, the type of surgery patients received for tumours at a particular stage, and the proportion of patients with metastatic kidney cancer that received systemic pharmacotherapies. The audit confirmed that variations in treatments offered and the timing with which they are offered, affects survival rates. 
The results of an annual kidney cancer patient survey highlighted variation in practice, particularly around the provision of mental wellbeing support for people with kidney cancer (Kidney Cancer UK 2022).
A study by Harrison et al 2023 focused on follow-up care after surgery for kidney cancer and identified concerns about variations in the content and quality of follow-up care, among different hospitals and treatment centres in the UK. In addition, there is regional variation in access to care. People who do not live near tertiary centres may not be offered all options for the management of kidney cancer if they are not available locally. Difficulties in travelling longer distances due to cost, disabilities, or caring responsibilities, may limit some people’s access to a broader range of treatment options.
4) Inclusion health and vulnerable groups 
Some people have low health literacy which may result in them presenting with later-stage cancers and requiring more extensive treatment. In addition, people with low levels of literacy and health literacy may find it harder to understand the treatment options that are available to them. Information may need to be provided in accessible formats and face-to-face appointments held, to ensure that they are able to fully engage in the decision-making process and make informed choices about treatment options.
Some people may have limited access to or difficulty using technology which can be a barrier to being able to use online resources providing information and support about kidney cancer. Some people may need additional support to access and use online resources, or where internet access is unavailable or limited, resources may need to be provided via alternative means.



	1.3 [bookmark: _Hlk110604868]How can the identified equality and health inequalities issues be further explored and considered at this stage of the development process?

	
The equality and health inequality issues identified in section 1.2 could inform comments on an area of priority for quality improvement from stakeholders. The issues identified in section 1.2 could also be used to inform the focus of quality statements, quality measures or equality and diversity considerations for statements once topic engagement comments have been received from stakeholders and considered by the committee.
The quality standard will be developed alongside the guideline and if recommendations are made to address equality issues in the areas prioritised for the quality standard these will be considered in development of the statement and supporting information. 



	1.4 Do you have representation from stakeholder groups that can help to explore equality and health inequalities issues during the topic engagement process including groups who are known to be affected by these issues? If not, what plans are in place to address gaps in the stakeholder list? 

	The stakeholder list for topic engagement includes organisations that can help to explore equality and health inequalities issues. We will be using the stakeholder list developed with the NICE Public Involvement Programme (PIP) for the guideline which includes organisations focussed on engagement and participation by people who have lived experience of kidney cancer.	



	1.5 How will the views and experiences of those affected by equality and health inequalities issues be meaningfully included in the quality standard development process going forward? 

	Lay committee members with lived experience will be asked for input at committee meetings and key points through development of the quality standard.
We will work with key patient stakeholders and actively contact these organisations, alongside contact via the NICE public involvement programme, for response to topic engagement and consultation on the draft quality standard. We will ensure their views are presented to the committee.
We will include any evidence of inequality issues in the briefing paper that will be considered by the guideline committee when considering areas to include in the quality standard.



	1.6  Has it been proposed to exclude any population groups from coverage by the quality standard? If yes, could these exclusions further impact on people affected by any equality and health inequalities issues identified? 

	Kidney cancers in children are not included in the scope for this quality standard because they are managed and treated as paediatric cancers in a different pathway. There is a published quality standard on the care of children and young people with cancer (QS55).
The exclusion will not have further impact on people affected by the equality and health inequalities issues identified.
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[bookmark: _Toc138944321][bookmark: _Toc109224100]STAGE 2. Consultation 
	2.1 How inclusive was the topic engagement process in terms of response from stakeholders who may experience inequalities related to the topic (identified in 1.2)?

	5 stakeholders responded to topic engagement, including national NHS organisations, 2 of the key voluntary organisations specialising in supporting people with kidney cancer, 1 professional body and 1 research organisation. Guideline committee members also responded to topic engagement, including 2 lay members.
Stakeholders highlighted a number of topic specific health inequality issues which are included in section 2.2. They also highlighted the general need for services to be accessible and for reasonable adjustments to made to ensure people are able to access the support and care they need.



	[bookmark: _Hlk110608537]2.2 From the topic engagement exercise and the committee’s considerations thereof, what were the main equality and health inequalities issues identified? 

	The following issues relevant to the quality standard were highlighted by stakeholders either at topic engagement or during development of the guideline.
Age
Younger people are more likely to experience diagnostic delay as cancer is less common in younger people. Younger people are more likely to have consulted a doctor 3 or 4 times before referral, and they may be referred through a less urgent route compared to older people.
People diagnosed with RCC at a young age, especially those with a heritable RCC predisposition syndrome, may receive imaging for surveillance and / or follow-up for long or repeated periods over their lifetime. These groups will face cumulative risks from any imaging (such as radiation from CT).
Disability
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 all treatment options.  Instead, they have no options except active surveillance and then palliative care.
CT and MRI machines have an upper weight limit due to safety and the design of the equipment. Therefore, some people with obesity may have reduced options available for imaging for diagnosing RCC, for conducting active surveillance or follow-up after treatment.
Pregnancy and maternity
Most diagnostic tests and treatments for RCC are likely to be delayed until after pregnancy. The guideline committee noted that this would apply to some types of imaging conducted as part of active surveillance or follow-up after treatment as well.
Socio-economic deprivation
It has been noted in sections above that people on lower incomes may find it harder to take time off work to attend appointments, for example, if they are on zero-hours contracts or only have access to statutory sick pay. The committee noted that this may be particularly relevant to people undergoing active surveillance or follow-up after treatment, both of which usually require repeated appointments over a number of years.
The expense of travel for diagnosis or management options which may only be offered at tertiary centres – for example biopsy, partial nephrectomy, minimally invasive radical nephrectomy – can also create barriers to access. Difficulty attending appointments may be exacerbated by other equalities issues such as disability or caring responsibilities, creating cumulative burden.
Geographical variation
Variations in quality of care due to regional variation in availability of some options for management of kidney cancer were highlighted many times by stakeholders. They noted that availability of contrast-enhanced ultrasound for diagnosis of RCC is limited due to availability of trained radiologists to conduct the scan. The infrastructure and staffing to deliver a biopsy service is variable across UK. Some surgeries for treating RCC – such as partial robotic nephrectomy, minimally invasive total nephrectomy, and cytoreductive nephrectomy – are still most often offered at specialist or tertiary centres. There is also limited availability of Clinical Nurse Specialists (CNS). This presents barriers to access for people living in rural or remote areas, or far away from tertiary centres. Other equalities characteristics which may make travel difficult will exacerbate these issues. 


	2.3 [bookmark: _Hlk110608933][bookmark: _Hlk161151855] How have the committee’s considerations of equality and health inequalities issues identified in 1.2 and 2.2 been reflected in the quality standard?  

	The statements in the draft quality standard were prioritised to address geographical variation in the quality of care for people with kidney cancer. The draft quality standard includes a diversity, equality and language section which highlights the importance of providing accessible information and providing access to interpreters or advocates if needed.  Specific equality and diversity considerations have also been added to statements as follows:
Statement 2 on biopsy and statement 5 on uro-oncology multidisciplinary team to ensure that all people who are suitable are offered biopsy or SACT regardless of where they live, even if they need to travel to another hospital for it.
Statement 2 on biopsy, statement 4 on surgery with curative intent, statement 5 on follow-up imaging and statement 6 on specialist uro-oncology multidisciplinary team - to ensure that people should be made aware that they may be eligible for the NHS healthcare travel costs scheme.
Statement 4 on surgery with curative intent - Healthcare professionals should ensure that people with RCC are not excluded from surgery with curative intent because of their age, disability or where they live. They should support people to consider all the treatment options carefully, even if they will need to travel to another hospital, before deciding which option suits them best.
Statement 5 on follow-up imaging - People diagnosed with RCC at a young age, especially those with a heritable RCC predisposition syndrome, may receive imaging for follow-up for long or repeated periods over their lifetime. They will face cumulative risks from any imaging such as radiation from CT. Healthcare professionals should consider this when considering imaging modality and in developing a follow- up plan.
Statement 5 on follow-up imaging- Follow-up imaging may need to be delayed, or a different type of imaging may need to be used for people who are pregnant.



	2.4 [bookmark: _Hlk110610089] Could any draft quality statements potentially increase inequalities?

	The statements on biopsy (statement 2), treatment with curative intent (statement 4), follow-up imaging (statement 5) and uro-oncology multidisciplinary team (statement 6) could potentially increase inequalities where types of imaging or treatments are only available in bigger specialist centres. The statements emphasise that people should be told about the full range of options and can be referred to another hospital for it. Not everyone will be able to travel, however, so may not be able to access the treatment or imaging in another hospital, even if they would like to.



	2.5 [bookmark: _Hlk161151895]Based on the equality and health inequalities issues identified in 1.2 and 2.2, do you have representation from relevant stakeholder groups for the quality standard consultation process, including groups who are known to be affected by these issues? If not, what plans are in place to ensure relevant stakeholders are represented and included?  

	We have relevant stakeholders registered for this topic and a number of key stakeholders will be contacted for comment.



	2.6 [bookmark: _Hlk161151945]What questions will you ask at the stakeholder consultation about the impact of the quality standard on equality and health inequalities?

	The standard consultation question asking for comments on the EHIA and equality considerations will be included.
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