











o——— 2020

WECAN expands its educational workstream
with the first WECAN Science programme
held in Brussels hosted by Melanoma

2021 ® Patients Network Europe. 26 participants

WECAN Governance document is approved
by all members. Due to the need for
continued education, WECAN expands its
educational offerings to an elearning
platform and launches the first open-access
online course in Patients in Publications.
WECAN responds to EU Parliament Hearings
on Europe's Beating Cancer Plan. The first
LivingRoom Conversations with WECAN is
hosted to give WECAN members a place to
connect and share experiences.

2023 — &

The WECAN Governance document was
approved by all members. To strengthen the
capacity and capabilities of patient
advocates across the cancer patient
community, WECAN launched its WECAN
Online Academy elearning platform and
launched open-access online training
courses on Patients in Publications, the EU
Clinical Trials Regulation and GDPR. WECAN
responded to EU Parliament Hearings on
Europe's Beating Cancer Plan. WECAN
hosted LivingRoom Conversations to give
WECAN members a place to connect and
share experiences.

and 10 faculty attend the two-day training
event. A special training programme on
Evidence-Based Advocacy: Evidence
Generation and Publications is initiated as
an online webinar series. The WECAN
Academy, which was planned as an in-
person event, shifts to virtual training series
due to COVID. WECAN creates a Virtual
Meeting Resource Center and COVID-19
resource page.

o—— 2022

The European Atlas on Clinical Trials in
Cancer and Hematology, is launched. The
eLearning platform expands with courses on
GDPR and the Fundamentals of Evidence-
Based Advocacy. The EBA Strategy and
Design Workshop connects 8 advocates
with EBA experts to launch research projects
in 7 therapeutic areas. Through MPE,
WECAN collaborates with PFMD on Global
Guidelines for Remunerating the Patient
Community. The network comes together to
help  Ukrainians in  Ukraine  Crisis
Coordination.

o— 2024

During the WECAN April retreat, members
decided to establish a Foundation in the
Netherlands after mindful explorations in
order to choose the most suitable legal
form. This decision marked a pivotal
moment, with preparations completed by
the end of the year. Additional highlights
included the January EBA Workshop, and
the WECAN Academy. Another key
achievement was the launch of PED
courses, an important initiative that
provided participants with access to
essential resources and training, made
& even more accessible through direct links.
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WECAN Foundation Governance

WECAN decided to establish itself as a Foundation to formalise operations, enhance
credibility and ensure accountability. This structure fosters stakeholder trust, attracts
funding and safeguards initiatives while enabling transparency and compliance with cross-
border legal and financial requirements. The decision supports sustainability and aligns
with the conversation's points on improving operational structure, ensuring trust and
creating opportunities for partnerships and growth.

The formerly called Members of WECAN will
be called affiliated Organisations of the new
WECAN Foundation from 2025 on and will
continue collaborating, learning and growing
even stronger together.

Each affiliated organisation of WECAN
e is an umbrella organisation
e is a non-profit
e is led by patients or carers

GENERAL ASSEMBLY (AFFILIATED ORGANISATIONS)

Management Board (MB)

The MB is led by the WECAN Management Board Director. The General Assembly
recommends candidates for the MB via internal elections, and the Board of Trustees
appoints them. The MB takes decisions on strategy, reflecting the needs of the
community and using the input of the GA. The MB develops work-orders for the
WECAN Secretariat based upon the strategic decisions

ses1sN. | JO pleog

WECAN Secretariat Workgroup for Core Projects

Joining based on capacity and
expertise, approved by the MB

The WECAN Foundation’s governance ensures effective operations and accountability.
The General Assembly represents the affiliated organisations, setting strategic
priorities and electing leaders. The Board of Trustees (supervisory board) provides
oversight and supports the mission of the organisation by ensuring compliance with
legal and ethical standards. The Management Board handles daily operations, strategy
implementation and resource management. The Secretariat supports operations, and
Workgroups deliver project-specific outcomes.
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WECAN Over the Years

Since 2015, WECAN has come together to collaborate and improve the outcomes for cancer

patients in Europe.

2015 —l

15 umbrella organisations come together to
initiate WECAN out of the true need to work
together as a community, avoid duplication
of work, and collaborate.

O—— 2016

The Guiding Principles on Reasonable
Agreements between Patient Advocates and
Pharmaceutical Companies project is

2 O 17 —. initiated.

The WECAN educational strategy is created,
initiating the WECAN Academy. WECAN
begins to form its governance structure with
the creation of the Governance Workgroup.
Activities on understanding the patient
community's perspective on Fair Market
Value begin.

O— 2018

The Guiding Principles are published. WECAN
releases a position paper to further EU
integration of Health Technology
Assessment. WECAN launches a survey on
Fair Market Value; 122 responses from
patient advocates from 38 countries are

received. Results are presented to Patients
2019 —@ P

The first WECAN Academy training
programme is hosted in Frankfurt. Over 100
advocates attend the four-day training event
that combined WECAN SmartStart and
WECAN Masterclass programmes.
Presentations are shared on the WECAN
Knowledge Base. Myeloma Patients Europe
leads the involvement of WECAN in
SISAQOL-IMI
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Focused Medicines Development and
European Federation of Pharmaceutical
Industries and Associations. WECAN pushes
for patient representation on the Cancer
Mission board. In education, WECAN joins the
programme committee in the European
School of Oncology's MasterClass in patient
advocacy.
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Education ey

Available Courses on

Academy.wecanadvocate.eu

WECAN's Evidence-Based Advocacy Program in Japan

In 2023, WECAN was contacted by PanCAN Japan, an organisation dedicated to
fighting pancreatic cancer, to deliver a brief presentation on Evidence-Based Advocacy
Basics. The presentation, which lasted 30 minutes, was successfully delivered in 2024
and is currently being translated into Japanese for distribution to PanCAN members.

Patient Experience Data Course

In the first three modules of this course, aspiring and seasoned patient advocates
delve into the definitions and roles of Patient Experience Data (PED), and its aim in
improving health outcomes and enhancing care quality. Participants gain a
comprehensive understanding of different types of PED, including Patient Preference,
Patient-Reported Outcomes, and Real-World Evidence, as well as the methodologies
for collecting both quantitative and qualitative PED. The course also explores the
integral role of PED in regulatory reviews and clinical trial design, highlighting the
significance of patient engagement throughout the entire medical product
development process.

In module 4, experts from patient organisations (POs) present real-world case studies
to further illustrate these concepts and enable patient advocates to take active part in

PED research and evidence-based advocacy.
PATIENT EXPERIENCE DATA /7 MODULE 5
Module 5 is a pilot program developed through collaboration among IQVIA,
the European Patient Advocacy Institute, WECAN, EUPATI, and ECHAlliance.

It aims to empower patient organisations as data cooperatives and
fiduciaries, placing them at the forefront of data collection, management,

governance, ownership, and security. In this course, participants will gain
knowledge about developing data strategies and business models for POs.
Key topics include the data landscape, stakeholder interests, policies on data
processing, protection, governance, and common standards. By the end of the
module, which will be launched in 2025, participants will understand the role
of POs in data management and explore potential funding and income models
related to data generation and analysis.
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WECAN's Evidence-Based
Advocacy Programme

WECAN's educational initiatives focus on Evidence-
Based Advocacy (EBA), emphasising the
importance of advocating in a scientific, targeted,
and professional manner while measuring advocacy
impact.

Recognising the increased awareness and
importance of EBA within the patient community,
WECAN addresses the educational gap by providing
training on how to generate and utilise data in
advocacy.

Since 2020, WECAN has trained advocates to
conduct evidence-generation projects and publish
their findings. Recently, in early 2024, WECAN
conducted a workshop attended by over 40
participants, including patient advocate trainees,
experts, clinicians, industry stakeholders, and
researchers.

The workshop aimed to equip participants with
essential skills to develop evidence-generation
projects, focusing on identifying unmet needs of
cancer patients, refining research methodologies,
and crafting effective communication strategies.

This workshop laid the groundwork for the WECAN
CANCERSurvey project, representing a collaborative
effort to gather insights into patient experiences. All
interested trainees and WECAN members now have
the opportunity to collaborate, to further enhance
the strategy for the CANCERSurvey.

Main topic areas identified
where additional data needs
to be collected for targeted
advocacy actions:

HEALTH SYSTEM CAPACITY

MANAGEMENT OF CHRONIC
DISEASES

PATIENT ORGANISATIONS
SUPPORT

MENTAL HEALTH

SHARED DECISION-MAKING

FINANCIAL TOXICITY

LONG-TERM FOLLOW-UP

END-OF-LIFE AND
PALLIATIVE CARE FOR
CANCER PATIENTS

It provided a fantastic overview of so
many different types of patient
experience data. | would highly

recommend for anyone intending to
design and conduct a survey, collect
data or do any advocacy project.

High quality and relevant information
provided by excellent speakers. |
gained many new skills, mindsets and
understandings.

17-19th Jan 2024 0 Munich 40 Participants @ 20 Countries
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References

WECAN MEMBER ORGANISATIONS
Acute Leukemia Advocates Network
http://www.acuteleuk.org/

Childhood Cancer International Europe
https://ccieurope.eu/

CLL Advocates Network
http://www.clladvocates.net/

CML Advocates Network
https://www.cmladvocates.net/

Digestive Cancers Europe
https://digestivecancers.eu/

EuropaDonna
https://www.europadonna.org/

EuropalUomo
https://www.europa-uomo.org/

EURORDIS - Rare Diseases Europe
https://www.eurordis.org/
Hereditary Cancer Advocates Europe

International Brain Tumour Alliance
https://theibta.org/

International Kidney Cancer Coalition
http://ikcc.org/

International Neuroendocrine Cancer Alliance

http://incalliance.org/

Lung Cancer Europe
https://www.lungcancereurope.eu/

Lymphoma Coalition
http://www.lymphomacoalition.org/

MDS Alliance
https://www.mds-alliance.org/

Melanoma Patients Network Europe
https://www.mpneurope.org/

MPN Advocates Network
https://www.mpn-advocates.net/

Myeloma Patients Europe
https://www.mpeurope.org/

Pancreatic Cancer Europe Network
http://www.pancreaticcancereurope.eu/

Sarcoma Patient Advocacy Global Network
http://www.sarcoma-patients.eu/en/

Thyroid Cancer Alliance
https://www.linkedin.com/company/thyroid-cancer-
alliance/

World Bladder Cancer Patient Coalition
http://worldbladdercancer.org/

World Cancer of Unknown Primary Alliance
https://www.worldcupawareness.org/

Youth Cancer Europe
http://www.youthcancereurope.org/

WECAN Academy Online Learning Platform.
Available from: https://academy.wecanadvocate.eu
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