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Summary

Age discrimination in the provision of health and care services
was banned in the UK in 2012. However there continue to be age-
related discrepancies in the prevalence, treatment and outcomes
experienced by people with breast cancer.

Ageism can manifest in a wide range of ways - ranging from overt
discrimination to unconscious bias to internalised ageist stereotypes
that can affect individuals' attitudes and assumptions.

While a range of factors underlie the differences in incidence,
diagnosis, treatment and outcomes for older people with breast
cancer as compared to younger people, the evidence continues
to suggest that ageist attitudes, both on the part of older people
themselves and on that of clinicians, may impact rates of diagnosis
and the treatment that people with breast cancer receive.

England has made good progress in improving breast cancer
outcomes and in taking steps to address age inequalities, however
there can be no room for complacency.

Robust data will be critical if we are to be able to continue to monitor,
recognise, and combat age discrimination around breast cancer.

There is also a need to continue to work to address gaps in older
people’s awareness of the signs and symptoms of breast cancer and
the risk of developing breast cancer in later life.

We also need to take steps to ensure that older people are not
prevented from accessing diagnosis or treatment as a result of
practical barriers caused by health and care needs or caring
responsibilities.

Ageism in breast cancer



Contents

Contents

Foreword

Introduction

Addressing inequalities in cancer outcomes

Why do older people with breast cancer experience
poorer outcomes?

Why do these differences exist?
Conclusion and recommendations

References

17

25

37

40

Ageism in breast cancer



Introduction

About this report

This report examines the extent to which ageism plays a part in
the diagnosis, treatment and care of people with breast cancer

in England. It also examines some attempts by the Westminster
government, and by healthcare systems at a local level in England,
to address differences in breast cancer outcomes by age.

\¥hat is breast cancer?

Cancer is caused by mutations within cells that lead to unregulated
growth causing tumours. When these changes occur in the breast
tissue this is called breast cancer.

Breast cancer is divided into one of four stages, which describe how
big the tumour is and whether it has spread. In addition, tumours
may be graded according to how abnormal the cancer cells appear.
Secondary (or metastatic) breast cancer occurs when breast cancer
cells spread to other parts of the body causing tumours elsewhere.

Breast cancer is the most common cancer in the UK. In 2015,
around 54,800 women and around 370 men were diagnosed. One in
seven women in the UK develop breast cancer during their lifetime,
and breast cancer is most common in older women* With 11,400
people dying from breast cancer in the UK every year, it is the fourth
most common cause of cancer death in the UK, accounting for 7%
of all cancer deaths in 2016.2

While many risk factors are associated with breast cancer, the risk of
developing breast cancer increases with age. Incidence rates for
breast cancer in the UK are highest in people aged 90 and over:3

What is ageism?

Ageism can be understood as impacting any group where age is

the basis of stereotyping or discrimination. Age discrimination is
prohibited in the EU through Article 21 of the Charter of Fundamental
Rights, which became legally binding through the Treaty of Lisbon in
December 2009.5
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There are three fundamental aspects of ageism:
* Stereotypes: what we think about people with respect to age
* Prejudice: what we feel about people with respect to age

* Discrimination: how we behave towards people with respect to
age

These three fundamental aspects that constitute ageism can also
be either:® self-directed or other-directed; either conscious or
unconscious (explicit or implicit); and either positive or negative.

In the UK, age is one of the characteristics protected from
discrimination under law” The legislation extends protection from
discrimination based upon age when using public services.

A ban on age discrimination in the NHS came into effect in 2012, in
line with the Equality Act 2010. Under this legislation, it is unlawful
for service providers and commissioners to discriminate, victimise,
or harass a person because of their age. Age can no longer be used
as a criterion for treatment or as a proxy for whether an individual
would benefit from treatment. Instead people must be assessed
individually, based on their own circumstances and needs.

However, it remains permissible for commissioners and planners
within the NHS to use age as a basis on which to provide services
where this is "objectively justified”. For example, this might include
the targeting of public health campaigns at particular age groups
shown to have particular needs or responding to an individual's
desire to mix with people from a similar age group to them.®

Non-discrimination is enshrined in the NHS Constitution, which
states: "The NHS provides a comprehensive service, available to
all irrespective of gender, race, disability, age, sexual orientation,
religion, belief, gender reassignment, pregnancy and maternity or
marital or civil partnership status.”

Under the Equality Act 2010, public bodies, including NHS England

and other NHS bodies, are required to publish equality information
annually and equality objectives every four years relating to efforts
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to promote equality across protected characteristics. However, there
are no current NHS England equality objectives for the period 2016-
20 that specifically focus on the issue of age discrimination.

Addressing inequalities in cancer outcomes

Assessing whether or not older people with breast cancer face age
discrimination in relation to their diagnosis, treatment and care is
not a simple task. It requires judgements to be made as to whether
differences in the treatment and care people receive at different
ages are the result of ageist attitudes and barriers or whether they
are down to clinically relevant factors affecting those individuals. In
the case of screening programmes, which are necessarily offered
to broad populations, it requires careful judgements around the
appropriateness of the use of age as a proxy for risk.

In this report we set out the evidence around the experiences and
outcomes of older people with breast cancer, examine where
inequalities exist and what has been done to address them, and
consider whether there is cause for continued concern around the
impact of ageism on older people with breast cancer.

Older people with breast cancer experience poorer mortality and
survival outcomes

Breast cancer survival has almost doubled in the last 40 years from
40% to 78%.°2 However, mortality is strongly related to age, and the
highest mortality rates for breast cancer are seen in older people.
Between 2014 and 2016, on average each year almost half (47%) of
breast cancer deaths in the UK were in people aged 75 and over.*°
As Figure 1 shows, age-specific mortality rates rise steadily from
around age 30-34 and more steeply from around age 70-74. The
highest rates for males and females are in the 9o+ age group.
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Figure 1: Breast Cancer (C50), Average Number of Deaths per Year and
Age-Specific Mortality Rates per 100,000 Female Population, UK, 2014-
2016
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Figure 2: Breast Cancer (C50), Average Number of Deaths per Year and
Age-Specific Mortality Rates per 100,000 Male Population, UK, 2014-
2016
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In terms of five-year survival rates, survival gradually increases from
85% in women aged 15-39 and peaks at 92% in 60-69-year-olds.
However, survival falls to its lowest point of 70% in 80-g9-year-olds
for patients diagnosed with breast cancer in England during 2009-
20131

Figure 3. Breast Cancer (C50), Five-Year Net Survival by Age, Women,
England, 2009-2013
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Action to address differences in the outcomes of older people with
breast cancer

Breast cancer mortality rates in the UK have decreased in nearly all
age groups since the early 1970s.*2 However, rates have increased
for the very oldest people with breast cancer, and discrepancies
between age groups still exist.

Age groups Change in mortality rates since 1970s
25-49 Decreased by 57%

50-64 Decreased by 50%

65-69 Decreased by 44%

70-79 Decreased by 27%

80+ Increased by 6%
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There have been a wide range of initiatives on cancer in recent
decades in the UK and several on breast cancer specifically to
attempt to address these differences in outcomes for older people.

Addressing inequalities in cancer: National and local initiatives
Cancer has been a priority for successive governments over recent
decades with the regular publication of national cancer plans to
drive improvements since 2000. In recent years we have also seen a
growing focus on addressing inequalities.

In 2007, the government acknowledged that serious improvements
in cancer outcomes could not be made unless inequalities in
outcomes for different groups were addressed. In response the
2007 Cancer Reform Strategy focussed health leaders’ attention on
addressing cancer inequalities. In particular, the strategy highlighted
the inequalities that exist for older people in awareness of cancer, in
access to appropriate treatment and in participation in clinical trials,
and it emphasised that our underlying assumption should always
be that older people should be given the same level of treatment as
younger people.*3

At a national level, a National Cancer Equality Initiative (NCEI) was set
up to bring together key stakeholders to develop research proposals
on cancer inequalities, to test interventions, and to advise on the
development of wider policy. It was also expected that further action
would be taken at a local level by the, then, primary care trusts, with
the support of their strategic health authorities and cancer networks.

The 2015 Cancer Strategy, Achieving World-Class Cancer Outcomes:
A Strategy for England 2015-2020, recommended the piloting of

a comprehensive care pathway for older people.* Work on the
pathway was taken forward by the UK-wide Expert Reference Group
for the Older Person with Cancer (convened by Macmillan Cancer
Support), which works to improve assessment and care planning for
older people and to consider how the workforce may need to evolve
to support older people.ts

However, cancer services have not been immune to the wider churn
that has occurred in the NHS since the Health and Social Care Act
2012. And as a result of reforms in the act, Cancer Networks, which
had previously played a key role in providing data, support and
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scrutiny to services and often drove initiatives around inequalities,
were abolished. Since then cancer services have struggled, in
particular with diagnostic and workforce capacity, and key cancer
waiting targets have been missed.

In 2015 Cancer Alliances were created with the aim of taking on
some of the lost responsibilities of Cancer Networks, such as
overseeing the quality of local cancer services and improving
cancer outcomes and patient experience. However there have been
no specific objectives relating to reducing inequalities set out in
recent iterations of guidance for Cancer Alliances.*®

Third sector contribution

The third sector has also driven forward action to tackle age
discrimination in the treatment of cancer. From 2010 to 2012,
Macmillan Cancer Support, Age UK and the Department of Health
tested interventions aimed at reducing undertreatment for older
people with cancer across five pilot sites. Macmillan Cancer
Support also ran a campaign to ensure older people received the
treatment and care that was right for them. Moreover, the All-Party
Parliamentary Group on Breast Cancer, supported by the major UK
breast cancer charities, undertook an inquiry into older age and
breast cancer in 2013, which it followed with a progress report two
years later

Using data to drive improvement

In England, data about all new cases of cancer are collected by the
National Cancer Registration and Analysis Service (NCRAS). The
NHS has recognised that the collection and publication of such data
can help determine where improvements are required, enhance
understanding of why inequalities exist, and therefore can play a
role in driving service providers to act.

Data from NCRAS informs the Cancer Dashboard, created for
commissioners and providers to easily assess their performance
against key cancer indicators. The dashboard allows for comparison
of performance across the NHS in England and supports
accountability.

An over 75 indicator is currently in development for the dashboard
which will allow commissioners to determine whether discrepancies
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in outcomes between age groups exist in their respective health
systems and whether action should be taken.

Another key initiative using data to drive improvements around
breast cancer in older people has been the National Audit of Breast
Cancer in Older Patients (NABCOP). Established in recognition of
the disparities that exist in treatment and outcomes for older people
with breast cancer, NABCOP was established in 2016. The annual
clinical audit evaluates the quality of care provided to women

aged 70 years and above by breast cancer services in England and
Wales by publishing high quality, comparative information from all
NHS providers of breast cancer care. The audit sets out patterns of
care and outcomes for women with breast cancer aged 70 years
and over as compared with women aged 50-69 years and offers
recommendations where improvements are needed. In this way the
audit is intended to enable NHS providers to address discrepancies
and to make improvements in the support they offer women with
breast cancer.

Risks to, and gaps in, data collection

Data has been a key tool in the battle to drive improvement in
cancer outcomes for older people generally and those affected by
breast cancer specifically. However, we still do not have all the data
we need.

Current gaps in the collection of cancer data leave us with a

less than complete picture of the performance of breast cancer
services, and we therefore risk missing inequalities that need to be
addressed.

For example, 15.9% of newly diagnosed breast cancers do not have
staging data recorded at the time of diagnosis.*®* The 2018 national
clinical audit of breast cancer services in England and Wales
found that, for older age groups, recording data tended to be less
complete than for other age groups, particularly in England.

Performance status (@ measure of how well someone can carry

on with activities of daily living while living with cancer - similar to
measures of frailty in older people) at diagnosis is poorly reported,
with only eight English NHS Trusts collecting this data for more than
807% of women.

Ageism in breast cancer
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The proportions of women whose ER and HER2' status is tested and
recorded are high overall, but the proportions drop among older
age groups.®® For example, 87% of women in the 50-59 age group
had their ER status recorded, and 86% in the same age group had
their HER2 status recorded, whereas only 57% and 59% of women
aged 90 or over had their ER status and HERS2 status recorded
respectively. While this may be because clinicians do not want

to put those who are elderly or who have more advanced cancer
through sometimes invasive stage-testing, it is clear that this lack of
data could skew our picture of the diagnosis and outcomes of older
people with breast cancer.

Data collection is even more incomplete for the diagnosis of
secondary cancer, meaning that it is unclear what age inequalities
may exist in the treatment and support provided to people with
secondary cancer. Since 2013, it has been compulsory for NHS
Trusts in England to record the number of people diagnosed with
secondary breast cancer. However, a survey of English hospital
trusts found less than a third were collecting data in full on their
patients with secondary breast cancer.?° This creates a lack of data
on the number of people diagnosed and living with secondary
breast cancer and prevents commissioners and providers

from making informed decisions about the needs of their local
populations. This in part may account for the lack of support and
services provided to those with secondary breast cancer.

Furthermore, as NABCOP is a three-year project that is due to come
to an end in 2019, there is concern that in future our data around age
inequalities will be even weaker.

Addressing gaps in the collection and sharing of data for research,
service provision and service improvements will be vital to the
effective assessment of whether older people with breast cancer
receive equal treatment. Cancer services must ensure they have
adequate processes and resources in place to collect data and

to upload it into the cancer registry. This must include data for
secondary breast cancer.

‘These refer to tests that can be done to establish the nature of the cancer, which give clinicians

more information about the kinds of therapies to which cancers may be susceptible.
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Are trends in the UK replicated across Europe?

Across Europe, breast cancer outcomes have been steadily
improving over the last few decades. While the all-cancer European
average age-standardised, five-year relative survival is 50.34% for
men and 58.04% for women, for breast cancer this figure is 81.78%.%

However, despite improvements overall, variations exist in outcomes
for people with breast cancer, among different age groups.
Moreover, there is significant variation in outcomes across different
European countries.z

Over time, trends in deaths from breast cancer (standardised rates)
have changed, for women overall as well as for those under 65 and
aged 65+ (see Figure 4). Between 2001 and 2015, the EU average
death rate due to breast cancer fell in all three age groups (i.e.
overall, under 65, 65+). The UK experienced above average declines
in all groups. Several countries also experienced large declines

in the death rate for the 65+ group; however, several countries in
Central and Eastern Europe witnessed large increases. No current
EU Member State saw an increase in death rate for the under 65

group.

Differences in the implementation of mammography screening, the
availability of new treatments, and healthcare expenditure could
account for the variations in death rates, which are significant across
Europe.

Mortality decreases are more likely to be observed in countries
characterised by early and effective breast screening combined
with rapid uptake of anti-cancer drugs. Indeed, improved treatment
and response rates may explain the reduction in mortality in women
below 50 years of age in several European countries including
Denmark, Sweden, France, Germany, and the UK.

However, this does not explain why there has been an increase in
breast cancer mortality in women over 70 years of age.

Ageism in breast cancer
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Figure 4: Change in Standardised Death Rate (per 100,000) Due to Breast
Cancer - Women, 2001-2015
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Why do older people with breast cancer experience
poorer outcomes?

It is generally believed that three main causes are contributing to
the higher death rate and poorer survival outcomes for older people
with breast cancer: incidence, late diagnosis and poorer access to
clinically effective treatments.

Incidence

First, there is a greater incidence of breast cancer among older
people. While age is a risk factor for developing breast cancer due
to the normal ageing process, other risk factors associated with
breast cancer are also more prevalent in older people. 23% of cases
of breast cancer are preventable. Preventable risk factors include
being obese or overweight, high alcohol consumption and physical
inactivity. Some of these risk factors are more prevalent in older
people - for example prevalence of being overweight or obese is
above 70% among all age groups from 45 upwards. The adult age
group least likely to be obese is 16-24-year-olds, with 59% at normal
weight and only 34% being overweight or obese

Figure 5: Average number of new breast cancer cases per year and age
specific incidence rates per 100,000 population, females, UK, 2013-15
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Age of diagnosis
These risk factors are modifiable, and taking positive action can
reduce an individual's risk of developing breast cancer. Recent
public health campaigns have been aimed at older people
encouraging them to become or remain physically active and to
eat and drink healthily.?s Clearly this approach should be further
encouraged in order to reduce older people’s risks of developing
breast cancer.

Ageism in breast cancer

15



16

Late Diagnosis

Breast cancer is usually diagnosed in one of three ways: by

the patient recognising something is wrong and presenting to

a healthcare professional; via attendance at a mammography
appointment through a screening programme; or by presenting

at emergency care because condition and symptoms have
deteriorated. Early diagnosis of breast cancer is known to increase
chances of survival because treatment is likely to be more
successful and, in some cases, less invasive and more tolerable
for the patient. One-year net survival for breast cancer is highest
for patients diagnosed at the earliest stage (stage I), and lowest for
those diagnosed at stage IV. In 2016, 100% of patients diagnosed
at stage | survived their disease for at least one year, versus 63% of
patients diagnosed at stage 1.2

Evidence shows that older people are more likely to be diagnosed
at a later stage of breast cancer: late stage at diagnosis of breast
cancer in England is more common in adults aged 80+ (23%),
compared to those aged 60-79 (15%) and those aged 15-59 (16%).7
The 2018 national clinical audit of breast cancer services in England
and Wales found that women over 70 with invasive tumours were
more likely to have larger tumours and/or metastatic disease.?®

There are also variations along age lines in how women with breast
cancer present in clinical settings. In England, older women past
routine screening age are more likely than younger women to be
diagnosed with breast cancer via emergency presentation. However,
the prognosis for women diagnosed via emergency presentation

is much lower than when breast cancer is diagnosed through other
routes. However, overall, the 2018 breast cancer audit noted that
relatively few women were diagnosed via the emergency route.
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Figure 6: Routes to diagnosis by age group (England) 2016
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50-59 40 39 9 3 0 1 0 7
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70-79 21 58 9 3 0 4 0] 3
80-84 4 73 10 2 0 9 0 1
85* 1 71 9 3 0 14 1 2

Source: Routes to Diagnosis 2006-2016 workbook, Version 2.0, December 2018, Public Health England
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The government included a new early diagnosis target as part of the
NHS Long Term Plan published in 2019. The target states that three
out of four of all cancers will be detected at stage one or two by
2028.29 For breast cancer this target has already been achieved.
However, this should not prevent action and progress in this area for
older people.

Access to treatments

The 2018 national clinical audit of breast cancer services in England
and Wales found that the picture of older women's treatment,
across some key elements, was similar to those for younger women,
for example, in relation to access to a clinical nurse specialist

(CNS), diagnosis via triple assessment (seen as the gold standard

in diagnostic care) and time to treatment, the picture for older and
younger women was similar.3°

Access to a CNS
50-69 years 85%
70+ years 84%

Diagnosis via triple assessment on same day
(early invasive breast cancer, and not referred from
screening)3*

50-69 years 27%

70+ years 20%

Median time from diagnosis to treatment

50-69 years 4.7 weeks

70+ years 4.6 weeks

However, the audit also found some differences in the treatment and
care of older women compared to younger women, and these are
discussed further below. The audit is supported by other evidence,
which suggests older people with breast cancer are not always
given the most clinically effective form of treatment 3
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Surgery

The 2018 national clinical audit of breast cancer services in England
and Wales found that rates of surgical treatment for women with
invasive breast cancer decreased with increasing age, from 96%

for women aged 50-69 to 19% for women aged Q0 and over.33 The
likelihood of surgery fell as performance status (an indication of
frailty) decreased, although the size of the change was much larger
for women aged 70 and over compared to women aged 50-69. This
is despite research showing that, even at older ages, surgery and
anaesthesia in breast cancer treatment carries very low risk of side
effects and/or death 34

Several reasons may be driving these lower rates of surgery.
Clinicians may avoid offering older women surgery due to the higher
risk of comorbidities, although research has demonstrated that
surgery rates are lower independent of comorbidities3® A patient's
own personal preference and the stage of their disease may also be
important factors in withholding surgical treatment for those aged
80 or over3®

Even when older women are offered surgery, evidence suggests
that they are more likely to be offered and undergo a total
mastectomy rather than breast conserving surgery (BCS)¥ Research
also suggests that older women are less likely than younger women
to be offered breast reconstruction surgery, despite evidence
demonstrating that older women are similarly concerned about
body image2® One study highlighted that reconstruction was rarely
raised as a possibility by either clinicians or the patients themselves,
although women would have liked to discuss the option.3® Some

of these women felt regret for missing the opportunity for
reconstruction.

There is, therefore, evidence to support concerns that older women
with breast cancer may not always be receiving surgical treatment,
even in circumstances when this might be the most appropriate
option for them. The type of surgery may be influenced by other
treatments, as some evidence hints that older women may be more
likely to receive mastectomies instead of BCS, to avoid postsurgical
radiotherapy. Moreover, when surgery is offered, the surgical
treatment might not best suit their needs and preferences. This
underscores the need for a person-centred approach to treatment

Ageism in breast cancer
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decisions, recognising the impact of breast surgery on aspects
of life such as body confidence and sexuality. More research into
surgery on older women and why and when it is provided is also
required.

Radiotherapy

Radiotherapy is recommended for certain breast cancer patients
dependent on their type of cancer, the type of surgery they may
have undergone, and their risk of recurrence.4° Research has
demonstrated that the use of radiotherapy as a part of breast
cancer treatment declines with the patient's age.#* This is despite the
fact that older women seem to cope relatively well with radiation
therapy. specific conditions and comorbidities aside. 4?

The 2018 national breast cancer audit found that women who were
70 and over were less likely to have radiotherapy than younger
women. The proportion of women who received radiotherapy

after BCS among women 70 and over also varied across NHS
organisations but did not for women aged 50-69 (see Figure 7). This
raises the possibility of different attitudes to ageing within different
NHS organisations affecting the offering of radiotherapy to older
women.

Figure 7: Radiotherapy treatment after BCS or mastectomy

Women Women with early Women with early
with DCIS invasive disease with invasive disease

breast conserving treated with

surgery mastectomy
50-69 | 57% 85% 37%
70and | 85% 80% 31%
over
Chemotherapy

Chemotherapy refers to the treatment of breast cancer using
anti-cancer drugs. Chemotherapy can either take place before
surgery (neoadjuvant chemotherapy) or after surgery (adjuvant
chemotherapy).
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Decisions about whether to use chemotherapy as part of treatment
are based on tumour characteristics (e.g. the risk of relapse and
mortality), the patient’s characteristics (e.g. their functional status,
comorbidity, support networks, or risk of toxicities), and the patient's
preferences.4* Chemotherapy treatment often results in side
effects, and some of the common ones include: feeling sick, loss

of appetite, losing weight, feeling very tired, a lower resistance to
infections, bleeding and bruising easily, diarrhoea or constipation,
and hair loss.44 Older age and/or comorbidities can complicate
side effects, thereby heightening the risks of chemotherapy for
some older patients. This can make the decision of whether to

use chemotherapy even more challenging for both physician and
patient.

Toxicity is likely to be a key factor when considering adjuvant
chemotherapy in older people, because treatment-related mortality
has been found to be related to age. Age is also a significant risk
factor in congestive cardiac failure in women receiving adjuvant
chemotherapy. One tool that can help with this is the Chemotherapy
Risk Assessment Scale for High-Age Patients (CRASH), which is
used to help judge the suitability of chemotherapy and the potential
risks of side-effects and toxicities.5

However, a key challenge for both physicians and patients in
relation to decision around chemotherapy is a lack of high-quality
data. In general, studies conflict when exploring the efficacy of
chemotherapy for older women with breast cancer. Moreover, with
few older women historically included in trials of chemotherapy,
studies have been hampered in their ability to draw firm
conclusions.*® Nonetheless, it has been generally concluded that
chemotherapy should not be withheld from women based on age
alone.

The 2018 National Clinical Audit of Breast Cancer Services in
England and Wales found that chemotherapy use declined with
increasing age of the woman at diagnosis, regardless of tumour
characteristics. However, the audit concluded that this "might be
expected given the increasing levels of poor health among older
women and the relative lack of trial-based evidence for older
patients”.

Ageism in breast cancer
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Endocrine therapy

There are two main routes for endocrine therapy for breast cancer:
tamoxifen and aromatase inhibitors (Als). The latter are used in the
treatment of post-menopausal women. Primary endocrine therapy
is usually offered to women who would be less able to tolerate
surgery or who have expressed a preference to avoid surgery and
is considered to be an appropriate treatment for those with a limited
life expectancy of less than two to three years, either due to the
patient having multiple comorbidities or because of extreme old
age.¥ Endocrine therapy is also a popular therapy choice for older
women as the biological features more typical of breast cancer in
older women are often effectively treated hormonally.

However, it has been argued that the pattern of older women
receiving treatment for breast cancer with endocrine therapy alone,
based on the idea that they are less fit for surgery, is less a response
to actual clinical circumstances and more a “trend” that emerged in
the 1980s.#¢ More evidence is required to determine if older women
are likely to have been undertreated as a result of preconceived
ideas or whether these treatment choices are justified objectively.+
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Why do differences exist?

The factors contributing to these differences in incidence, stage of
diagnosis and treatment choices are complex and potentially varied.
While not all age-related differences should be attributed to age
discrimination, where differences exist, they should be investigated
to ensure that discrimination is not a factor. While the ban on age
discrimination removed more formal barriers that existed, less
explicit and even unintentional ageism within the system and on
behalf of patients and healthcare professionals may continue to
exist.

Awareness, choice and beliefs

Older people with breast cancer may hold certain views and beliefs
about their own health, life expectancy and breast cancer, which
may impact their access to diagnosis and treatment.

It has been shown that among the general public there is a lack of
awareness of the associated risk of breast cancer with age. A survey
of 1,499 women carried out for Public Health England (PHE) found
that two-thirds of women aged 70 years or over incorrectly thought
that women of all ages are equally likely to get breast cancer.*
Myths that older women are less or equally likely to develop breast
cancer as younger women may also be perpetuated by the fact that
the breast cancer screening programme has an age cut-off of 69/70
in the UK and other countries.

Older women also appear to be less aware of the signs and
symptoms of breast cancer and of the importance of self-checking.
One in five women aged over 70 years reported to never touch,

feel or look at their breasts.5* They are also less familiar with the
non-lump symptoms associated with breast cancer.5? Many breast
cancers are found by women themselves, so this understanding is
crucial if an improvement in early presentation among older women
is to be seen s

Recent campaigns in England have focused on raising awareness
of breast cancer specifically amongst older women in order to
address misconceptions about incidence and the need for self-
checking. PHE and Cancer Research UK's 2015 Be Clear on Cancer
“Breast Cancer in Women over 70" campaign's key message was,
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“1in 3 women who get breast cancer are over 70, so don't assume
you're past it.” As older women more frequently self-report to be
worried about “wasting” a GP's time than younger women, the
campaign also encouraged older women to visit their GP if they had
any concerns about their breasts.54 This campaign has concluded,
however, without a clear successor.

Another programme, Promoting Early Presentation (PEP), aimed to
design and implement evidence-based interventions to promote
cancer awareness and encourage people to present with any
symptoms early. The intervention, designed by King's College
London, was delivered by a radiographer during a woman'’s final
routine screening appointment. One randomised control trial (RCT)
demonstrated that this intervention increased older women's
breast cancer awareness after two years, although evidence

was inconclusive regarding the effect on self-referral to breast
screening.5s The All-Party Parliamentary Group (APPG) on Breast
Cancer published a report, Age is Still Just a Number, calling for
PHE to support further roll out of PEP through funding.5® The APPG
also called for PEP to be tested in a range of community-based
healthcare settings in order to reach a range of different population
groups, including ethnic minorities, deprived groups and women
with additional needs.

As well as being unaware of their risk of breast cancer and
concerned about “time-wasting”, older people may harbour
misinformed views about cancer and their ability to tolerate
treatment. As discussed earlier, survival for breast cancer has
improved dramatically over the previous decades, but people's
understanding may not have kept pace. The APPG on Breast
Cancer's inquiry into breast cancer and older people, concluded
that older people prefer to receive information face-to-face and
emphasised the importance of the availability of clinical nurse
specialists for all age groups. The inquiry noted that “there is
evidence that many older patients are willing to accept the toxicity
associated with cancer treatment if it increases their chance of
survival™®” Access to tailored information will help people to make
the decisions about their treatment and care that are right for them
and will dispel any misconceptions.
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The design of clinical trials

The design and delivery of clinical trials may be inherently ageist
and consequently may be entrenching ageism in the treatment of
breast cancer, first by restricting older women from joining trials

in the first place and then, because older women have not been
included in trials, restricting the availability of suitable treatments
and evidence on what works for older women.

Evidence from the NHS England Cancer Patient Experience Survey
shows that older people are less likely to have cancer research
discussed with them.2® Among the over 75s, 21% of patients report
having research discussed with them, compared to nearly 37% of
the 51 to 65 age group. Older people are also less likely to go on to
participate in research. Of those who had research discussed with
them, 55% of the over 75 age group participated compared to 65%
for the 51 to 65 grouping.

Part of the reason for lower levels of discussion and participation
may be because many older people would not meet the qualifying
criteria to take part in a trial. In the past, many clinical trials excluded
people on the grounds of their age, imposing upper age limits.
Although these have largely been removed, criteria relating to
fitness and/or frailty and prior treatment can act as barriers to
participation and this has a range of ramifications:

* Clinical trials often allow patients access to the most
scientifically advanced forms of treatment.

¢ Clinical trials are associated with more positive experiences of
care as people are more likely to have access to other forms of
support such as a clinical trial nurse and information.

* Limiting older people’s access to clinical trials restricts the
availability of clinical data and evidence for these older age
groups. Without the evidence available, patients or their
clinicians may find it challenging to make decisions about
treatment.

¢ |f clinical trials do not include older women, this impacts on the

availability, efficacy. and appropriateness of treatment options.
Much research focuses on treatment options for early breast
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cancer. Since older women are more likely to be diagnosed
with breast cancer at a later stage, this could suggest that older
women are further being underserved because they do not
have access to treatments for their more advanced disease.

Trials should be designed and conducted to include older women.
The use of more real-time, real-world clinical studies would help to
address the lack of evidence in this area.

Screening programmes

The potential influence of ageism in the design of routine screening
programmes requires greater attention by policy-makers and
clinicians, especially in the context of an ageing population.s®
Breast cancer diagnosed via screening tends to be at an earlier
stage when successful treatment is more likely. Yet most screening
programmes across Europe have an age range of 50 to 69.

The age ranges of these programmes may have been derived due
to ageism, as historically, clinical trials of screening have typically
excluded older women, especially those aged 75+ so there is little
evidence on the value of screening for older women. More research
is required into whether older women could benefit from breast
screening.

However, extending breast screening to women over 69 is
controversial because there are conflicting views on the efficacy
and cost-effectiveness of routine breast screening. England already
invites women aged 70 and is trialling extending its programme,
offering screening to some women aged 47-73. Roughly five in

six of the 80 breast screening services in England are currently
participating in this trial, AgeX. Age extension trials and programmes
with wider age targets, if conducted, should provide valuable
evidence to support policymakers and clinicians in defining these
age brackets with greater confidence.®°

As well as being offered screening services, women need to be
encouraged to accept the invitation to attend. In England, the
number of women aged 45 and over invited for screening increased
by 3.7% from 2.85 million in 2015-16 to 2.96 million in 2016-17. The
age group with the lowest uptake were those aged 45-49 at 65.2%,
while for those aged 71-74 take-up was 68.5% in 2016-17. A range
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of factors could be driving participation rates, including women's
perceptions of the interplay of age and breast cancer incidence.
Research is required to understand specifically whether ageism is at

play.

A review of cancer screening services in England led by Sir Mike
Richards was announced at the end of 2018. This followed problems
with the breast screening programme, where it was found that
some older women had not been invited to screening due to a
misunderstanding of the interpretation of the upper age limit.%*

The review will “look at how latest innovations can be utilised,
including the potential use of artificial intelligence, integrating
research and encourage more eligible people to be screened.”?
The review will advise NHS England and Public Health England

on the best operational delivery model for current screening
programmes. This should include consideration of whether the age
range should be extended and how to ensure increased uptake
across all ages.

Clinical assessments

While more formal barriers to treatments were generally removed
by the ban on age discrimination, ageism can still, intentionally

or otherwise, impact the judgements that are made by clinicians
around their older patients.

Studies have shown that when asked to make treatment

decisions based on hypothetical cases, some clinicians base
recommendations for chemotherapy on age alone.®3 Another study
found that, as the age of the patient increased, clinicians were
more likely to state that comorbidities and frailty were reasons that
chemotherapy was not offered, even though these factors were not
recorded in a third of cases.®

Assumptions about what should be expected as a part of old age
may also exist. One study has highlighted a higher prevalence

rate and poorer management of pain in older cancer patients,
attributing this to the fact that “pain is often considered an expected
concomitant of aging”, as well as to the fact that older patients

do not tolerate some pain medication as well as their younger
counterparts.®s
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Recommendations on care for older women with breast cancer
have recently been updated to include geriatric assessment. These
assessments consider an array of factors when making treatment
decisions for older patients. Some studies suggest that geriatric
assessments modify treatment decisions, with nearly 21% having
initial treatment plans changed as a result of geriatric assessment,
most commonly from chemotherapy to supportive care.®®One
review of studies related to geriatric assessments found that the
evidence is conflicted on their effectiveness in predicting adverse
outcomes in cancer treatment.®”

The International Society of Geriatric Oncologists has undertaken
extensive research into the area of needs assessments for

older cancer patients. Disappointingly, this has not led to the
recommendation of any one assessment tool in particular, although
there is agreement that any such assessment tool should assess
functional status, comorbidities, cognition, mental health status,
fatigue, social status and support, nutrition and prevalence of
geriatric syndromes.®® A survey of 640 healthcare professionals

by the Expert Reference Group for the Older Person with Cancer
found that most respondents would not consider using many of the
common assessment tools in clinical practice.®®

National Institute for Health and Care Excellence (NICE) guidelines
and quality standards also provide a method for ensuring high
quality and consistency in clinical care across the health system

in England. However, in the most recent update to the NICE

quality standard for breast cancer treatment and care in 2016, the
commitment to age equality was removed. NICE justified this on the
basis that age equality was a general principle across all guidelines,
and therefore did not need explicit statement, however the removal
of such an explicit statement was felt to be disappointing by key
stakeholders including Breast Cancer Now.”°

Clearly there are potentially justifiable, age-related reasons for
making different clinical decisions in relation to older people's
treatment. The health of the person with breast cancer as well as the
cancer itself may also impact clinical decisions about whether and
how to treat. Older people are more likely to have other health and/
or social care needs compared to younger people. This may restrict
the treatment options open to them. In some cases, this may be
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because of the increased level of risk associated with treatment, but
in other cases because of a lack of evidence about the treatment of
breast cancer with other comorbidities. Older people are also likely
to be frailer, and again significant risk can exist when treating such
people.

Finally, the biology of the cancer itself can be different in older
people. Older people are more likely to be diagnosed with
advanced breast cancer when fewer curative treatment options may
be available. On the other hand, younger patients often require a
combination of chemotherapy. surgery, and radiation to treat breast
cancer, but older women are less likely to require chemotherapy
and radiation to treat their disease because of the different types of
cancers they tend to develop. For example, studies have shown that
women aged 70 or older with small, oestrogen-sensitive tumours
may not require radiation following a lumpectomy and can do well
without this treatment. Women with these types of tumours often do
not require chemotherapy either.7*

Robust analysis of the data, and ongoing research and education
around clinical attitudes will be needed to understand the extent to
which clinical judgement is affected by ageist assumptions.

Practical barriers

Older people may experience practical barriers that prevent them
from obtaining an early diagnosis or accessing treatment. Older
people are more likely than younger people to have comorbidities
(70% of older cancer patients have three or more comorbidities)

as well as health and social care needs and many have caring
responsibilities either for grandchildren or older partners.’2 This may
make it dificult for them to access services because they find it
hard to get out and about or are concerned about those they care
for. Older people are disadvantaged when health and social care
professionals fail to recognise these factors as potential barriers

to accessing treatment and fail to provide adequate and timely
support. In fact, the APPG inquiry held in 2013 on older people and
breast cancer heard evidence that older people had been delayed
from accessing treatment because support for them to do so

was not in place. Such delays can hamper a person’s chance of
successful treatment.
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A diagnosis of breast cancer can in itself add to the health and
social care needs that a person experiences due to the effects of
the cancer or its treatment. For example, they may require practical
help shopping. cleaning and washing, they may need support to
travel to hospital, they may experience emotional problems and face
increased financial burdens including travel and heating costs. Older
people in particular may be more prone to or affected by certain
symptoms of cancer or side effects associated with treatment.
Those with breast cancer and comorbidities - who are most
commonly older people - report fatigue and pain more often than
other groups.2 Older people with breast cancer may also be more
prone to “chemobrain” (@ condition linked to chemotherapy in which
people report difficulties processing information)# and the impact

of bone thinning from certain treatments may present more of a

risk to health and independence to people in later life’s As a result,
older people with breast cancer may have additional support needs
compared to younger people.

However, many studies have found a significant disparity in levels
of support between older and younger people, with older people
with cancer receiving less social and practical support’® This is
exacerbated by the shrinking of social networks that can occur as
people age. Many pensioners have low incomes so are less likely
to be able to afford to pay for external help’” These considerations
may prevent older people with breast cancer from seeking help
from a medical professional and accessing treatment.

To address this, from 2010 to 2012, Macmillan Cancer Support, Age
UK and the Department of Health undertook pilot studies in five
sites. The aim was to test the hypothesis that improved assessment
methods of older cancer patients would result in improved access to
appropriate cancer treatment and to assess whether action taken to
address needs identified during assessment improved the likelihood
of older people benefiting from treatment. The project made several
recommendations on how to ensure services were "age friendly”.

It is imperative that the needs of older people with breast cancer
are recognised, and that appropriate support is provided, so that
people can access the treatment they need. The third sector
already provides much of this support including emotional support,
information and financial grants. However, austerity has led to
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social care budgets dramatically decreasing in recent years, thus
restricting support offered by the state. Local health and social care
leaders must ensure a joined-up approach to cancer care so that
restrictions in the social care system do not lead to people being
prevented from accessing the health care they need.

Older People Pilot Recommendations

Engage elderly care specialists as an active part of the cancer
care team and adopt a multidisciplinary approach to the
assessment and management of all patients.

Ensure an early and appropriate assessment of an older
person is undertaken. The assessment should not only inform

a dialogue about cancer treatment but should identify and
address unmet physical, psychological and social support
needs. Follow-up assessments should be undertaken at
defined points throughout the treatment journey to identify and
address changes in need.

Ensure everyone gets the maximum benefit from cancer
treatment and associated supporting therapies by effectively
managing other health conditions and incorporating reasonable
adjustments into care planning to address additional needs.

Establish services and clear referral pathways for both
outpatients and inpatients to address needs identified by
assessment. This includes establishing clear links with voluntary
sector agencies, social services, and specialist teams such as
falls prevention teams, continence specialists and dementia
specialists.

Ensure effective communication systems are in place to
facilitate coordinated care and informed decision making.

Ensure all clinical and non-clinical staff are supported with

the training and access to resources required to conduct
appropriate assessment and follow-up care of all patients. In
order to do this, it is vital that systems allow sufficient clinic time
to undertake this work in day-to-day practice.
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Living with and beyond cancer

In 2013, 340,000 older women (aged 65 and over) were living with
breast cancer in the UK - and by 2040, there are projected to be 1.2
million older women living with breast cancer (representing almost
three-quarters of all women living with breast cancer in the UK)7®
As increasing numbers of people are living with or after breast
cancer, the health system has recognised the need to support
people after treatment ends. This is because many people living
with or beyond cancer will have ongoing needs as a result of the
long-term consequences of cancer and/or treatment. These can
include psychological needs such as depression and anxiety, as
well as physical issues such as swelling in the arm (lymphoedema),
restricted movement in the shoulder, heart problems and bone
thinning.”® Older people are at higher risk of longer-term adverse
outcomes as a consequence of treatment.&° Unlike their younger
counterparts who have been shown to be mainly concerned with
survival “at all costs” when considering their treatment options,
older people are concerned about maintaining independence and
the long-term consequences of cancer treatment can impact upon
this.® It is therefore crucial that older people are made aware of the
long-term consequences of treatment and the impact this may have
on their lives.

A pilot survey of patient-reported outcome measures (PROMs) from
cancer survivors in England (including those with breast cancer)
found that although quality of life tends to improve over time after
treatment, some problems persist for long periods of time.82 Older
age and the presence of other conditions were associated with
poorer quality of life. Older people (aged 76+ are more likely than
younger people (16-50-year-olds) to report difficulties with mobility,
undertaking their usual activities and undertaking domestic chores.®

The National Cancer Survivorship Initiative (NCSI), a partnership
between NHS England and Macmillan Cancer Support, has led the
redesign of cancer follow-up services and support for people living
with and beyond cancer with the “recovery package”. The recovery
package aims to give people with cancer more personalised care
and support and includes “personalised care and support planning.
based on Holistic Needs Assessments (HNAS) so that individual
needs and concerns can be identified and addressed at the earliest
opportunity”® It is important that assumptions based on age are not
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made when these assessments take place. For example, depression
in older women with breast cancer is often overlooked in routine
evaluations.®

Those living with secondary breast cancer (when breast cancer cells
have spread to other parts of the body) often receive poorer care
and support than those with primary breast cancer. For example,
only 55% of people with secondary breast cancer were given
information about their condition at the time of diagnosis, and across
Scotland, England and Wales, 42% of Hospital Trusts and Health
Boards do not provide dedicated, specialist nursing care for people
with secondary breast cancer.® Those with secondary breast cancer
may also have a less positive experience of care: almost a fifth (19%)
did not feel that all the healthcare professionals they came into
contact with had a good understanding of them and their condition,
and less than a third (31%) said that the different people caring for
them always worked well together to give them the best possible
treatment

Breast Cancer Care is campaigning to improve diagnosis, care

and support for people with secondary breast cancer, advocating
that all those diagnosed with secondary breast cancer be given a
Secondary Support Package. This includes access to a designated
Clinical Nurse Specialist, a discussion of emotional, physical and
information needs with a healthcare professional through a Holistic
Needs Assessment, a Treatment Summary at the end of each
significant phase of treatment, and a referral to a tailored health and
well-being service.

End of life

Unfortunately, for some people, breast cancer will not be curable,
and they will require care at the end of their lives. Whether or not

to continue with treatment can be a major consideration for people
with breast cancer as they near the end of life. Overtreatment of
those at the end of life can lead to unnecessary pain and symptoms,
unlike palliative care which aims to make a person as comfortable as
possible. One study found that older people with advanced cancer
were more likely than younger people to have their preferences
honoured when they wanted to avoid life-prolonging care. However,
they were less likely than younger people to have their preferences
honoured when they wanted life-prolonging care. This may be

Ageism in breast cancer

33



34

because such choices are counter to perceived wisdom about what
older and younger people want and suggests that age biases may
be influencing end-of-life decisions by healthcare professionals.t®

High quality care at the end of life includes early conversations
about the end of life and early referral to palliative care services, so
that interventions can be put in place and people can make choices
about their care and about their death. For older people, referral

to a geriatric oncologist is considered best practice, and care by a
multidisciplinary team, which might include palliative care nurses,
pharmacists and social care workers, is beneficial 8 Ensuring older
people are well informed about their cancer and prognosis and
about the treatment and care options available to them is vital.
Healthcare professionals must avoid making assumptions based on
age and ensure older people are supported to exercise choice.
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Conclusion and recommendations

The NHS in England has acknowledged and worked to address

the poorer outcomes that exist for older people with breast cancer
through the publication of audit data, research into the reasons
behind inequalities due to age, and the piloting of potential
interventions. While other countries can learn from the approach
taken in England, more must be done to tackle age discrimination
and to ensure that ageist attitudes do not impact the support offered
to older people with breast cancer. All those with breast cancer,
regardless of their age, deserve high-quality treatment and care that
meets their individual needs.

The 2012 ban on age discrimination in the NHS removed formal
barriers to older people accessing treatment and services. However,
this means that any ageism experienced by older people with breast
cancer in the health and social care system, whether intentional or
unintentional, will now be less explicit, more subtle. It may also be
harder to spot.

Age discrimination within the system may exist in several forms. The
internalised views and beliefs of older people with breast cancer
themselves may account for some differences in diagnosis and
treatment at different ages. Also significant will be any assumptions
made by health professionals about a person due to their age. The
different health and social care needs people have at different ages
and the barriers these present may also prevent older people from
accessing treatment and care.

The use of assessments can help to guide health professionals

to take a more person-centred approach, recognising the specific
needs of an individual. However, the relevant clinical bodies have
failed to recommend a particular assessment tool for use among
older people, and evidence shows such tools are not being routinely
used in clinical practice. In addition, even when these tools are used,
unconscious bias can be hard to avoid.

It remains critical, therefore, that collection of data for all breast
cancers be improved and that system leaders, commissioners and
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providers continue to scrutinise data to determine where inequalities
lie. Without this visibility it will be difficult for service providers and
healthcare professionals to understand where age discrimination
may exist and to determine what improvements may be needed.

To address the issues discussed above, the following needs to
happen:

The collection of data on breast cancer must remain a national
priority. This must include collection of data for all older women
with breast cancer.

Working together, system leaders must address any
inequalities that exist for older people with breast cancer. This
should include ensuring clinicians are able to make informed
assessments of their patients based on need not age and that
they are aware of the potential for age prejudice.

System leaders must ensure that wider care and support needs
are not a barrier to accessing treatment for cancer. One way to
address this would be through the roll-out of personalised care
planning, as promised in the NHS Long Term Plan.

The NHS should work with partners to ensure that all relevant
clinical cancer trials include older cancer patients by default,
where it is ethical and appropriate to do so. This will ensure that
an improved evidence base is developed, enabling clinicians to
make more effective decisions and provide meaningful advice.
The use of more real-world testing would also help to address
this evidence gap.

In partnership with other relevant statutory and voluntary sector
organisations, the NHS should promote age-relevant awareness-
raising campaigns to ensure that older women are aware that
age is a risk factor in developing breast cancer. This should

seek to make clear that screening invitation cut-off ages do not
correlate with lowered risk to help minimise this misconception.
Campaigns should encourage older women to remain breast-
aware and to make use of screening opportunities. Broader
campaigns could help to address self-directed ageism in cancer
treatment choices.
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* As part of the NHS England review into cancer screening
programmes, the effectiveness and implications of the AgeX
trial should be considered. If this trial has proven to be effective,
the NHS should consider further extensions to the national
screening programme invitation procedures.

Ageism in breast cancer 37



38

References

1

10

11

12

13

14

15

Cancer Research UK https://www.cancerresearchuk.org/health-professional/
cancer-statistics/statistics-by-cancer-type/breast-cancer#heading-Two Ac-
cessed February 2019

Cancer Research UK https./www.cancerresearchuk.org/health-professional/
cancer-statistics/statistics-by-cancer-type/breast-cancer#heading-Two Ac-
cessed February 2019

Cancer Research UK https:/www.cancerresearchuk.org/health-professional/
cancer-statistics/statistics-by-cancer-type/breast-cancer#heading-Two Ac-
cessed February 2019

http://www.who.int/ageing/ageism/campaign/en/

Georgantzi, Nena. (2018). The European Union's Approach towards Ageism.
10.1007/978-3-319-73820-8_21

See Sao Jose, J., & Amado, C. (2017). On studying ageism in long-term care: A
systematic review of the literature. International Psychogeriatrics, 29(3), 373-387.
doi:10.1017/51041610216001915

Buttigieg S.C., Illinca S., de Sao Jose JM.S,, Larsson AT. (2018) Researching Ageism
in Health-Care and Long Term Care. In: Ayalon L., Tesch-Rémer C. (eds) Con-
temporary Perspectives on Ageism. International Perspectives on Aging, vol 19.
Springer, Cham

Specifically The Equality Act 2010

Implementing a ban on age discrimination in the NHS - making effective, appro-
priate decisions https.//assets.publishing.service.gov.uk/government/uploads/
system/uploads/attachment_data/file/212944/ban-on-age-discrimination.pdf
Cancer Research UK https./www.cancerresearchuk.org/health-professional/
cancer-statistics/statistics-by-cancer-type/breast-cancer/survival Accessed
February 2019

Cancer Research UK https://www.cancerresearchuk.org/health-professional/
cancer-statistics/statistics-by-cancer-type/breast-cancer/mortality#ref- Ac-
cessed February 2019

Cancer Research UK https:/www.cancerresearchuk.org/health-professional/
cancer-statistics/statistics-by-cancer-type/breast-cancer/survival#ref-1 Ac-
cessed February 2019

Cancer Research UK website: Data were provided by the Office for National
Statistics on request, October 2017. Similar data can be found here: http:/www.
ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths;
Data were provided by ISD Scotland on request, October 2017. Similar data can be

found here: http://www.isdscotland.org/Health-Topics/Cancer/Publications/in-
dex.asp; Data were provided by the Northern Ireland Cancer Registry on request,
December 2017. Similar data can be found here: http./www.qub.ac.uk/research-
centres/nicr/.

Cancer Reform Strategy https://www.nhs.uk/NHSEngland/NSF/Documents/
Cancer%20Reform%20Strategy.pdf

ACHIEVING WORLD-CLASS CANCER OUTCOMES A STRATEGY FOR ENGLAND
2015-2020 https:.//www.cancerresearchuk.org/sites/default/files/achieving
world-class_cancer_outcomes_-_a_strategy_for_england_2015-2020.pdf
https./www.macmillan.org.uk/about-us/what-we-do/how-we-work/inclusion/
expert-reference-group.html

Ageism in breast cancer



16

17

18

19

20

21

22

23

24

25

26

27

28

29

30

31

32

https.//www.england.nhs.uk/cancer/improve/cancer-alliances-improving-care-
locally/

All Party Parliamentary Group on Breast Cancer, Age is just a number, 2013,
https://breastcancernow.org/sites/default/files/public/age-is-just-a-number-
report.pdf; All Party Parliamentary Group on Breast Cancer, Two years on: Age is
still just a number, 2015, https.//breastcancernow.org/sites/default/files/public/
age-is-still-just-a-number-report.pdf

PHE and NHS England Cancer Dashboard, https.//www.cancerdata.nhs.uk/dash-
board/breasthtml#?tab-Overview Accessed February 2019

National Audit of Breast Cancer in Older Patients 2018 Annual Report https.//
www.nabcop.org.uk/content/uploads/2018/08/NABCOP-2018-Annual-Report-
viipdf

Breast Cancer Care, Secondary Not Second Rate Report 2017 https:./www.
breastcancercare.org.uk/sites/default/files/coolo85_the_case_for_change_re-
port_finalpdf

De Angelis R, Sant M, Coleman MP, et al. Cancer survival in Europe 1999-2007

by country and age: results of EUROCARE-5 - a population-based study (link is
external). Lancet Oncol 2014;15:23-34

De Angelis R, Sant M, Coleman MP, et al. Cancer survival in Europe 1999-2007 by
country and age: results of EUROCARE-5 - a population-based study(link is exter-
nal). Lancet Oncol 2014;15:23-34

Across the European countries for which data is available, breast cancer five-year
relative survival in women ranges from 67% (Lithuania) to 87% (Iceland). De Angelis
R, Sant M, Coleman MP, et al. Cancer survival in Europe 1999-2007 by country and
age: results of EUROCARE-5 - a population-based study(link is external). Lancet
Oncol 2014,15:23-34

House of Commons Briefing Paper on Obesity Statistics March 2018 https.//re-
searchbriefings files.parliament.uk/documents/SN03336/SN03336.pdf
https:.//www.gov.uk/government/publications/health-matters-getting-every-
adult-active-every-day/health-matters-getting-every-adult-active-every-day
Office for National Statistics, Cancer survival by stage at diagnosis for England,
2016.

National Cancer Registration and Analysis Service. Routes to diagnosis of cancer
by stage 2012-2013 workbook. London: NCRAS; 2016

National Audit of Breast Cancer in Older Patients, , NABCOP Annual Report 2018,
https:/www.nabcop.org.uk/reports/nabcop-2018-public-and-patients-annual-
report/
https./www.gov.uk/government/news/government-announces-plans-for-earli-
er-diagnosis-for-cancer-patients

National Audit of Breast Cancer in Older Patients, , NABCOP Annual Report 2018,
https:/www.nabcop.org.uk/reports/nabcop-2018-public-and-patients-annual-
report/

Figures using a strict set of criteria for the analysis of English data. If the criteria
are relaxed, the estimated proportion of women having triple assessment on the
same day increased to 82% (81% for 50-69 years; 82% for 70+ years).

Gennari R., Curigliano G., Rotmensz N. Breast carcinoma in elderly women - fea-
tures of disease presentation, choice of local and systemic treatments compared
with younger postmenopausal patients. Cancer. 2004;101:1302-1310.

Ageism in breast cancer

39



40

33

34

35

36

37

38

39

40

41

42

43

44

45

National Audit of Breast Cancer in Older Patients, NABCOP Annual Report 2018,
https:./www.nabcop.org.uk/reports/nabcop-2018-public-and-patients-annual-
report/

Wyld and Reed, The role of surgery in the management of older women with
breast cancer Eur J Cancer 43:2253-2263 2007

Lavelle et al, Are lower rates of surgery amongst older women with breast
cancer in the UK explained by co-morbidity? British Journal of Cancer (2012) 107,
1175-1180

Sierink et al. (2014) Treatment strategies in elderly breast cancer patients: Is there
a need for surgery? Breast. 2014 Dec;23(6).793-8.

Mustacchi et al Breast cancer in elderly women: a different reality? Results from
the NORA study Annals of Oncology, Volume 18, Issue 6, 1 June 2007, Pages
991-996,

Figueiredo M, Cullen J, Hwang YT, et al: Breast cancer treatment in older women:
Does getting what you want improve your long-term body image and mental
health? J Clin Oncol 22:4002- 4009, 2004; de Haes JC, Curran D, Aaronson NK, et
al: Quality of life in breast cancer patients aged over 70 years, participating in the
EORTC 10850 randomised clinical trial. Eur J Cancer 39:945-951, 2003

Fenlon, D., Frankland, J., Foster, C.L., Brooks, C., Coleman, P., Payne, S., Seymour,
J. Simmonds, P., Stephens, R., Walsh, B. and Addington-Hall, J.M., 2013. Living into
old age with the consequences of breast cancer. European Journal of Oncology
Nursing., 17(3), pp.311-316.

NICE Guideline 2018 Early and locally advanced breast cancer: diagno-

sis and management https:/www.nice.org.uk/guidance/ng101/chapter/
Recommendations#radiotherapy

Truong PT, Bernstein V, Lesperance M, et al. Radiotherapy omission after breast-
conserving surgery is associated with reduced breast cancer-specific survival

in elderly women with breast cancer. Am J Surg. 2006; 191:749-755. [PubMed:
16720143]; Palta et al. (2015) The use of adjuvant radiotherapy in elderly patients
with early-stage breast cancer: changes in practice patterns after publication of
Cancer and Leukemia Group B 9343.

Hughes KS, Schnaper LA, Cirrincione C, et al. Lumpectomy plus tamoxifen with
or without irradiation in women age 70 or older with early breast cancer. J Clin
Oncol. 2010; 28(15 Suppl) Abstract 507; Wyckoff J, Greenberg H, Sanderson R, et
al. Breast irradiation in the older woman: a toxicity study. J Am Geriatr Soc. 1994;
42:150-152. [PubMed: 8126327]; Albrand G, Terret C. Early breast cancer in the el-
derly: Assessment and management considerations. Drugs Aging. 2008; 25:35-45.
[PubMed: 18184027]; Pritchard Kl. Have we been guilty of ageism in the primary
treatment of breast cancer? Br J Cancer. 2007; 96:1011-1012. https./www.nature.
com/articles/6603697

Capri, S.. & Russo, A. (2017). Cost of breast cancer based on real-world data: a
cancer registry study in Italy. BMC health services research, 17(1), 84. doi:10.1186/
$12913-017-2006-9 This study examined data from the former Province of Milan.
http://www.cancerresearchuk.org/about-cancer/breast-cancer/treatment/che-
motherapy/chemotherapy-treatment

Loh, K. P, Soto-Perez-de-Celis, E., Hsu, T., de Glas, N. A,, Battisti, N., Baldini, C.,
Rodrigues, M., Lichtman, S. M. Wildiers, H. (2018). What Every Oncologist Should
Know About Geriatric Assessment for Older Patients with Cancer: Young Interna-
tional Society of Geriatric Oncology Position Paper. Journal of oncology practice,
14(2), 85-94.

Ageism in breast cancer



46

47
48
49

50

51

52

53

54

55
56

57

58

59

For example, the authors of the following study note this challenge: Effects of che-
motherapy and hormonal therapy for early breast cancer on recurrence and 15-
year survival: an overview of the randomised trials. Lancet. 2005; 365:1687-1717.
[PubMed: 158940971
https.//www.ncbinlm.nih.gov/pmc/articles/PMC3142812/pdf/bjc2011234a.pdf
https.//www.nature.com/articles/6603697.pdf
Wyld, Lynda & Garg, D.K. & Kumar, I.D. & Brown, H & Reed, Malcolm. (2004). Wyld
L. Garg DK, Kumar ID, Brown H, Reed MWR Stage and treatment variation with
age in post-menopausal women with breast cancer: compliance with guide-
lines. Br J Cancer 90(8): 1486-1491. British journal of cancer. 90. 1486-91. 10.1038/
sj.bjc.6601742.

Online ad hoc survey conducted among a sample of 1,499 females aged 18+ in
England between 3-10 December 2013 by TNS BMRB. Quotas were set for PHE
regions and to be nationally representative by age and social grade. Data was
then weighted by region, age and social grade to ensure that it was nationally
representative.

APPG on Breast Cancer - 2013 Inquiry, Oral Evidence Session 1, statement by
Professor Lindsay Forbes (transcript pg. 17)

Linsell, L., Burgess, C.. and Ramirez, A. (2008). Breast cancer awareness among
older women, British Journal of Cancer, 99:1211-1225

Roth, M.Y., Elmore, J. G., Yi-Frazier, J. P, Reisch, L. M., Oster, N. V., & Miglioretti, D.
L. (2011). Self-detection remains a key method of breast cancer detection for U.S.
women. Journal of women's health (2002), 20(8), 1135-9.

Approximately 35 percent of young women will report being worried about wast-
ing a GP's time, but this increases to nearly 70 percent amongst older women.
Forbes, L., Atkins, L. Ramirez, A., Haste, F. and Layburn, J. 2010, Awareness of
breast cancer among women living in inner North East London. King's College
London.

https.//www.ncbinlm.nih.gov/pubmed /28756764

Age is Still Just a Number, All Party Parliamentary Group on Breast Cancer_https.//
breastcancernow.org/sites/default/files/public/age-is-still-just-a-number-
report.pdf

Hurria, A, Hurria, A., Zuckerman, E., Panageas, KS., Fornier, M., D'Andrea, G., Dang.
C..Moasser, M., Robson, M., Seidman, A., Currie, V., VanPoznak, C., Theodou-

lou, M., Lachs, M.S., Hudis, C. A prospective, longitudinal study of the functional
status and quality of life of older patients with breast cancer receiving adjuvant
chemotherapy.J Am Geriatr Soc. 2006;54(7):1119-24.; Extermann, M., Albrand, G.,
Chen, H., Zanetta, S., Schonwetter, R., Zulian, G.B., Cantor, A, Droz, J.P.Are older
French patients as willing as older American patients to undertake chemothera-
py? J Clin Oncol. 2003;21(17):3214-9.

NHS England Cancer Patient Experience Survey, Methodology and Data Tables
Supplement, Quality Health Department of Health September 2014 http://
www.qualityhealth.co.uk/resources/surveys/national-cancer-experience-
survey/2014-national-cancerpatient-experience-survey/2014-national-cancer-
patient-experience-survey-nationalreports/686-2014-national-cancer-patient-
experience-survey-methodology-and-data-tables/file

In 2003, Health ministers of the European Union unanimously adopted a set of
recommendations on cancer screening, including the recommendation that
member states implement breast screening programmes for women aged 50 to
69. As of 2017, 25 Member States had population-based screening programmes

Ageism in breast cancer

41



42

60

61

62

63

64

65

66

67
68

69
70
71
72
73

74

75

76

77

in place. Nearly two-thirds of the screening programmes targeted the recom-
mended population aged 50 to 69 and in most countries the interval between
invitations was two years

There is some evidence that extending the upper age limit to 78 in the UK would
be cost-effective (Rafia et al. 2016)
https:/breastcancernow.org/news-and-blogs/blogs/breast-screening-invita-
tion-error-caused-by-ambiguity-in-the-screening-programme
https.//www.england.nhs.uk/2018/11/cancer-screening-to-be-overhauled-as-
part-of-nhs-long-term-plan-to-improve-care-and-save-lives/

Protiere, C., Viens, P, Rousseau, F., Moatti, J.P. Prescribers’ attitudes toward elderly
breast cancer patients. Discrimination or empathy? Crit Rev Oncol Hematol.
2010;75(2):138-50; Ring, A. The influences of age and co-morbidities on treatment
decisions for patients with HER2-positive early breast cancer. Crit Rev Oncol He-
matol. 2010;76(2):127-32.

Ring, A., Harder, H., Langridge, C., Ballinger, R.S., Fallowfield, L.J. Adjuvant che-
motherapy in elderly women with breast cancer (AChEW): an observational
study identifying MDT perceptions and barriers to decision making. Ann On-
col.2013;24(5):1211-9.

Expert Reference Group for the Older Person with Cancer, Older people living
with cancer: designing the future health care workforce. https./www.macmillan.
org.uk/_images/Workforce-Report_tcmg-303592.pdf

Caillet, P, Laurent, M., Bastuji-Garin, S., Liuu, E., Culine, S., Lagrange. J. L., Canoui-
Poitrine, F., .. Paillaud, E. (2014). Optimal management of elderly cancer patients:
usefulness of the Comprehensive Geriatric Assessment. Clinical interventions in
aging. 9. 1645-60. doi10.2147/CIA.S57849

Puts et al. Ann Oncol. 2014 Feb;25(2):307-15. doi: 10.1093/annonc/mdt386
Pinkington, G..Sanniti, A., Boland, A., Dickson, R., Dundar. Y., Ring. R.. Palmieri, C. and
Bertelli, G. Systematic review to examine the clinical effectiveness and tolerability
of chemotherapy treatment for older people with breast cancer. LRIG, The Univer-
sity of Liverpool, 2013.

Kalsi T, Harari D. UK assessment methods and services for older people with can-
cer: a national survey. International Society of Geriatric Oncology. Milan, Italy, 2016
https.//breastcancernow.org/news-and-blogs/news/response-to-new-nice-
breast-cancer-quality-standard?deep_link=-Older%20people
http://ascopubs.org/doi/full/10.1200/jc0.2012.48.0939

Ellis, G.. Whitehead, M.A., O'Neill, D., Langhorne, P, Robinson, D. Comprehensive
geriatric assessment for older adults admitted to hospital. Cochrane Database of
Systematic Reviews 201

https./www.nature.com/articles/bjc2014632
https.//pdfs.semanticscholar.org/6933/ab77260cec582083163b-
d8301e9d6es787c2.pdf
https./www.breastcancercare.org.uk/information-support/facing-breast-
cancer/going-through-treatment-breast-cancer/side-effects/bone-1 [Accessed
17.05.2018

Macmillan Cancer Support The Age Old Excuse: The Under Treatment of Older
Cancer Patients https.//www.macmillan.org.uk/documents/getinvolved/cam-
paigns/ageoldexcuse/ageoldexcusereport-macmillancancersupport.pdf
Wilson Ward G. (2011) What impact does the provision of practical support

have on treatment planning and outcomes in older cancer patients? Macmil-

Ageism in breast cancer



78

79

80
81

82

83

84
85

86

87

88

89

lan Cancer Support. Unpublished systematic review.; Cancer.Net Cancer in

older adults. American Society of Clinical Oncology. cancernet.com/index.
php?s=cancer+in+older+adults (Accessed 2011)

Maddams, J., Utley, M., Meller, H. Projections of cancer prevalence in the United
Kingdom, 2010-2040. Br J Cancer. 2012;107(7):1195-202.
https:./www.macmillan.org.uk/information-and-support/breast-cancer/coping/
side-effects-and-symptoms/late-effects-of-breast-cancer-treatment/possible-
late-effects-breast-cancer-treatment.html
https./www.macmillan.org.uk/_images/Workforce-Report_tcmg-303592.pdf.
Ipsos MORI. Exploring the attitudes and behaviours of older people living with
cancer. Ipsos MORI. http://www.macmillan.org.uk/documents/campaigns/at-
titudesofolderpeoplelivingwithcanceraugustis.pdf (Accessed 01.10.2016), 2015.
Department of Health. Quality of life of cancer survivors in England. 2012. Results
are based on responses of 3,300 people between 1 and 5 years from diagno-

sis with breast, colorectal or prostate cancer or non-Hodgkin lymphoma (NHL)
from three participating cancer registries (West Midlands, East of England and
Thames). It should be noted that people aged 85+ were less likely to respond than
other age groups.

Quiality of Life of Cancer Survivors in England, Report on a pilot survey using
Patient Reported Outcome Measures (PROMS), Department of Health - Quality
Health, 2012 https:/www.gov.uk/government/uploads/system/uploads/attach-
ment_data/file/267042/9284TS0-2900701-PROMS-1.pdf

https./www.england.nhs.uk/cancer/living/

Sophie Pettit, Adam Qureshi, William Lee, Alex Stirzaker, Alex Gibson, William
Henley and Richard Byng Variation in referral and access to new psychological
therapy services by age: an empirical quantitative study Br J Gen Pract 2017; 67
(660)

Breast Cancer Care, Secondary Not Second-Rate Report 2017 https:/Z/www.
breastcancercare.org.uk/sites/default/files/coolo85_the_case _for_change_re-
port_final.pdf

Breast Cancer Care, Secondary Not Second-Rate Report 2017 https:/Z/www.
breastcancercare.org.uk/sites/default/files/coolo85_the_case_for_change_re-
port_finalpdf

Parr, J. D., Zhang. B., Nilsson, M. E., Wright, A, Balboni, T., Duthie, E., Paulk, E., ..
Prigerson, H. G. (2010). The influence of age on the likelihood of receiving end-
of-life care consistent with patient treatment preferences. Journal of palliative
medicine, 13(6), 719-26.
https.//www.ncbinlm.nih.gov/pmc/articles/PMC3863252/ and Schofield P,
Carey M., Love A, NehillC., Wein S. "Would you like to talk about your future treat-
ment options'? Discussing the transition from curative cancer treatment to pallia-
tive care. Palliat Med. 2006;20:397-406. [PubMed]

Ageism in breast cancer

43



Acknowledgements:

ILC would like to thank current and former
colleagues for their contributions to this
report, including Dr Brian Beach, Sally Bowell
and Jennifer Mitchell of Brighter Together
Consulting.

Our thanks also to colleagues at Pfizer for
liaising with us and supporting our research plan.

The International Longevity Centre - UK is the UK's
specialist think tank on the impact of longevity on society.
We work with experts, policy makers, and practitioners to
provoke conversations and pioneer solutions for a society
where everyone can thrive, regardless of age.

11 Tufton Street

London

SWa1P 3QGB

Tel : +44 (0) 20 7340 0440

Published in April 2019 © ILC-UK 2019
Registered Charity Number: 1080496.



