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STAGE 1. Surveillance review

Date of surveillance review: November 2023

Focus of surveillance review: Genetic testing eligibility, mainstreaming genetic
testing, mammography surveillance, risk assessment, counselling sessions
and risk reducing surgery

Exceptional review

1.1

On reviewing the existing EIA or EHIA and issues log for the guideline(s), describe
below any equality and health inequalities issues relevant to the current surveillance
review

During guideline development the committee discussed the following issues of relevance
to the surveillance review:

e Those with intellectual disabilities: assessing the mental state/capacity of an

individual with intellectual disabilities can be a complex process due to the
difficulties associated with determining medical history. Understanding a woman’s
development and learning disability will therefore affect the assessment and what
conclusions can be drawn from it. In light of this, the Committee thought that for
those with intellectual disabilities, appropriate assistance such as
interpreters/carers should be present when needed to make decision making
easier for the individual. Those with intellectual disabilities were thought less likely
to seek advice when needed and should be encouraged by family members/carers
to attend clinics.

¢ English not first language: individuals who do not speak English as a first language

may not be able to fully describe their medical history in English. Consequently, the
committee highlighted it may be difficult to accurately establish clinical
characteristics and symptom history which could lead to misclassification. This also
has implications for discussing and understanding the different treatment options
and benefits and harm associated with them. Interpreters where possible should be
available to assist.

¢ Written information: The committee noted that providing appropriate written and

verbal information on risks and benefits would give women the opportunity to make
an informed choice. The committee agreed this could be assisted by a patient
decision aid to include specific examples of these risks and benefits. Facilities to
assist those with low literacy/first language not English should be available
throughout the process.




¢ Religion/culture — the committee noted that in some religions and cultures, cancer is
not openly talked about which prevents family members from seeking further help
early on.

e Sex/gender reassignment: the committee noted that although the evidence related
specifically to women, breast cancer can also affect men however is much rarer in
this group.

¢ Refugees and asylum seekers: the committee also noted that these groups may
have limited knowledge of their family history.

1.2 Did you identify any equality and health inequalities issues through initial intelligence
gathering (for example, national policy documents, topic expert/patient group
feedback, evidence searches, implementation data)?

We sought the advice of topics experts during this review and specifically asked if they
were aware of any issues related to inequalities for specific subgroups of the population?
No new issues were raised by topic experts.

This surveillance review was conducted at the same time as the guideline NG241:
Ovarian cancer: identifying and managing familial and genetic risk was being consulted
on. Due to the overlap of some topic areas (such as genetic testing), the equality impact
assessment for this guideline was considered because some equality issues identified for
that guideline are potentially relevant for CG164:

Race: Rate of familial breast cancer is higher in Ashkenazi Jewish ethnicity which may
lead to inequalities in testing.

Socio-economic factors:

e For most cancer types, incidence rates in females and males in England are higher
in the most deprived quintile compared with the least (2013- 2017). There are
some exceptions where incidence rates are higher in the least deprived quintile,
including female breast, prostate, and melanoma skin cancers.

e Cancer deaths in England are more common in people living in the most deprived
areas.

e There are inequalities relating to socioeconomic factors in access to genetic testing.

Other definable characteristics: there may be geographical factors in access to genetic
testing. Online appointments may need to be considered as an option.



https://www.nice.org.uk/guidance/ng241
https://www.nice.org.uk/guidance/ng241

1.3 If you have consulted stakeholders or topic experts, what questions did you ask
about equality and health inequalities issues?

We did not consult for this topic.

1.4 What equality and health inequalities issues have been identified during this
surveillance review and what was the impact on the current review and outcome
decision? [If an update is proposed, include information in the update and outcomes
plan]

The main area proposed for update is related to genetic testing. Ensuring assessment of
risk across all populations and consistent access to genetic testing services will need to
be considered in the update.

Completed by surveillance reviewer: EMF, Technical Adviser
Date: November 2023
Approved by NICE surveillance associate director: KN, associate director

Date: November 2023




STAGE 2. Informing the scope
Familial breast cancer (NICE guideline CG164)

Date of completion: 12/9/2025

Focus of guideline update: assessing carrier probability and thresholds for referral for
genetic testing, predicting the risk of developing breast cancer and risk reducing
mastectomy.

2.1 What approaches have been used to identify potential equality and health
inequalities issues during the check for an update or during development of the draft
scope?

A thorough approach was undertaken to understand the breadth of equality and health
inequality issues affecting people with a family history of breast cancer. We reviewed the
published evidence from a literature search of studies assessing equalities and health
inequalities in people with known pathogenic variants in breast cancer predisposition
genes or a family history of breast cancer. Other relevant sources of intelligence during
the scoping process included the CG164 2017 EIA and NG241 2024 EIA, the 2023
surveillance report and Breast cancer health inequalities briefing. The websites of
reqgistered stakeholder charities have also been checked for any information relating to
equality and health inequalities issues.

We met with committee members in a scoping meeting to discuss the equality and health
inequality issues identified from the literature search. We also asked the committee if
there were any other issues they were aware of that we should consider during the
guideline update.

2.2 What potential equality and health inequalities issues have been identified during
the check for an update or during development of the draft scope?



https://www.nice.org.uk/guidance/cg164/update/cg164-update-1/documents/equality-impact-assessment
https://www.nice.org.uk/guidance/ng241/documents/737
https://www.nice.org.uk/guidance/ng101/update/ng101-update-3/documents/health-inequalities-briefing
https://www.nice.org.uk/guidance/gid-ng10438/documents/stakeholder-list-2

Age

Although risk of breast cancer generally increases with age, diagnosis of breast cancer at
a younger age is more likely in women with pathogenic gene variants associated with
breast cancer. Mammographic surveillance may be less informative in younger women
as they are more likely to have dense breast tissue, which can interfere with
mammographic detection of breast cancer (Sessa et al. 2023). Concerns relating to loss
of fertility may also hinder younger people from deciding to undergo risk-reducing
bilateral salpingo-oophorectomy. Similarly, some evidence has shown that the time from
proband BRCA testing to receipt of BRCA testing by family relatives takes longer in
people under 40 years. The authors of the study speculated that this could be as a
consequence of oophorectomy only being recommended after women have completed
their families meaning that there is less clinical urgency in younger people. However, the
time from proband to family relative testing in this study could also have been longer in
younger people because they were more likely to be eligible for testing as second- or
third-degree relatives, and therefore more time was required to test intervening blood
relatives (Martin et al. 2020).

Women who have children and are at moderate and high risk of breast cancer may be
more likely to use tamoxifen as a chemo-preventative agent compared to women without
children. Interview data suggested that this was because people felt that reducing their
breast cancer risk meant they will be healthier for longer and therefore more able to look
after their families (Hackett et al. 2018). In studies conducted in Germany and France,
younger women and women with children have been shown to have higher psychosocial
needs, according to the Psychosocial Aspects of Hereditary Cancer questionnaire, when
initiating testing for high cancer risk (Bredart et al. 2008). A possible reason why younger
women may have higher psychosocial needs could be that they have fewer established
relationships and support systems; this may also pose future challenges when raising
genetic status in currently unestablished personal relationships. Younger women may
also have potential for higher rates of anxiety and depression if they have recently seen a
close relative go through breast cancer diagnosis and treatment, as they will be more
aware of the impact of a positive test result. This may be particularly difficult for women
who were children or adolescent when they experienced the breast cancer-related death
of a close relative. Genetic testing may also not have been available for older relatives
when they were in the same stage of life as younger people, meaning that they may not
have familial role models to support them during genetic testing. Young women may also
experience high levels of anxiety and stress around the decision whether to have risk
reducing mastectomy, which has only been offered to much younger women widely in the
last 7-10 years. For women in their twenties, the complexity of this decision may be
increased by worries about the effects of losing sensation in their breasts/ nipples while
they are still developing their sexual identity and the need to make decisions about being
able to breast feed in the potentially distant future. In addition, this age group are less
likely to have peers with experience of this surgery to speak to. Women with children may



https://www.journals.elsevier.com/annals-of-oncology
https://doi.org/10.1038/s41431-020-00783-9
https://doi.org/10.1007/s10549-018-4775-1
https://doi.org/10.3390/ijerph15020319

also face added anxiety and feelings of guilt around potentially passing on pathogenic
variants to their children.

Younger women and women with children may also have concerns related to the
negative effects associated with tamoxifen that are akin to menopausal symptoms (such
as fatigue, night sweats, vaginal dryness). Due to the teratogenic nature of tamoxifen,
women would also need to stop treatment at least 2 to 3 months before trying to
conceive, meaning that additional factors such as contraception would need to be
considered. Moreover, there are multiple appointments needed for surveillance and
younger people may have difficulties attending these if they have caring commitments
(for example childcare or care for older relatives). They may also struggle to attend
appointments if there is no flexibility about time of day (for example if they have to pick up
children from school or have difficulties getting time off work). These struggles could
increase mental strain on the individual and may limit their capacity to be involved with
usual social activities that they would otherwise enjoy.

Body image is an important factor to consider for women of all ages as it has
psychosocial implications. Younger women may have more options for surgery, but this
may not mean that younger women want to opt for these options. Conversely, older
women may want more options for surgery, including reconstruction surgery but are
limited due to fitness rather than age. These options, or lack thereof, could compound
any mental strain and anxiety associated with body perceptions experienced by the
individual.

Hormone replacement therapy (HRT) is associated with an increased risk in breast
cancer, which is an additional concern for women developing menopausal symptoms
during the perimenopause around the age of 50 years. Epidemiological evidence also
indicates that high breast cancer risk categories are associated with a greater absolute
increase in risk with HRT (Association of Breast Surgery).

Although not always the case, with increasing age some people can experience
increasing frailty, reduced physical ability, comorbidities and new disabilities that make it
harder for them to travel to appointments and take part in breast cancer care. However,
some people may experience similar issues at a younger age, while some older people
remain fit and healthy and may have caring responsibilities that make attending
appointments challenging instead. With increasing age, hearing and vision can
deteriorate and so some older people may need information provided in a suitably
accessible manner if they have hearing impairment or visual impairment.

Ethnicity

The rate of familial breast cancer is higher in people with Ashkenazi Jewish ethnicity,
which may lead to inequalities if the increased baseline risk of this population is not
accounted for in testing criteria. However, evidence has shown that BRCA1/2 testing in



https://associationofbreastsurgery.org.uk/media/purjvnvi/guidance-on-hrt-in-women-at-risk-of-breast-cancer-v10-19012025.pdf

Ashkenazi women has high acceptability (Manchanda et al. 2019). Currently the National
Genomic Test Directory includes women with breast cancer and Ashkenazi Jewish
ethnicity as an indication for testing. Genetic testing has also been offered to people of
Jewish heritage as part of the NHS Jewish BRCA Programme, which has been well
publicised and has received high uptake. However, the NHS Jewish BRCA Programme is
due to end in October 2025. Prior to the NHS Jewish BRCA Programme, most clinical
genetic departments had mechanisms in place to offer foundation mutation testing to
people with Ashkenazi Jewish heritage.

Black African women are less likely to go to their population breast screening
appointment compared to other communities in the UK. Only 49% of black African
women who are invited to population breast screening go to their appointment compared
to 67% of white women and 63% of black Caribbean women (Breast Cancer Now).
However, it is unclear that these disparities would still be present in people being
screened because they are at higher risk of breast cancer due to their family history.
Although more deprived and ethnically diverse areas tend to have lower uptake of breast
cancer screening, a study of British-Pakistani women from lower socioeconomic
backgrounds found that their views towards implementing stratified routine breast
screening were positive, and women in this community wanted to know their personal
risk of developing breast cancer (Woof et al. 2020).

Evidence has shown that uptake of risk-reducing bilateral salpingo-oophorectomy is
significantly lower in black and Asian women with BRCA1/2 pathogenic variants
compared to white women with BRCA1/2 pathogenic variants (Hassan et al. 2025).
Although black women with breast cancer may be less likely to continue taking hormone
therapy to prevent recurrence of breast cancer (Breast Cancer Now), evidence has
shown that there is no difference according to ethnicity in reported use of risk-reducing
tamoxifen for women at moderate or high risk with no personal history of breast cancer
(Hackett et al. 2018).

People from ethnic minority family backgrounds may have additional barriers to receiving
healthcare, including different language needs and cultural expectations. People who do
not speak English as a first language may have difficulty describing their medical history
in English, potentially leading to misclassification of risk. Language barriers may also
make it more difficult to access information and discuss and understand risk-reducing
options and their associated benefits and harms. British-Pakistani women from lower
socioeconomic backgrounds have highlighted additional barriers to determining breast
cancer risk, such as limited IT proficiency for completing online risk assessment
questionnaires (Woof et al. 2020).

Disability
Fewer disabled people participate in population breast screening because of a range of
barriers, including lack of accessibility of screening equipment and screening locations. It
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is likely that these issues may still apply for disabled people undergoing screening for
increased risk of breast cancer due to their family history, and these issues may be
particularly exacerbated in people who need breast MRI surveillance, which takes longer
than mammographic surveillance.

It can be harder for healthcare practitioners to gather information about a person’s family
if they have a learning disability, and this degree of difficulty is dependent upon the extent
of the person’s disability. People with more severe learning difficulties will be more reliant
on their carers throughout genetic testing and counselling, and decisions may need to be
made on the person’s behalf where it is in their best interests. It can also be difficult for
healthcare professionals to assess the extent of a person’s learning disability, and this
can make it more difficult to determine what additional support a person with a learning
disability needs. People with a learning disability may also be less likely to seek advice
when needed. There is less uptake of screening in people with learning difficulties, and in
2017/18, only 52.2% of women with a learning disability had been screened for breast
cancer, compared to 68% of women without a learning disability (Mencap). It can also be
difficult for people with learning disabilities to find suitable information about cancer, as
books written for the general adult population can be difficult for them to follow (Cancer
Research UK).

A person with a learning disability may have additional information needs and require
information to be provided in a manner that addresses these needs to be fully accessible
for example easy to read information leaflets or verbal communication. In contrast,
people with sensory disabilities (for example, people with visual impairment) may require
information presented in Braille and verbally. Some disabled people (for example, people
with learning disabilities, dementia or who have more severe forms of autism) may
require the support of a carer or advocate to help them to understand what is happening
to them and to ensure that the consent that they give is informed. In certain situations,
there is also a need for best interest meetings where a multidisciplinary meeting is
arranged for specific decisions around the person’s care if they lack the mental capacity
to make the decision themselves.

Some disabled people may need support to physically access appointments (with travel
or accessing buildings) and a lack of availability of carers/ family members may
compound this problem. Additional preparation and support may also be needed to help
some disabled people, such as those with learning disabilities or neurodivergent people,
get used to the treatment environment before they have imaging or treatment.

Some evidence has shown that women with higher HADS-Anxiety scores have higher
psychosocial needs when initiating testing for high breast cancer risk (Bredart et al.
2008).

Religion and beliefs
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In some religions and cultures, cancer is not openly talked about which prevents family
members from seeking further help early on. It may also be the case that for some
people, screening contravenes their cultural values of modesty and privacy. Some
options for treatment, such as the willingness to access risk reducing options and breast
reconstruction, may also be limited/ complicated by cultural and religious factors.

Sex

Around 70% of women with a pathogenic variant in either the BRCA1 or BRCAZ2 gene
with develop breast cancer by the age of 80 (Cancer Research UK). Although lifetime risk
of breast cancer is generally below 1% for men carrying a pathogenic mutation in
BRCA1, PALB2, and CHEKZ2, it is between 2 and 8% if they have a BRCA2 mutation (UK
CGG). There is less evidence around breast cancer in men, however, it is known that
breast cancer is also more likely to occur in men who have higher levels of oestrogen (for
example due obesity and liver conditions), gynaecomastia, or Klinefelter syndrome
(CoppaFeel, Sessa et al 2023).

Gender reassignment

Trans people and non-binary people may face barriers to accessing healthcare services
(including access to testing). Gender-affirming hormone treatment can impact the risk of
breast cancer. The risk of breast cancer in trans women is about three times lower than
for women, but is still much higher than for men, as oestrogen therapy can lead to breast
tissue growth and an increase in breast cancer risk (OUTpatients). Trans women with a
family history of breast cancer may be less likely to be invited for population breast
screening where they are assigned male on their medical records. There are also known
issues with NHS IT systems, where it is not currently possible to add people who are
registered as male on their medical records to the very high risk (VHR) screening

programme.

Trans men have a five times lower risk of breast cancer than women, however, the risk of
breast cancer in trans men is still higher than for men (OUTpatients). Chest
reconstruction in trans men reduces breast cancer risk, but not to the same extent as
risk-reducing mastectomy, as some tissue is generally retained in order to construct a
masculine chest contour. Additionally, the appropriate screening modality for trans men
who have had chest surgery is unclear as mammography is difficult in this population
(Giblin et al. 2023).

Evidence from multiple studies has shown that adherence to breast screening is lower in
trans people compared to non-trans people. This could be due to anticipated
discrimination from healthcare professionals for both trans men and trans women. Trans
men may face additional challenges around screening as it is often incongruent with their
gender identity and may lead to increased gender dysphoria (Giblin et al. 2023). Breast
care services may not be adequately inclusive for LGBTQ+ groups.
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Sexual orientation

Screening uptake in lesbian woman and bisexual women is similar to heterosexual
women. However, breast care services may not be adequately inclusive for LGBTQ+
groups. For example, LGBTQ+ groups may be intimidated by heterosexually-oriented
cancer support groups, and mastectomy support groups discuss intimacy with partners,
which can make it difficult for people who identify as LGBTQ+ to participate.

Pregnancy and maternity

Screening with mammography can be safely performed during pregnancy, however, its
effectiveness is reduced as breast density increases during pregnancy and lactation. MRI
during pregnancy is not recommended due to the high level of background parenchymal
enhancement during pregnancy and lactation (NHS England). Fertility can be a concern
for people deciding whether to have risk-reducing bilateral salpingo-oophorectomy.
Additionally, chemoprevention agents are not suitable for people during pregnancy. The
BNF also states that tamoxifen suppresses lactation and should be avoided during breast
feeding unless the potential benefit outweighs the risk (BNF). The effect on their ability to
breast feed a baby at that time or in the future can also be a concern for people who
undergo mastectomy, especially if it is a bilateral mastectomy where tissues and
structures necessary for breast feeding have been removed from both breasts.

Socioeconomic deprivation

The least-deprived groups tend to have a higher incidence of breast cancer. This may be
due to factors such as higher rates of alcohol consumption, increased use of menopausal
hormone therapy, and oral contraceptives (Slade 2024). It is unclear whether the least
deprived groups also have a higher incidence of familial breast cancer.

Poorer outcomes, including increased mortality are observed in more deprived groups.
People in deprived groups are less likely to participate in breast screening and are less
likely to be referred urgently for assessment of breast symptoms. This can result in a
delay in diagnosis. People from deprived groups are more likely to have uncertain work
arrangements and higher personal costs when seeking healthcare, which may make
participation in screening and treatment more challenging. Transport availability and cost
may also be a limiting factor to people from deprived groups attending appointments and
as a result altering their treatment options. Women at moderate and high risk of breast
cancer in low socioeconomic groups may be aware of fewer breast cancer symptoms
compared to high socioeconomic groups (Green et al. 2023). Similarly, there is evidence
in women at moderate and high risk of breast cancer showing that people educated to
degree level were aware of a higher number of breast cancer symptoms than women
who were not educated to degree level (Green et al. 2023).

Evidence has shown that BRCA1/2 testing is significantly higher in less deprived social
groups (Martin et al. 2019), and some analyses have shown that time from proband
BRCA testing to receipt of BRCA testing by family relatives is quicker in the least
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deprived quintile compared to the most deprived quintile (Martin et al. 2020). Evidence in
women with BRCA1 and BRCAZ2 pathogenic variants with a personal history of breast
cancer has shown that bilateral salpingo-oophorectomy uptake was higher in women in
the least socioeconomically deprived areas compared to the most economically deprived
areas (Hassan et al. 2025). However, evidence in women at moderate or high risk with
no personal history of breast cancer, has shown that there is no difference in reported
use of risk-reducing tamoxifen according to socioeconomic status (Hackett et al.2018).

Geographical area variation

Breast cancer is most common amongst people from white ethnic family backgrounds.
Affluent areas in the south where these populations are most prevalent have more breast
cancers and breast cancer is least common among people living in deprived areas.
Differences in behavioural risk factors such as levels of obesity, alcohol consumption,
physical inactivity, and increased menopausal hormone therapy prescribing in different
populations may explain some of the geographical variation. NHS Breast Screening
Programme (NHSBSB) Statistics shows higher levels of breast cancer screening uptake
in more affluent areas so this may explain why people living in affluent areas in the south
of England are more likely to have screen-detected rather than symptomatic cancers.

In certain regions or rural areas specialist breast cancer care facilities may be limited and
people may have to travel long distances to access treatment. There is evidence to
suggest that the ‘extra travel time to treatment centres, costs (for example, on parking
and fuel) and inconvenience for rural patients and carers can compound what is already
a stressful situation (Breast Cancer Care 2011).’ It may also limit their treatment options,
for example, there may be variation in the number and type of breast reconstruction
surgeries offered in different geographical regions which may impact decisions people
make about risk-reducing surgery. Additionally, there is variation in the availability of
specialist menopause clinics which may be needed to manage treatment for the
menopause in people at increased risk of breast cancer.

Inclusion health and vulnerable groups

‘Inclusion health is an umbrella term used to describe people who are socially excluded,
who typically experience multiple overlapping risk factors for poor health, such as
poverty, violence and complex trauma’ (NHS England). The following groups in this
section were identified in relation to health inequalities and familial breast cancer.

People from inclusion health groups such as Gypsy, Roma, Traveller communities,
people experiencing homelessness, people in prison and migrants may face barriers to
registering with a GP practice and may not be invited for breast screening. They may
face financial challenges and may not be able to afford travel costs to attend breast
cancer screening or receive cancer care. Migrants may be deterred from seeking care
because of NHS charges and fear of medical information and their contact details being
shared with immigration enforcement. Migrants, refugees and asylum seekers may have
limited knowledge of their family history, which can hinder assessment of breast cancer
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risk. Conversely, some migrants may know their family history and have the language
skills needed to outline any breast cancer in their family history, but it would prove difficult
for health care professionals to confirm this as they do not have health records from the
migrant’s country of origin. For Gypsy, Roma and Traveller communities, barriers to
cancer screening services could include language difficulties, low literacy levels, poor
knowledge of the health system, and distrust in authority. They may also move around a
lot making it harder for healthcare professionals to access previous imaging results for
comparisons between scans. Other groups of people who may be vulnerable include
those who are adopted, in state or foster care because they may not know their family
history.

In prisons, breast cancer screening is mostly undertaken at the prison itself in a mobile
screening unit at an agreed frequency. This should be once every 3 years according to
the NHS breast screening programme. However, if a person arrived after the screening
unit visit then they may have a to wait until the next visit to be screened irrespective of
when their screening would have taken place in a non-prison setting, potentially delaying
their diagnosis if they have breast cancer.

2.3 How can the identified equality and health inequalities issues be further explored
and considered at this stage of the development process?

The aim is that the membership of the committee will represent various perspectives and
expertise so that equalities issues are adequately considered throughout the
development of the guideline. We will try to make sure that different viewpoints and
backgrounds are covered by appointing lay members with different perspectives,
expertise and lived experiences of familial breast cancer.

The guideline aims to give special considerations for the subpopulations identified in box
2.2 by taking these groups into consideration when developing review protocols and
making recommendations. The committee will consider whether evidence specific to the
subpopulations should be sought and whether any data identified should be analysed
separately. The committee will consider whether separate recommendations are required
for specific subpopulations to promote equity for each topic area.

2.4 Do you have representation from stakeholder groups that can help to explore
equality and health inequalities issues during the consultation 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?
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We plan to have a consultation period for the scope. Engagement with voluntary sector
organisations will be key in engaging with people with lived experience of familial breast
cancer including people who have undergone and/or have had genetic testing for
pathogenic mutations associated with an increased risk of breast cancer. We will work
with the NICE people and communities involvement and engagement (PCIEP) team to
encourage representation from stakeholder groups that can help to explore health
inequalities. We are not running a stakeholder workshop for this piece of work.

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

We have recruited lay members in enough time for them to contribute to the final scope
of the guideline and to provide input to this document. We will also consider asking
specific questions during guideline consultation addressing people with lived experience
to ensure we gain as much insight from their perspective as possible. This could
potentially be facilitated by having direct contact with voluntary/charity sector
organisations who engage with people who have lived experience. Examples of charities
include BRCA + chat, Prevent Breast Cancer and Breast Cancer Now. We will liaise with
lay members to identify any relevant charities that they might be already engaging with.
We also may engage with charities who represent certain groups, such as OUTpatients,
where there is a lack of evidence around groups who face particular equality and health
inequality issues.

In order to facilitate lay members participation in the committee meetings, we will
consider offering additional support, depending on their situational needs.

2.6 If applicable, what questions will you ask at the draft scope stakeholder consultation
about the guideline/update and potential impact on equality and health inequalities?

We do not plan to ask any specific questions about health inequalities during the scope
consultation.

2.7 Has it been proposed to exclude any population groups from the scope? If yes, how
do these exclusions relate to any equality and health inequalities issues identified?
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1. Children and young people under the age of 18 years are excluded from the scope of
this guideline. Even for people at very high risk of breast cancer due to pathogenic
mutations in breast cancer predisposition genes, the youngest age at which
surveillance commences is 20 years (in people with a likely pathogenic/pathogenic
variant in TP53) according to NHSE guidance on women are very high risk of breast
cancer. Similarly, risk-reducing treatment is unlikely to be considered in people under
18 years. Therefore, exclusion of this population of the guideline is unlikely to have an
impact on their care.

2. Men will be excluded from recommendations around the risk of developing breast
cancer prediction, surveillance and risk reduction strategies. The lifetime risk of
developing breast cancer is generally below 1% in men who have a pathogenic
variant in a breast cancer predisposition gene (except for BRCA2 where the lifetime
risk is between 2 and 8%). Men are not eligible for screening as part of breast
screening for very high risk women or population breast screening, and
mammaography is difficult in this population. It is also unlikely that risk-reducing
treatment would be considered in this population. Men are included in
recommendations relating to genetic testing, as a positive genetic test would have
implications for related family members.

3. Trans women and non-binary people born with male reproductive organs who do not
have a personal history of breast cancer, and have not received gender-affirming
hormone treatment for 5 or more years, will be excluded from recommendations
around risk prediction, surveillance and risk reduction strategies, but will be covered
by recommendations relating to genetic testing, as a positive genetic test would have
implications for related family members.

Completed by developer: Marie Harrisingh, Topic Lead

Date: 18/09/2025

Approved by committee chair: Dr Alison Cameron

Date: 18/09/2025

Approved by NICE quality assurance lead: Kate Kelley, Associate Director

Date: 18/09/2025

16


https://www.gov.uk/government/publications/breast-screening-higher-risk-women-surveillance-protocols/tests-and-frequency-of-testing-for-women-at-very-high-risk--2
https://www.gov.uk/government/publications/breast-screening-higher-risk-women-surveillance-protocols/tests-and-frequency-of-testing-for-women-at-very-high-risk--2
https://www.gov.uk/government/publications/breast-screening-higher-risk-women-surveillance-protocols/tests-and-frequency-of-testing-for-women-at-very-high-risk--2
https://www.gov.uk/government/publications/breast-screening-higher-risk-women-surveillance-protocols/tests-and-frequency-of-testing-for-women-at-very-high-risk--2
https://www.gov.uk/government/publications/breast-screening-helping-women-decide/nhs-breast-screening-helping-you-decide

STAGE 3. Finalising the scope
Familial breast cancer (NICE guideline CG164)

Date of completion: 24/10/2025

Focus of guideline update: assessing carrier probability and thresholds for referral for
genetic testing, predicting the risk of developing breast cancer and risk reducing
mastectomy.

3.1 How inclusive was the consultation process in terms of response from stakeholders
who may experience inequalities related to the topic (identified in 2.2)?

One hundred and ninety — eight stakeholders were invited to respond to the consultation.
We received comments from 16 organisations, 6 of which were from the voluntary sector:
Befriend your Boobs, Prevent Breast Cancer, the UK Charity for Triple Negative Breast
Cancer, OUTpatients, Breast Cancer Now and the National Hereditary Breast Cancer
Helpline. We also received comments on the scope from organisations including the
Association of Breast Surgery, the Royal College of Pathologists and the UK Cancer
Genetics Group (UK CGG).

3.2 Have any additional equality and health inequalities issues been identified during
consultation? If so, what were they and what potential solutions/changes were
suggested by stakeholders to address them?

One stakeholder noted that the absence of national funding and infrastructure for
surveillance of people with an increased risk of developing breast cancer who are not
covered by the very high-risk screening programme leads to poor delivery and inequalities
that may be exacerbated if recommendations are made to increase the pool of people
who are eligible for it without an increase in funding.

Another stakeholder noted that the scope had little mention of strategies to improve equity
of access in underserved groups.

Disability

The health inequalities faced by people with learning disability and autistic people were
highlighted by one stakeholder with reference to ensuring their equality of access. They
noted the importance of ensuring that reasonable adjustments are made for these groups
of people and that they are a legal requirement as stated in the Equality Act 2010. This
was in the context of removing barriers, providing support to enable people to receive the
assessment and treatment they need, for example, by providing information in formats
that are accessible and can be easily understood. They also highlighted the problem of
diagnostic overshadowing whereby the symptoms of physical illness ‘are mistakenly either
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attributed to a mental health or behavioural problem or considered inherent to the
person’s learning disability or autism diagnosis.’ Links to NHS information supporting
clinicians with the management of patients with learning disability and autistic people were
provided.

Gender reassignment

One stakeholder made several comments about the populations listed in the scope
focusing on the use of women in the scope to mean biological women and saying that we
should use the term cisgender women instead. They requested that the population of
trans men in the guideline be widened to include those with a significant degree of breast
development. The stakeholder noted that there are issues with NHS IT systems, where it
is not currently possible to add people who are registered as male on their medical
records to the very high risk (VHR) screening programme. They also highlighted the
importance of timely access to genetic counselling and appropriate screening because
this affects decision making about gender affirming interventions, including gender
affirming male chest reconstruction, risk reducing bilateral salpingoophorectomy and
whether to access oestradiol therapy.

Geographical area variation

One stakeholder suggested that the higher incidence of breast cancer in people from
white ethnic family backgrounds in the south of England may be due to Ashkenazi Jews
misidentifying as Caucasian.

3.3 Have any changes been made to the scope as a result of the consultation and
equality and health inequalities issues identified in 2.2 and 3.2? Were any other
changes made to the scope that may impact on equality and health inequalities?

No changes were made to the scope as a result of comments made at consultation
relating to equality and health inequalities issues. The issues that were noted by
stakeholders had either been previously identified but the stakeholder provided additional
detail, or we were unable to do as the stakeholder requested because it is not NICE style
to use the term cisgender women. No other changes were made to the scope following
consultation that are likely to impact on equality and health inequality issues.

Completed by developer: Marie Harrisingh
Date 24/10/2025
Approved by committee chair: Alison Cameron

Date 27/11/2025
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