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Overview
Cancer rates continue to rise globally and are projected to nearly double by 2030, taking a huge toll on patients, their family

members, friends and carers."? Large strides have been made to reduce the burden of cancer in Europe through improved
screening and treatment.

Despite improved efforts, breast cancer remains the leading cause of cancer death for women throughout the world in
both developing and developed countries.® In 2012, there were about 459,000 new cases of breast cancer in Europe and
131,000 deaths from the disease. The rate of new cases of breast cancer in Western Europe is among the highest in the
world; one in every eight women in the EU will develop breast cancer before reaching the age of eight-five.* Breast cancer
accounts for 29% of new cancers and 17% of cancer deaths for women in the EU. As Figure 1 illustrates, large variations
persist across Europe with regard to breast cancer incidence rates (new cases per year) and mortality (deaths per year). In
2009, cancer cost the EU Member States approximately €126 billion, with breast cancer accounting for about 12% of this
the total expenditure.®

Breast Cancer: The Basics

Breast cancer occurs when there is abnormal growth in breast cells and it can originate in different parts of the breast.
There are various types of breast cancer with each one referring to the type of cell where the abnormal growth comes
from:”82

» Milk ducts (ductal carcinoma): Milk ducts carry milk from the lobules (where milk is made) to the nipples. Breast cancer
occurring in the ducts is referred to as “ductal carcinoma.” This type of cancer is the most common type of breast cancer
occurs in the lining of the ducts. This tumour can be a non-invasive within the ducts (ductal carcinoma in situ) or spread
beyond the ducts (invasive ductal carcinoma).’®"

+ Lobules (lobular carcinoma): Breast milk is produced in the lobules of the breast. Breast cancer developing in the lobules
is called “lobular carcinoma.” Invasive lobular cancer occurs when cancer spreads beyond the lobules. 213

« Connective tissue (sarcomas): Connective tissue of the Eatinatind lckchunion iand neortidity foomn breast G, 2612
breast is made up of the blood vessels, fat and muscle of the begr
breast tissue. Breast cancer that develops in this connective Mepariamcs
tissue is categorised as “sarcomas” of which there are multiple e
types. This type of breast cancer is rare and there are additional -
rare forms 14’ emss

Breast cancer can be divided into various stages using the 'L‘

tumour, node, and metastasis (TNM) categorisation, a coding o e

system for cancer staging. Stages describe the size of the cancer e -

and whether or not it has spread to other parts of the body. The -
staging is used for treatment decisions: —

» Tumour (T): T describes the size of the tumour'® —
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« Node (N): N indicates whether (or not) and to what extent the
tumour has spread to the lymph nodes"” —

« Metastasis (M): M specifies whether or not the tumour has
spread to other areas of the body, such as the bone, brains, liver s
or lungs.’®" B
Metastatic breast cancer (mBC) is the most advanced stage *r__
of breast cancer and occurs when the cancer spreads to e —————
other parts of the body. About 5-10% of new breast cancer i
diagnoses are metastatic.’® Women diagnosed with mBC ™™ ! - = = .
on average live two to four years.?’ Only about one in five Age Srandargised Hase (Buropean) per 158,403
women (22%) with mBC will survive more than five years.? I hoowo B Mol

The average women with mBC will receive eight to ten courses
of treatment to try to slow the disease progression however Figure 1: New cases of and death from breast cancer in Europe in 2012
!

mBC currently has no known cure.
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The grade of breast cancer relates to how abnormal the cells appear when viewed under a microscope and provides some
indication of how the cancer may behave. Breast cancer grades can range from low to intermediate to high. Low grades
are generally slower growing than are high-grade breast cancers. High-grade cancers are more likely to come back than
low-grade breast cancers.?3*

There are various other indicators for how someone will respond to the cancer and treatment. For example, patients with
hormone receptor positive status tumours—the most common type of breast cancer whereby a tumour pick-ups up
signals to grow from the hormones oestrogen and/or progesterone—generally respond well to hormonal treatment. Such
tumours are less aggressive than ones that do not respond to these signals. Similarly, women with BRCA gene mutations
are not only more likely to develop breast and ovarian cancers, but have a lower survival rate than women without such
mutations. Additionally, the HER2 gene—a gene that influences the proteins on the cell’s surface controlling the tumour’s
growth—affects breast cancer prognosis. HER2-positive breast cancers are more aggressive and more likely to spread than
those where the gene is not present. Age also affects prognosis; women under the age of 35 typically have more aggressive
breast cancer than older women.?

The various types of breast cancer have implications for both patients and their caregivers. For example, inflammatory
breast cancer (IBC) occurs when breast cancer cells block the lymph channels, resulting in reddening and inflammation of

the skin.?® IBCis one of the less common types of breast cancer, accounting for about 1-2% of breast cancers, but it can grow

more quickly and spread to other parts of the body than other types of breast cancer.” Treating this type of cancer requires
expert care at specialised breast cancer centres which are not available everywhere in Europe.

Another type of cancer, locally advanced breast cancer (LBAC), occurs when breast cancer spreads to the lymph nodes near

the breast, chest wall or breast skin, but has not yet spread to distant organs.?® This type of breast cancer requires expert
daily care and there is often limited information available to patients from online sources Although both IBC and LBAC
make up a small percentage of total breast cancer patients, they demonstrate some of the important and diverse needs for
both patients and carers.

Breast Cancer Risk Factors

There are various risk factors that studies have found to be associated

with developing breast cancer including:***°

. Being awoman Extimaied incidance from bresst cances in womsn, 3017
« Being older (over age 50)

« Family history of breast cancer

« Genetics (BRCA1, BRCA2 and other genes) P
+ Personal history of breast cancer
+ Personal history of cancer ’-’ 1
« Hormones
« Birth control use o »
« Hormone Replacement Therapy (HRT) use 1 2
« Starting menstruation before the age of 12 i
» Dense breast tissue
« Starting menopause after the age of 55 - av 15
¢

« Drinking alcohol e

+ Being overweight or obese Bass B
 Physical inactivity

« Not having children or having children after the age of 30 = ' " j

+ Chest radiation exposure Figure 2: New cases of breast cancer in Europe in 2012

Some steps can be taken to reduce the risk of breast cancer. Known risk
factors should be avoided, including but not limited to unhealthy diet, alcohol, and prolonged use of hormone replacement

therapies (HRT). Women should exercise regularly. Breastfeeding should also be encouraged.?'*

For some risk factors, a prevention strategy may not be possible. For example, if the individual has a genetic predisposition.
It these circumstances, it is important for modified and/or tailored prevention strategies to be developed for those who are
at risk. In addition, awareness of and information on diagnostics and management services must be provided.

As Figures 2 and 3 illustrate, the highest rates of new cases of breast cancer occur in Northern and Western Europe, yet
the highest death rates from breast cancer are in Eastern Europe, illustrating the large health inequities across Member
States. Studies exploring the link between race, ethnicity, and breast cancer have primarily taken place in the United States.
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However, recent studies indicate that variation in breast cancer by race and ethnicity occurs in a European context as
well with differences in age of diagnosis and post-diagnosis outcomes. Given the increasing diversity in the European
population, race and ethnicity are important to consider in breast cancer research, prevention, screening, diagnosis,
treatment, and follow-up.*

In addition, socioeconomic status affects breast cancer development and mortality. In Europe, higher socioeconomic
status has been linked to an elevated rate of breast cancer compared to those in lower socioeconomic status. Differences
based on socioeconomic status may occur for a variety of reasons including lifestyle, hormone replacement therapy (HRT)
usage, mammography screening use, and reproductive factors. However, women of higher socioeconomic status have
lower rate of death from breast cancer than do those from lower socioeconomic statuses. As Figure 4 illustrates, women
of lower socioeconomic status have a lower screening attendance than do those of higher socioeconomic status. Delayed
diagnosis can have severe repercussions for breast cancer treatment and outcomes. 3*

Breast Cancer Screening

- An Important Tool in Prevention

Breast cancer screening typically involves the use of mammography
(an x-ray of the breast) to look for early signs of breast cancer. When
breast cancer is caught early, treatment is more likely to be successful.
Population-based screening programmes offer testing to an entire
target age group in order to detect breast cancer at an early stage.
Existing recommendations are for regular mammography screening
in women ages 50 to 69.%

Estenabed mortality from Gresst cancer in women, I117

The benefits of the existing recommendations have been balanced

against the risk of radiation exposure, false positives, and over-
diagnoses in order to develop robust, effective, and equitable breast

cancer screening programmes. In 2016, the International Agency for
Research on Cancer (IARC) and subsequent studies found that the RS
benefit of breast cancer screening solely through mammography s

was sufficient for women 50 to 74 years of age; limited for women
40 to 49 years of age; and inadequate for women younger than 40 or #i

older than 69 years of age.?% apsrg == . | E

Although less common in younger demographics, premenopausal Figure 3: Death from breast cancer in Europe in 2012

women diagnosed with breast cancer have more aggressive breast

cancer and lower rates of survival than do older women; these women are not captured under the current screening
guidelines.?®3°Recent studies conducted by Harvard University have reaffirmed theimportance of breast cancer screening—
the research found that more than 70% of breast cancer deaths were among the 20% of people who did not participate in
screening.*® However, countries still faces the challenge of encouraging all women in the target group to attend organised
screening programmes. In particular, mobilising vulnerable groups of women remains a challenge.

Breast Cancer Diagnosis and Treatment

Breast cancer can be detected using a variety of methods. The breast and lymph nodes can be checked in a breast exam.
A mammogram is commonly used to detect breast cancer and further testing can be required depending on the results.
A breast ultrasound (sound wave imaging) or breast MRl (magnet and radio imaging) can be used in diagnosis. A biopsy -
when samples of breast tissue are removed for testing—can be used to definitely determine if cells are cancerous as well
as to determine the type, grade, and hormone receptivity of any cancer that is found.*

Treatment for breast cancer involves attempting to stop the spread of the cancer and where possible removing cancerous
cells. Treatments vary by the tumour size, type of cancer, and its location. Surgery, radiotherapy, hormone therapy, targeted
therapies, and chemotherapy can be used on their own or in combination. Local treatments - surgery and radiotherapy -
only treat the affected cancer areas. Surgery is typically the first type of treatment. Systematic treatments - chemotherapy
and hormone therapy - treat the whole body.*** Breast cancer treatments have a range of side-effects, some of which
(depending on the treatment) are particularly pronounced.

Age and Breast Cancer

Age is another important factor in understanding the development, diagnosis, treatment, and outcomes of breast cancer.
Most breast cancer occurs in women ages 50 and older. About 20% of breast cancer occurs in women under the age of 50
years, 37% in ages 50-64, and 43% in women over the age of 65.** By the age of 85, women have a 12% risk of developing
breast cancer.*
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Breast Cancer and Young Women
Breast cancer in women under the age of 40 is
relatively rare. However, women who develop

breast cancer under the age of 40, especially those
under the age of 35, are at an elevated risk of having  «
more aggressive breast cancer requiring intensive
treatments. Consequently, this group may have .
more severe side-effects that affect their quality of '
life. Compared with older women breast cancer in
younger women tends to be more aggressive, of  :
higher grade, and oestrogen receptor-negative (a ‘:
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characteristic of the cancer that limits the range of
treatments available).*¢4 o mok
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As younger women have higher breast density,
standard breast cancer screening techniques for this income (bottom 1/5) and highest income (top 1/5), 2008
group are less effective and are not recommended
unlessthewomanisat particularly highrisk of developing breast cancer (forexample, where there is a genetic predisposition).
Thus, breast cancer in younger women must be managed differently than it is in older women and particular attention has
to be devoted to preventing relapse. Breast cancer can have large implications for younger women'’s fertility, mental health,
careers, and families.*®* Studies from the United States indicate that the rates of mBC are increasing among young women
although they have not increased in women over the age of 55 over recent decades, which warrants more investigation,
particularly to determine if a similar trend is apparent in a European context.®

Figure 4: Participation in mammographic screening (women aged 50-69) by income, lowest

Breast Cancer and Older Women

Research has also found that older women (women over the age of 70), are twice as likely to die from breast cancer
compared with those patients under the age of 70. Similarly, chemotherapy effectiveness levels have been found to be
lower for women over the age of 75 .°' Moreover, older women have been found to be offered breast cancer surgery less
than are their younger counterparts. Breast cancer surgery for women ages 60 to 80 is only advised when there are no or
few co-morbidities as surgery can present major risks to the patient. There are discrepancies in diagnosis and prognosis of
older women with breast cancer across Member States. For example, older women in England are three times more likely
to die of breast cancer compared with the same cohort in other European nations.*?

It is important to study why surgery and chemotherapy are not recommended more often to older women. These
treatments may adversely impact their independence and quality of life, and increasing awareness of current geriatric
oncology guidelines while enabling oncologists to present choices to their patients. Research, including patient surveys,
should be carried out to identify how best to treat and support older women with breast cancer. Discrimination towards
older patients should be explored and systematically addressed. Therefore, age can be one important factor in breast
cancer treatment and should be considered in conjunction with other factors.

Breast Cancer and Depression

Breast cancer increases the risk of depression.
Up to 40% of breast cancer patients experience
depression and anxiety, with the highest rates of
depression occurring in the first year after diagnosis.
Overall, breast cancer diagnosis increases the risk
of depressive disorders in between 10% to 30% of
women, with the increased risk of development
at its highest in the year following diagnosis.** The
rates of depression in women with mBC appear
to be especially elevated and warrant further
investigation.* Some studies suggest over 25% of
those with advanced Cancerdevelop depression.55 0 5 10 15 20 25 30 35 40 45 50 55 B0 B85 70 75 B0 85

Age (years)

Chemotherapy, asymmetry following breast surgery,
significant risk factors for breast cancer-related

depression. Depression also increases the risk of poor adherence to breast cancer treatment, impacting on prognosis.
Women with mBC with fewer depression symptoms have longer survival rates.*® However, recent studies indicate that
some anti-depressants may reduce the effectiveness of tamoxifen, an endocrine therapy.’” Depression in those with breast
cancer remains underdiagnosed and undertreated®® and warrants further investigation and intervention.

500

250

Incidence per 100.000
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Breast Cancer, Employment, Care and Support

The ability to continue working with breast cancer varies depending on the type of cancer, the treatment, individual
health, and the type of work. Some women continue to work full-time during treatment, while others adjust their work
arrangements depending on employer accommodation. Others are too tired or sick to work.*® Studies from the US have
shown that breast cancer has a significant impact on patients’ careers by reducing employment, working hours, and

income.%°

Most cancer patients bear additional costs due to their cancer diagnosis, including medical, prescription, and travel costs.
Utility bills may also increase as the patient may be at home more during treatment. Most patients also need to take time
off from work during and/or after treatment. The extra costs of breast cancer coupled, with the decreased income can lead
to financial difficulty for breast cancer patients. As a result, financial stress and strain may develop. Patients may be forced
to take out loans, reduce other expenditures, or may fail to pay bills.*’ The financial burden of cancer can cause “financial
toxicity” for the patient and his/her family. This problem is particularly pronounced when the patient and/or their family
members are unemployed or working in temporary positions during treatment and recovery.?

Breast cancer patients and survivors can face discrimination from their employers. As a result, women may make decisions
about treatment in order to retain their job or from fear of prejudice, to the detriment to their health. This discrimination is
particularly pronounced for women who are managers and entrepreneurs. Employers should make efforts to reduce these
barriers so that breast cancer patients and survivors are supported in the workplace through work adjustments during

treatment and recovery.5354

In addition, most patients with breast cancer receive informal care from their families and/or close friends. This caring
burden disproportionately falls on women and girls. Informal caregiving has large social, emotional, financial, and physical
implications, but a lack of data regarding this phenomenon warrants further investigation in Europe. Caregiver support
varies significantly throughout the EU%, and there is a necessity for institutional recognition of the role.

Breast Cancer Survivorship: Life After Treatment

The long-term survival rate of those with breast cancer is increasing.
Over 80% of breast cancer patients are cancer-free after ten years.®
Cancer survivorship plans are important to empower cancer survivors
to interact more forcefully with healthcare professionals. Breast cancer
is considered “cured” without recurrence after ten years. Consequently,
long-term survivors then face challenges with respect to who to
consult after the ten-year survivor mark.

However, recurrence always remains a concern for breast cancer
survivors. Of women with early stages of breast cancer (breast cancers
that had not spread to other parts of the body beyond the lymph
nodes®), 20-30% will develop mBC. Eighty-percent of breast cancer
recurrence occurs within five years of the initial diagnosis. Survivors
who have finished treatment and are cancer-free require regular
follow-up, including clinical visits, and mammography.®®

Patients with mBC face unique challenges. As mBC is currently
treatable but nevertheless incurable, those with mBC will be in
treatment for the rest of their lives and require particular support and

b # L e
care for their physical and mental health needs, as these patients may . st Breast Cancer s )
. . ¢ 6: Distributi t i
feel isolated and alone. The uncertainty of recurrence can also have an e oo
impact on women’s mental health.®® 7° In addition, breast cancer has '

implications for family dynamics, with carers and patients’ families in
need of psychosocial support. There is a lack of readily accessible resources for mBC patients and their carers, which must
be addressed as a matter of urgency.

The past and current treatment of breast cancer survivors has long-term health implications that must be considered
and managed by their doctors and healthcare support teams. Long-term, breast cancer survivors may have hot flushes,
fatigue, chronic breast pain, lymphedema (swelling of arms and legs), loss of sex drive, and fear of recurrence. Breast cancer
increases the risk of obesity, high blood pressure, high cholesterol, and diabetes later in life. Breast cancer can have long-
term effects on fertility and sexuality.”"72In addition, breast cancer treatments may impact on cardiovascular health, bone
density, and quality of sleep.
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European Union Dimension on Cancer Screening

In order to reduce the burden of cancer across Europe, the European Council Recommendations on Cancer Screening called
on its Member States to implement effective screening programmes for breast cancer, cervical cancer, and colon cancer.
These recommendations prescribe population-based breast cancer screening programmes, employing mammography for
women ages 50 to 69.72 Progress reports have evaluated national-level implementation of the 2003 recommendations and
subsequent EU programmes, including the most recent in 2017. 7 As of 2007, 22 of 27 EU Member States were setting-up
or running population-based breast cancer screening programmes. By 2016, 25 of the 28 Member States had established
programmes or programmes in development.”

In response to these recommendations, various European initiatives have sought to promote cooperation in order to
more effectively combat cancer in the EU. The Joint Actions on Cancer— European Partnership for Action Against Cancer
(EPAAC) and European Guide on Quality Improvement in Comprehensive Cancer Control (CanCon)—have brought
together key stakeholders to collaborate on preventing and improving cancer control throughout Europe. In 2006, the
European Commission published the 4th edition of the European Guidelines for Quality Assurance in Breast Cancer Screening
and Diagnosis to improve the quality of breast cancer screening programmes by highlighting best practice. The Council
Conclusions on reducing the burden of cancer, published in 2008, call on the Commission to develop a pilot accreditation
scheme for breast cancer screening. The European Commission Initiative on Breast Cancer (ECIBC) works to improve national
programmes and to increase Member State collaboration in order to improve and to harmonise breast cancer screening
programmes through efforts such as quality assurance. The European Commission also created the Expert Group on Cancer
Control in 2014 to evaluate the existing evidence and assist the European Commission in the policy-making process.

Healthcaredelivery systems, including cancer-screening programmes, remain a national competency in the European Union.
The EU continues to work to foster cooperation, share information, and improve the existing evidence base through non-
binding policies and programmatic support that complement national policies, such as the Council Recommendations of
December 2003. The European Cancer Registry Network - which has been in operation since 1990 - promotes collaboration
among the national registries. However, there is no supranational mandate to harmonise cancer screening. These health
programmes remain under national control and much data, such as the tracking of progression, are not included.

2003 Council Recommendation on Cancer Screening
The 2003 Council Recommendation on Cancer Screening calls on EU Member States to put breast, cervical, and colorectal cancer

programmes in place for early detection of these cancers. Although the recommendation is not binding, it encourages Member
States to develop effective screening programmes.

National Policy and Practice in Europe in Screening

Comprehensive national cancer screening programmes are essential to diagnosing breast cancer. Mammography screening
has proven to significantly reduce mortality from breast cancer by detecting it at an earlier stage. Well-organised national
screening programmes can reduce breast cancer death in women over the age of fifty by at least 20%. However, about
30% of women diagnosed with breast cancer at an early cancer stage will develop recurrent advanced or metastatic breast
cancer despite effective screening efforts.”s

Population-based breast cancer screening programmes began in the 1980s in Sweden (1986), Finland (1987), UK (1988),
and the Netherlands (1989). 26 Member States currently have regional or national registries, which support the cancer
control programmes by tracking data. As of the most recent progress report, 25 of 28 Member States are either planning,
piloting, or rolling out population-based breast cancer screening programmes or had already established them (see Figure
6). Eligible women receive screening every two years in most programmes (screening is very three years in Malta and the
United Kingdom). Bulgaria, Greece, and Slovakia have non-population-based programmes, and Romania has a small pilot
at the moment (see Figure 7).7778

The coverage of these screening programmes varies across Member States. The highest participation rate for women ages
50-69 was in Denmark (84%) and the lowest in the Wallonia region of Belgium (6%). On average, the EU did not reach the
target level of 70% population coverage, with several countries failing to do so due to educational, organisational, and
other barriers’®8 Large inequities in screening therefore remain within many European countries.®’ A key challenge is how
to reach out to socio-economically disadvantaged women.

The Irish Case

Following the successful Pilot Eccles Breast Screening Programme in Ireland in the 1990s, the Steering Group and Quality
Assurance Committee explored the creation of a national programme in 1997. Ireland began BreastCheck, the National
Breast Cancer Screening Programme, in 2000 for women ages 50 to 64. The programme began in the east of the country
and expanded over time. In 2005, BreastCheck was extended nation-wide, utilising both designated hospital and mobile
units. BreastCheck is currently extending the screening age; women between the ages of 50 and 69 will be invited for a
free mammogram every two years by 2021. There has been a recent increase in breast cancer screening uptake. From 2013
to 2014, the uptake rate in the target population increased from 70.2% to 76.5%, surpassing the 70% programme target.
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The programme has provided more than 480,000 women with 1.37 million mammograms, detecting 8,500 cancers by the
end of 2014.828

In order to track cancer trends, the Irish National Cancer Registry has been collecting data on cancer incidence, treatment,
and survival in Ireland since 1994. The Registry carries out research to improve cancer outcomes and to reduce the cancer
burden. The comprehensive data gathered could be utilised more effectively to develop better services to support the
needs of patients and survivors. In 2006, Ireland published its National Cancer Control Strategy in order to prevent,
diagnose, and treat cancer. In 2015, Steering Group was created to develop a new strategy. Over the last three decades,

Ireland has witnessed a reduction in breast cancer mortality of roughly 40%.84#

Current State of European Data
Cancer registries collect, manage, and analyse data on those with cancer in designated regions or in countries. The first
cancer registry began in Hamburg, Germany in 1926. European-wide cancer registries began in the 1950s and 1960s. There
are about 160 cancer registries in Europe at present covering about 72% of the population in the EU.2¢ The European
Commission’s Europe Against Cancer Programme created the European Network of Cancer Registries (ENCR) in 1990 in
order to foster collaboration between cancer registries, to
train cancer registry personnel, to set standards for data
collection, and to disseminate cancer data in Europe.?” With
funding from the European Commission, the International
Agency for Research on Cancer (IARC) in partnership with the
ENCR developed the European Cancer Observatory (ECO), a
system of information on the burden of cancer in Europe.?®

Recently, the ENCR Secretariat moved to the European
Commission’s Joint Research Centre, but no updated
information on breast cancer burden from the Europe-wide
cancer registry data has become available.®® The most recent
data from cancer registries, available on the ECO website,
covers up to the 2007/2008 period. The GLOBOCAN Project
has more recent breast cancer estimates; however, these
are estimates rather than register-based data from several
countries, which do not provide reliable information on breast
cancer trends.”® The WHO mortality database also includes
data on breast cancer, however this is not linked to the cancer

. . . . . “The sitirarti do not ek ko sccont opeoruniiti iKreeming
registry, age, time, stage, etc. at the time of diagnosis. The

mortality database only includes age and time of death from Figure 7: Breast Cancer Screening Programmes in the EU,
. . . 50-69 , 2013
breast cancer not information with respect to the breast cancer bl ke kb il

diagnosis or progression.

The current registries collect a lot of information on breast cancer, including age, grade, and diagnosis date. However,
there are limitations on the data available on breast cancer in Europe. Specifically, the data collected by cancer registries
continues to vary by country. Moreover, much of the information collected is not compulsory. Additionally, not all countries
track stage and treatment at diagnosis. Others do not have accurate survival calculations due to a lack of access to death
certificates. In addition, not all capture information on survey, follow-up and co-morbidities. In various countries, the cancer
registry is not linked to screening data. Thus, the standardisation and coverage of data must be improved.*'
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Steps for Action

1.

Targeted research must be conducted by age, race/ethnicity and type of breast cancer in order to increase the
understanding of the development, prevention, diagnosis, progression, and treatment of breast cancer.

Efforts must be made to better understand the development, prevention, progression, treatment, and prevention of
breast cancer, including metastatic breast cancer (mBC) by employing a life-course approach from young through older
age. Research must not only explore the biological aspects of breast cancer, but must also explore the mental, social, and
economic implications for those with the disease as well as for those who survive it. Research must be conducted to better
understand the influence of race and ethnicity on breast cancer in a European context.

. In order to improve existing practice and policy, breast cancer data must be disaggregated based on various factors,

including age and cancer stage. A robust, comparable monitoring system to track breast cancer across Member States
should be set up at the EU level to enable a concerted, common approach.

Existing data collection tracking new and existing breast cancer cases and respective deaths from breast cancers across the
EU must be improved and harmonised. Comprehensive, longitudinal data is essential to improve efforts to combat breast
cancer as well as to assure quality and equity in prevention, diagnosis, treatment, and care.

. Breast cancer screening programmes must be designed, assessed, and regularly updated based on evidence gathered

by national cancer plans and registries. National and European capacity-building and systematic, quality-assured
screening implementation must be supported by EU funding, particularly in under-resourced EU Member States.
Stakeholders across Europe must continue to promote the development and the improvement of national breast cancer
plans as part of their national cancer control programmes and their national cancer registries. The ECIBC should encourage
Member States to implement and improve the national cancer screening programmes, especially in those countries without
established population-based screening programmes. As part of effective national cancer plans, comprehensive national
cancer registries should be supported to allow for cross-national analysis over time in order to develop more effective
strategies and programmes to avoid breast cancer progression. Quality-assured breast cancer screening programmes
that utilise and strengthen exchanges between programme coordinators and evaluators across European countries and
regions should be encouraged.

. The EU and Member States must work together to improve policy and programmes to more forcefully tackle breast

cancer.
Health literacy campaigns to educate key stakeholders - including women themselves - about national screening
programmes should be promoted. Additionally, more should be done to promote the understanding of the importance of
healthy lifestyle and behaviours in preventing breast cancer. Vulnerable groups and those women under-utilising screening
programmes should be specifically targeted.

. Efforts must be taken in order to reduce health inequities with regard to breast cancer within and across Member

States.

The EU together with the Member States and key stakeholders—including health organisations, patient organisations,
and other relevant stakeholders—must encourage and support improved education, research, prevention, screening, and
treatment guidelines. Europe must also provide guidance and support in to order to reduce health inequalities across
Member States.

. The 2003 Council Recommendations on Cancer Screening must be regularly re-evaluated based on the existing

knowledge base and best practice to address existing gaps and to reduce health inequities.

The EU has undertaken many efforts to promote cooperation and harmonisation with regard to breast cancer screening
services. Currently, many healthcare systems face pressures to curb expenditures, but concerted efforts must be made to
ensure effective screening programmes remain a top priority.

. Initiatives need to be developed to better understand and to support women with breast cancer, physically,

emotionally, and socially. In developing these initiatives it is crucial to take into account age, cultural differences, and
other relevant factors.

Women with breast cancer face many physical, psychological, and financial burdens. Programmes must be put into place to
support patients with breast cancer, particularly those women with advanced cancer. In order to reduce health inequalities,
Europe must also encourage and support improved education, research, prevention, screening, and treatment initiatives
for disadvantaged groups of women, their families, and their communities.

. Strategies must be developed to support and empower breast cancer survivors throughout their recovery.

Strategies must be developed to support breast cancer survivors throughout their recovery to ensure that their health
is managed and monitored. Moreover, survivors must be supported in their everyday lives, for example by providing
necessary employment supports. It is also important to empower survivors to help manage their own health. As breast
cancer is considered “cured” without recurrence after ten years, these survivors face unique challenges that require tailored
programming.
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