





The module presented by Clara Drammeh from
European Youth Forum, which is the platform of
youth organisations in Europe representing over 100
youth organisations and which brings together tens of
millions of young people from all over Europe, is now
online and it is around subjects like good governance,
youth empowerment and strategic thinking and

planning. A final module about “Team building and
leadership” will be released in 2022 and then the
students are invited to take part to a 3-days-of live
workshop in which will learn how to engage youths,
how to start an Advocacy Campaign and how to
organize the next EFCCA Summer Camp that we all
hope will take again place soon!

EFCCA Academy: towards the Certified
Patient Award on Clinical Trials

Last 2020-2021 we have developed an exciting set of
training modules on the issues of clinical trials. Various
studies that have been carried out in the past to
assess public awareness, perceptions, and attitudes
toward clinical trials clearly show a lack of knowledge
and understanding of them amongst the public in
general, amongst patients and even amongst some
patients that are already participating in a clinical trial.

Information about clinical studies/trials is at times
confusing, too technical and beyond the understanding
of a layman. Finding reliable and verified information
about clinical studies is another issue.

The Academy training modules dealt with the majority
of these issues and gave the opportunity to 14
students from 12 IBD patient associations to benefit
from it. At the end of the educational programme, we
have asked them to work on a project with the aim
to raise awareness around this topic in their local
associations. Students have worked hard and with
passion and have realized different assignments like
webinar inviting local experts in clinical trials, online
and offline information documents, workshops with
patients and one of them also became Clinical trial
Ambassador in his country.

We were very proud of the big success and for 2021-
2022 we decided to re-open the Academy to another
bunch of students who are now finalizing the training
and they will soon be involved in some other valuable
activities.
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Educational webinar — biosimilars and

biobetters

EFCCA nparticipated in an educational forum
“Biobetters: The future of biosimilars — post COVID-19”
which took place online on 2 December 2022 and
which was organisation by the pharmaceutical
company CELLTRION. The objective of the forum
was to understand the perspectives of patient
representatives on key topics related to biological
medicines, including treatment access and optimal
care, and about changes in perception of biosimilars.
The forum included a presentation by Prof. Laurent
Peyrin- Biroulet on the role of biosimilars and
biobetters in which he gave an overview of the
impacts and potential advantages of biosimilars and
biobetters and how things will evolve with biobetters
and their role in the future treatment landscape.
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Finally, Dr. Philip Smith discussed how IBD during the
COVID-19 pandemic has been a real challenge faced
by clinicians and patients and how biobetters could
address unmet needs in existing biosimilars amid
COVID-19, presenting real world switching case.

The webinar provided a good occasion for EFCCA
delegates to get a better understanding of the latest
development in science as regards biologic medicines.

Horizon 2020 projects

ImmUniverse

EFCCA is a partner of the ImmUniverse project
(under the Innovative Medicines Initiative, IMI) which
aims to improve diagnostic and therapeutic options
for patients living with ulcerative colitis and atopic
dermatitis. New insights into disease severity and
progression will enable personalised therapy for each
individual patient.

The firstannual progress report of ImmUniverse is now
available for download. After a turbulent first project
year highly impacted by the COVID-19 pandemic,
the project team nevertheless continued unperturbed
in advancing the research into a more personalised
identification and treatment of ulcerative colitis and
atopic dermatitis.
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ImmUniverse

The foundations have now been laid in delving deeper
into the planned studies during the current second
year of the project. This has been reflected by the
recent extensive reporting phase. To find out more,
please refer to the downloadable summary of the
annual progress report here.

More info: www.immuniverse.eu




IDEA-FAST

This project (Innovative Medicines Initiative, IMI)
will identify digital endpoints that provide reliable,
objective and sensitive evaluation of activities of daily
living and Health-related quality of life (HRQoL) in
Immune-Mediated Inflammatory Diseases such as
IBD as well as other such as Rheumatoid Arthritis and
Lupus and which will ultimately have a positive impact
on the quality of life of these patients.

Our participation as patient representatives is taking
shape, in particular in the Patient Engagement Group
of IDEA-FAST and in the Work Package 2/6 on clinical
knowledge and insight.

More information: www.idea-fast.eu

Projects in the pipeline

Beside the IDEA-FAST and IMMUNIVERSE, the two
research projects in which EFCCA is involved, over
the past months the Secretariat has been contacted
by renowned research institutes, Universities and
University centers in Europe that are interested in
involving patient associations in European funded
research projects (Horizon 2020, IMI and the most
recent IHI programme).

Among the many requests EFCCA has expressed its
interest in partnering with the following lead partners:
Cork University, KU Leuven, Amsterdam UMC,
Lithuanian University of Health Sciences, Cattolica del
Sacro Cuore University in Rome, University of Porto.
We are already in contact with some of our members

The LUCID study: living with ulcerative
colitis; identifying the socioeconomic
burden in Europe

EFCCA has been involved in this study (main author
Prof.Leonardo Ruiz-Casas,) which aimed to determine
the socioeconomic burden of UC in adult patients
in a real-world setting. In this retrospective, cross-
sectional and observational pan-European study,
patients with moderate or severe UC, were assigned
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that could join the projects once they will get a clearer
shape and we are confident that the collaboration will
be fruitful for all.

We agreed in exploring these partnership opportunities
because we believe that these projects could really
represent an excellent occasion to work on patients’
quality of life impact of IBD, on behavioural preventive
actions and to directly involve our community in
clinical decisions that can be crucial for IBD treatment.
We also aim at increasing the engagement of patients
and raise awareness on civil society.

We expect to have some feedback from the European
Commission within the first semester of 2022 and we
hope that our efforts, at least some, are rewarded.

to different arms. The results showed that the cost
and HRQoL burden were high in patients in both arms
indicating unmet needs in the UC active population.

Read article:
www.doi.org/10.1186/s12876-021-02028-5



http://www.idea-fast.eu
https://doi.org/10.1186/s12876-021-02028-5

The effects of COVID-19 vaccine in patients with
inflammatory bowel diseases - Outcomes of a prospective,

multi center Israeli study

EFCCA has been partnering with our Israeli member
— The Israel Foundation for Crohn’s Disease and
Ulcerative Colitis, the Division of Gastroenterology,
Rabin Medical Center, Petah Tikva, and the Sackler
Faculty of Medicine of Tel Aviv University on a
research project about “The effects of COVID-19
vaccine in patients with inflammatory bowel diseases -
Outcomes of a prospective, multi center Israeli study”.

Its overall objective was to analyse the impact
of Covid 19 RNA vaccines on designated IBD groups
as well as its Efficacy aspects.

Prof. Iris Dotan (Director of the Division of
Gastroenterology at the Rabin Medical Center,
Israel, affiliated with the Sackler Faculty of Medicine,
Tel Aviv, Israel) initiated then clinical research
at evaluating mRNA COVID-19 vaccine responses,
the sustainability of immune response, side effects
and IBD course post vaccination.

The study was aiming to prospectively determine
the effects of COVID19 vaccine in patients with IBD,
grouped according to treatment, specifically focusing
on those treated with anti-TNF drugs. The main
outcome of the study was to evaluate the serologic
response to each vaccine dose. Other outcomes that
were assessed were the evolution of the immune
response and the safety of the vaccine.

In summary, our results show that:
1. Vaccine is effective, with 100% seroconversion in

the short term in all subjects, including patients
with IBD treated with anti-TNF;

2. Vaccine is safe, no serious side events were
detected, and no IBD exacerbation was observed
in the short term;

3. There is no need to adjust the timing of anti-TNF
drug administration and vaccination;

4. Patients with IBD who are treated with anti-TNF

may need an earlier vaccine booster dose.
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The study has been an example of collaboration and
partnership between multiple IBD centers in Israel. It
was conducted in collaboration with the Israel Crohn’s
disease and ulcerative colitis foundation (CCFI) and
supported by a grant from the Leona H. and Harry B.
Helmsley Charitable Trust, EFCCA, AMICI ltalia, and
the MOH. Mutual interest and dedication by patients,
patient organizations, physicians, researchers, and
organizations, coalesced into a coordinated study
resulting in meaningful outcomes for patients and
their care givers.



Inside EFCCA

General Assembly

During our latest EFCCA General Assembly delegates
voted in favour of four new patient associations from
Mexico, Singapore, Russia and Ukraine joining the
EFCCA network brining our total membership to 45
associations in 44 countries.

The EFCCA General Assembly which brings together
representatives from Crohn’s and Colitis patient
associations was held - due to the current pandemic
- for the second time running on-line on 29 May 2021.
During this annual meeting delegates approve the
EFCCA Annual and Financial Reports as well as our
yearly work plan. In addition, elections to the EFCCA
membership and the EFCCA board are held.

\UUy

Online GENERAL ASSEMBLY
29 MAY 2021

Executive Board

Following elections to the board during the EFCCA
General Assembly last May 2021 the newly elected
board has met online on the following occasions:

14March 2022, emergency meeting to discuss
the situation in Ukraine and how to support our
member association in Kyiv.

14 January 2022, main topics to be discussed
were our strategic plan, the next General
Assembly, and the first-trimester activity plan.

7 October 2021, discussions on current project,
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Elections to the EFCCA Executive Board are
held annually. In 2021 we have welcomed Menne
Scherpenzeel as new board member. Menne is the
CEO of the Dutch patient association Crohns and
Colitis NL. Salvo Leone, EFCCA chairman, took the
opportunity to thank out-going board member Natasa
Theodosiou from the Cyprus association, for all her
work and commitment during the years she served on
the EFCCA board.

Other institutional matters were presented and
discussed. All documents can be consulted by EFCCA
members in the private area of the EFCCA website.

European Federation of Crohn’s
& Ulcerative Colitis Associations

Academy update, last 2021 trimester activities
and first steps 2022: World IBD Day, GA and
Strategic Plan

17 June 2021 to discuss various issues including
several on-going projects, development of a
new EFCCA strategy plan and other institutional
matters.

Furthermore, the Petit Comité consisting of the
President, Vice President, Treasurer, CEO and
Deputy Director held several ad-hoc meetings to
discuss urgent issues arising.



Inside EFCCA

EFCCA Staff

EFCCA has a small staff headed by Chief Executive
Officer (CEO) Luisa Avedano who is responsible for
the overall implementation of the EFCCA work plan
and its institutional representation.

Isabella Haaf, Deputy Director is assisting with the
overall implementation of the EFCCA work plan with
a main focus on communication and international
relations in particular the coordination of World IBD
Day.

Veronica Pisco, assistant, based in the EFCCA’s
headquarter in Brussels has provided administrative
support to the whole EFCCA network as well as
representing EFCCA in meeting and conferences
held within the European institutions. Her contract
has terminated December 2021 and we are currently
in the process of hiring a new assistant. We want to
thank Veronica for her support and dedication, and we
wish her a happy future in Switzerland where she has
relocated.

Maria Stella De Rocchis European Project officer
has joined EFCCA end of 2019 and has been working
on the development of the training programmes of the
EFCCA Academy as well as managing the Fistula
survey project.

Youth Group

The Youth Group has experienced various
challenges in the management of the group. The
EFCCA board has been in discussions with the
youth group to overcome these challenges and
there has been a request for a structured long-
term training programme for youth representatives.
As a response we have designed a Youth Training
programme address to young representatives (aged

between 18 and 30) from our members.
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Eva Izquierdo Sanchez has been supporting us with
our social media activities (Facebook/Twitter) and
Antonella Montanari has been supporting around
World IBD Day and during the General Assembly.

Our former colleague Andrea Broggi has been
working with us as an external consultant on legal
issues and advisor on several EU projects.

Michele Pasino, Mario de Reviziis, William Ronco
from Officine Digitali are in charge of our IT support,
online training platforms and video recordings.

The aim of this new educational programme is
to increase the representativeness of the youth
group, to create a more cohesive group of leaders of
tomorrow, to empower young representatives and to
strengthen and expand the youth group.

this

You will find detailed information about

programme on page 17.
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List of members as of 2021

Austria
OMCCYV - www.oemccv.at

Belgium
CCV: www.ccv.be
Crohn-RCUH: www.mici.be

Bulgaria
BCUCA - www.babkuk.org

Croatia
HUCUK - www.hucuk.hr

Cyprus
CYCCA - www.cycca.org

Czech Republic
Pacienti IBD - www.crohn.cz

Denmark
CCF - www.ccf.dk

Estonia
EPSS - www.ibd.ee

Finland
CCAFIN - www.ibd.fi

France
AFA - www.afa.asso.fr

Germany
DCCV.e.V. - www.dccv.de

Greece
HELLESCC - www.crohnhellas.gr

Hungary
MCCBE - www.mccbe.hu

Iceland
CCU - www.ccu.is

Ireland
ISCC - www.iscc.ie

Israel
CCFI - www.ccfi.co.il

Italy

AMICI - www.amiciitalia.org

Latvia
LKKSB - www.lkksb.lv

Lithuania
CCLA - www.draugija.info

Luxembourg

ALMC - www.afa.asso.fr/luxembourg

Malta
MACC - www.macc.org.mt

Montenegro
CUKUK - www.cukuk.me

New Zealand
Crohn’s and Colitis

www.crohnsandcolitis.org.nz

Netherlands
Crohn & Colitis NL
www.crohn-colitis.nl

Norway
LMF - www.Imfnorge.no

Poland
J-elita - www.j-elita.org.pl

Portugal
APDI - www.apdi.org.pt

Romania
ASPIIR - www.aspiir.ro

Serbia
UKUKS - www.ukuks.org

Slovakia
SCC - www.crohnclub.sk

Slovenia
SAIBD - www.kvcb.si
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Spain

ACCU - www.accuesp.com

Sweden
MOT - www.magotarm.se

Switzerland
SMCCV - www.smccv.ch

Crohn Colite Suisse - www.asmcc.ch

Turkey
IBHDYD - www.ibhportali.com

UK
Crohn’s and Colitis
www.crohnsandcolitis.org.uk

Associate Members:

Argentina
Mas Vida - www.masvida.org.ar

Brazil
DIl Brasil
www.facebook.com/diibrasil

Kazakhstan
FPVZK - www.vzk.kz

Mexico
CUCI - www.crohncuci.org.mx

Russia
Trust - www.vzk-life.ru

Singapore
Crohn’s and Colitis Singapore
www.ibd.org.sg/english

Trinidad and Tobago
NACCTT

www.crohnsandcolitistt.org

Ukraine

Fulfilling life - www.gofulllife.com.ua
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We would like to thank the following

donors who have supported us in

several activities that are mentioned

in this report.
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EFCCA Contact Details

Rue des Chartreux 33-35
B-1000 Brussels Belgium
Tel/Fax: +32 2 540 8434

Registration: 1096/97
Revised 22/2/2006
No. 459814543

Chairman:
Salvo Leone
Salvo.leone @efcca.org

Honorary Secretary and
Vice President: Ciara Drohan
ciara.drohan@efcca.org

Treasurer:
Marko Perovic
marko.perovic @ efcca.org

CEO: Luisa Avedano
Tel: +32 483 371 194
luisa.avedano @efcca.org

EFCCA

European Federation of Crohn’s
& Ulcerative Colitis Associations

Deputy Director:
Isabella Haaf

Tel: +34 606 849 937
bella.haaf@efcca.org



