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BUILDING BRIDGES

“Building Bridges" is more than just a title; it's a call to action. In the
realm of breast cancer advocacy, it speaks to the importance of
collaboration, communication, and connection among different
stakeholders, from researchers and healthcare professionals to
patients and advocacy groups to policy makers and the citizens
who vote for them. By building bridges, we can transcend barriers,
whether they be scientific, cultural, or systemic, that stand in the
way of progress in breast cancer prevention, detection, treatment,
and support. It's about bringing together diverse perspectives,
expertise, and resources to address the multifaceted challenges
posed by this disease.

We started 2023 with an important event at the European Parliament, tackling “Cancer
and Family Planning” The event was a great success, so much so that we were asked
to issue a White Paper covering the issues of fertility preservation and the (all too often
forgotten) civil rights of women who are diagnosed with cancer at a fertile age.

The other highlight of the year was our 16th Pan-European Conference in Zagreb, Croatia
“Breaking Barriers Starts With Us". Bringing together over 200 breast cancer advocates
from 47 countries across Europe, this gathering is a testament to the power of unity and
collective action in the fight against breast cancer. During the keynote speech opening the
Conference, EU Health Commmissioner Stella Kyriakides, past President of our organisation,
spoke about Europe’s Beating Cancer Plan, its financial and organizational investment and
the implementation of its flagship activities, and finally brought everyone’s attention to the
persisting inequalities in care between countries and regions: “In 21st century Europe, it is
unacceptable for access to screening or to diagnosis and treatment to be dependent on
where you are born or on other factors over which you have no control”.

The 2023 Pan-European Conference also marked the official launch of Europa Donna’s
Cancer Currency Campaign, aimed at drawing attention to the unmet needs of women
with metastatic breast cancer. This provocative campaign builds on the contrast between
money, the quintessential symbol of worth, and the value of each and every one of the
women featured in the campaign, their stories bringing their banknotes to life with their
courage and effort to change the perception of MBC. The protagonists of the campaign
personally presented EU Commissioner Kyriakides with their own banknotes tailormade for
the campaign to tell their stories and to represent the value of their lives. Each presentation
ended with a specific policy ask to European institutions: See Me, Count Me, Treat Me,
Support Me, Act Now! All was met with a long and moving standing ovation .. and with a
promise by the Commissioner herself: “for the first time, metastatic disease is included in
Europe'’s Cancer Plan”.

We held four virtual Roundtables with our national organisations, which explored
emerging topics including breast cancer and sexuality, MBC and Europa Donna’'s Cancer
Currency Campaign, and then breast cancer surgery and lymphoedema (two roundtables
focused on this topic in reason of the high participation and gquestions coming in). Our
Roundtables are becoming an increasingly important gathering moment as they provide
an opportunity for all our advocates to access continuing education and training on
cutting-edge topics, promote networking and connection among our members, suggest
and share successful national/European-wide advocacy initiatives and provide the tools to
effectively replicate these programmes.

This autumn, Europa Donna's Advocacy Training Course welcomed advocates beyond
our organization’s borders. Thanks to an agreement with ABC Global Alliance, in addition
to almost 60 new advocates from across Europe sent by our member organisations, we
trained two advocates, one coming from Kuwait and the other from Nigeria. It was an
honor to host these talented and dedicated women who added a whole new dimension
to Advocacy Training this year.

ED is increasingly sought after by researchers to partner in EU-funded projects and in
2023 we added Horizon Europe's DEFINITIVE project to our ever-increasing roster. We
need many more patient representatives who are able to provide input in breast cancer
research, ensuring that clinical trials are truly meaningful to patients and actually seek to
significantly improve quality of treatment or to positively impact patients’ quality of life. We
are therefore developing a training programme for breast cancer advocates interested in
research and we have already started engaging those who answered our call in order for
them to get more and more involved in international programmmes, as they come around.

Finally, as one of the key action points for 2024 of the ED quingquennial 2024-2028 strategic
plan approved by the G.A. in Zagreb this past October, the Head Office will be carrying
on a mapping of Europa Donna national organisations, with the purpose of better
understanding national needs and priorities, clustering interests and support, facilitating
true networking and interaction with and among our members. So, dear ED Fora, please
be willing and get ready to engage with us for this important step forward toward true
community building, we need all the cooperation you can give us! Finally, we are working
on creating a digital educational platform for our ED advocates, which will include the new
focus on patient representatives’ involvement in research.

I look forward to working together towards making a difference this coming year, fostering
and encouraging more and more interaction with our great national organisations and
advocates, engaging with international medical societies, working with the fantastic
researchers and medical experts who are always super enthusiastic to contribute to our
conferences and training courses (and ask us to contribute the patient voice in their work
and publications), cooperating with other European NGO organisations focused on cancer
and seeking teamwork and support from policy makers, opinion leaders and industry.

Marzia Zambon
CEOQ, Executive Director
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POLICY

Europa Donna Policy Event on Cancer and Family
Planning at the European Parliament

Europa Donna held a policy event covering Cancer and
Family Planning at the European Parliament in Brussels
on 28 February hosted by MEP Frances Fitzgerald of the
EPP Group. The event was very successful, with more than
80 attendees, mainly MEPs.

Stella Kyriakides, EU Commissioner for Health and
Food Safety and a past president of Europa Donna, in
her keynote address spoke of the recently updated EU
screening recommendations and of the role Europe's
Beating Cancer Plan is playing in making a difference
for the lives of people suffering from cancer. Regarding
cancer and family planning, she said, “Preservation of
fertility needs to become a part of the treatment plan for
all women diagnosed. Options need to be explained.”

Fedro Peccatori, Director of the Fertility and Procreation
Unit within the Division of Gynecologic Oncology at
the European Institute of Oncology, spoke on “The
Impact of Breast Cancer Treatment on Fertility” from
the clinician’s point-of-view. Our President Tanja Spanic,
who was diagnosed with ductal invasive breast cancer
in 2008 at 26 years of age, recounted her long journey to
motherhood in 2020 and addressed the larger story of
“Family Planning for Breast Cancer Patients” in Europe.
Katie Rizvi, founder of Youth Cancer Europe, shared details
about her organisation’s work on “Patient-Led Research
and Advocacy Work on Fertility”.

In her wrap-up talk, Marzia Zambon, Europa Donna's
Executive Director, emphasised the relevance of the data
presented and reiterated the claims made by the three
speakers calling for legislation at the EU and national levels
in favor of: the development of guidelines regarding the
availability of reproductive health procedures; requiring
medical facilities to fully inform all cancer patients about
the possibility of fertility preservation procedures prior
to the start of active treatment; granting equal access
to fertility preservation for all young oncological patients
across the EU, regardless of age and financial means. She
said that this can be achieved by setting up Onco-fertility
Units within existing comprehensive cancer centers or
cancer center networks, to address fertility concerns,
family planning, contraception, as well as information on
surrogacy and adoption. Marzia also called for EU Member
States to make a provision for all cancer patients to be
covered by the national health system or reimbursed by
national health insurance.

Europa Donna submitted a White Paper to the European
Parliament on this topic following the event.

Living with Breast Cancer Event at the European
Parliament

Europa Donna Executive Director Marzia Zambon spoke
at the Living with Breast Cancer event hosted by MEP
Elena Kountoura, and ED Greece President, and organized
by ED Greece at the EU Parliament, in Brussels on 9
March. Critical issues faced by breast cancer patients and
survivors as they seek to return to life after treatment were
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highlighted, as well as the need for a European “Right to
be Forgotten” legislation that will prevent discrimination,
promote social equality and ensure equal access to
financial services for all cancer survivors. Marzia addressed
Europa Donna's advocacy work around “Living with and
after Breast Cancer”, both at the European and national
levels, and stressed ED's work spreading information
and awareness-raising that aids survivors in regaining
control of their emotional, social and sexual lives as well as
regaining independence to return to work and productive
lives after treatment has ended.

The event opened with a presentation from EU Health and
Food Safety Commissioner and former President of Europa
Donna Stella Kyriakides, who stressed that the European
Cancer Plan, which isin its third year of implementation in
2023, is a priority; it aims to tackle cancer holistically, from
early diagnosis to survival, quality of life and prevention,
and seeks to eliminate inequalities between EU Member
States, and within each country. Other speakers included
Europa Donna Vice President Fiorita Poulakaki, who spoke
onsurvivorship issues; Mimi Marcellou, Vice President of ED
Greece, who addressed the issue of sexuality after breast
cancer treatment; and ED Board member Stella Mastora,
who spoke on ED Cyprus's programmes for survivors.

European Commission Initiative on Breast Cancer

ED has been advocating for the development of a
quality assurance scheme for breast cancer services as
well as a new edition of European Guidelines for quality
assurance in breast cancer screening and diagnosis. ED
representatives collaborate in the European Commission
Initiative on Breast Cancer (ECIBC)'s European Guidelines
on breast cancer screening and diagnosis, which are
updated regularly. The ECIBC is also finalizing its European
Quality Assurance Scheme (QAS) defining a common
set of quality and safety requirements and developing
a European certification mechanism for breast cancer
services. ED's Executive Director Marzia Zambon is a
member of the QAS development group, as an individual
patient advocate, and she attended a QAS meeting on
15 March in Ispra, Italy. ED's Executive Director Emeritus
Susan Knox is a member of the Guidelines Development
Group (GDG) and attended meetings on 16 — 17 May and
12 — 13 July. Europa Donna as an organization has been
a stakeholder in the ECIBC initiative from its outset, and
has actively contributed to the design, development and
update of the European Guidelines.

Transforming Breast Cancer Together

On 11 May, the multi-stakeholder group Transforming
Breast Cancer Together (TBCT), of which Europa Donna is
a member, organised a virtual meeting with the members
of the European Commission Cabinet of Health, including
Alberto Costa, Matthias Schuppe, Tove Ernst, and Philippe
Roux. European Commission representatives provided
a detailed update on the progress of Europe’s Beating
Cancer Plan (EBCP) and on a number of actions that have
been proposed to implement the plan. Most of the EBCP
initiatives have already been launched, such as the joint
actions and the guidelines on cancer recommendations,
imaging initiative, health data space potential activities,
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inequalities projects (No One Is Left Behind) with tools to
help Member States with cancer inequalities registry (led
by JRC and growing in a daily basis). Moreover, 28 projects
are currently operational and regularly updated.

During this meeting an upcoming EU targeted awareness
campaign on cancer screening was announced, with
statistics on how Member States are performing, which
will inform on current cancer screening programmes. The
discussion then touched upon the Right to be Forgotten,
on returning to work and job retention, on which a study
has been launched. Europa Donna's Executive Director
Marzia Zambon pointed out the importance of prevention
as a pillar in the EBCP while Dr. Fatima Cardoso urged the
Commission to take action on the issue of inequalities,
that are greatly increasing, especially for advanced breast
cancer patients.

On 12 June TBCT held another virtual meeting with
the Attaché of MEP Radka Maxova (S&D, Czechia). After
explaining the purpose of this multistakeholder group
and the importance of involving policy makers in its
activities, Europa Donna's Policy and Research Officer
Martina Fontana introduced the relevant policy asks of
breast cancer patients and the Call to Action launched
last September. Other important topics raised during
the meeting were the perspective of Advanced Breast
Cancer patients and the right to work and to have an
active professional life for breast cancer patients. The
conversation then led the group to ask what actions
the European Parliament and the FEMM and SANT
Committees could take to address issues and challenges
on quality of life for patients and survivors with the hope
to count on engagement and commitments from an
increasing number of policymakers.

Life Sciences Conference Organised by the Swedish
Presidency of the European Council

On26and27June Europa Donna Board member Elizabeth
Bergsten Nordstrom represented Europa Donna at a
conference organized by the Swedish Presidency of the
European Council in Stockholm, on the cutting-edge topic
of Life Sciences: The era of personalised medicine. Experts
addressed ethical dilemmas and spoke about the need
to examine how personalised medicines are currently
regulated and clinical trials are designed, and to then enact
changes to adapt to a new landscape and earn the public's
confidence and trust in algorithm-modelled prevention
and treatment techniques. Additional policy discussions
on personalized medicine have been scheduled under the
upcoming Spanish and then Belgian EU presidencies.

Interview with Open Evidence

On 21 September, Europa Donna President Tanja Spanic
and Executive Director Marzia Zambon were interviewed
by Open Evidence representing ED as stakeholders
of Europe's Beating Cancer Plan (EBCP) chosen to be
heard. Following this, an update meeting and workshop
was held on the 6 November to map and evaluate the
implementation of EBCP presenting preliminary results
on recent and anticipated technological, political, and
societal developments that may affect the implementation
of the EBCP. Preliminary results were also presented on
national strategies and measures to fight cancer and their
alignment with EBCP, identifying barriers at national levels.

i EUROPA

Voicesfor Change Eventatthe European Parliament

On 28 November, Europa Donna supported the Manifesto
on Triple-Negative Metastatic Breast Cancer (MTNBC)
brought to the European Parliament by the very driven
Spanish  Women's Coalition for TNBC. The Manifesto,
signed by 25 Spanish women representing policymakers,
oncologists, pharmacists, patients and journalists, outlines
a set of 10 Recommendations to the Spanish Parliament
in an effort to spotlight the unique needs of patients with
MTNBC in Spain. The objective of the event at the EU
Parliament was to bring this national practice to EU level.

Asked to provide the European viewpoint at this event
entitled “Voices for Change”, Europa Donna was superbly
represented by our Executive Board member and 2024
President Elect, Stella Mastora. She underlined the
massive data gaps, treatment options and services in this
type and phase of breast cancer and the discrimination
in treatment care and basic social and civil services that
people diagnosed with MBC in Europe face on a daily basis.
Stella also pointed out the lack of public awareness of the
huge difference in perspective, needs and values between
the early and metastatic breast cancer and presented our
The Cancer Currency Campaign to the MEPs and everyone
attending the event.

Cancer Summit on the Importance of Health
Literacy

Ahead of the 2023 European Cancer Forum, Marzia
Zambon participated in a media roundtable at the Solvay
Libraryin Brusselson 5 December in which journalistsfrom
all over Europe spoke with MEP Christian Busoi, Thomas
Hofmarcher and Kristine Sgrensen about the next steps,
planned and needed, to push forward the implementation
of Europe’s Beating Cancer Plan. Marzia spoke about the
importance of enhancing health literacy in view of true
and impactful patient engagement and representation in
developing national public health policies.

ANNUAL REPORT
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RESEARCH

Europa Donna Involvement in Research

Europa Donna actively promotes the advancement
of breast cancer research and seeks to ensure that all
women fully understand any proposed treatment options,
including entry into clinical trials and their right to a
second opinion. As part of our commitment, we regularly
take partin advisory and scientific research committees. In
2023, ED Representatives took part in numerous research
projects. ED Executive Director Marzia Zambon and
Tanja Spanic represented ED in BIG (Breast International
Group) Scientific Committee meetings. Europa Donna's
Executive Director Emeritus and Senior Policy Advisor
Susan Knox was active on the Steering Committees for the
MINDACT and AURORA Trials and ED's Board President
Tanja Spanic was on the Steering Committees for the
POSITIVE and Eubreast Trials. Tanja and Board member
Elizabeth Bergsten Nordstrom and Tanja Spanic sat on
the Steering Committee of the EBCTCG Early Breast
Cancer Trialists Collaborative Group, and Elizabeth was on
the Ethics Committee of the IBCSG International Breast
Cancer Study Group. Moreover, ED is the patient advocacy
representative on the following Horizon projects that have
been funded and continued/started their work in 2022:
ED Board member Ellen Verschuur is an Advisory Board
member in the “MEtabolic Signaling STRATIfication-MESI-
STRAT" Research Project; former ED Board member Paola
Mosconi is the ED Representative on the Ethics and Data
Monitoring Committee of the MyPEBS (My Personal Breast
Screening) Trial; Marzia Zambon is the ED Representative
on the PREFERABLE (Project on Exercise for Fatigue
Eradication in Advanced Breast cancer to improve quality
of life)Trial; ED Board member Antonella Moreo sits on
the Scientific Advisory Board of INSPIRE (INnovative tools

for Safety Pharmacology for Integrated cardiovascular
safety assessment to REduce adverse events and late-
stage drug attrition) and she is on the External Advisory
Board for CARDIOCARE - (An Interdisciplinary Approach
for the Management of the Elderly Multimorbid Patient
with Breast Cancer Therapy Induced Cardiac Toxicity).
Furthermore, Marzia Zambon continued to sit on the
External Advisory Board for the IMI (Innovative Medicines
Initiative) project OPTIMA (Optimal treatment for
patients with solid tumours in Europe through Artificial
Intelligence) in 2022.

With regard to Europa Donna's Horizon Europe EU
projects, Ellen Verschuur sits on the External Advisory
Board of both the 4D PICTURE Project (Design-based
Data-Driven Decision-support Tools: Producing Improved
Cancer Outcomes Through User-centred Research) and
the ARTILLARY Project. Moreover, Marzia Zambon and
Europa Donna's Policy and Research Officer Martina
Fontana represents Europa Donna on the newly funded
SmartCARE Project, led by ECO (European Cancer
Organisation) and Marzia and Tanja Spanic represent
Europa Donna on the new DEFINITIVE project, in which
ED is a Work Package leader.

Finally, Marzia Zambon represents ED on the Organisation
for Economic Co-operation and Development (OECD)
Patient-Reported Indicator Survey (PaRIS) Breast Cancer
patient-reported outcome measures (PROMs) Working
Group; thisinitiative aims at developing and implementing
standardised patient-oriented measures of health-care
performance.

EDUCATION HIGHLIGHTS

Europa Donna’'s MBC Campaign Launched

On14June Europa Donna launched the major social media
campaign #TheCancerCurrency, in which a priceless
paper currency was created and distributed that features
the names, faces and stories of five European women
living with MBC. The idea behind The Cancer Currency
campaign is that there is no better way to highlight the
worth of these women's lives than using the best-known
metaphor of value: money. A powerful media campaign
was designed for Europa Donna with pro bono support by
creative agency VML to grab the attention of the public
and educate on issues faced by people with MBC, which
is touching ever more Europeans who are also living for
more and more time, thanks to the incredible leaps of
research in this field. The collective support generated by
the public will then help Europa Donna to motivate policy
changeatthe European level;our national groups continue
to be encouraged by us to use the campaign to push for
positive policy change at the national and local levels to
ensure that people living with MBC are recognized for and
guaranteed the value they have and they can provide to
their families, employers and society in general.
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You can see and share this campaign at www.
thecancercurrency.com . Help us spread the word!

ED MBC Advocacy Webinar

The 4" annual Europa Donna Metastatic Breast Cancer
Advocacy webinar was held on 16 June and featured
advocates, patients and scientific experts among the 57
participants hailing from 27 countries, invited to share in
updates and advocacy strategies in the field of MBC.

Expert speakers leading the informative sessions and
subsequent debates included Dr. Fatima Cardoso, Dr.
Alexander Eniu, Dr. Javier Cortes, Dr. Maria Die Trill and
Barbara Wilson from Working with Cancer UK.

The morning sessions were dedicated to the latest
developments in research and treatment of MBC, also
providing keys to emotionally cope with diagnoses, both
for patients and caregivers. In the afternoon, we dove
deeper into navigating the workplace with MBC and
provided communication and advocacy tips and tricks to
demand policy and legislative changes at a national level.
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EDUCATION HIGHLIGHTS

The webinar also helped launch The Cancer Currency
campaign which features 5 ED advocates living with
metastatic breast cancer, sharing their stories and
struggles all with the joint message: we are still here, and
we have a voice and value to give.

15t Breast Health Day

On 15 October, Europa Donna celebrated its 16th annual
Breast Health Day to share tips on breast health and raise
breast cancer prevention awareness across Europe. This
year ED launched a charming new video featuring live
cartoon drawings to highlight the importance of making
daily healthy lifestyle choices for your breast health. Breast
Health Day at ED is a coalition-wide event where member
countries highlight the day by organizing local awareness-
raising activities.

Europa Donna 16th Pan European Conference

On 28 and 29 October, some 200 breast cancer advocates
gathered from all around Europe for Europa Donna's 16th
Pan-European Conference in the charming and vibrant
city of Zagreb to network, share ideas, gain inspiration,
and acquire the knowledge necessary to break barriers
and improve services in their countries. Implementation
of Europe’s Beating Cancer Plan was covered in a keynote
speech by Stella Kyriakides, European Commissioner for
Health and Food Safety and former ED President.

Avery powerful conference session was dedicated to Europa
Donna's Cancer Currency Campaign to draw attention to
the unmet needs of women with metastatic breast cancer.
The protagonists of the campaign personally presented the
Commissioner with their own banknotes tailormade for the
campaign to tell their stories and to represent the value of
their lives. Each presentation ended with a specific policy
ask to European institutions: See Me, Count Me, Treat Me,
Support Me, Act Now! Commissioner Kyriakides—who was
clearly moved by these women's stories—replied to these
calls for change with a surprise announcement: metastatic
breast cancer has now been included in Europe's Beating
Cancer Plan. Europa Donna applauds this leap forward in
public policy at the European level.

Throughout the rest of the day, top scientific experts
spoke compellingly on topics including surgery, radiation,
genetictesting,and breastimaging. Progress on the ECIBC
project and topics of interest to advocates was outlined
such as survivorship and Qol, management of side effects,
exercise and MBC, and the changing face of managing
breast cancer at different stages of life. Advocates heard
lively panel discussions on cutting edge subjects including
advocating for people with risk factors such as dense
breasts, identifying and overcoming inequalities, and
becoming active in breast cancer research. Throughout
the conference, attendees actively discussed issues, gave
their points of view and asked questions to the experts.
Wrapping up the conference, representatives from
Europa Donna Cyprus, Luxembourg and Serbia shared
their recent projects with the group assembled to give
ideas and inspiration on best practice advocacy initiatives
in Europe. A detailed account of the conference can be
found in the conference press release.
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Europa Donna Advocacy Training Course

Over the weekend of 17 - 19 November, Europa Donna
hosted more than 60 advocates and experts from over 30
countries for an energetic and engaging 2023 Advocacy
Training Course in Milan. As a result of a joint project
with ABC Global Alliance, our Advocacy Training Course
opened to a selection of advocates from outside of our
European Coalition member countries (this year from
Kuwait and Nigeria). Among the excellent lecturers were
Bettina Borisch, Elena Venturini, Maria Joao Cardoso,
Eva Negri, Ines Maria Vaz Duarte Luis, and Gian Paolo
Morgano, who covered topics ranging from epidemiology
to biology to pathology, screening, surgery and treatment
options, the importance of being involved in research and
clinical trials, and how to use ECIBC guidelines to advocate
for positive change in your country. During the weekend,
both scientists and patient representatives repeatedly
emphasized the importance of all stakeholders working
together to achieve effective advocacy and improved
services for people with breast cancer.

Educational Online Roundtables

On 13 April, Europa Donna Coalition held a Forum
Roundtable on Sexuality After Breast Cancer Treatment
led by Europa Donna GCreece's Vice President, Mimi
Marcellou, PT, MSc. Specialist in Musculoskeletal Disorders
& Pelvic Floor Physiotherapist. The Head Office received
a great deal of positive feedback from the 42 roundtable
participants in attendance for shining a light on this issue,
which is too often considered to be taboo.

Our second roundtable took place on 24 May, expanding
on how Europa Donna’s national groups can get involved
in and boost our European MBC project, the Cancer
Currency Campaign, which was subsequently launched on
14 June. Approximately 35 people hailing from 19 European
countries participated in an animated discussion about
how to best spread information and educate the public on
pressing metastatic breast cancer issues on a national and
international level.

On 21 September we held a virtual Roundtable on Breast
Cancer and Lymphoedema led by Gemma Pons, PhD,
Head of Microsurgery Unit at the Hospital de la Santa Creu
| Sant Pau. We learned how lymphoedema is an under-
addressed and prevalent problem that many women face
after breast cancer surgery and how it can be managed
in many European institutions. Many ED advocates and
patients joined in the conversation, with some sharing
their remarkable story of recovery and healing. A long
exchange, with many issues still to discuss, prompted a
follow-up roundtable on the topic.

More than 30 dedicated advocates convened on 11
December for the second session on lymphoedema,
which was led again by Gemma Pons and also breast
surgeon Giuseppe Catanuto. Crucial topics such as the
management of lymphoedema, axillary surgery, best
practices, surgeon training, surgical skills, and early
detection were covered during the lively discussions.

ANNUAL REPORT
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COOPERATION WITH OTHER ORGANISATIONS

St. Gallen International Breast Cancer Conference

Europa Donna President Tanja Spanic provided the patient
perspective on the panel, How to Avoid Unnecessary
Mastectomies — a global discussion in the first interactive
session of the 18th St. Gallen International Breast Cancer
Consensus conference held in Vienna on 15 - 18 March. In
her remarks, Tanja emphasized the importance of shared
decision-making between doctors and patients with fully
informed patients to avoid unnecessary mastectomies.

WECAN Academy and Retreats

ED Executive Director Marzia Zambon participated in the
WECAN (Workgroup of European Cancer Patient Advocacy
Networks) Retreat, which took place in Frankfurt, Germany
on 20 — 21 April. The event brought together leaders from
22 European and international cancer patient community
networks to share experiences and brainstorm ways to
collaborate more closely with each other, aiming to better
serve the needs of cancer patients.

Moreover, Europa Donna Board member Stella Mastora,
together with Marzia Zambon and Martina Fontana from
Head Office, attended the excellent WECAN — Workgroup
of European Cancer Patient Advocacy Networks 2023
WECAN Academy in Frankfurt from 1 through 4 July.
Throughout the four days, participants focused on
sharpening their advocacy skills and sharing best practice
with input from experts in various fields. They discussed
their views on topics like evidence-based advocacy,
stakeholder management, health economics and overall,
how to stay on top of changing trends in cancer patient
advocacy.

PCM4EU Workshop

ED Policy and Research Officer Martina Fontana attended
the PCM4EU @ MPNE 2023 Collaborating on Precision
Medicine Implementation workshop organised by MPNE
and held on 27 April in Brussels. With approximately 40
participants, most of whom were patient advocates, the
introductory part of the workshop gave a broad overview
of Drug Like Clinical Trials (DLCTs): what they are and
why they are important for the European cancer patient
community. The attendees were then divided into six
groups and the leaders presented two case studies and
issues, whose causes had to be analysed through the
Ishigawa method, a schematic thinking exercise that
encouraged the groups to brainstorm about possible
ways to access cross-border DLCTs and Molecular Tumor
Boards.

European Patients’ Forum AGM
and 20th Anniversary Event

ED Board member Ximena Montano took part in the
European Patients Forum (EPF) Annual General Meeting
and 20th anniversary event entitled “The Path of Patient
Advocacy: Past, present and future” in Brussels on behalf
of the Europa Donna Coalition on 28 - 29 April. EPF's
achievements were celebrated as the organisation takes
bold steps to the future by integrating its significant
advocacy experience with technology as well as with
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clinical and scientific innovation in order to participate in
and introduce policies that will benefit all patients.

ESMO Conferences

Europa Donna's President Tanja Spanic presented on the
topic of National Screening Programmes and chaired a
session of the Patient Advocates Working Group at the
2023 edition of ESMO Breast, which took place 11-13 May in
Berlin, Germany. The Conference covered topics including
recent developments in novel diagnostics, biomarkers
and treatments in breast cancer; the role of antibody drug
conjugates in HER2 non-overexpressing breast cancers;
new strategies for HER2 positive, luminal and triple
negative breast cancers, and special considerations for
young patients with breast cancer.

From 20 to 22 October, the Europa Donna Coalition
attended the ESMO Congress in Madrid and ED President
Tanja Spanic Chaired the ESMO Patient Advocate Working
Group (PAWG), organizing and coordinating the Patient
Track Sessions of the Conference. We joined other
experts from around the world, coming together to share
knowledge and insights on the latest advancements in
oncology.

Tanja also presented on patient advocacy-focused areas
including How does digitalisation help personalised care
throughout the patient journey? In addition, she chaired
several panel discussions with topics ranging from
new approaches to technology, therapies and surgery
to patients at the center of new digital solutions. Tanja
focused on a key point: are patients ready to integrate
these technologies into their care or is the issue beyond a
patients' willingness?

YCE Meeting at ED HQ

Youth Cancer Europe and 17 young advocates involved in
the YCE driven EUCAYASNET EU-Health funded project
paid us a visit at Europa Donna's headquarters in Milan,
ltaly on 17 June. Marzia Zambon and Martina Fontana
explained ED's historical value, from the advocacy steps
taken in Europe by the first breast cancer advocates to
the policy presence and involvement of the organization
today. The fresh, young perspective our guests provided
with their questions and comments was priceless. We
came away from the meeting with an even greater resolve
to actively address the particular needs of young people
who are faced with breast cancer before reaching the
“target” age of screening programmes.

Gothenburg Breast Cancer Meeting

In connection with the 400-year Gothenburg Anniversary,
on 2 June Europa Donna was invited to deliver a
presentation of its organization and work with a special
emphasis on its collaboration with memlber groups in 47
European countries. The meeting was organized by the
local breast cancer organization at Gothenburg, Sweden
and sanctioned by the Swedish Breast Cancer Association,
a member organisation of the Europa Donna Coalition.
Europa Donna Board member Elizabeth Bergsten
Nordstrom represented the Coalition and delivered
remarks on this auspicious occasion.



ED 20235 PROGRAMMES

COOPERATION WITH OTHER ORGANISATIONS

ESTRO Consensus Meeting

On 16 and 17 June, Europa Donna’s President Tanja Spanic
participated in the European Society for Radiotherapy
and Oncology (ESTRO) consensus meeting on
Recommendations on Integration of Radiation Therapy
with Targeted Treatments for Breast Cancer, giving a
talk on Patient Advocate Involvement in the Design and
Conduct of Breast Cancer Clinical Trials. The purpose of the
meeting was to provide preclinical and clinical evidence
— and consensus-based guidelines on how to integrate
targeted and other agents properly and safely with
irradiation to improve the clinical care of patients affected
by breast cancer who are candidates for these treatments.

International Patient Advocacy Symposium on
Brain Metastases

The International Brain Tumor Alliance in collaboration
with the American Brain Tumor Association organised the
first ever International Patient Advocacy Symposium on
Brain Metastases, which was held in Vienna from 24 to 26
June. It included a series of scene-setting and perspective
presentations delivered by patient advocacy experts
representing breast, lung-, melanoma- and kidney-
cancers. Europa Donna was represented by Board member
Ellen Verschuur, who presented Europa Donna's work to
date on MBC advocacy, including our bold new Cancer
Currency MBC campaign that focuses on the question
“What is a life with metastatic breast cancer worth?". In her
speech, Ellen recommended advance care planning: an
on-going series of conversations between patients/family
and caregivers/professionals covering palliative care, the
real wishes of, including their expectations, desires, and
the limits of treatment and care.

OncoAlert Event

Avirtual event held by OncoAlert on 6 October provided an
interesting format where oncologists and other specialists
were presented clinical cancer cases and experts then
provided multidisciplinary perspectives. This provided an
exciting format that helped ground the discussion and
give real life insight. Europa Donna President Tanja Spanic
along with Eva Schumacher-Wulf of the World Ovarian
Cancer Coalition presented on Decision-making process
post-diagnosis, providing the patient perspective in the
often scientific and data driven space that is breast cancer
research. Tanja also highlighted the importance of long-
term follow-up and of fertility preservation and how crucial
it is to properly communicate with patients and address
the need for improvement in this area.

ECO Roundtable on Genomic Tumour Testing

Avirtual European Cancer Organisation (ECO) Roundtable
was organized on Genomic Tumour Testing on 3 October,
in attendance were ED President Tanja Spanic, Executive
Director Marzia Zambon, and Policy and Research Officer
Martina Fontana. Tanja spoke on genomic tumour
testing and how we can develop better infrastructure
to deliver treatment. She provided some metrics on the
current state of treatment methodologies, challenges to
European readiness that are faced and where we need to
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be, in particular when it comes to workforce and laboratory
framework, while identifying best investments.

iBreastBook Webinar Series

One of the educational focal points that ED wants to put
a strong spotlight on is Survivorship Issues. At the iBreast
Event, ED Vice President Fiorita Poulakaki joined a panel
of speakers on 21 October, presenting on living with/after
breast cancer and meeting long-term needs of survivors
and rehabilitation. She also spoke on the right to be
forgotten, and how important it is to advocate for more
legislation that reflects this stage of breast cancer. This
includes developing a follow-up care plan, emotional and
mental effects and a general roadmap for survivors and
practitioners.

SPCC Quality of Care Improvement in MBC Patients
Meeting

Europa Donna Executive Director Marzia Zambon
presented ED's The Cancer Currency MBC social media
project at the Quality of Care Improvement in MBC
Patients meeting, which was hosted by Sharing Progress
in Cancer Care (SPCC) on 8 November in Lisbon, Portugal.
This meeting represented the culmination of a two-year
grant awarded by SPCC and Pfizer Global Medical Grants
on the “Improving Care of Metastatic Breast Cancer (MBC)
Patientsin Europe —2020/2021 RFP" Project. Seven winning
projects, including one submitted by Europa Donna, were
selected and awarded a grant. The 8 November meeting
was organised to present an overview of grant recipients’
project outcomes and share best practice. We gratefully
acknowledge Pfizer-SPCC's multi-year grant in support of
this project, which concluded in June! We are continuing
with our Cancer Currency Campaign and plan to take
it to another level in 2024 by calling on legislators and
policymakers across Europe to address MBC as a health

policy priority.
ABC Global Alliance Events

Europa Donna Board member Elizabeth Bergsten
Nordstrom lent the patient advocate perspective on
the topic of Optimal Management of older frail patients
living with advanced breast cancer at the ABC Webinar
held on 15 June, as part of the ABC Clobal Alliance web
series: Tough Issues in Metastatic Breast Cancer. Europa
Donna is an active member in the ABC Global Alliance, an
initiative aimed at improving and extending the lives of
people with ABC around the world. ED Executive Director
Marzia Zambon and Policy & Research Officer Martina
Fontana attended the Advanced Breast Cancer-7 (ABC7)
International Consensus Conference from 9to 11 November.
At this conference, organized by the ABC Clobal Alliance,
Marzia and Martina exchanged ideas and connected with
people, organisations and experts from all over the world.
At the ABC7 Posters Session, Marzia presented our MBC
social medial campaign, The Cancer Currency, which was
awarded the title of Best Poster by a Patient Organisation.
At the ED booth, we also handed out the most precious
banknotes in the world, featuring the stories of the five
advocates with MBC who were featured in our campaign.

ANNUAL REPORT



COMMITEE

MEMBERSHIP

AND ACTIVITIES

During 2023 EUROPA DONNA served on the following committees:

Research
and clinical trials

BIG Scientific Committee

MINDACT Steering Committee

AURORA Steering Committee

POSITIVE Trial Steering Committee

Early Breast Cancer Trialists’ Collaborative Group (EBCTCQG)
OLYMPIA Clinical Trial Steering Committee

Horizon 20/20 Projects: CardioCare, INSPIRE, MyPEBS,
MESI-STRAT, PREFERABLE

Horizon Europe Projects: 4D Picture, SmartCare, DEFINITIVE
IMI Projects: OPTIMA External Advisory Board, Cancer Outcomes
through UserCentered research

IBCSG Ethics Committee

EBCTCG Steering Committee

OECD PaRIS PROMS Working Group

During 2023 EUROPA DONNA participated in the following organisational activities:

Policy ’

ED Conferences
and Meetings

Other Meetings

Publications/Videos

Europa Donna Policy Event on Cancer and Family Planning at the European
Parliament

Living with Breast Cancer Event at the European Parliament

Life Sciences Conference Organised by the Swedish Presidency of the European
Council

Interview with Open Evidence

Voices for Change Event at the European Parliament

Cancer Summit on the Importance of Health Literacy

European Patients' Forum

Europe’s Beating Cancer Plan

Transforming Breast Cancer Together Initiative

ECIBC (ED is a stakeholder)

Europa Donna MBC Advocacy webinar

Europa Donna 16th Pan-European Conference

Europa Donna Advocacy Training Course

Four Europa Donna Roundtables (virtual) with Europa Donna members

St. Gallen International Breast Cancer Conference

WECAN Academy and Retreats

PCM4EU Workshop

European Patients’ Forum AGCGM and 20th Anniversary Event

ESMO Breast

ESMO Congress

Gothenburg Breast Cancer Meeting

ESTRO Consensus Meeting

International Patient Advocacy Symposium on Brain Metastases
OncoAlert Virtual Event

ECO Roundtable on Genomic Tumour Testing

iBreastBook Webinar Series

SPCC Quality of Care Improvement in MBC Patients Meeting

ABC Clobal Alliance Webinar: Tough Issues in Metastatic Breast Cancer series
Advanced Breast Cancer-7 (ABC7) International Consensus Conference

2022 Annual Report

Breast Health Day leaflet

Breast Health Day Video

The Cancer Currency MBC Videos and Website

ED General Brochure

Highlights from ED's MBC Advocacy Webinar

ED Pan-European Conference Proceedings

White Paper: Cancer and Family Planning

Four editions of ED Electronic Newsletter

Two Early Breast Cancer Advocates Speak Out Videos
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FINANCIALS

Our annual financial statement has been prepared by an independent auditor and is posted on our website at www.
europadonna.org.

Balance Sheet as of 31 December 2023

BALANCE SHEET

ASSETS
Net Fixed Assets 9.135
- Plant machinery and equipment 9.135
Current Assets 1.351.706
- Trade debtors 25.789
- Cash at bank and in hand 1.320.989
- Accrued Income 4.928
TOTAL ASSETS € 1.360.841
LIABILITIES
Reserve Fund 1.097.625
- Surplus or loss for the year 122.893
- Extraordinary Reserve 974.732
Creditors 51.689
- Amounts payable within one year 51.689
Accrued charges and deferred income 211.527
- Witholding taxes 27.389
- Accrued charges 144.922
- Owed as Severance 39.216
TOTAL LIABILITIES € 1.360.841
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FINANCIALS

INCOME & EXPENDITURE STATEMENT

INCOME
Turnover 819.377
- Membership dues 15.000
- Grants and donations 766.226
- Meeting registrations -
- Reimbursements 38.152
Financial Income
Other financial income 393 393
TOTAL INCOME € 819.770
OPERATING CHARGES
Services & Office Expenses 58.602
- Administrative overhead 47.871
- Fees (audit, legal, insurance) 10.731
Salaries (employees & related costs) 278.842
Activity Expenses 350.440
- Publications, websites 14.101
- 16th Pan-European Conference 135.579
- Advocacy Training Course 88.625
- Board meetings 8.928
- Breast Health Day 3.731
- Membership fee 1.000
- Other meetings 8.788
- Public Affairs Activities 3.222
- Staff Training 1.787
- Digital Enhancement 6.987
- EBCC-13 2.371
- EBCC-14 1.443
- ED MBC Campaign 66.287
- MBC Webinar 7.591
EU Funded Project 655
- DEFINITIVE 99
- PREFERABLE 556
Depreciation & Write-Offs 3.951
- Office equipment 3.951
Financial Charges 4,386
- Bank costs 1.345
- Other financial costs 3.041
Surplus/Loss of the Period 122.893
- Transfer to/from reserves 122.893
TOTAL CHARGES € 819.770

EUROPA DONNA

ANNUAL REPORT 2023

11



ACKNOWLEDGEMENTS

ED wishes to acknowledge and express appreciation for the ongoing support of our Executive Board, our faculty members
and scientific advisors for their generous contribution of time and effort on behalf of breast cancer advocacy. We would also
like to commend our individual National Fora for their continuing commitment to our common advocacy goals, especially
the implementation of the EU guidelines. The strength of our organisation emanates from our National Fora whose ongoing
work and efforts are outstanding and become more impressive each year.

On behalf of the entire ED breast cancer advocacy community, we would like to express our appreciation to all of our sponsors
who have provided us with unrestricted educational grants to carry out our advocacy work on behalf of all of the women of
Europe.

GRANTS FROM NON-PROFIT ORGANISATIONS

GRANTS FROM CORPORATIONS

- € 50,000 - 100,000 N

AstraZeneca

BAYER
E

€ 20,000 - 49,999

EXACT
SCIENCES

€ 5,000 - 19,999

OTHER FUNDING

We would like to express our heartfelt appreciation to VMLY&R Health for the provision of pro-bono creative
communications services in 2023 for our The Cancer Currency project

We gratefully acknowledge a Pfizer-SPCC multi-year grant in support of our project, “Europa Donna Advocacy for Quality
of Care Improvement in Patients with MBC”

fund EUROPA DONNA — The European Breast Cancer Coalition has received funding for its role in SmartCARE, a flagship
g: E‘Smese:r’; Union initiative in Europe’s Beating Cancer Plan, under the EU4Health Programme 2021 — 2027, which was co-funded by the
European Union

To safeguard the totally independent and autonomous voice of ED on breast cancer issues, we are guided by our Sponsorship
Policy in all matters concerning financial support of our work.
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EUROPA DONNA
NATIONAL REPRESENTATIVES 2023

4 .

Albania
Donjeta Zeqa
donjetazega@gmail.com

Armenia
Nvard Kocharyan
nvardkocharyan@gmail.com

Austria
Tanja Schneider
schneider-tanja@gmx.at

Belarus
Palina Soldak
polinsoldak@mail.ru

Belgium
Annette Hirsch
info@europadonna.be

Bulgaria
Evgenia Aleksandrova
adarska@gmail.com

Croatia
Vesna Ramljak
vesnaramljak@yahoo.com

Cyprus
Mary Perdiou
info@europadonna.com.cy

Czech Republic
Marta Kostrova
aliance@breastcancer.cz

Denmark
Randi Krogsgaard
r.krogsgaard@outlook.dk

Estonia
Maie Egipt
maie.egipt@cancer.ee

Finland
Anu Niemi
anu.niemi@europadonna.fi

France
Brigitte Heuls
europadonnafrance@gmail.com

Georgia
Nino Kartvelishvili
nin_ka@hotmail.com

Germany
TBC

Greece
Elena Kountoura
europadonnahellas@gmail.com

Hungary
Adridnné Szabd
hettil941@freemail.hu

\

Iceland
Hrefna Ingdlfsdottir
hrefna2908@hotmail.com

Ireland
Deirdre O'Connell
info@europadonnaireland.ie

Israel
Orit Spira
orit-spira@cancer.org.il

Italy
Rosanna D’Antona
segreteria@europadonna.it

Kazakhstan
Nagima Plokhikh
zdorovayaaz@gmail.com

Kyrgyzstan
Taalaigul Sabyrbekova
sabyrbekova2011i@gmail.com

Latvia
Gunita Berke
europadonna@dzivibaskoks.lv

Lithuania
Juventa Sartataviciené
juventa.sartataviciene@nvi.lt

Luxembourg
Mariette Fischbach
mariettefischbach@yahoo.de

Malta
Gertrude Abela
gertrude.europadonna@gmail.com

Moldova
Larisa Sofroni
sofroni@yandex.ru

Monaco
Valérie Barilaro
valeriebarilaro@gmail.com

The Netherlands
Cristina Guerrero Paez
guerrero@borstkanker.nl

North Macedonia
TBC

Norway
Camilla Skare
post@brystkreftforeningen.no

Poland
Dorota Czudowska
polskieforum@europadonna.org.pl

Portugal
Isilda Pegado
europadonna@ligacontracancro.pt

Romania
Mihaela Geoand
fundatiarenasterea@gmail.com

Russia
Oksana Moldovanova
moldovanova@nwhcf.ru

Serbia
Mirjana Brankovic-Magic
europa.donna.serbia@outlook.com

Slovakia
Dominika Kormanova
amazonka.dominika@gmail.com

Slovenia
Tanja Spanic¢
tanja.spanic@europadonna.si

Spain
Carmen Boronat Jiménez
cboronat@icab.es

Sweden
Marit Jenset

marit.jenset@brostcancerforbundet.se

Switzerland
Christina Christen
info@europadonna.ch

Tajikistan
Firuza Abdullaeva
avesto97@mail.ru

Turkey
Violet Aroyo
violetaroyo@hotmail.com

Ukraine
Galina Maistruk
maistruk@rhr.org.ua

United Kingdom
Margaret Spittle
edukforum@gmail.com

Uzbekistan
Shakhnoza Umarova
eduzbekistan@mail.ru
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