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Forewords

2019-2020 has been a period of changes for Pancreatic Cancer Europe (PCE), on a statutariat
and organizational level, with the change of the fiscal year, now to start as of 01 July and to
terminate on 30 June, as approved by the Extraordinary General Assembly held on 14 October
2019, and the change of the Secretariat from RPP to UniTS (Universita’del Terzo Settore).
Furthermore, it had to face, as many other Associations and NGOs, the unexpected challenge
launched by the unwelcomed 2020 “protagonist” in the health scenario, the COVID 19
pandemic, that led to a drastic braking the face-to-face and on-field activities.

Our Members

Since its foundation, PCE has aimed to remain a multi-stakeholder platform gathering patient
groups, scientific societies, researchers, academics, journalists, clinicians and policy makers to
curb the alarming trends of pancreatic cancer in Europe.

Today, the number of members in the association increased, and the number of patient groups
dedicated to pancreatic cancer has significantly grown.

The geographic scope of the association has also expanded, with members from multiple EU
countries and non-EU Member States such as Norway, Israel, and India.
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PCE Work streams

WS1. Awareness and Diagnosis - Raising awareness of Pancreatic Cancer — Leader: Alison Stunt
One of the biggest obstacles to taking action against pancreatic cancer is a lack of awareness
of the disease itself and the challenges faced by patients and carers. Pancreatic cancer is
referred to as a “Neglected cancer” by the European Comission. A key goal of the Platform is
to ensure that this cancer is not forgotten by health policy makers, so that appropriate policies
can be implemented.

Following several months of development, during 2019 the PCE heatmap has been published.
Conceived as a powerful tool to compare the pancreatic cancer patients’ situation in each
European country, the heatmap provides information on awareness situation, national policy,
diagnosis, research, etc. We are always looking for more data and information to enrich the
heatmap. PCE members and the Secretariat will update the data regularly.

Raising awareness of Pancreatic Cancer

Work Stream Chair: Ali Stunt, Pancreatic Cancer Action UK

R = Pancreatic Cancer heatmap now onling!

Conceived as a powerful tool to compare the pancreatic cancer patients’ situation in
each European country, the heatmap provides information on awareness situation,
national policy, diagnosis, research... We are always looking for more data and
information to enrich the heatmap. Should you want to add some data for your country,
' please contact directly the Secretariat.

Visit the PCE heatmap »

‘ P— Following several months of development, we are happy to unveil the PCE heatmap.
3

In May 2019, European citizens elected the new European Parliament. On this occasion PCE
launched the Pancreatic Cancer 2019 Elections Manifesto to enable a strong commitment by
the future policymakers.

E/ly if :Ignmg didat t:e QPANCREATK:CANCMEUROPE d LTINS akFESTO
anifesto, candidates to i b e
the European Elections S ANCHEADE CANCER

and  newly elected
Members  of  the ;
European  Parliament e es e —— -
from all countries and ;
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2019 ELECTIONS MANIFESTO 1will 3k at ensuring that the European Union takes appropriate action by:
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political parties have
shown their
commitment to ensure
that the European Union
takes appropriate action

In the Pancreatic Cancer Declaration trom 2014, five key targets for 2020 were Identiied:

1 2 3
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against pancreatic e
cancer.
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WS2. National Support - Supporting national actions to raise awareness on pancreatic cancer —
Leader: Antonella Cardone

The National Support Work Stream gathers members from national organizations and is helping
them to get the most from the platform’” material and actions.

In April 2019 took place the Pancreatic Cancer Advocacy Workshop (PACAW) in Rome.
Members of the Platform were invited to learn the know-how of designed advocacy strategies
in their countries. To this occasion, Members were offered to create a strategy to compete for
the Pancreatic Cancer Advocacy Workshop award. Two very interesting proposals were
submitted by our Scottish and Polish members, Pancreatic Cancer Scotland and EuropaColon
Poland. EuropaColon Poland finally won the award, and the reward, a one-year support from
the PCE Secretariat to the implementation of their national activities, based on mental health
support for cancer patients and adopting a psycho-oncological approach to cancer care.

A quarterly newsletter was published featuring best practices and interesting projects
developed by our members and any relevant activity developed by PCE at EU level.

For 2020, we will continue raising awareness at national level and spreading the word in
countries with an even stronger presence, through the newsletter, the advocacy workshop,
which will be most likely organised on line and more activities to plan.

WS3. Registries - Developing pancreatic cancer registries across Europe — Leader: Alfredo Carrato
The maln ObJeCtIVQ Ofthe RegIStrles Work Stream q WHAT KIND OF INFORMATION DO OUR POPULATION-BASED REGISTRIES PROVIDE? ‘
is to fill the gap of the lack of clinically organized CANCER WEPDENCS FEOLENCE Ao Moy enr: |
data collection in pancreatic cancer, which

would lead to a better understanding of the
disease and development of more efficacious

‘WHAT DO OUR MD & PhD NEED TO IMPROVE PATIENT’S HEALTH?: A HOSPITAL REGISTRY

+ Familial and personal medical history, habits, signs and diseases that configure a high-risk population
+ Todesign a convenient screening program far an earlier diagnesis in an asymptomatic stage

d |agnos|s Strateg|es and persona | |Sed + Time from symptoms to diagnosis: Awareness of Socisty and Health System
« Accuracy of diagnasis. Molecular pathology for personalized treatment design
+ Trestment center experience & dates (type of surgery, residual disease, clinical trial, chematherapy type, radiation)
t rea t me ntS + Reimbursement policies for treatment at each country. Availability of clinical trials
. + Supportive measures and Quallty of life

« Avallability of biobanking for translational research

This focus of the platform is based on the

[From Pancre0s to PBCR* and back | ¢fZnere0s
observation that over the last years there has m=
been very limited research into pancreatic emenn T e
cancer that has yielded substantial results. The 'mH:pj' o
vital component of oncological research is, and
always has been, the availability of data for PBCRs e o deraled andcurated dats
resea rchers << Availability of quality and exhaustive data on PC >>

* EBCR: Populicn Baced Cancor Regeiies

To check the feasibility, a pilot project was led in Spain within the Spanish Cooperative Group
on Digestive Tract Tumors. The European Multi-Stakeholder Platform will help to develop a
network of all existing registries among countries all across Europe and collaborate with the
Joint Research Centre which supports EU scientific initiatives.

During 2019, PCE networked with several European institutions to increase awareness on the
need of an European PancreOS. One result of this networking is the new partnership with The
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Innovative Partnership for Action Against Cancer - PancreOS working meetings e
(|PAAC) JOInt ACtlon . * 05 October 2015: Pancreatic Cancer Workshop, CNIO, Madrid.
The platform brings together over 24 associated

= 10 November 2015: 3rd EU Multi-stakeholder Platform on Pancreatic Cancer meeting,
European Parliament Brussels.

= 17 March 2016: PancreOs Kick-Off Meeting, CNIO, Madrid.
= 20 September 2016: PancreOs Meeting at JRC in Ispra, ltaly . &

'ONAL BE mvesrigaciones encoLod

partners across Europe, and aims to develop
innovative approaches to advances in cancer
control and further the development of cancer

= 15 Nov 2016: PCE meeting. European Parliament, Brussels
= 12 April 2017: Research work stream group meeting. Brussels
= 18 Nov 2020: European Parliament Symposium. Hosted by MEP Joanna Kopcinska

O Participants from UK, Germany, Romania, Italy, France, Turkey, Hungary and Spain
were very interested in an EU registry network collaboration.

prevention. IPAAC's work is divided into 10 work
packages, PCE will be contributing to work
package 7 Cancer Information and Registries and work package 8: Challenges in Cancer Care.

QO Clinicians, epidemiologists, biologists, pathologists and geneticists configure the group

During 2020-2021 PCE will continue networking for the implementation of the PancreOS
project; a on-line event at the EU Parliament has been held on 18 November, hosted by MEP
Joanna Kopcinska, and gathering expertises from the clinic, research and political areas that
support the patient’s voice on this issue.

WS4. Research - Developing pancreatic cancer research across Europe — Leader: Nuria Malats
The Research Work Stream had been created following the will to contribute to the debate on
what changes are needed to improve research on this cancer. PCE aims to boost and promote
policies & research programmes that can advance biomedical science on pancreatic cancer and
its main goal is to bring together researchers, clinicians, private domain, patients, and health
policy makers to identify/discuss on priorities in pancreatic cancer research. We work towards
depicting the pancreatic cancer scenario in EU to identify the gaps and enhance collaborations
and training. We aim also to make EU institutions aware and committed to the issues relating
to pancreatic cancer research.

In 2019, for the first time and thanks to 3

collaboration with the European Pancreatic Club

commitment to evaluate candidates, the

Research Workstream of PCE set up a Short-Stay
Scientific  Award (S3A) for Early-Career

% Elena Rangelova ) . .

L) e e nvestigators (ECI). The S3A was associated with

enetic and
National Cancer

"Personalised prevention of
pancreatic cancer”

a grant of 3000€ for the successful researcher to
travel to a different country and stay for up to 3
months in a foreign research institution. The

PCE - GAM (2020 11 26) - Report 20192020

PCE RESEARCH WS: ECI Award

Dr. Marina CIHOVA Department of Molecular Oncology, Cancer Research Institute
of the Biomedical Research Center, Slovak Academy of Sciences, Slovakia

winner of 2019 is Marina Cihova from the Slovak
Academy of Sciences, within the Cancer

PC RESEARCH:

1-To set up an algorithm for early diagnosis and follow-up of
patients with pancreatic neuroendocrine tumors: NEXT
(TransCan2)

2-To analyze human PDAC progression: VEGA Project

PCE-EPC AWARD OBJECTIVES:
>>To learn about the establishment and expansion of PDAC
and PNET organoids, patient-derived xenografts (PDXs),
circulating tumor cell-derived xenografts (COX)

Research Institute, who stayed for a month in
Madrid, Spain, at the Ramon y Cajal Health
Research Institute. She worked to develop
relevant pre-clinical study models of patient-

>> In the Medical Oncology Research Laboratory of Ramén y
Cajal Health Research Institute in Madrid

derived pancreatic tumour organoids.

PCE - GAM (2020 11 26) - Report 20192020
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During 2019 PCE, co-organised sessions and/or
EPC 2019 Research event

SCIENTIFIC PROGRAM
S51* Meeting of the
European

particiapted in research events such as: Pancreatic

Club

DETAILED PROGRAM

51" Meeting of European Pancreatic Club,
26‘29 June 2019 |n Bergen (NOrWay) by 10.30-1055  KEYNOTELECTURE

Speaker:  Peer Bork, Heidelberg, Germany

sponsoring a  keynote lecture on Aoy
microbiome delivered by Peer Bork, EMBL,
Heidelberg.

PCE - GAM (2020 11 26) - Report 20192020

ESMO World Congress on Gastrointestinal
cancer, 3-6 July 2019 in Barcelona (Spain)
IPAAC roundtable “Neglected cancers: proposal of criteria for organisation of treatment
delivery”, 16 September 2019 in Bratislava (Slovakia)

PCE RESEARCH WS: [}
ESMO-GI 2019 poster TR PCE RESEARCH WS: IPAAC
PANCREATIC CANCER, m : |

EUROPE HEATMAP:
ACOMPARATIVE PRESENTATION OF INEQUALITIES
4 Rourd ot Mocerate: Roberto Gl

NG SIENSANG
uuuuu =

ethodlogy 0 decuss the Corsenaus Suaement
Frodes

3-6July
2019

Barcelona
SPAIN

Weagcp ofthe iy 16 Sepramber 2043
16151630 | TP S

CONSENSUS RECOMMENDATIONS FOR PANCREATIC CANCER
CARE: THE BRATISLAVA STATEMENT

European Consortium on Minimally
PCE RESEARCH WS: e-MIPS Invasive Pancreatic Surgery

PCE - GAM (2020 11 26) - Report 2019.2020

Within this work stream, PCE continues to ﬂ@

support the activities of the European = =

Consortium on Minimally Invasive Pancreatic E\‘£ 9 :
Surgery and its international working group = = = -ves %
involved in the collaborative research on the  ® = — .
safe implementation of this surgery protocols. e M oo & L

PCE - GAM (2020 11 26) - Report 20192020

WS5. Treatment - Explaining the standardized treatment of pancreatic cancer — Leader: Sorin
Barbu

The workstream was founded in 2019, and it was lauched during the 2019 PCE General
Assemby. Pancreatic cancer treatment is standardized and should be the same all around the
world. Unfortunately, treatment accessibility is highly unequal across European countries.

‘ Treatment work stream 9 PANCRERTIC CANCER FUROPE ’ Treatment work stream 9 EANCREMIE CANGER ELURORE

Objectives - Access to Treatment across EU (inequalities)

- provide Information on Treatment, for:
- healthcare professionals
- patients

- Inequalities Report
- Compliance with Guidelines in EU countries
- Access to Treatment across EU (inequalities) - Outcome of Treatment in EU countries

- Influence of Socio-economic status

- Raise awareness on Ongoing RCT (Docs & Pts)

© 5T Barbu 2018 o 5.7 Barbu 2019
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Reimbursement levels, compliance with Guidelines, unequal spread of care facilities and
different trainings entail various levels of treatment availability. This work stream aims to
present treatment options, communicate on best practices & essential requirements for quality
of care and help patients get information on where they can receive specialised care.

The work stream will also scrutinise ongoing
clinical trials and provide information on current
and future treatments, as the possibility to join
the randomized controlled trial for physicians &
patients.

During 2019 PCE contributed to several
international publications, events and projects
on the topic treatment of pancreatic cancer:
PCE contributed to the publication of
ERQCC - Essential Requirements for
Quality of Cancer Care — Pancreatic Cancer
edited by ECCO (European Cancer
Organization)
PCE participated in the organisation of the
international meeting “Standards &
Guidelines for Surgery & Endoscopy in
Pancreatic diseases”, 1-2 November 2019,
Cluj-Napoca, Romania organised among
other by EFISDS (International Society for
Digestive Surgery — European Federation)
from an Educational Grant of UEG
(United European Gastroenterology).
PCE joint as secondary applicant the
project  proposal  “TRANSPAN -
Identification of biological markers for
prevention and translational medicine
in pancreatic cancer” submitted to the
COST open call by the German Cancer
Research Center (DKFZ).

ECCO Essential Requirements for Quality Cancer Care: Pancreatic cancer

Stefano Partelli**, Francesco Sglafani>*, Sorin Barbu?, Marc Beishon®, Pierluigi Boname?, Graga Brazs,
Filippo de Braud” Thomas Brunner?, Glulla Mamna Gayestro®, Miriam Grul*®, Maria Die Trill**, Piero

Eerglla?, Ken , Eva Karamitopeuloy:-Riaman™, , Cindy Neuzillet™s, Franco% Hanna
Seppanen?’, Martina m,\& Danila Valenti’®, Gluha Zamboni?®, Marc Zins?*, Alberto Costa?, Philip
Poortmans®

* Joint first authors: S. Partellj and F. Slafani contributed equally to this article.

! European Society of Surgical Oncology (ESSO); IRCCS San Raffaele Scientific Institute, Milan, Italy
! European Organisation for Research and Treatment of Cancer (EORTC); jngtitut Jules Bordet, Brussels, Belgium
! Pancreatic Cancer Europe (PCE); i University of Medicine and Pharmacy, Cluj-Napoca, Romania
! Cancer World, European School of Oncology (ESO), Milan, italy
! Elins Alumni Club (FAC); Careggi University Hospital, Florence, Ital
European Oncology Nursing Society (EONS); Portuguese Oncology Institute, Oporto, Portugal
of European Cancer Institutes (OECI); IRCCS Foundation National Cancer Institute of Milan; Milan,

ltaly

! European Society for and Oncology (ESTRO); Otto-von-Guericke-University, German
! European Hereditary Tumour Group (EHTG); San Raffaele Scientific Institute, Milan, italy

! European Society of Oncology Pharmacy (ESOP); University Medical Centre, Netherlands

! International Psycho-Oncology Society (IPOS); ATRIUM: Psycho-Oncology & Clinical Psychology, Madrid, Spain
U international Neuroendocrine Cancer Alliance (INCA); Umbria Regional Cancer Network, Perugia, ital

! European Association of Nuclear Medicine (EANM); University Hospital Essen, Essen, Germany

! European Society of Pathology (ESP); Institute for Pathology, University of Bemn, Bern,

! International Society of Geriatric Oncology (SIOG); Insfity Curie, Saint-Cloud, France

! Cardiovascular and Interventional Society of Europe (CIRSE); European Institute of Oncology, Milan,
taly

! European Cancer League (ECL); Helsinki University Hospital, Helsinki, Finland

0 of European Cancer Institutes (OECI); IRCCS Foundation National Cancer Institute of Milan, Milan,

EFISDS — EDS — SRGH
Postgraduate Course 2019

“Standards & Guidelines
for Surgery & Endoscopy

in Pancreatic diseases”
1-2 2019, Cluj Romania

with the Participation of
Romnnlnn Pancreatic Club (CRP)
ncreatic Cancer Eurepo (PCE)

University of Medlclne and Pharmacy “luliu Hatieganu” (UMF Cluj)

Open Call Collection OC-2020-1

Proposal Reference OC-2020-1-24685

Title: ification of bi ical markers for pr ion and translational medicine in pancreatic
cancer

Acronym: TRANSPAN

1 Romania
Prof Traian Sorin [N ("luliu } " U y of Medicine and Pharmacy Cluj-Napoca
[4th Surgery Department]; PCE-Pancreatic Cancer Europe [Board member])
Participating as Secondary Proposer
Core Expertise: Clinical medicine: Surgery
Gender: M
Years from PhD: 19

During 2020, PCE will expand the content related to treatment on the website.

The stakeholders

Since its establishment, funding sources of PCE’s activities have diversified. For the period 1
January 2019 — 30 June 2020 we could count on 4 sponsors: Celgene, Halozyme, Mylan, Servier.
The sponsors have been classified in different categories, according to the level of their
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sponsorship:
Gold sponsor for sponsorship over 50.000€ will receive in return:
* Big sponsor’s logo will be included on the PCE webpage
* Gold sponsors can be invited as non-voting observers during PCE Board meetings,
upon invitation by the members of the board
* Sponsors will be invited to all relevant PCE events
Ability to release partnership statement and press release (to be approved by PCE)
* Ability to utilise content for internal use

* Regular project updates

Silver sponsors for sponsorship less than 50.000€ will receive in return:

* Participation to meetings, TC, PCE events as associate members of the association;

* Communication on the partnership (social network, website, events)
* Medium size logo on the PCE website and documentation
* Sponsors can be invited as non-voting observers during PCE Board meetings, upon

invitation by the members of the board

AD-HOC (i.e. funding for a specific activity)
* Participation to the specific activity funded only

While PCE has the utmost value for the contribution of its sponsors, it is of paramount
importance that the activities led by the association remain independent and transparent.
Diversification of sponsorship is a priority of all board members. For the period 1 July 2020 —
30 June 2021 PCE intends to double its sponsors. Contact have been already estabilisehd with
AstraZeneca, lpsen, Novocure, Acobiom.

The association management

The Board of Directors, composed by 5 members, met regularly to discuss the management of
PCE and implementing the activities planned. The Board met on a montly basis both in presence
and on line. o
Since the outbracke of the COVID 19
pandemic, the meetings took place only on
line.

During 2019 PCE held two General
Assemblies: one ordinary GA on the 4 July
2019 in Barcelona and one extraordinary
GA on the 14 October 2019 online. During
the extraordinary GA a change of statute
has been voting upon, implementing a new fiscal year from 1 July to 30 June.

Pancreatic Cancer Europe ASBL — Registration number: 656.553.804 Pag. 8 of 10
Headquarters: Rue Montoyer 40 — 1000 Brussels (BELGIUM)

Email: contact@ pancreaticcancereurope.eu

EU Transparency register number: 791220833072-74



mailto:contact@pancreaticcancereurope.eu

Q

PANCREATIC
CANCER EUROPE

Significant events after the reporting period

After the closing of the financial year 2019-2020, there have been the following significant
events to be noted:
Appointment of a new Secretariat: on 13 July 2020, UniTS Universita del Terzo Settore
replaced RPP Group in the management of the association secretariat, with a six-month
appointment, until 31 December 2020.
New contacts for sponsorship and projects have been activated.
The external accountant Stuyts Accounting Services, based in Belgium, has been
identified and appointed.

Our vision for the future

For the period 2020-2021, PCE intends to strengthen the activities of its Work Streams, to
improve the internal and external communication, and to reinforce the membership.

WS1 Awareness and Diagnosis

For the period 2020-2021, PCE intends to continue the contacts with politicians, patients and
patients advocates; the lobby activity on pancreatic cancer within the European Beating Cancer
Plan, Mission Cancer and iPAAC will be improved. The connection with the communication
activity will be strong.

WS2 National Support

We intend to strengthen the collaboration with and support to our members so to build a
strong pancreatic cancer community.

Advocacy and Communication are key to support our members, to this extend we plan to
organise the advocacy workshop/webinar in the first quarter of year 2021 and to go on with
the quarterly newsletter. Facts sheets will also be developed and translated into several
languages to support our country based members.

For the period 2020-2021, PCE will revamp the participation in the platform by starting a
membership campaign, aiming at increasing membership participation, reactivating old
members and improving the take up of the members into PCE initiatives.

WS3 Registries

Pancreatic ductal adenocarcinoma (PDAC) is a neglected cancer with the worst survival of solid
tumors and we still don’t know how to prevent it, or effectively treat this killer. There are many
actors in the scenario, tumor cells and their microenvironment in a constant dynamic evolution,
with a rich crosstalk and a specific microbiota playing a relevant role.

The only way to succeed is to network in a multi-disciplinary team at the EU and possibly with
the US. Many tasks could be proposed: to promote networking among the existing pancreatic
registries and biobanks, to detect areas for improvement in the prevention, research and
management of PDAC patients, registries also rise awareness of the whole society of the
current challenge, help to show the real situation and get more founds from the EU to foster
clinical and translational research, registries may be useful to identify the characteristics of
high-risk groups, to develop an easy, sensitive and cost-effective screening procedure for an
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earlier diagnosis, registries could help to make a strategy for disseminating PDAC updated
knowledge to the society and the sanitary personnel and to implement the necessary measures
to reach the excellence in prevention, research and assistance in every EU country.

In the long term, PCE intends implementing the European PancreOS project.

WS4 Research

Whitin this WS, PCE will continue fostering pancreatic cancer research within the platform,
while continue supporting the work done in all workstreams to lobby for pancreatic cancer
control in Europe. In this regard, PCE plans to depict pancreatic cancer research in Europe
through an online map tool, to identify the gaps and to engance collaborations and training. In
case the pandemics and the resources make it possible, PCE will organise a second edition of
the Short-Stay Scientific Award (S3A) for Early-Career Investigators (ECI).

WSS Treatment

PCE intends to provide information for Treatment on every stage of the diseases. New
guidelines and change of Stadialization will be uploaded as soon as they are developed.
Quality of life results of questionnaires will be provided separately for doctors and patients,
showing the QoL before, during and after treatment.

A separate webpage is planned for treatment of recurrences, and another one for palliative
treatment and supporting care. This last one will provide information on which treatment are
available, the guidelines for pain treatment, as on the role of the psychologist, of the family
involvement, as on the services for end-stage disease.

Nutrition is also a topic to focus on, as it is essential for the well-being of the patient. Usually,
pancreatic cancer patients loose weight and feel tired. A good program on proper nutition
assessment and prescription will help all patients to increase their quality of life, diminish the
risk of toxicities derived from any treatment (surgery, chemotherapy, radiation therapy) and
make the patients more suitable for these treatments with the objective of prolonging survival.
Finally, we will look to Compliance with guidelines and outcomes of treatment in EU countries,
as on the effect of socio-economic status on the treatment.

Communication
For the period 2020-2021, PCE intends to update the website, to boost the communication on
social media, and reinforce the communication flow among members.

Membership

For the period 2020-2021, PCE will revamp the participation in the platform by starting a
membership campaign, aiming at increasing the number of members, reactivating old
members and including them actively in PCE initiatives.

Patients and carers involvement
For the period 2020-2021, PCE intends to involve more patients and cares in the proposed
activities, specifically those foreseen by the Work Streams Awarness and Diagnosis and
Treatment. The personal experience of patients and cares is an important added value to the
work PCE intends to develop in the next months.

The PCE Board of Directors
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