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FOREWORDS

Pancreatic Cancer Europe is a non-profit European association that is growing stately. During
the financial year July 2023 - December 2024 we could count on a significant increase of our
activities and projects, including the participation in two relevant Horizon projects and one
CostAction project promoting research on pancreatic cancer. We successfully managed to
organise, in cooperation with Anticancer Fund and with the support of EPC, a second
brainstorming meeting with the stakeholders’ community at European level on access to
treatment for pancreatic cancer patients, that aimed at sharing best practices and highlighting
the gaps.

We increased the number of our members and their participation in our projects: PCE is a
relevant and trustful organisation that is worth being a member of. We have also increased the
staff number, gaining experienced and motivated professionals that support the growth of the
association. In spite of this positive growth in activities and reputation, during this financial year
we had a significant and unexpected reduction of financial contribution from some historical
partners that forced us to reduce some expenses. Nevertheless, the balance sheet shows a
significant loss that we plan to write off in the next few years.

However, we are grateful to the other financial partners who continue to support our activities
with their contributions.

Finally, we would like to thank you all for being an important part of our team in this journey,
and for your continuous support of our initiatives.

OUR MEMBERS

Since its establishment, PCE has aimed |
to bring together a diverse group of 1to4  5t09 10to14 15+
stakeholders, including patient 70 full members
organisations,  scientific  societies, 56 associate members
researchers, academics, journalists, .

) 41 organizations
healthcare professionals, and 85 individiial mermbers

policymakers, to address the growing

challenge of pancreatic cancer in

Europe. Over time, the association has

grown both in membership and *

geographic reach. As of 31 December

2024, PCE has 126 members.

The majority of them (over 100) are o« 1B

from countries in the European Union,

including Spain (19), Italy (14), Belgium

(10), France (9), Germany (9), and others. A smaller portion of members are from Asian
countries, including India (2), Israel (2), Pakistan (1), and Turkey (1). There are a few members
from Africa, including Ghana (1) and Morocco (1). A small representation comes from America,
namely Brazil (1) and Peru (1). Only one member is from Australia.

See more details on the DEDICATED MEMBERS’ PAGE.

Page 3 of 12


https://pancreaticcancereurope.eu/members/

Q

PANCREATIC
CANCER EUROPE

WHAT WE DID

Events

2023 Physical Activities for Pancreatic Cancer Patients - webinar

On 21 November 2023, Pancreatic Cancer Europe (PCE) and the European Pancreatic Club (EPC)
held a webinar to shed light on the relationship between physical activity and pancreatic
cancer, drawing insights from experts in the field. The event garnered great interest, with a
total of 122 individuals registering, and we were pleased to welcome 40 attendees who actively
participated in the discussions, contributing to the overall success of the session.

Additional information HERE.

2024 “Getting Our Act Together”: Multistakeholder Meeting on Access to Therapy

Together with the Anticancer Fund and supported by the European Pancreatic Club, we
successfully hosted the “Getting Our Act Together — Multistakeholder Meeting on Access to
Therapy for Pancreatic Cancer” on June 25, 2024. The event, held in Santiago de Compostela,
Spain, brought together 29 leading professionals from oncology, surgery, gastroenterology,
pharmacology, patient advocacy, and policy-making fields.

Additional information HERE.

2024 The Importance of Emotional Support for Pancreatic Cancer Patients - webinar

As part of World Pancreatic Cancer Awareness Month, and in cooperation with EPC this event
focussed on the emotional challenges faced by pancreatic cancer patients and their loved ones,
offering strategies to help patients, families, friends, and healthcare professionals to cope with
the psychological and emotional aspects of the disease.

The webinar took place on Thursday, 28 November 2024, and was attended by 46 participants.
Additional information HERE.

Projects

PancreOS Project

Pancreatic Cancer Europe is working on implementing a European network of Pancreatic
Cancer registries under the umbrella of the PancreQOS project.

PancreQS builds upon existing population-based and pancreatic cancer registries. It aims to
create a network of registries by integrating and reporting summarised data on Pancreatic
Cancer.

As of 31 December 2024, 26 registries have already expressed their interest in participating in
PancreOS. Out of them, 9 have already started to provide the data.

Additional information HERE.

On 27 June 2024, stakeholders convened in Santiago de Compostela, Spain, for a discussion on
the findings of the PancreOS Project. The event titled “PancreOS Project: Gaps and
fragmentation of pancreatic cancer patients’ management in Europe” was hosted by PCE with
support from the European Pancreatic Club, in the frame of the EPC Meeting 2024. The primary
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focus of the meeting was to address the challenges and future perspectives in managing
pancreatic cancer patients across Europe.
Here you can find additional information of the EVENT.

Nutrition and Pancreatic Cancer project

In the reporting period July 2023 to December 2024, we continued the dissemination of the
project outputs (booklet and summary boards) that have been translated into 15 languages,
and that can be downloaded for free from PCE website.

In addition, we created animated videos to facilitate the understanding of the importance of
nutrition in pancreatic cancer. The videos are in English and subtitled in 14 languages.
Additional information HERE.

Physical activity and Pancreatic Cancer project

In the reporting period July 2023 to December 2024, we finalised the project outputs (booklet
and summary boards) in English, with the contribution of Dr Cindy Neuzillet’s team and her
scientific supervision from the Marie Curie Institute in France. We also implemented the
communication campaign on social media, and we organised the webinar on 21 November
2023. In addition, we translated the outputs in 9 languages that can be downloaded for free
from the PCE website.

Additional information HERE.

Emotional support and Pancreatic Cancer project

From January to December 2024, we implemented the project Emotional support and
Pancreatic Cancer. This project aimed at addressing the emotional support needs of pancreatic
cancer patients and carers, raising awareness, promoting mental health and providing support.
The project has been developed with the supervision of Dr Luzia Travado from the
Champalimaud Clinical & Research Centre in Portugal. In the frame of this project, we drafted
two booklets in English addressed to patients and health care professionals, summary boards,
and we organised the webinar on 28 November 2024.

Additional information HERE.

Short-Stay Scientific Award for Early-Career Investigators 2024

During 2024, PCE launched a new edition of the Short Stay Scientific Award. The call was
launched in February 2024, and we received five applications. These applications were
evaluated and selected by a panel of experts at the European Pancreatic Club.

The winner of the 2024 award was Jonathan Baldan from Belgium, Early Career Investigator
(ECI) at the Vrije Universiteit Brussel, in the Professor llse Roman’s Laboratory. His research
project was about defining proliferative acinar subpopulations with susceptibility for pancreatic
cancer initiation. He spent over one month in Spain, in the Laboratory of Professor Francisco
Real at the CNIO in Madrid.

Additional information HERE.
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Position Paper on Pancreatic Cancer Across Europe in Light of the 2024 EU Elections

In May 2024, PCE launched a position paper addressing the critical issue of pancreatic cancer
across Europe in light of the 2024 EU Elections. Developed collaboratively by Pancreatic Cancer
Europe (PCE) and our partners (CPE, DiCE, EPC and UEG), this paper highlights key action points
to combat pancreatic cancer effectively within the next five years. A communication campaign
addressing the newly elected MEPs followed the launch of the Position Paper.

Additional information HERE.

PANCAID Project

PCE is a partner in the PANCAID project, in the frame of the

European programme Horizon. It is an acronym for PANcreatic @ PANMID
CAncer Initial Detection via liquid biopsy, and is a 5-year-long

EU-funded project that started on 1 January 2023 involving 19 partners. Its primary objective
is to develop a minimally invasive blood test for the early detection of pancreatic cancer and its
precursor lesions. Leader of the project is the Universitaetsklinikum Hamburg-Eppendorf (UKE)
in Germany. During the reporting period, PCE actively participated in the Steering committee
meetings and in the Annual General Meeting. In the project, PCE is involved in the WP5 - Early
Pancreas Cancer Surveillance - Ethical Issues, and in the WP6 - Dissemination, Communication,
Training, Exploitation, and Guideline Development.

Additional information HERE.

DISCERN Project

PCE is a partner in the DISCERN project, in the frame of the ®

European programme Horizon. The DISCERN project has set : I Sce r n
forth the objective of uncovering novel causative factors Colorecidl - ReridiLS Peficreatic < Canders
behind renal, pancreatic, and colorectal cancers. It further aims to establish the evidence base
essential for the development of new preventative strategies targeting these specific cancer
types within Europe. Leader of the project is the International Agency for Research on Cancer,
World Health Organization (IARC) in France. Within WP7, focusing on Patient and Public
Involvement and Communication, we collaborate closely with the International Kidney Cancer
Coalition (IKCC) and the Digestive Cancers Europe (DiCE).

In the reporting period, PCE actively participated in the Annual General Meeting, in the
Coordination meetings for WP7, and in the Understanding Cluster meetings.

The project started in January 2023 and will last 60 months. The partners involved are 20.
Additional information HERE.

RePCE - Reinforcing Pancreatic Cancer Centricity in Europe Operating Grant accreditation
During 2024 PCE submitted the accreditation project “RePCE - Reinforcing Pancreatic Cancer
Centricity in Europe” under the Call for proposals for a Framework Partnership Agreement for
operating grants (2025-2026) to non-governmental organisations of the European Commission.
The project has been accepted and PCE is now eligible to submit applications for operating
grants.
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COST Action

PCE is a partner of the COST Action CA21116 TransPan - Identification of biological markers for
prevention and translational medicine in pancreatic cancer.

Leader of the project is the German Cancer Research Centre in Heidelberg.

Additional information HERE.

HORIZON Project proposals

During 2024 PCE has been involved in the partnership of 4 HORIZON projects
on pancreatic cancer: CARMATE submitted by the University of Navarra in
Spain; COSMIC submitted by the University of Liverpool in UK; HERLIPSY
submitted by IRCCS Istituto Nazionale Tumori Regina Elena (IFO-IRE) in Italy; PanDETECT
submitted by SERVICIO MADRILENO DE SALUD in Spain. PCE has been involved in drafting
dissemination and patient advocacy activities. Unfortunately, all projects have been rejected.

INSTITUTIONAL ACTIVITIES

Board of Directors activities

The current Board of Directors consists of five members elected during the 2022 Annual
General Meeting. Their mandate has been prolonged (until the next ordinary General Assembly
in 2025) by the Extraordinary General Assembly held on 21 December 2023. The members are:
- Alfredo Carrato (Chair of the Board), clinician and medical oncologist from Spain.

Patrycja Rzadkowska (Vice Chair of the Board), pancreatic cancer survivor from Poland,

representing Digestive Cancers Europe (DiCE).

Sorin Barbu, professor of surgery and surgeon from Romania, representing Romanian

Pancreatic Club.

Nuria Malats, head of the Genetic and Molecular Epidemiology Group at the Spanish

National Cancer Research Centre (CNIQ), from Spain.

Ali Stunt, pancreatic cancer survivor from the UK, representing Pancreatic Cancer Action UK.
The Board of Directors met regularly with the PCE Secretariat to oversee PCE’s management
and the implementation of planned activities, holding monthly online meetings. In-person
meetings take place, when possible, as PCE believes that these meetings strengthen
cooperation between the Board and the Secretariat, and enhance efforts in the fight against
pancreatic cancer.

The daily management

PCE Secretariat is managed by Universita del Terzo Settore (UniTS), an lItalian not-for-profit
organisation specialised in project management at the European level. Maria Luisa Pagano and
Lucia Colonna are the two persons in charge of the daily management, in cooperation with
Anna Ripa di Meana as Secretariat Assistant. Priya Raja is PCE Communication Officer.
Considering the need to diversify the financial support to the organisation, during 2024 a
fundraiser has been appointed, to define a fundraising strategy and to implement it. Christophe
Nadalin has been selected for this position, and he will start working from January 2025.
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External Membership

PCE is member of the following organisations and networks, and actively participates in working
groups, general assemblies and Patients Advisory Committees.

Proud member of

{
WORLD PANCREATIC
CANCER COALITION

World Pancreatic Cancer Coalition

It unites over 99 organisations from more than 40 countries across six continents
to elevate global awareness of pancreatic cancer. Through coordinated efforts, the
coalition aims to drive transformational change for those affected by this disease.
https://www.worldpancreaticcancercoalition.org/

All.Can

It is an international, multi-stakeholder, not-for-profit organisation dedicated to
improving the efficiency of cancer care by focusing on patient-centric outcomes. It
gathers representatives from patient organizations, policymakers, healthcare
professionals, researchers, and industry to improve the sustainability of cancer
care.

https://www.all-can.org/

WECAN

It is a network that comprises cancer patient organisations across Europe, serving
as collaborative platform to strengthen patient advocacy. Its mission is to build
levels of trust, collaboration, alignment and mutual support in the pan-European
cancer patient community.

https://wecanadvocate.eu/

Inspire}
2lve

Inspire2live

It is a platform that brings together patients, researchers, and clinicians with the
mission to prevent, treat and eliminate cancer and to lead happy and healthy lives
in harmony with cancer. Inspire2Live is acting worldwide and brings their voice to
the table.

https://inspire2live.org/

esdo

european society of digestive oncology

Esdo

ESDO is a non-profit scientific and educational association uniting experts across
Europe to advance digestive oncology. It aims to improve Gl-tract tumour
treatment through a multidisciplinary, evidence-based approach, enhancing
screening, early detection, prevention, and management. ESDO also promotes
education, academic exchange, and the development of clinical guidelines for
better patient care.

https://www.esdo.eu/

european
cancer

ORGANISATION

European Cancer Organisation

PCE renewed its participation in the European Cancer Organisation (ECO) Patients
Advisory Committee.

ECO is a non-profit federation uniting oncology professionals and patients across
Europe to reduce the burden of cancer and improve patient care. It advocates for
policy change, fosters collaboration, and promotes high-quality, multidisciplinary
treatment. Guided by patient centricity, scientific integrity, and inclusiveness, ECO
works towards a cancer-free future with equitable access to care.
https://www.europeancancer.org/

In addition, during 2024, PCE and European Pancreatic Club signed a framework agreement
with the objective to collaborate to develop and deliver joint activities with the aim to raise
awareness and knowledge on pancreatic cancer, to improve the quality of life of patients and
carers, and to promote patient involvement and participation in decision-making processes.
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External Representation

The Board members and the Secretariat represented PCE in several international events:

55th EPC Annual Meeting, Alpbach (Austria), 28 June - 1 July 2023
Nuria Malats as a speaker and Mjriam Capula, as early career investigator PCE 2022 award winner, presenting
the results of her research project

Eco summit 2023 “Accelerating Momentum: A manifesto to 2030”, Bruxelles (Belgium), 15 - 16 November
Patrycja Rzadkowska as a speaker and the secretariat staff as attendant

REMEDI4ALL Multi-Stakeholder Meeting, “Drug Repurposing, an Attractive Strategy in Pancreatic Cancer
Treatment?”, Bruxelles (Belgium), 14 November 2023
Alfredo Carrato, Patrycja Rzadkowska and Ali Stunt as speakers, and the secretariat staff as attendants

WECAN Retreat 2024, Castelldefels, Barcellona (Spain), 10 -11 April 2024
Anna Ripa di Meana as attendee

Patient Advocacy workshop on "HCP education and trust to improve patient pathways to innovative therapies”,
ESMO side event, Barcelona (Spain), 14 September 2024
Alfredo Carrato as a speaker

GUIDE.MRD Multistakeholder event promoted by the Synergist, online, 30 September 2024
Patrycja Rzadkowska as attendee

All.Can Global Summit 2024 “Taking actions: implementing efficiency in cancer care globally”, Geneve
(Switzerland), 16 September 2024
Sorin Barbu as an attendee

World Cancer Congress 2024, promoted by the Union for International Cancer Control (UICC), Geneve
(Switzerland), 17 - 19 September
Sorin Barbu as an attendee

Spanish Cooperative Group for the Treatment of Digestive Tumours (TTD) Executive Committee, Madrid (Spain),
17 October 2024

Alfredo Carrato as a speaker to propose the integration of the TTD Pancreatic Cancer RETOD Registry in
PANCREOS

10th ANNIVERSARY of Spanish Association of Pancreatic Cancer Patients (ACANPAN) Research evolution in
pancreatic cancer, Madrid (Spain), 4 November 2024
Alfredo Carrato as a speaker

Scientific Symposium "Oncologic Challenge”, Neoadjuvant treatment and pending innovation in pancreatic
cancer, Valencia (Spain), 4 November 2024
Alfredo Carrato as a speaker

Public Health Care System Sustainability, Clinical trials in oncology, promoted by the Health Research Foundation
FUINSA, Malaga (Spain), 7 - 8 November 2024
Alfredo Carrato as speaker

ENTERO 2024 Enabling New Treatments, Education, Research and Outreach, Porto (Portugal), 14 - 15 November
2024
Patrycja Rzadkowska and Ali Stunt as speaker

Pancreatic Cancer Congress 2024, Stockholm (Sweden), 18 - 20 November 2024
Ali Stunt and Nuria Malats as speakers

ECO Summit 2024, Brussels (Belgium), 20 - 21 November 2024
Patrycja Rzadkowska as a speaker and the secretariat staff as attendee
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COMMUNICATION AND VISIBILITY

Interviews to members

PCE has conducted interviews with a diverse range of individuals from across Europe. These
interviews feature insights from 20 individual members and representatives of various
organisations, offering valuable perspectives on pancreatic cancer. The recorded interviews are
available on the PCE YouTube channel.

PCE Website

Key pages, such as the Physical Activity and Pancreatic Cancer project, Clinical Trials and
Emotional Support and Pancreatic Cancer project, were created as part of the ongoing
maintenance of the PCE website, which also included regular updates to membership
information, news, and resources. As a result, website traffic began to grow, averaging 1.500
to 2.500 views per month, with increasing engagement from visitors downloading resources.

Social media

PCE has leveraged various social media platforms to expand its outreach and engagement.

By maintaining a consistent posting schedule, sharing timely updates, and delivering
informative announcements, we have strengthened our social media presence. This proactive
approach provides our audience with real-time insights into our ongoing projects and
initiatives, fostering meaningful discussions, valuable feedback, and encouraging feedback and
collaboration.

Between July 2023 and December 2024, PCE experienced growth across all social media
platforms, as indicated in the graph below. This upward trend reflects the effectiveness of the
communication efforts, consistent engagement, and targeted content in expanding our reach
and strengthening our online presence.

2500 2336
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300
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0
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Newsletters
From 01 July 2023 to December 2024, PCE produced and distributed 25 newsletters crafted
specifically for our valued members and stakeholders.

Communication support for events

Communication support was provided through content creation, liaison and engagement with
members and stakeholders. It included the World Pancreatic Cancer Day webinar on Physical
Activity and Pancreatic Cancer, the European Cancer Summit 2023 and 2024, the Multi-
stakeholder meeting Getting our Act Together and PancreOS project meetings, the Position
Paper Campaign, the support of the Freelance Business Month Fundraising Campaign, the MN|
Nutrition Video Serie Information Campaign, and World Pancreatic Cancer Awareness Month
2024 ensuring clear messaging, engagement, and outreach across all platforms.

INVOLVEMENT OF PATIENTS, CARERS AND ADVOCATES

The involvement of patients, carers, and advocates remains a key priority for PCE.

When designing our projects and activities, we always take their perspectives into

consideration, ensuring they are reflected throughout our work. Here are some examples:
A significant initiative was a workshop on patient views concerning the results of the
recent “NAPOLI 3” study, held in December 2023 on request of Servier. It gathered 6
patients that contributed with their perspectives on the study’s findings, focusing on key
aspects such as treatment challenges, study relevance, efficacy, safety, and additional
information needs.
PCE reviewed and refined some relevant preparatory documents addressed to patients,
provided by the Swedish company ANOCCA, for a Phase 1 clinical trial of its new
immunotherapy, T-cell receptor (TCR) therapy, between June and July 2024. The trial was
being prepared in Germany, the Netherlands, Denmark, and Sweden, and involves
institutions such as the Karolinska Institute (Sweden) and Heidelberg University Hospital
(Germany).
PCE collaborated with the European Pancreatic Club (EPC) to address the critical shortage
of pancreatic enzymes (PERT) that has been affecting multiple countries. Recognizing the
severe impact on pancreatic cancer patients, both organizations joined forces to develop
a strategic approach and advocate for effective solutions. To gather valuable insights, a
confidential survey was launched, inviting both patients and clinicians to share their
experiences. The survey was made available in 10 languages for patients via a QR code
and a dedicated link, while clinicians were provided with an English version.
In December 2024, PCE co-organised with Servier a webinar on Metastatic Pancreatic
Cancer (mPaC), as part of the SHAPE (Support Harmonized Advances for better Patient
Experiences) programme. It aimed to gather valuable insights and experiences from 8
patients, caregivers, and patient advocates on topics that matter to the mPaC
community.
Another great moment of patient engagement is the invaluable support and essential
contribution to the translation and proofreading of PCE materials addressed to patients
and the general public.
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In 2024, PCE and IQVIA Framework signed a framework agreement with the focus to
identify mutually beneficial ways to utilise the respective resources, services, expertise
and experiences to advance healthcare outcomes for patients.

An important achievement for PCE in 2024 is the admission in the Health Technology
Assessment Stakeholder Network of the European Commission Directorate-General for
Health and Food Safety. The network includes patient associations, consumer
organisations, health technology developer associations, health professional
organisations and other relevant non-governmental organisations in the field of health.

DONATIONS

In the reporting period, PCE started receiving donations from individual and corporate donors.
Although the amount received is very low, 3.255 EUR, PCE intends to explore more this sector
of fundraising. We hope that the appointment of PCE fundraiser, and the donation strategy we
will implement in 2025 will increase the amount of donations.

PARTNERS

In the reporting period, PCE could count on the financial support of the following partners:
Astellas, BMS, IPSEN, MNI, Novartis, Novocure, Servier and Viatris that supported the various
PCE projects and events. While PCE has the utmost value for the contribution of its partners, it
is of paramount importance that the activities led by the association remain independent and
transparent. Diversification of partnership is also a priority of all board members.

Having this in mind, in 2024 PCE established contacts with Daiichi Sankyo, Sanofi, Magle
Pharmacept, J&J, and Loterie Nationale Belgique.

The Board of Directors

Page 12 of 12



.

PANCREATIC
CANCER EUROPE

PANCREATIC CANCER EUROPE ASBL

2025 Action Plan

Approved by the General Assembly on 13 March 2025

Pancreatic Cancer Europe ASBL — Registration number: 656.553.804
Headquarters: Square Ambiorix 10 — 1000 Brussels (BELGIUM)
Email: contact@pancreaticcancereurope.eu

EU Transparency register number: 791220833072-74



mailto:contact@pancreaticcancereurope.eu

Q

PANCREATIC
CANCER EUROPE

CONTENT

N goTo [UT1 4[] o IS U U PPPPTPTRR
PCE WOTKSEIEAMS ...ttt ettt e e s st e e e s sne e e e s s nee e e e e e nneeeeeans
WS 1 AWareness and DIi@NOSIS ....couuviieeiiiieieeiiiie e et e et e e e e e et a e e e e e e e e eaaae e
WS 2 NAtioNal SUPPOIT ..viiiiiiiee e e
WS 3 REEISTIIES e
WS 4 RESEAICN ..t
WS 5 TrEATMENTS ettt ettt e e e
Key transversal @CtiVItIES .......ccuuvviiiiiie et e e e e e e e e e e e e e eans
Patients and advocates INVOIVEMENT ........iiiiiii e
Communication and ViSiDility.......oooiiiiiiii e

FUNAIAISING oottt e e et e e et e e e e et a e e e st e e e e e eaaaeeas

Page 2 of 8



Q

PANCREATIC
CANCER EUROPE

INTRODUCTION

For 2025, PCE intends to confirm its presence on the European context and to reinforce its
advocacy work, to support patients in their journey, health care professionals in their work and
researchers in their challenges.

Furthermore, 2025 marks ten years after the Call to Action launched in 2014

The action plan includes some specific initiatives within PCE Workstreams, as well as some key
transversal actions.

PCE WORKSTREAMS

WS 1 Awareness and Diagnosis

The availability of information for
patients, carers and the general @f
public is crucial to start changing ~ @e  WS1Awareness

+ Communication campaign on

the approach to pancreatic

WPC Awareness Month social media
| | 2025 “-—.___, * Webinar addressed to different
cance r, as we as tO SuppO rt stakeholders PANCAID Project
. . * Participation in European
primary prevention and to o scientific fora ®PANCAID
Physical Activity and
|ncrease, When pOSSIb|e, the Pancreatic Cancer - * Video production
. . . project dissemination * Subtitles translations
quality of life for patients. DISCERN Project
. « Booklet translation H
In Order to aCh|eVe these goa|S, Emotional Support and . * Summary cards translation Dlscer:n
FE . . Pancreatic Cancer «=="7" + Video production
within this Workstream we will T gr e ——— * Subitles translation
implement the following
activities.

2025 World Pancreatic Cancer Awareness Month

November is traditionally the World Pancreatic Cancer Awareness month, and in 2025 PCE
intends to implement an awareness campaign on pancreatic cancer addressed to PCE members
and the general public.

Specifically, the activities foreseen by the awareness campaign are:

1) Preparation and implementation of a communication campaign on social media
on important aspects for patients’ quality of life such as nutrition, physical
activities, emotional care and access to treatment. The communication campaign
will last the whole month of November 2025;

2) Preparation and implementation of a webinar addressed to different stakeholders
such as patients, cares, patients’ organisations, health care practitioners and
other stakeholders on the importance of access to treatment for pancreatic
cancer patients and their families, focusing on clinical trials;

3) Participation in European scientific fora such as European Cancer Organisation
Summit in Belgium sharing information and material on nutrition, physical
activities, emotional care and access to treatment for pancreatic cancer patients.
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Physical Activity project dissemination

During 2025, PCE intends to further disseminate among the general public the significance of
physical activities (PA) for pancreatic cancer patients. PCE aims to promote the role of PA
among patients, caregivers, healthcare practitioners, and stakeholders, by raising awareness
about appropriate PA, communicating its importance for enhancing patients' quality of life,
supporting PA implementation, and fostering knowledge about its role in pancreatic cancer
treatment.

To achieve these goals, PCE plans to conduct an awareness campaign on social media. In
addition, we intend to produce 5 short video clips emphasising the importance of physical
activities for pancreatic cancer patients. They are meant to be very informative and addressed
to the general public, and will be produced in English with the subtitles in different languages.

Emotional support project dissemination

This initiative focuses on the significance of emotional support for pancreatic cancer patients.
PCE aims to promote the role of emotional support among patients, caregivers, healthcare
practitioners, and stakeholders, by raising awareness about appropriate emotional support,
communicating its importance for enhancing patients' quality of life, supporting emotional
support implementation, and fostering knowledge about its role in pancreatic cancer
treatment.

To achieve these goals, PCE plans to conduct an awareness campaign on social media, with
information material produced in English, and translated in different languages, to reach out to
a vast majority of public at national level.

EU Projects: PANCAID and DISCERN
k. During 2025 PCE will continue to be engaged in the two Horizon projects, PancAlD
{ :* and DISCERN, started in January 2023, taking care of communicating the project
alla results to citizens and patients, and supporting patient engagement initiatives.
These collaborations enable us to contribute with our expertise and efforts to advance research

and innovation in the fight against pancreatic cancer.

WS 2 National Support

The activity of PCE members at

national level is crucial to better Eﬁ"_%t‘%ﬁ‘? WS2 National Support é
meet the needs of pancreatic

cancer patient communities, to
. i Improvement of the availabilityof | 1A
keep them |nf0rmed and, at the %PCE materials in different Ianguages§

same time, to let them feel

supported in their challenges.

In order to achieve these goals' iWebinaron HTA implementation at§ 7777777777777777777777
within this Workstream we will national level

implement the following

activities.
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Improvement of the availability of PCE materials in different languages

PCE continue to review and make new information material on pancreatic cancer available on
our website in many languages. This activity is strongly supported by our members that
participate in the process ensuring some translations, the proofreading of the final versions and
their cultural adaption, when needed.

Webinar on HTA implementation at national level

PCE, in cooperation with Cancer Patients Europe, welcomes the European Regulation on Health
Technology Assessment (HTA), which became applicable on 12 January 2025, and represents a
fundamental step toward equitable access to diagnostics and treatments for pancreatic cancer
patients across Europe, regardless of where they were born or live.

As patient organisations and health care professionals (HCPs) will play an important role
throughout the process, both at national and European level, PCE strongly believes that it is
essential for pancreatic cancer patients to be involved in the HTA process at all levels, as this is
an opportunity to influence the process to ensure that patients and patients advocates are
present and adequately involved in the national HTA process.

In order to support the development or strengthening the cooperation among all relevant
stakeholders and better understand the role that patients can play in the process, a webinar
will be organised, to exchange views on how best to enhance the role of patient organisation
in the HTA process.

WS 3 Registries

PCE Statute highlights, among its goals, the creation
of a European registry on pancreatic cancer. In the
last year we realised how challenging is to fill the

S
v

ancreOS

A NETWORK OF REGISTRIES ON PANCREATIC CANCER

gap of the lack of organised data collection in
pancreatic cancer, and how essential this is to foster ’
a better understanding of the disease and
developing more efficacious diagnosis strategies
and personalised treatments. In order to achieve
these goals, the Workstream main activity will be the continuation of the PancreOS Project.

PancreOS Project: Pancreatic Cancer Overall Survival Registry in Europe
The strategic actions for the 2025 have been identified as follows:

1) To increase the number of registries participating in PancreOS

2) To gather summarised data from all the participant registries

3) To conduct statistical analyses including the new data gathered

4) To design the next PancreOS phases

6) Online seminars with the registries participating in PancreQOS
7) To disseminate the report to all stakeholders

)
)
)
5) To report on pancreatic cancer management inequalities in Europe
)
)
8)

To make PancreOS sustainable
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PCE will continue to present the project in relevant scientific events, to improve the
involvement of national registries and invite the scientific community to support the initiative,
leading to a common European framework on the topic.

WS 4 Research

As we are aware of the role of

multistakeholder ~ organisations @ WS4 Research

such as PCE in the international
context, research policies and
programmes continue to be R
strongly supported by PCE, as evel scientific fora and
well as the possible participation

Short stay award

in European-level consortia for Research map
new projects supporting
research.

In order to achieve these goals, within this Workstream we will implement the following
activities:

Short-Stay Scientific Award for Early-Career Investigators 2025

PCE will launch a call for a short-term scientific stay award to train one or more Early Career
Investigators (ECI) on pancreatic cancer research.

The award pretends to consolidate existing networks of pancreatic cancer research, as well as
to set up new partnerships and collaborations between high-level pancreatic cancer research
institutions. It will also allow ECI to go to an institution or laboratory in another European
country to learn a new technique or to take measurements using instruments and/or methods
not available in their own institution or laboratory.

Participation in European-level scientific fora and discussion

PCE board members and staff will continue participating in European-level initiatives to bring
the voice of the researchers and urging on the need to put together the efforts to fight
pancreatic cancer.

The plan includes the participation in the EPC Meeting 2025, the ECO Summit 2025, and other
relevant events. These engagements underscore our commitment to fostering collaboration
and sharing knowledge within the European community for the benefit of pancreatic cancer
patients and their care.

Research map management
PCE aims to build a European Map of Pancreatic Cancer Research Groups, with the following
objectives:
To provide a real and detailed picture of pancreatic cancer research in Europe by the
geographical setting, type of research, and availability of resources;
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To increase the visualization of EU pancreatic cancer research teams at the international
scenario;

To promote pancreatic cancer scientific collaborations;

To foster the training of young pancreatic cancer researchers;

To serve the EU scientific policy makers as a “heatmap” to identify deficiencies in
pancreatic cancer research in Europe;

To explore the involvement of patients & general population in pancreatic cancer
research projects.

The PCE Research Map shows the uploaded information at real time and is available on PCE
web site (https://pancreaticcancereurope.eu/research-map/).

WS 5 Treatments

Treatment will be a specific focus 9
for 2025, to improve the e WSS Treatment *

information on treatment and to
communicate best practices and (" Treatment TR R
) ] | Opportunitiesfor | —
essential requirements for the | PencreaticCancer
__ project 4 nutrition pancreatic ;a;:;‘;
quality of patients’ care.
In order to achieve these goals, 2.
within this Workstream we will " Improvement of
. . i information on e CLINICAL TRIALS
implement the following | clinical trialson | P
N PCE website
activities:

Treatment Opportunities for Pancreatic Cancer Project

Cancer treatments represent a critical aspect of the patient journey, offering hope for recovery
while also presenting unique challenges. These treatments, while lifesaving, often carry
significant physical and emotional burdens. Patients may experience fatigue, pain, and other
side effects that affect their quality of life. Alongside these physical struggles, there are
emotional challenges, including fear, uncertainty, and the stress of navigating complex
treatment plans. Providing clear, accessible, and supportive information can empower patients
and their careers, and help them to better understand and manage these challenges.

To address this need, the project aims to create a booklet specifically designed for pancreatic
cancer patients and their careers, recognising that they may have little or no scientific
background. Developed under the supervision of experts across various fields for the different
chapters, the booklet will feature concise, easy-to-understand texts written in lay language.

Improvement of information on clinical trials on PCE website

During 2025, PCE intents to give more visibility to the clinical trials information on our website,
by strengthening the cooperation with the organisations we cooperate with, such as Curewiki,
myTomorrows, Esperity.

Page 7 of 8


https://pancreaticcancereurope.eu/research-map/

Q

PANCREATIC
CANCER EUROPE

KEY TRANSVERSAL ACTIVITIES

Patients and advocates involvement

In the upcoming financial year, PCE will continue to deepen the involvement of patients and
advocates in the partners’ activities, being aware of the huge added value that they bring to
the quality of the initiatives.

The active participation in advisory boards and research activities will continue to see the active
participation of the pool of patients and carers that in the last period cooperated in many of
our activities. Also, the patient’s views on studies and project outputs will be crucial to ensure
the full accessibility to new information on pancreatic cancer.

An important achievement for PCE in 2024 is the participation in the Health Technology
Assessment Stakeholder Network of the European Commission Directorate-General for Health
and Food Safety, that will be continued with full commitment and energy.

The network includes patient associations, consumer organisations, health technology
developer associations, health professional organisations and other relevant non-
governmental organisations in the field of health.

Communication and visibility

For 2025, the communication activities will continue to support of the dissemination of the
project outputs, as well as the members’ initiatives.

The communication tools (website, social media profiles, newsletter, others) will be adapted
also to the fundraising goals and strategy, profiting of the audience gained in the last years.

Fundraising

The need to differentiate the sources of PCE financial support, lead to the development of PCE
fundraising strategy. With the appointment of the new fundraising officer, a mid-term strategy
will be put in place, addressing prospect donors and new partners, with the goal of involving
both foundations and corporations, as well as the general public in PCE funding initiatives at
international level.

The Board of Directors

WWW.pancreaticcancereurope.eu

Sign up to
our newsletter!
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