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Europa Donna - The European Breast Cancer Coalition held its 7t" annual Metastatic
Breast Cancer (MBC) Advocacy webinar with 59 enthusiastic and engaged advocates
who received expert guidance for advocacy tools for MBC: advances in research, build-
ing communication campaigns and shared decision-making. As a tribute to Europa
Donna’s 30* anniversary, the webinar showcased the significant steps made in care for
women with MBC over these three decades. It also highlighted the Coalition’s award-
winning MBC campaign launched in 2023 #TheCancerCurrency and next steps to bol-
ster the campaign momentum and effect change for this often overlooked breast can-
cer stage. Among the attendees were women with MBC, many with bone metastases,
wanting to live life without cancer interfering, living between treatments, and fighting
to increase awareness of this disease and its signs (i.e., more than just a lump) and to
improve early diagnosis and access to therapies. Non-European participants included
three guest advocates from Europa Donna’s partner, ABC Global Alliance. Europa Don-
na President Stella Mastora applauded the fact that advocates would leave the webinar
richer in information and stronger.

Europa Donna Executive Director Marzia Zambon said that the webinar is part and par-
cel of Europa Donna’s dedication to advocacy, research and evidence-based informa-
tion and education. This includes specific activities geared to the needs of people with
MBC, from a dedicated website section, to a survey on quality of care and quality of life,
videos and the recent The Cancer Currency campaign.
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A Focus on New Biomarkers:
An Overview of the Latest MBC Research

Alexandru Eniu, a medical oncologist and Chief Physician at the Hoépital Riviera-Chablais in Rennaz, Switzerland,
summed up recent advances in biomarkers in MBC. Biomarkers are available, but many more are needed. First, he ad-
dressed the question “what is a biomarker?” Biomarkers (or biological markers) are characteristics that can be measured
to provide an indicator of a biological process in an individual (e.g., BRCA1/2 mutations, HER2 levels, Ki67). They can indi-
cate risk, diagnosis, prognosis, and predict and monitor response to treatment and toxicity. A vast majority of patients know

that biomarkers are key across the entire breast cancer spectrum, yet in an ABC Global Alliance survey, it came out that about
one-third of patients with advanced breast cancer (ABC)/MBC were not confident in describing the characteristics of their own cancer.

Dr Eniu summed up the recently published 6th and 7th International Consensus Guidelines for the Management of Advanced Breast Can-
cer (ABC Guidelines 6 and 7, available open-access online). They recommend the following for diagnosis and staging in clinical practice:
BRCAI1/2 mutations, PALB2 mutations; PIK3Ca, ESR1, AKT1 mutations, PTEN inactivation; and PDL1. These are key components in the
guideline treatment algorithms.

The area of therapy for oestrogen receptor positive (ER+)/HER2- MBC is becoming increasingly complex and studies are investigating
specific biomarkers. These are necessary to identify those who can benefit from interventions, and those who do not need them. For
example, biomarkers are needed to identify patients who can delay CDK4/6 inhibitor therapy to second line, based on the SONIA trial,
rather than the standard first-line alongside hormone therapy. Biomarkers are also needed to determine which patients will experience
early disease progression and could benefit from a new third-line therapy in tumours with PIK3CA mutations (INAVO120 study), while
sparing from side effects those who would not benefit. The wish list also includes biomarkers to predict resistance to therapy (e.g., to
CDKa4/6 inhibitors). Having predictive markers would enable the right care and therapy for the right patient at the right time.

Dr Eniu said the epitome of the useful biomarker is HER2 because, already in 2015, the anti-HER2 therapy combination trastuzumab +
pertuzumab provided more than 5 years of survival in MBC. Now it is important to know the HER2 score or level because therapies such
as the antibody drug conjugate (ADC) trastuzumab-deruxtecan (T-DXd) showed a benefit in HER2-low and ER+ MBC, while sacituzumab
govitecan showed a benefit in ER+/HER2- and HER2-low. Both ER and HER2 status can change during disease progression and provide
different treatment options, so status needs to be reassessed. In triple-negative PDL1+ MBC, immunotherapy is still standard of care, but
new ways of using PDLI testing are needed.

A new area that is now technically feasible is detecting circulating tumour DNA, which is bits of tumour in the blood. This holds potential
for prognosis and to look for predictive biomarkers (e.g., ESRI1). It is being tested in clinical trials but is not yet ready for prime time. An
avalanche of ADCs and other options are emerging and biomarkers are desperately needed to indicate who may benefit from each one.

For more, see: ABC Global Alliance Biomarker Survey Whitepaper
6th and 7th International Consensus Guidelines for the Management of Advanced Breast Cancer

How Breast Cancer Research and Medical Practice , 1 !
Has Evolved in the Last Decades

As a tribute to Europa Donna’s 30 years of advocacy, Fatima Cardoso, Director of the Breast Unit in Champalimaud Clin-
ical Centre in Lisbon, Portugal and President of the ABC Global Alliance, outlined the progress in early breast cancer,

ABC and MBC over these decades. Some of the main achievements include population-based screening, multidisci-

plinary treatment, specialist breast centres and quality indicators, and guideline-based care. Achievements in early
breast cancer can be translated to the metastatic setting, where survival and quality of life (QoL) have also improved in
recent years. She described seven main overlapping “revolutions” that have shaped breast cancer management.

1) From1950-1970: Changes in scientific paradigms and dogmas. Breast cancer went from being regarded as a local disease
to a systemic one. This grew from the understanding of why breast cancer kills: a tumour is one of our own cells that loses its
programmed celldeathand naturallifespanand usesallits energy togrow and to gain the capacity to migrateandinvade blood vesselsand
thenorgans. Thisunderstandingled to systemic therapiesthat treat the whole body (e.g., tamoxifen) with the goal of avoiding metastases.
From the 1970s, there was also a trend toward de-escalation of therapy: breast-conserving surgery and sentinel node biopsy (pio-
neered by ED founder Prof Umberto Veronesi), and less radiotherapy. She cited de-escalation/optimisation practices to implement
now in ABC: choosing agents and doses according to toxicity; including patient-reported outcomes measures (PROMs) in clinical
research and practice; endocrine-based therapy for ER+/HER2- ABC, with no chemotherapy; and using single-agent chemotherapy
rather than a combination.

2) 1960s and 1970s: Changes in social paradigms and dogmas. Women paved the way to destigmatising breast cancer, although much
stigma remains in ABC.

3) From the 1970s: Widespread screening, information campaigns and political will. There was a revolution in imaging, including
mammography and magnetic resonance imaging (MRI). Population-based screening took hold.

4) From the 1970s: Efficacious and tolerable systemic treatments began to emerge.

5) The 2000s: The “omics” and translational medicine era. Identification of the cancer genome and genomic tools enabled breast
cancer subtyping, individualised treatment, identification of biomarkers, and bridging basic and clinical research for faster therapy
development.
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Ongoing: Patient-centred medicine. Interest in listening to patients is increasing, including controlling symptoms, using less aggres-
sive treatments and knowing when to stop treatment. The main goals of breast cancer management and treatment today include:
multidisciplinary and interdisciplinary care, treatment individualisation/tailoring, QoL and survivorship issues, new treatments and
new tests (e.g., next generation sequencing). Patient-centred management calls for specialist breast centres, tumour boards for both
early and ABC, and use of international guidelines. Reimbursement rules need changing to facilitate oral, less toxic treatments, and
shorter courses of radiotherapy.

7
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The present and future: Artificial intelligence (Al) and Big Data. Big Data is a compilation of data from all sources, from structured
(e.g., clinical trials) to unstructured (e.g., social media) and can be analysed to uncover patterns and correlations, for example. It can
help fill gaps in data for use in predictive analytics. Al can learn and adapt as it receives more information, and a subset of Al called
cognitive computing simulates human reasoning to solve complex problems and adapts to needs. In breast cancer, the use of this
technology is currently most advanced in pathology and radiology (pathomics and radiomics) and can be applied to diagnosis, clas-
sification, biomarker discovery and validation. The pros of Al include that it can apply to individual patients, each patient is a potential



https://www.thebreastonline.com/article/
S0960-9776(24)00087-0/fulltext
https://www.abcglobalalliance.org/resources#biomarker-survey
https://www.thebreastonline.com/article/S0960-9776(24)00087-0/fulltext

clinical trial, all patients are interlinked, patient subgroups can be created at high speed, and costs of research are reduced. The cons
include challenges with privacy rights, data security and data sharing.

In closing, Dr Cardoso said that innovations must be accessible to all in all countries, and inequalities can be addressed through high-
quality guidelines, sharing resources and fighting stigma. She encouraged the participants to fill in an ABC Global Alliance survey on the
experiences of patients with ABC, which is available online in eight languages.

The Effects of Exercise for MBC Patients:
The PREFERABLE Project

Anne May, from Utrecht, The Netherlands, and Lead Researcher of the PREFERABLE Project (Project on Exercise for
Fatigue Eradication in Advanced Breast Cancer to Improve Quality of Life), presented study evidence that exercise
has benefits for fatigue and QoL in people with MBC. Results of the PREFERABLE-EFFECT study of a 9-month structured
exercise programme provides long-awaited evidence that had been lacking for MBC. High level studies and guidelines
support the benefits of exercise in improving fatigue and QoL in cancer in general. Studies from the PREFERABLE
Project, in which Europa Donna is a partner, furthermore indicate the exercise programmes in MBC are effective and
cost-effective.

PREFERABLE-EFFECT is a randomised controlled trial of the effects of structured and individualised exercise on fatigue
and QoL in patients with MBC vs usual care and general physical activity advice. The programme involved moderate-to-
high-intensity supervised exercise using, e.g., stationary bikes plus resistance and balance exercises over a 9-month period. Activity
trackers were used, and the exercise programmes could be adapted to fit the location of metastases. The programme led to significant
improvements in physical fatigue and three QoL measures (physical, role and social functioning), as well as improving pain and shortness
of breath (dyspnoea). Dr May also shared cost utility data indicating that the programme reduced overall health care and informal care
costs as well as costs due to lost productivity (e.g., sick leave) compared with usual care. She suggested that women with MBC talk to
their health care provider about exercise, start with a supervised programme, if possible, and have someone to exercise with. In cases
of bone metastases, they should find out if the metastases are stable and ask if information about them can be shared with the exercise
specialist, ideally one with experience working with people with metastasis and who can adjust a programme accordingly. During the
webinar it was noted that an ABC Global Alliance hub on physical activity is coming soon.

PREFERABLE Project and the Patient Information Booklet

Building MBC Awareness Through Communication Campaigns

Sarah-Jane Barker, Global Medical Consulting Lead and Khalid Latif, Global Executive Creative Director from VML Health,
the agency behind ED’s Cancer Currency Campaign, provided valuable insight on creating awareness campaigns that can
drive change in MBC. Sarah-Jane pointed out that being a woman is hard to begin with, but being a woman with MBC is
even harder. The voice of MBC can be lost in the sea of pink of all the advocacy campaigns. Yet the perception of MBC
is shifting in reaction to the changing demographics of MBC and the increasing number of women who are living with

it as a chronic di Nonetheless, MBC remains largely misunderstood by the public, policymakers and health care
professionals. “We have a clutter of noise that needs to be cut through,” she said. Now with many major brands adopt-
ing health and wellness as part of their brand, MBC advocates need to be able to stand out in the crowd. Both speakers
then provided examples of effective campaigns in other areas and MBC. Society now accepts vulnerability and honesty:
people and health care professionals (HCPs) can see through fakeness and they need to identify real problems and find real
solutions. A campaign should be based on 3 pillars: 1) Making it real with a strong call to action that brings other people on X
board; 2) Making it stick, with cultural relevance and emotional storytelling; 3) Making it count and spurring change. Local
campaigns have the most impact. Sarah-Jane suggested steps to keep the ball rolling with the Cancer Currency Cam-
paign: use a consistent message (repeat the same message over and over until it resonates), reinforce a call to action
(e.g., the Count me, See me, Treat me, Support me, Act Now of the campaign), build a community around MBC (as in the
case of the MBC webinar), use real experiences to enhance campaigns, and establish local partners and find local voices
to advocate for you. She added that it was truly encouraging and gratifying to hear Stella Kyriakides, the European Com-
missioner for Health and Food Safety, adopt the words of the Cancer Currency Campaign when discussing Europe’s Beat-
ing Cancer Plan before a packed room at the 14" European Breast Cancer Conference. That is how a campaign resonates.

Shared Decision-Making in MBC

Liz Meade, Registered Advanced Nurse Practitioner in Oncology in Ireland, said that over the last 35 years or so a lot has
changed for the better in MBC: from understanding the disease and its treatments to attitudes of HCPs as people are
living longer and better and need to be involved in decisions about their care. There has been a huge culture shift for
HCPs as patients are now at the centre of all decisions and QoL is fundamental and must be considered. It is now being
measured in many clinical trials. Patients who are involved in a treatment plan are more likely to adhere to it, although
adherence is difficult. “It's very important that we as health care professionals give the voice to the patient,” she said.
Patients need to be able to voice their preferences. MBC has an enormous psychological impact and high treatment
toxicity. HCPs need to facilitate communication via, for example, leaflets and translators, if necessary, and ensure pa-
tients can make informed decisions. All members of the multidisciplinary team can help answer questions. Nurses can
represent the voice of patients when they are not equipped to do this. Patients are on this journey. When there is a change or

a new treatment, they should sit down with their HCP to find out how this will affect their life. They should communicate and come to a
decision together. To do this, patients need to decide the level of control they would like to have over their treatment. They need to have
time to prepare themselves, should write down their questions, discuss them with a clinical nurse, where available, before and after an
appointment. There are no silly questions. They should bring a family or trusted friend as an extra set of ears. They should debate and
deliberate before making a decision so that they can commit to it. Webinars are a means of becoming informed. Being involved in clinical
trials can give access to therapies before they come available. Patients need to have a good understanding of their iliness and HCPs need
to help explain the options. In some settings, shared-decision-making tools and questionnaires are available.



https://www.abcglobalalliance.org/abc-global-charter-report#take-our-survey
https://www.h2020preferable.eu
https://www.europadonna.org/wp-content/uploads/2024/07/PREFERABLE-DIGITAL-1.pdf

Workshops on Shared Decision-Making: Challenges and Solutions

The webinar participants and MBC advocates broke off into four groups to discuss and exchange
experience with shared decision making in their setting. Although there were differences between
individual countries and regions, many of the challenges and solutions were similar:

The Challenges

m Lack of time in appointments

m Communication barriers (e.g., language, dialects,
failure of HCPs to use lay language)

m Lack of multidisciplinary teams that can aid in
informed decision making

= HCPs not on board with shared decision making

m Patients not being well enough informed, lack of
medical knowledge and confidence

m Special care needed for patients with lower
intellectual capacity

m Patients needing time between appointments to
assess information and make a decision

m Fertility considerations need to be taken into account
m Access to treatment

m Lack of nurses or support HCPs

m Dealing with administrative issues

Proposed Solutions

m Figure of a “navigation nurse” reachable by telephone

m Care in specialist breast centres (many now only available
in large cities)

= Trained patient representatives as members of the
multidisciplinary team

= Availability, recognition and standardisation of the role of
oncological nurses or, in their absence, key support workers

= Nurses as mediators in decision making

m Patient representative-nurse teams to guide
communication

m Reinforced role of the psycho-oncologist

= Information for patients in lay language (e.g., leaflets,
websites)

m Standardised, validated questionnaires about patient
personality characteristics and preferences

MBC is an advocacy priority for Europa Donna, which began holding annual MBC conferences and
training in 2017 to address the unmet needs of people with MBC. There is a special MBC section on
the Coalition website which houses key advocacy information on this topic, including MBC video
testimonials. See also and share: The Cancer Currency campaign for MBC.
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