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Europa Donna - The European Breast
Cancer Coalition’s annual digital con-
ference on Metastatic Breast Cancer
(MBC) advocacy highlighted the com-
munication hurdles that many women
with MBC must face. The overall aim of
the webinar was to provide the more
than 60 participants from 25 countries
and 2 continents with the foundation
and evidence required to advocate for
their unique needs to be met. The event featured experts on the latest research, guide-
lines, and the right to work for women with MBC. As a finale, the participants had the
opportunity to share their personal experience with MBC and with advocacy in work-
shops focussing on walking the fine line of communication in the home, with family and
friends, in the workplace, and with themselves.

Marzia Zambon

In the conference opening, Europa Donna President Stella Mastora welcomed the ad-
vocates and applauded their personal resilience and commitment. Europa Donna re-
mains steadfast in pushing for progress, increased options and support for MBC. “We
see you, we hear you and we stand beside you. Your strength, your voice and your lived
experience are at the very heart of why we are here,” she said.

ED CEO Marzia Zambon described the Coalition and its four pillars designed to bring
patient perspectives to the forefront: advocacy, information, education and research.
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Understanding Metastatic Breast Cancer

Leading the science discussion, MBC expert Fatima Cardoso, Medical On-
cologist and President of the ABC Global Alliance, presented the “basics of
MBC", which participants lauded for the clarity. She said that understanding
how cancer cells behave helps in understanding how treatments work and
their side effects. Cancer cells are normal cells that lose their capacity to die,
their function and use all their energy to grow and become invisible to the
immune system. In MBC, cancer cells enter the blood vessels and lymphatic
vessels and spread to other parts of the body. Inoperable locally advanced
breast cancer (ABC), on the other hand, is breast cancer that has spread quite
extensively in the breast region and the regional lymph nodes. By nature, MBC
first responds to therapy then becomes resistant over time. This creates the up and down rollercoaster
many patients experience: “It explains to you why we need to change treatment often and why we need to
advocate to have many different types of treatment, because one is not enough to treat metastatic breast
cancer.” Breast cancer has three main subtypes, each with distinct treatment approaches: hormone/en-
docrine receptor (ER)-positive, HER2-positive, and triple-negative (TNBC). Knowing the tumour biology,
molecular subtypes, and stage is fundamental to guide treatment decisions. Such biomarkers essentially
provide prognostic information about how the tumour will behave or respond or not to certain types of
treatment. Yet Dr Cardoso added that a global survey showed that one-third of patients with ABC/MBC
do not know what type of breast cancer they have.

Fatima Cardoso

She described how the different therapies work, apologising for the war analogy: chemotherapy (CT) is like
a bomb and endocrine and anti-HER2 therapies are more like targeted missiles. CT targets the cell cycle
and Kills cells that develop quickly (including hair). Endocrine therapy (ET) blocks the hormone receptor
or ligand. Like CT, CDK4/6 inhibitors regulate the cell cycle but have fewer side effects and help delay ET
resistance. Tyrosine kinase inhibitors (TKIs) block abnormal cell signalling pathways that cause tumours to
spread and grow. Anti-HER2 therapy blocks the HER2 receptor and stops tumour cells from dividing and
migrating. The ADCs - antibody drug conjugates - are a newer more targeted way of delivering CT, where
it hitches a ride on the anti-HER2 antibody, using it “like a bus” to enter the tumour cell. This can also be
used in HER2-low MBC. She noted that ADCs were developed with the hope they would be less toxic than
traditional CT but unfortunately still have substantial toxicity. Immunotherapy (e.g., checkpoint inhibitors)
harness the immune system by placing “a light” or a marker on the cancer cell so that the immune system
detects it and knows to kill the cell. Finally, PARP inhibitors are used in tumours with BRCA mutations
where these mutations compromise the cell’s ability to repair DNA. PARP is a protein that repairs DNA and
drugs that block PARP interfere with this repair and cause the cells to die. This talk gave the participants the
foundation necessary for the presentation on treatment options that followed.

The Latest Research Findings on MBC

Dario Trapani, Medical Oncologist at the European Institute of Oncology in
Milan, Italy, said that the treatment options for MBC are rapidly evolving and
that outcomes are improving, particularly in higher income countries. Bio-
marker-guided therapy is a reality in MBC allowing more personalised ther-
apy: a 2024 study showed that 50% of TNBC, 60% of oestrogen-receptor (ER)
positive and 100% of HER2-positive MBCs received biomarker-guided thera-
py. He described three approaches with more recent evidence in MBC: SERDs
(selective oestrogen receptor degraders), inhibitors of PIK3CA and AKT, and
ADCs. Oral SERDs help delay disease progression in ER-positive MBC ex-
pressing an ESR1 mutation. This mutation is a common cause of resistance to
certain ETs. Oestrogen also fuels the cancer and so these therapies block and destroy the ER, which slows
or stops the cancer. Another SERD and approach, where the ESR1 mutation is detected in blood before pro-
gression occurs, has just been given the initial go-ahead by the European Medicines Agency (EMA). This is
for ER-positive, HER2-negative locally advanced or MBC being treated with a first ET and a CDK4/6 inhibi-
tor. Once the mutation is detected, switching to a SERD + CDK4/6 inhibitor combination led to improved
progression-free survival (PFS). Improved overall survival (OS) has not yet been reported with the SERDs.
Another approach to tackle resistance to ET aims to strengthen the ER blockade by targeting different
mutations: PIK3CA and AKT. These mutations switch on alternative growth signals to the ER, and drugs in-
hibiting these mutations help turn them off and allow the ET to work properly. The PIK3CA inhibitor is used
in cases of recurrence within the first year of adjuvant (post-surgical) ET. These drugs are associated with
high blood sugar, diarrhoea, rash, and mouth sores, which can be managed with proactive care. He said
that this is part of the complex trade-off patients and clinicians must generally navigate: “These side effects
are very important to shape decision-making to make sure the patients know what exactly is the cost of
such an improvement in the disease control.” Regarding the ADCs, he said that they have now permeated
the metastatic setting and primarily target Trop2 or HER2-low. In metastatic TNBC previously treated with
CT, sacituzumab govitecan has shown improved PFS and OS. Data are coming on use of ADCs as first-line
therapy. In ER-positive MBC they have also shown the best results in previously treated patients, with less
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promising results in first line. Trastuzumab deruxtecan also shows a survival benefit in previously treated
HER2-low MBC. The largest benefit for this therapy is in HER2-positive MBC, with a better PFS and OS in
second line and beyond than chemotherapy. New data are promising for its use in the first-line setting with
pertuzumab, but OS findings are not yet available. Dr Trapani added that despite this progress in therapy,
toxicity and unequal access remain, and treatment and research need to focus on outcomes that matter
to patients and involve patients in their development.

B Introducing the ABC Global Charter 2.0

Fatima Cardoso discussed the ABC Global Charter for 2025-2035 and de-
scribed the findings from the ABC Global Decade Report 2015-2025. She
added that treatment according to guidelines and multidisciplinary care have
a positive impact on disease outcomes. The Advanced Breast Cancer (ABC)
Global Alliance guidelines are multidisciplinary and created with advocates
and patients. She outlined the 10 goals of the 2015-2025 charter, pointing out
that in the last decade, there have been important improvements in all goals
but one: accessibility and equity of care, which have worsened, with rising
out-of-pocket costs adding to financial burdens. Goal number one, survival,
has improved, particularly for specific cancer types (e.g., HER2+). Despite new
standards introduced for data collection, the number of people living with ABC remains unknown, which
is an obstacle to resource allocation. Quality of life has improved overall due to new therapies, but 79%
of patients still report a negative impact on their emotional and psychological health. Multidisciplinary
care now has quality indicators, but access to this care is unequal. Clinician training in communication
has improved, but shared decision-making falls short. There is still a lack of information on topics such as
employment rights or financial support. Patients are making more use of psychological support services,
despite more than half reporting not being offered such services. Online conversations and connections are
growing, yet stigma and misinformation persist. More countries provide legal protection against discrimi-
nation, but there are no effectively implemented protective legal frameworks. The updated 2025-2035 ABC
Charter revisits these 10 goals and continues to strive for improvements. Dr Cardoso tagged it as a power-
ful tool for advocating for the needs of women with MBC.

Navigating Work and Legal Rights After an MBC Diagnosis

Sarah McHutchison, from the McCabe Centre for Law and Cancer in
Victoria, Australia, described the workplace discrimination toward people
with cancer that still reigns in many countries. A 2025 global review
commissioned by the ABC Global Alliance on work rights laws across 25
countries found that none has adopted a set of workplace entitlements
sufficient to protect the work rights of people with MBC. She said that
domestic law is a critical tool for protecting these rights and its potential is
unrealised. It can help support job retention, income security and financial
stability for people living with MBC, as well as for informal caregivers. Some
factors limiting these protections include lack of awareness about them,
and operational barriers such as balancing employee needs with the needs
of a small business. Key protections include flexible work request rights,
sick leave entitlements and protection against dismissal based on cancer. Like many challenges and
programmes, these are not cancer-specific or MBC specific. Employer discretion to refuse claims is a
key obstacle and a potential action point for legislation. She added that international human rights
law provides the strongest foundation for cancer control frameworks yet is significantly underutilised.
The International Bill of Rights and related treaties, including the Convention on the Rights of Persons
with Disabilities, protect a range of fundamental rights, including the right to equality and freedom
from discrimination, and the right to freely chosen work. These should be made meaningful through
national systems. “Aligning domestic employment and social protection laws with international human
rights standards is critical to protecting the dignity, independence and quality of life for people affected
by metastatic breast cancer,” she said. In the case of MBC, flexible work and working hours, patterns and
locations is critical. However, for many people, flexible work alone is not enough. Staying in or returning
to work in a manageable way often depends on practical support such as workplace adjustments,
specialised equipment, changes to duties or transitioning into a different role. The new ABC Charter’s
Goal #10 continues to be to improve the legal rights of people with ABC, including the right to continue
or return to work. She pointed to five key areas for future action: 1) Strengthening social and financial
protection laws; 2) Empowering informed choices through information about legal rights; 3) Ensuring
flexible return to work entitlements; 4) Educating employers about legal obligations; and 5) Calling on
governments to review work rights and anti-discrimination laws to reflect real needs of those with MBC.

For more information, see Advancing the legal rights of people with advanced breast cancer: a global expert review and
call-to-action for 2025-2035 (Goal 10) published in The Breast 2025;84: 104613.




Cynthia Cosme Cravo

Still Me! Adjusting to Personal,
Social and Professional Life
after a Metastatic Diagnosis

Providing fundamental real-life insights on
living with MBC, ED’s Cynthia Cosme Cravo
(Ireland), Paola Cornero (Italy) and Carla Whit-
bread (UK) each presented their experience and advice on managing relationships, maintaining their identity and
being the “protagonists of their own lives.” Cynthia described concentric circles of communication: starting with
close family (where we feel the most vulnerable), then friends, colleagues, and society, with a different approach for
each. The most important circle is ourselves and being honest with how we feel and learning to express this. “If we
don’t say how we feel, how can others understand? How can others know?” Pretending that everything is fine does
not help. She said that if we feel the need to protect and support others, we need to “put on our own mask” first.

In her moving account of how the last 10 years of health challenges with MBC have affected her family life, Paola said
that they have learned to “call things by their names, how there are no secrets, no hiding for protection.” She was
balancing family, work and advocacy. She realised that the guilt she had been carrying for years about the effect of
her diagnosis on her children was all due to miscommunication. Now she says, “We know | will always have ups and
downs, but in the meantime, we live and laugh and talk a lot.”

Carla was diagnosed with de novo MBC 14.5 years ago when she had a busy life as a mother, partner, friend and was
at the height of her career with high hopes for the future. Her life as she knew it became unrecognisable overnight.
Since then, she has devoted the last 10 years to advocacy and 12 years ago changed to a more flexible, less rewarding
job and places less importance on her professional life. She has supportive colleagues but the part-time work means
financially adapting with her family. On a positive note, she concluded: “It gives me time and a space to focus on
what | consider most meaningful and most fulfilling in my life nowadays. And that is contributing through my patient
advocacy work and trying to leave this world a little bit better, because | have lived.”

Paola Cornero
Carla Whitbread

Workshops: “Courageous Conversations to Open Communication Paths”

Each of the three advocates then facilitated individual workshops where participants reflected on how to improve
communication. In one workshop they discussed how to handle friends and family who may minimise the disease or
be overcome by premature grief, and what to say to downplaying comforts of “we can be hit by a bus.” It is important
to listen to your own needs and set boundaries. Another group focussed on communicating clearly and honestly with
children about MBC using practical techniques such as simple language and story books, and maintaining routines
to create stability. Recording memories in stories or “memory boxes” can
be an emotional “go to” for children. In the workplace communication
workshop, it was noted that many employers need education on MBC.
Sharing personal health information is a personal choice, and it is impor-
tant to have a comfortable environment for such discussions. People with
MBC need to know their rights and be vocal to receive the support they
need.

MBC is an advocacy priority for Europa Donna, which began holding an-
nual MBC conferences and training in 2017 to address the unmet needs of
people with MBC. There is a special MBC section on the Coalition web-
site which houses key advocacy information on this topic, including MBC
video testimonials from advocates (MBC Advocates Speak Out). The
Webinar itself can also be accessed on ED’s platform EmpowerED.

EUROPA Website, Platform and Social Media
P www.europadonna.org
EmpowerED
https://empowered.
DONNA europadonna.org/home
[ ]
Piazza Gian Lorenzo Bernini, 4 - 20133 Milan, Italy f X In You
Tel: +39 02 3659 228 - Email: info@europadonna.org Tube

Europa Donna gratefully acknowledges the following sponsors for their funding support.
They have had no input into the content of the materials used at this meeting.
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