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Europa Donna - The European Breast Cancer
Coalition celebrated its 30* anniversary as the
European Breast Cancer Coalition at the 14%
European Breast Cancer Conference (EBCCIl4) in
Milan, a conference it has co-organised since its
inception. The conference - co-chaired by Dr Michail
Ignatidis, Head of the EORTC Breast Cancer Group and
Dr Fiorita Poulakaki, Vice-President of Europa Donna
- welcomed almost 1800 participants, including
researchers, clinicians, advocates and patients from
74 countries in its unique multidisciplinary format.
This year brought metastatic breast cancer (MBC)
to the fore, while also covering the latest advances
across the full breast cancer spectrum.

The Coalition also marked the occasion with its first
ever post-conference Europa Donna educational
event, where experts summed up key presentations
to equip advocates with relevant tools to take home
to their countries (see page 11).

Europa Donna is an equal partner in organising and
designing the EBCC sessions and topics to be cov-
ered with societies of researchers and clinicians, the
European Organisation for Research and Treatment
of Cancer (EORTC) and the European Society of
Breast Cancer Specialists (EUSOMA). This format en-
sures a truly multidisciplinary approach and special
attention to the perspective of the patients, the real
protagonists of breast cancer.

Three Europa Donna sessions focused on practical
applications of the scientific data and what matters
to patients: reducing breast cancer risk, equal access
to innovation in breast cancer treatment, and work-
ing after a breast cancer diagnosis. Europa Donna
board members and members chaired and partici-
pated in sessions throughout the conference.

EBCC Arts and Humanities Prize

At the opening session, this year's EBCC Arts and Hu-
manities Prize helped to remind participants of the
face and body of MBC and the greater purpose of
the gathering. Stella Mastora, ED President, award-
ed the prize to Ellen Harris Utne from ED Norway for
the project “A Brave Woman.” This involved a true-
to-life statue modelled from Cecile, a woman with
end-stage MBC, and erected in front of the Norwe-
gian parliament to open the eyes of passersby and
parliamentarians to this issue. A video chronicling the
statue’s creation and Cecile’s story was also produced.
Europa Donna chooses the prize winner on each occa-
sion based on nominations submitted by its fora for an
individual who has made a difference in breast cancer
through an artistic or humanistic activity.

Q@ ilan, italy

Conference chairs and the European Commissioner
for Health and Food Safety (Giuseppe Curigliano, Mi-
chail Ignatiadis, Stella Kyriakides, Fiorita Poulakaki)

Europa Donna 30-Year Anniversary
Celebration

A special 30-year celebration event at the EBCCl4
welcomed Europa Donna advocates and friends,
from scientists to policymakers. Stella Kyriakides,
European Commissioner for Health and Food Safe-
ty and President of Europa Donna from 2004 to 2005,
was the guest of honour, alongside Dr Alberto Cos-
ta, one of the Europa Donna founders. Commissioner
Kyriakides expressed her joy and gratification with
being part of the Europa Donna family for more than
two decades, one that has grown to include women
from 47 member countries across Europe (see pic-
tures opposite).

Stella Mastora and Ellen Harris Utne
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EBCC14 Manifesto Puts MBC
in the Spotlight

EBCCI14 issued its Manifesto “Addressing Disparities
in Access to Innovation for Patients with Metastat-
ic Breast Cancer Across Europe”, with seven rec-
ommendations voted forward by conference partici-
pants. Recommendation number 1 is to increase the
visibility of MBC and facilitate involvement of people
with MBC in trials, the workplace and everyday life.
Commissioner Stella Kyriakides is a member of the
panel and was keynote speaker for the session. She
highlighted the fact that women with MBC are not
part of the “pink campaigns” and there is a need to
shed light on people with MBC and bring them to
their centre (as done in Europa Donna’s award-win-
ning The Cancer Currency MBC campaign). There is
a need for cancer registries that include comprehen-
sive data on MBC, and for standard definitions. This
could help remedy misconceptions and the stigma
surrounding MBC. She outlined Europe’s Beating
Cancer Plan, which for the first time gives Europe a
cancer plan that is holistic, well funded and address-
es the entire breast cancer pathway, including MBC.
It provides common guidelines and quality assurance
for screening and specialist breast care. In addition
to Commissioner Kyriakides, the Manifesto panel

Main topics of the EBCC14 Manifesto

B Increase the visibility of MBC and facilitate
involvement in trials and everyday life

B Implement and update national cancer
registries

B Use harmonised real-world and registry

data to support reimbursement policies
and improve access to treatment, trials and
services

B Ensure access to multidisciplinary care

B Design a funding mechanism for trials on
questions of public interest

B Implement the newly established European
quality indicators

B Create a tool to rate the importance of non-
drug anticancer interventions

includes Fiorita Poulakaki, ED Vice-President and
EBCC14 Co-Chair, and Tanja Spanic, ED Past Presi-
dent. The Manifesto’s seven recommendations and
their rationale have been published in the European
Journal of Cancer (Volume 207, August 2024, 114156).

The Lancet Breast Cancer Commission

Charlotte Coles, from the University of Cambridge,
UK and the chair of the Lancet Breast Cancer Com-
mission, described the development process for this
multidisciplinary research endeavour that highlights
the inequities in breast cancer. Despite the 40% de-
crease in breast cancer deaths seen in high-income
countries, by 2040 there are to be some 3 million new
breast cancer cases every year, with the greatest
burden in low- and middle-income countries.

The report is based on literature reviews, an inter-
national health-care professionals survey, and new
research projects, plus regular Lancet Commission
meetings. It provides an evidence-based roadmap
for change for everyone but is aimed at policymak-
ers. Each section ends with suggested measurable
indicators for change. The final report was published
after EBCC14, on 15 April.

MBC is one of the central themes of the report, with
four main areas within MBC: 1) data collection and
the need for registry data to include recurrences, 2)
individualised management with global equity in ac-
cess to therapies, 3) multidisciplinary management
driven by guidelines, and 4) targeting stigma. It also
proposes measurable indicators for change that ad-
vocates can present to policymakers. Another key

theme of the report is hidden costs and suffering
among women with breast cancer and their families.
It asks whether exposing and reducing these costs
could provide an incentive for policymakers to in-
vest in prevention, early detection, cost-effective
therapy and optimal management of breast cancer.

Improving patient communication and empower-
ment is another main report theme, which received
input from ED’s Tanja Spanic. Communication is im-
portant in improving quality of life and body image,
adherence to therapy, and autonomy. Dr Coles con-
cluded: “It is not enough to produce practice-chang-
ing evidence. It's about how this is implemented and
how we take this forward as health-care profession-
als, advocates and policymakers to ensure there is
equity of access for everybody with breast cancer
who gets the right treatment at the right time.”

H See the Lancet Commission publication

https://www.europadonna.org/
wp-content/uploads/2024/04/ \

LancetBreastCancerCommission _
Report_4.2024.pdf e Lot o
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Europa Donna Sessions at EBCC14

Three Europa Donna sessions, with topics and speakers selected by ED, focused on practical applications for
the scientific data and what matters to patients. They also highlighted action points for advocacy and drew a

large audience of advocates and scientists.

Europa Donna Session: Can We Reduce Breast Cancer Risk?

The role of lifestyles in breast cancer risk

Suzette Delaloge, from Gustave Roussy in Villejuif,
France, described the evidence for lifestyle expo-
sures in breast cancer risk among women of average
and increased risk. There is a linear decline in risk with
increasing physical activity, likely due in part to re-
ducing certain inflammatory markers, a favourable
effect on glucose metabolism and regulating hor-
mone levels, all of which have been associated with
breast cancer. Regarding nutrition, she said that the
World Cancer Research Fund (WCRF) cancer preven-
tion recommendations are the best way to assess
someone’s nutritional profile and score, based on
diet and exercise. In post-menopause, risk of breast
cancer declines in step with increasing adherence to
these recommendations. The association is less clear
in pre-menopause. Emerging evidence points to re-
duced risk through avoiding ultra-processed food.

Emulsifiers, artificial sweeteners, and sugary drinks
are associated with a 22-24% increased risk of breast
cancer. The Women’s Health Initiative Dietary Modi-
fication Intervention showed that with a low-calorie
and low-fat diet vs a standard diet the risk of breast
cancer mortality decreased by 21%. This is more
than for endocrine therapies, which decrease inci-
dence but not mortality. A healthy lifestyle is therefore
also recommended for those with an increased risk
of breast cancer using a well-designed intervention
because most people do not change their behaviour
based on information alone. The topic of lifestyle fac-
tors in breast cancer prevention is a Europa Donna pri-
ority and the focus of its Breast Health Day campaign.

B See the WCRF recommendations:
https://www.wcrf.org/diet-activity-and-cancer/
cancer-prevention-recommendations

The situation across Europe: updates
from country cancer profiles

Marzia Zambon, ED Executive Director, presented
country cancer profiles found on the European Can-
cer Inequalities Registry, which is one of the flag-
ship initiatives of Europe's Beating Cancer Plan.
She walked the attendees through this open source
that provides cancer profiles for the EU27 countries
plus Norway and Iceland. “For us as advocates this is
an incredible tool,” she said because it displays data
in a comparable fashion, including prevention, ear-
ly detection and quality assessment. The 29 country
profiles were updated using a February 2024 OECD
- Organisation for Economic Co-operation and De-
velopment report on cancer prevention and early
detection. This report addresses the latest trends in
cancer incidence and mortality in the EU and reviews
key cancer risk factors, cancer screening programmes
and early diagnoses, and examines country perfor-
mance in these areas. This includes policy strategies
and person-targeted approaches to cancer preven-
tion in places such as schools and the workplace. Ex-

Marzia Zambon

amples include user-friendly product labelling and ini-
tiatives such as the Nutri-Score on food products. The
OECD report also describes the population-based
screening programmes in these countries in a com-
parable format. It points out that only 5.1% of the total
health expenditure in the EU27 in 2021 was dedicated
to prevention.


https://www.wcrf.org/diet-activity-and-cancer/cancer-prevention-recommendations
https://www.wcrf.org/diet-activity-and-cancer/cancer-prevention-recommendations

ECIR = European Cancer Inequalities Registry

Thar Europann Cancer Insqualities Fegisiry is & Aagship istiatie of Europe™s Basting Cancnr FIRAL It
provides sound and reliable data on cancer peeention and cane fo identify trends, dispanties. and
insquakies betesen Member Slales and regions.

Body-mind connection
and breast cancer risk

Luzia Travado, from the Champalimaud Foundation
in Lisbon, Portugal, presented evidence that psycho-
logical and social factors such as stress, negative life
events and lack of social support are risk factors for
cancer. Stress can alter the immune system, brain
chemistry and hormone functions, but its precise
role in cancer progression is not fully understood. The
challenge lies in measuring and monitoring chronic
stress. Studies in women with breast cancer indicate
that outlook makes a difference: those who scored
better on a helplessness/hopelessness index sur-
vived longer and disease-free than those with a mal-
adaptive attitude to their diagnosis. She presented a
study performed at her centre in patients with MBC
showing that higher emotional distress had an effect

These easy-to-access materials provide advocates with
essential tools to advocate for breast cancer services in
their countries:

B OECD Report on Cancer Prevention and Early
Detection
(https://knowledge4policy.ec.europa.eu/cancer_en)

European Cancer Inequalities Registry
(https://cancer-inequalities.jrc.ec.europa.eu)

on brain regions that help regulate the neuroendo-
crine and immune systems, among others, and in
turn may be linked to cancer risk. Distress levels also
affect patients’ coping abilities. Based on this study,

she recommended that clinicians should screen

women for psychosocial distress and stress-man-
agement skills to identify those who would benefit
from psychological support. Other studies indicate
that cognitive behavioural stress management ap-
proaches lead to improved survival in women with
breast cancer. Mindfulness-based approaches to
stress reduction also have benefits for survival, qual-
ity of life and other protective effects. Dr Travado

concluded that more studies are needed on the ef-

fects of chronic stress in the general population but
that: “There is a clear message that negative emo-
tions, if they are prolonged over time, they damage
our body and our health.”

Are young people aware of breast cancer
risks?

Darja Molan, from ED Slovenia and diagnosed with
breast cancer at age 30, addressed the many fears
and unknowns when facing this disease, particularly
at an early life stage with plans for a career and fam-
ily ahead. People may ask themselves what caused it
and could they have prevented it. She provided ad-
vice for patient organisations for awareness activities,
which first must define a clear message (e.g., on reg-
ular checkups, lifestyle recommendations or knowing
family history). They need to convey messages that

are interesting, short and focused, utilising appropri-
ate platforms like schools and social media, and us-
ing role models that young people can relate to, that
they admire and know. Young people respond to sto-
ries. She described her own experience talking to her
young daughter about BRCA mutations in her family
and the risk of breast cancer. She told her the story
of Angelina Jolie. Her daughter understood but then
asked “Who's Angelina Jolie?”. To reach young people,
we need new role models, she said, adding that pa-
tient organisations have a strong voice and we need
to keep using it. ED’s Breast Health Day prevention
campaign primarily targets the younger population.

Europa Donna Session: Equal Access to Innovation in Breast Cancer Treatment

Béla Dajka, Health Policy Officer at the Europe-
an Commission, kicked off the session with an up-
date on the EU Regulation on Health Technology
Assessment (HTA) - (EU) 2021/2282, which came
into force in 2022 and will be applicable starting 12

January 2025. It aims to improve the availability of
innovative health technologies (e.g., medicines) by
ensuring efficient use of resources and to eliminate
duplication of efforts. HTA involves a comparative
assessment of a new medicine or health technol-


https://knowledge4policy.ec.europa.eu/cancer_en
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HTA speaker panel: Ellen Verschuur (chair), Béla Dajka, Neil Bertelsen, Lazar Popovic and Tanja Spanic

ogy against an existing method to assess its value
and help policymakers make decisions about pric-
ing and reimbursement. Under the new regulation,
the EU level assessment will only include clinical
domains such as effectiveness and safety, whereas
non-clinical domains such as economic, social and
legal aspects, will remain at the member state lev-
el. Member states will also remain responsible for
drawing conclusions on added value for their health
system and on pricing and reimbursement. The reg-
ulation establishes a Coordination Group on HTA
composed of representatives designated by mem-
ber states, mainly from HTA authorities and bodies.
There is also a stakeholder network that includes

patient organisations. Designated HTA bodies in
member states will perform joint activities such as
clinical assessments of medicines, which are also
to involve patient organisations. Starting in Janu-
ary 2025 and for the first 3 years, efforts will focus
on cancer medicines, and will extend to all health
technologies in 2030, meaning that any medicine
approved by the EMA will trigger an EU-level HTA
assessment. The regulation emphasises the role of
patient organisations in helping to identify emerg-
ing health technologies. Regional HTA events are
being held to provide information and there is a
dedicated website (see https://health.ec.europa.eu/
health-technology-assessment_en).

Patient input into health technology
assessment

Neil Bertelsen, from Health Technology Assessment
International (HTAI) and a patient advocate himself,
spoke about the vital role of patient input in the HTA
process, a key component that had until recently been
overlooked. Patients are essential to this process be-
cause only they have the experience and knowledge
to add the appropriate context to clinical data and
quality of life and patient-reported outcomes (PRO)

measures. They can translate the PRO findings into
specific examples of how their daily lives are affected
and articulate the shortfalls of current treatments. In
the HTA process, HTA bodies request input from pa-
tient organisations, and patients are usually involved in
the written submission step and in committee meet-
ings. They provide input on what would be the “real”
benefit of a new treatment. Neil Bertelsen summed
up the EBCCI14 sessions on HTA at the Europa Donna
Education Event (see more on page 13).

Access to treatment in Eastern Europe

Lazar Popovic, from the Oncology Institute of Voj-
vodina in Serbia, then focused on the obstacles that
need to be overcome to improve access to treat-
ment for breast cancer in Eastern European coun-
tries, where incidence and mortality remain gener-
ally high compared with the rest of Europe and the
trends do not predict an improvement. This is direct-
ly linked to lower spending on cancer drugs as well

as organisational pitfalls that affect screening, reim-
bursement and education. Eastern European coun-
tries such as Bulgaria, Slovakia and Hungary have
some of the lowest mammography screening rates
in the EU. There is a need to improve access to pop-
ulation-based screening and to address shortages
in radiologists by applying artificial intelligence (Al),
for example. Lack of reimbursement limits access to
medication and patients often cannot afford to pay
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out of pocket. Many years of life are lost due to pre-
mature deaths, which from an economic standpoint
account for a loss of $259 million US per year due to
lost productivity in an analysis of nine Central Euro-

pean countries. He concluded that in Serbia they may
not have access to the same high-end cars and holi-
days as in Germany, but they need to have the same
cancer treatment as in Germany.

Patient advocate perspectives on HTA

Tanja Spanic, ED Past President and a current Board
member, urged patients and patient organisations
to build upon their organisational skills, starting
with developing an understanding of national and
European regulation on HTA. Advocates need to
share good practices and experiences and liaise
with known HTA stakeholders. Patient advocates

need to know about their national health-care poli-
cies and ensure that policymakers in their countries
are aware of the new HTA Regulation and what it
entails. They need to work with, educate and put
pressure on national policymakers to establish HTA
bodies in order to prepare them for the EU Regula-
tion kick-off in 2025 to guarantee treatment access
and reimbursement.

Europa Donna Session: | Want To Be Able To Work, If | Can

Working after a breast cancer diagnosis

Martina Fontana, ED Policy and Research Officer, ex-
plained that EU Directives prohibiting discrimina-
tion due to disability, including cancer (2000/78/EC)
and protecting caregivers (2019/1158/EU), as well as
national legislations exist in most European countries.
However, the application of these laws is uneven at
best, with women encountering barriers, obstacles
and challenges in their return to work on top of the
discrimination they already face in their professional
lives on account of their gender. A breast cancer di-
agnosis adds complex layers to the already existing
challenges women face in the workplace. She went
on to propose strategies that patients and caregiv-
ers can use to overcome challenges, and what em-
ployers can do to support these women. Even when
a law requiring flexibility of hours and access to re-
mote working exists, for example, this may not be
observed: “This inflexibility forces many patients into
impossible choices between their health and their
job security.” In fact, many patients do not disclose
their diagnosis due to the fear of being stigmatised
or treated differently by colleagues, managers and
others. Many are forced to make career sacrifices or
are assigned inferior roles when they return to work
after treatment. There are often feelings of guilt on
the part of the patient and the caregiver as well as
emotional struggles in juggling work and health, in-
cluding scheduling therapies, dealing with side ef-
fects, all layered with potential financial concerns.
Approaches to overcome these challenges include
being proactive and knowing your rights, sharing

Martina Fontana, Darja Molan, Rosanna D’Antona

knowledge with coworkers, and demanding improve-
ments, to name a few. Martina cited the Best Prac-
tice Guide for Line Managers produced by Working
with Cancer, which outlines how employers can help
their employees through, for example, flexible work-
ing arrangements and workplace accommodations.
Europa Donna wants women who have had a breast
cancer diagnosis to feel accepted and comfortable in
the workplace. With this aim, ED is joining forces with
Working with Cancer to launch a new Policy Action
in October 2024. It aims to strengthen policy inter-
pretation, address challenges in the workplace and
to transform workplaces to empower women. She
encouraged women who have had breast cancer to
contact her to share their experiences and contribute
to this initiative.
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Back to work: best practices from Slovenia

Darja Molan presented ED Slovenia’s return to work
programme. She described the WALLNUT pilot proj-
ect in which some 300 patients with breast cancer
participated. They underwent early vocational reha-
bilitation, including working with a team of occupa-
tional therapists and social workers during sick leave,
receiving an individual plan for returning to work,
and facilitating employee-employer connections.
The programme received positive feedback from

patients, led to shorter sick leaves, more jobs saved,
less stress and fewer side effects. A “Back to Work”
project began in 2023, with 3 roundtables involving
the various stakeholders, from patients, employers,
decision-makers, physicians, insurance representa-
tives and health ministry officials, among others. One
of the outcomes was the promise to start changing
the law by the end of 2024. Darja added that it is nec-
essary to advocate for all, not just those who are able
to make it smoothly through the system.

TransformAzione: from patients
to job candidates

Rosanna D’Antona, from ED lItaly, presented her
forum’s successful “TransformAzione: Living and
Working With Breast Cancer” project that aims to
transform the person from a patient to a job candi-
date following a breast cancer diagnosis. It began
with a national survey of 500 Italian women. Almost
54% reported that returning to work after a breast
cancer diagnosis was a motivating, positive experi-
ence. However, another 48% reported being down-
graded in their role, and 67% felt that the system
did not protect them. The Talentlab project sought
to address this by providing tutoring and an online
class for more than 100 women on topics such as CV

Other Key Highlights from EBCCl4

Towards second generation
early detection of breast cancer?

Stella Mastora, President of Europa Donna, moderat-
ed a session on approaches to risk-based screening.
David Crosby, from Cancer Research UK, discussed
approaches to identifying people at risk of breast
cancer (e.g., from genetic or hereditary factors to life-
style and hormones) in order to stratify their risk and
use targeted prevention strategies, such as specific
screening, drug therapy, surgery or lifestyle interven-
tions. An example is the CanRisk online tool (www.
canrisk.org) for future risk of breast cancer. Other po-
tential risk factors such as social status, place of res-
idence and other digital factors can be incorporated
to create a more sophisticated approach to preven-
tion and screening. Artificial intelligence (Al) can be
applied in mammography screening to assist in inter-

writing and interview skills. During this 3-year proj-
ect, all the participants underwent psychological as-
sessment to help them overcome their breast cancer
experience and renew their skills and had access to
an online legal help service, among other services.
Some 12.5% became familiar with legal regulations
and 50% found employment. Rosanna showed a vid-
eo featuring a woman transformed from breast can-
cer patient to a member of the workforce and who
reported feeling part of society again. Now some
major breast units in Italy are producing a video to
inform patients about this programme within their
units. The Milan municipality will be providing fund-
ing for training to support breast cancer patients in
improving their career path.

preting mammograms, detecting breast density and
there is emerging evidence that it can predict risk in
those who do not yet have breast cancer. Studies of
blood tests to detect fragments of cancer DNA in
the circulation show promise, although results so far
indicate that they are less able to detect early phase
breast cancer. More results are awaited.

Personalised breast cancer screening

Suzette Delaloge from Gustave Roussy in Villejuif,
France, discussed personalised screening, where
screening could focus on women with higher risk,
for example. Thresholds need to be identified. There
is evidence that MRI screening reduces mortali-
ty in women with BRCA1/2 mutations, particularly
for BRCAI, which points to a need for even further
personalisation of screening. Polygenic scores that
combine a number of risk genes can provide infor-


http://www.canrisk.org
http://www.canrisk.org
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mation that is useful in the clinic and those for breast
cancer are among the most promising. So far these
may help with stratification rather than personal-
isation. This may include identifying women at low
risk who can benefit from less intervention, not
just those with a high risk. The EU-backed MyPeBS
- My Personal Breast Screening (www.mypebs.eu), in
which ED is involved, is an ongoing study aiming to
compare a personalised risk-based screening strate-

gy with standard screening among 85,000 women in
6 European countries. Preliminary findings show that
the 313SNP-based risk assessment is very feasible
and women would do it once in their lifetime. For this
study women need to be able to have digital access
to their data and risk score and also to be able to up-
date their own data. Importantly, it has been shown
that risk assessment does not increase anxiety. Final
results are expected in 2027.

Other screening techniques
for high risk: extremely dense breasts
and MRI screening

Ritse Mann, from Radboud Medical Centre in The
Netherlands, described the European Society of
Breast Imaging (EUSOBI) screening recommendations
for women with extremely dense breasts, and the
role of MRI screening. This is important because high
breast density makes it difficult to spot potential can-
cers on mammography. In the densest breasts, mam-
mography screening is less sensitive, there is a higher
amount of cancer, and there are more false positives
than in the least dense breasts. He said that while
mammography can find the cancers in dense breasts,
it does not save a lot of lives. Adding ultrasound helps
detect more cancer, but there is a high false-positive
rate of 10-20%. It can help detect cancers that appear
between screening rounds (i.e., interval cancers) but
it is also more expensive to perform. Given this, the
EUSOBI recommendations have not changed to in-
clude ultrasound, though now they do recommend
informing women about their breast density.

The DENSE trial examined the effect of supplemen-
tal MRI in women with dense breasts who were
undergoing mammography screening. MRI identi-
fied additional cancers, there was a lower rate of in-
terval cancers, and the cancers were early stage and
node negative. False positives were the same rate as
for mammography screening. Studies have shown

that MRI is cost-effective in this setting. Based on all
this, EUSOBI now recommends supplemental MRI
screening in women with extremely dense breasts.
Women should be made aware of this. The downside
is that some women may find this method unpleas-
ant due to the MRI tunnel and contrast, and there
can be false positives and overdiagnosis (*+ 20% of all
screen-detected cancers). In line with the Salzburg
statement on shared decision-making, women should
have a choice about the screening approach they un-
dergo. The American College of Radiology 2023 rec-
ommendations now support that women with dense
breasts undergo supplemental screening with MRI.

Thomas Helbich, from Medical University of Vien-
na, Austria, discussed the potential of contrast-en-
hanced mammography for screening in women
at high risk. It has similar detection rates to MRI. He
said that with mammography we only see the tip of
the iceberg, but adding contrast expands this view.
Contrast-enhanced mammography is currently used
more in women who cannot undergo MRI.

See: Mann RM, et al. Breast cancer screening in wom-
en with extremely dense breasts recommendations of
the European Society of Breast Imaging (EUSOBI). Eur
Radiol. 2022;32:4036-4045.

Other highlights of the data presented at EBCC14
on therapies and other important topics for
advocates are provided in the Europa Donna
Educational Event in the pages that follow.


http://www.mypebs.eu
https://link.springer.com/article/10.1007/s00330-022-08617-6
https://link.springer.com/article/10.1007/s00330-022-08617-6

Europa Donna Educational Event

«30 Years of Educating
Breast Cancer Advocates”

2
#*

More than 80 Europa Donna members stayed on after EBCC14 to attend Europa Donna’s Educational Event
on 23 March, where key speakers from the conference summed up the main findings and messages from the
conference for the advocates present. They also had a chance to put into practice the data on exercise with
guided sessions of Pilates and yoga with instructors Barbara Klein and Barbara Colombo.

Updates on Early Breast Cancer
and Advanced Breast Cancer

Matteo Lambertini, from University of Genova, Italy,
gave an overview of the data on early and advanced
breast cancer (ABC) therapy.

Early breast cancer

In triple-negative breast cancer (TNBC), after sur-
gery, adding the checkpoint inhibitor immunothera-
py atezolizumab to chemotherapy was not better for
survival for remaining cancer-free or for side effects
compared with chemotherapy alone. These were the
results of the final analysis of the ALEXANDRA/IM-
passion030 phase 3 trial. Immunotherapy remains
the standard of care before surgery in TNBC. Dr
Lambertini added that while immunotherapy is very
safe, it can have some side effects such as diarrhoea
that need to be reported and addressed quickly.

The KEYNOTE-522 trial of the checkpoint inhibitor
pembrolizumab plus chemotherapy confirmed that
this approach is efficacious before surgery in TNBC.

In women with early-stage high-risk oestrogen-re-
ceptor-positive (ER+) and HER2-negative breast
cancer, adding pembrolizumab to chemotherapy be-
fore surgery and to endocrine therapy after surgery
had a better outcome than placebo. This was true
for women regardless of their age and menopaus-
al status. Time to surgery was not delayed and the
rates of breast-conserving surgery and mastectomy
were similar to placebo. The lower the expression

of hormonal receptors, the better the effect of the
immunotherapy. This KEYNOTE-756 trial confirmed
that adding immunotherapy appears to increase the
efficacy of systemic therapy (e.g., chemotherapy or
hormone therapy).

In ER+/HER2- early breast cancer, the CDK4/6 in-
hibitor ribociclib plus a non-steroidal aromatase in-
hibitor (NSAI) showed significantly improved invasive
disease-free survival compared with a NSAI alone.
Safety was as expected. The results of the NATALEE
trial were published in the New England Journal of
Medicine during the conference. Dosing and mode
of administration differ from the standard of care
CDKA4/6 inhibitor abemaciclib.

Advanced breast cancer

In ER+/HER2- ABC, a CDK4/6 inhibitor plus endo-
crine therapy is now considered first-line therapy in
the majority of patients.

In patients with metastatic TNBC, first-line treatment
depends on markers such as PD-L1 and BRCA muta-
tion status. Dr Lambertini noted that a biomarker for
PD-L1is needed. Antibody drug conjugates (ADCs) are
used once these therapies are not having an effect.

In HER2+ ABC, advocates should keep an eye out for
the results of the DESTINYO09 study of first-line use of
the ADC trastuzumab deruxtecan.

A study presented at EBCC14 indicated that new ADCs
should be avoided during radiotherapy in most cases.
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Surgery

Isabel Rubio, a breast surgical oncologist from
Madrid, Spain, summed up the data on surgery, pri-
marily regarding de-escalating/optimising therapy.
Improvements in medications mean that more ag-
gressive surgical procedures of the past may not be
necessary, thus reducing chances of adverse effects
related to surgery. It is about surviving with a good
quality of life (QoL), she said. Various studies indicate
that some women can be spared having any axillary
lymph nodes removed, including sentinel nodes,
which aids in postoperative recovery and eliminates
the risk of lymphoedema. A Dutch study presented
at the conference examined marking the positive ax-
illary lymph node with radioactive iodine seeds be-
fore systemic therapy. After systemic treatment, the
one lymph node was removed and if no residual can-
cer cells were detected, no additional lymph nodes
were removed. After an average 3.5 years, the overall
survival rate with this approach was 95%. Dr Rubio
also mentioned the larger multicentre SOUND trial
showing that no axillary surgery had similar findings
to removing the sentinel lymph node in patients with
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a 2 cm or less breast tumour and a negative ultra-
sound of the axillary lymph nodes.

On the topic of breast implants, rare cases of lym-
phoma, known as “breast implant-associated ana-
plastic large cell lymphoma” or BIA-ALCL, have aris-
en. Lymphoma is usually diagnosed in its early stages
and some 59 deaths have been reported worldwide.
Dr Rubio said that women should not worry but
be aware. If patients with implants develop a large
amount of fluid around the implant or the breast
seems bigger, it should be looked at.

She said communication with patients about double
mastectomy in the case of cancer in the other breast
(contralateral) needs improvement. It is not neces-
sary to remove both breasts. Breast-conserving sur-
gery has good results with fewer problems.

Studies of ductal carcinoma in situ (DCIS), a very
low-grade tumour, show low recurrence rates with a
wait-and-see approach over treatment. It is possible
that in the future, DCIS detected on mammography
screening may not require any therapy.

Radiation Therapy

Orit Kaidar-Person from Sheba Medical Center
in Israel presented the latest on radiotherapy (RT) and
emphasised the need for multidisciplinary team-
work, particularly between the surgeon and radiation
oncologist. The aim is to reduce the morbidity or both-
ersome after-effects of surgery and RT. More data on
RT need to be recorded in studies. The European So-
ciety for Radiotherapy and Oncology (ESTRO) consen-
sus on reporting RT use in clinical trials calls for quality
assurance and adherence to protocols. She said that
ED’s Tanja Spanic provided unforgettable input re-
garding patient access to data as part of the consen-
sus team. Besides the SOUND study mentioned by Dr
Rubio, other studies are ongoing of omitting sentinel
lymph node biopsy while adding RT (BOOG 2013-08).
Prof Kaidar-Person applauded studies of omitting RT
after lumpectomy in low-risk tumours, saying, “If we
don't need it, don't give it.” The NSABP B-51 study of
skipping post-surgical RT in patients with response to
pre-surgical systemic therapy showed no increased
risk of disease recurrence or death at 5 years. She
noted that longer term data are needed for this to
reach clinical practice.

All women undergoing mastectomy should have the
option of reconstruction regardless of the need for
RT after the mastectomy. However, there is no con-

sensus on the ideal type and timing of breast recon-
struction: it must be personalised. There can be com-
plications with RT in breasts with implants, leading
to women wanting the implants removed. Cases of
RT after oncoplastic surgery require multidisciplinary
teamwork before and after surgery. It is important to
identify before surgery the patients who will be can-
didates for a RT boost (ie, an additional dose at the
area where the tumour was removed) after surgery.
Using RT before surgery is another consideration and
ESTRO is working on recommendations on this topic.
The ongoing EUROPA trial is one to watch as it is ex-
amining endocrine therapy vs RT in women 70 years
and older. The trial aims to have a valid treatment
option of RT alone for these patients, as endocrine
therapy might lead to significant side effects and re-
duce the QolL.

Prof Kaidar-Person’s words were encouraging on the
topic of brain metastases as new systemic therapies
can work within the brain through prevention or treat-
ment. In patients who need whole-brain RT or stereo-
tactic RT approaches, efforts should be made to re-
duce their toxicity. Brain metastases are not a single
entity. She encouraged radiologists at EBCC14 to “use
their brain” when using stereotactic or fractionated
RT. She called for all disciplines to work together.



“30 Years of Educating Breast Cancer Advocates”

Patient Advocacy and
Involvement in Clinical Trials
and Research

Ximena Montano, an ED Board Member and re-
searcher from London, UK, outlined the clinical trial
process because patient advocates are in demand
to participate in trials. Throughout the trial phases,
advocates can provide input into trial design, into
the informed content documents that patients par-
ticipating must understand and sign, and take part
in the Independent Data Monitoring Committee,
for example. They should help to ensure that any
post-marketing long-term toxicity is being report-
ed. She suggested that advocates find out about tri-
als being performed in their countries, see that they
are addressing relevant questions and encourage
them to join wider research networks. To be able to
participate in clinical trial organisation, advocates
need to understand the clinical trial process and to
stay up to date on the latest research, by attend-
ing breast cancer conferences, for example. She
emphasised how advocates need to be involved in
clinical trials from their inception and networking
helps to identify opportunities to participate.

Ines Vaz-Luis, from the Survivorship Research Pro-
gram at Gustave Roussy in Villejuif, France, described
the concept and need for “co-research,” where pa-
tients become members of the research team. This
helps to promote trust in the research process among
patients and to improve trial design and protocols so
that they address patients’ needs. As co-researchers,
patients may be in a vulnerable position because they
are outnumbered by researchers, they may be new
to the research process, and they need to share very

|
E__‘ ;
Ximena Montano and Ines Vaz-Luis

personal experiences. This can be addressed by cre-
ating a comfortable and safe space, connecting on a
more personal level and through training. Co-creation
may involve three main steps: planning by research-
ers, co-creation or implementation by all parties, and
evaluation. She described using the co-research ap-
proach in the EU-funded PragmaTIL project aiming
to decrease the toxicity of tumour infiltrating lym-
phocyte (TIL) adoptive cell therapy in various cancer
types and to improve QoL. A clinical trial included a
board with patients and health-care professionals
and following training, focus groups were held for
the co-design. Patient input identified issues that re-
searchers had not considered. This led to a change in
the co-primary endpoint to incorporate PROs, among
other patient-centred modifications to the protocol
(e.g., providing information regarding supportive care
services). She said that effective co-research requires
patients to be transformed into co-researchers and
all co-researchers should be involved during every
step of the research process, from protocol finalisa-
tion to dissemination of results.

Top Tips on Making the Patient
Voice Come Alive in HTA

Neil Bertelsen, from Health Technology Assessment
International (HTAIi), summed up his talk on patient
involvement in HTA, emphasising that HTA bodies
compare new therapies with existing ones and re-
port on the viability of the new approach, whereas
policymakers decide on reimbursement. The new EU
HTA Regulation is to come into effect for oncology
in January 2025 (see page 7 for the EBCC14 ED Ses-
sion on this topic). Under this Regulation, the first
stage of HTA can be done collectively across the EU,
but it will not replace national HTAs and economic
assessments. The ultimate goal of HTA is to protect
the health-care system for everyone. HTA builds a
bridge between research and policymakers, using
a multidisciplinary process to compare a new health
technology against the standard of care used in the
national public health system and inform decision

making. He said it is a myth that HTA bodies decide
which medicines are made available.

Only recently was it realised that patients were the
missing link in the traditional HTA process. They can
translate the PRO measures into daily experienc-
es. He gave an example of a common approach to
HTA where patients participate in the stages of sub-
mitting evidence, meetings to make and discuss a
draft recommendation, and the consultation phase
to provide input into the draft recommendation. He
encouraged advocates to identify and contact the
HTA body in their country. If it does not involve pa-
tients, advocates can use the evidence and exam-
ples from other countries to support their inclusion.
In any assessment, patients should be specific and
focus on patients’ experiences, with examples of the
long-term effects of a disease and its treatment, re-
lying on psychosocial data rather than emotion. He
said that patients add to the quality of the decisions
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made: we up the game and that improves decisions.
A first step will be for ED advocates to identify local
HTA bodies as most of those present were not aware
which body handles HTA in their country.

Offering some advice in that regard, Tanja Spanic
described how ED Slovenia worked to start imple-
menting HTA in her country. What can breast can-
cer patients and advocates do? They can start by
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explaining to policymakers what HTA is and how it
works, using existing practices and examples from
other countries. Advocates need to identify the
stakeholders to contact. ED Slovenia identified the
National Medicines Agency. An expert group was set
up. Tanja advised them that with the new EU Regu-
lation, they needed to have a plan. It is all part of the
evidence-based education that Europa Donna has
been doing for the last 30 years.

Quality of Life & Side Effects
Management: The Benefits
of Changeable Lifestyle

Anne May, Lead Researcher for the PREFERABLE*
project, reported the results of the PREFERABLE-
EFFECT study, a Horizon 2020-funded project in
which Europa Donna is a partner. It found that
twice-weekly supervised exercise sessions, involv-
ing balance, resistance and aerobic exercises for 9
months improved QoL scores and decreased fa-
tigue in people with MBC. The study randomly as-
signed 357 patients with MBC to either a structured
exercise programme or usual care and advice on
physical activity. The median attendance was 77%
and there were no exercise-related injuries. In ad-
dition to the beneficial effects on QoL and fatigue,
the exercise programme helped improve pain and
shortness of breath, both of which were present in
more than half of participants at the beginning of the
study. It did not lead to an improvement in emotional
functioning, indicating that for this more is needed
than exercise. Based on the study findings, it recom-
mends supervised exercise as part of the support-
ive care regimens during palliative treatment. More
results will be presented at upcoming conferences,
including cost-effectiveness findings at a later date.

Getting a Grip on Side Effects

Christine Boers-Doets, a side effects expert from
The Netherlands, described and demonstrated some
techniques to prevent or decrease side effects of the
various breast cancer therapies. She said some 80% of
side effects can be managed by patients themselves
when managed at an early stage. This can help prevent
them from stopping therapy due to side effects. She
cited the “Hit Hard, Early and Short” method where
side effects are treated according to their subtype,
with a high dose given short term. This is the case for
corticosteroids such as the preferred dexamethasone
for the common inflammation-related side effects of
immuno- and targeted therapies. Prevention is key.
Body butter can prevent dry skin and related infec-
tions. Dr Boers-Doets demonstrated how to rinse your
mouth with the right amount of water to avoid oral
mucosal injury. Using a tennis ball to massage the
bottom of your foot can help prevent neuropathy. For

fatigue, have one goal on your to-do list for the day so
that you can achieve it.

Exercise Throughout the Breast Cancer Care
Continuum

Antonio Di Meglio, a medical oncologist from Gus-
tave Roussy in Villejuif, France, summed up the data
he presented at EBCC14 on the benefits of exercise in
breast cancer prevention, and during and after thera-
py. Large studies indicate that overall activity (e.g., at
leisure, at home, at work) reduces breast cancer risk
by some 12-22%. Activity after diagnosis reduces the
risk of dying from cancer by 38%. Exercise guidelines
for cancer survivors follow the FITT (frequency, in-
tensity, time, and type) principle so that appropriate
dose and frequency can be prescribed, as for a ther-
apy. Regarding symptom control, exercise is better
at reducing fatigue than drugs or psychological ap-
proaches alone.

Recommended exercise dose: American College of
Sports Medicine

Aerobic training Resistance
exercise
During 30 min Twice
treatment 3 times / week weekly
Moderate intensity
Post- 150-300 min / week Twice
treatment  Moderate intensity weekly

For safety in women with lymphoedema, resistance
exercise should start low and progress slowly. Those
with lower bone density should avoid high-impact
activity and avoid falls.

Studies, however, show that women with breast can-
cer are no more likely to follow physical activity advice
than women without cancer. Dr Di Meglio suggested
that physicians should take the lead in prescribing ex-
ercise programmes for their patients because it has
been shown that exercise adherence is higher when
advice comes from the doctor. This should include re-
ferral to a supervised educational programme. Using
activity trackers on phones or watches to measure
progress can be a source of motivation.

* The PREFERABLE project has received funding from the European Union’s Horizon
2020 research and innovation programme under grant agreement No 825677
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