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EUROPEAN LIVER PATIENTS’ ASSOCIATION

ELPA aims to promote the interests of people with liver disease and, in particular:

to highlight the size of the problem;

to promote awareness and prevention;

to address the low profile of liver disease;

to share the experience of successful initiatives;
to work with professional bodies to ensure that treatment and care are
harmonised across Europe to the highest standards.

ELPA's vision is that all liver patients
are diagnosed in time,
are treated with respect,
and have equal access to the best standard of medical carfe —
regardless of origin, lifestyle, and type of liver disease
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ALBANIA

Albanian Association
“Patients with hepatitis”

BELGIUM
VHC - Vlaams Hepatitis Contactpunt

BOSNIA AND HERZEGOVINA
The Chronic Viral Hepatitis Patients
Association, “B18"

CYPRUS

Cyprus Liver Patients Association

E CROATIA

HUHIV

-+ DENMARK

Leverforeningen

DX EGYPT

Association of Liver Patients’ Care - ALPC

== FinLanD

The Finnish Kidney and Liver Association

' l FRANCE

Fédération des Déficients et Transplantés
Hépatiques - TRANSHEPATE

Fédération SOS hépatites France
=t GEORGIA
Hepatitis C Cured Patient Association

- HUNGARY

Hungarlan Association of Chronic
Hepatitis Patients - VIMOR

IRELAND
Hepatitis C Partnership

X ISRAEL

Hetz - Israeli Association For The Health

Of the Liver

l ' ITALY

Italian Association for Research on
Primary Sclerosing Cholangitis - AIRCS

KAZAKHSTAN
Anti Hepatits C Organisation - AGEP C

MONTENEGRO

4Life

Sg NORTH MACEDONIA

Association for health education,
prevention and better treatment -
HEPTA

Hepar Centar - Bitola

S|== NORWAY

proLAR

| | POLAND
Star of Hope Foundation

PORTUGAL

SOS Hépatites

f ) romania
APAH-RO Romania
B RUSSA

Humanitarian Action
United Against Hepatitis

SERBIA

Liver Patients’ Association - HRONOS

& SLOVAKIA
HEP HELP KLUB
Sanca pre pecen
SKLON

- SLOVENIA

Slovenian Association for patients with
viral hepatitis - SLOVENIA HEP

‘— SPAIN

= Catalan Association of Liver Patients -
ASSCAT

Catalan Federation of Rare Diseases -
FECAMM

National Federation of Liver Patients
and Transplanted - FNETH

Spanish Patient Organization Lysosomal
Acid Lipase Deficiency - AE LALD

= swepENn
Riksfoéreningen Hepatit C - RHC

TURKEY
HEPYASAM - Living with Hepatitis
Association

N7
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== UNITED KINGDOM
British Liver Trust
HEP C POSITIVE
Liver4Life

39 MEMBERS
29 COUNTRIES

ELPA

European Liver
Patients’ Association




Obcianske
zdruzenie

Au*o\mmunc
Hepatitis

k 10-20. 2 45-70.
h ako 70 rokov

senami) \ :
. R 2 % s REALITY




Engagement in the framework of ScientiFic

Projects
o
20

’ Medical Research Project

¢©

+150

Million € for liver
research

Many New Applications

+ 200

Partners




NRTEMIS

The Power of Virtual Twins to Fight MAFLD
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ESCALON has recawved funding from the Eurapean Unian's Herizen 2020 rasearch and innavation peogrameme under grant agreamant No. 825510 - GALAXY has received fundng from the Eurapean Urica's Hanzan 2020 research and innovation progromme under grant agreamant No. 668031 - DECISION has racalvad furding from tha
Ewropaan Unien's Harizan 2020 research and navation peogromme under grant agraement No. B47949 - A-TANGO has received furding from the Eurapean Urian's Herizon 2020 rasearch and innovation pragramma urder grant agreamant No. 945096 - MICROB-PREDICT has recaivad funding from the Eurcpaan Unica's Hanzan 2020
rescarch and innavation programme undar grant agreamant No. 825694 - UVERSCREEN has received furding from the Ewropaan Unian's Horizen 2020 rasearch and inncvation programme under grart agracment No. 847989 - UVERHOPE has recaived funding from tha Eurapean Unian's Hanizan 2020 research and innavation
programme under grant agraement No. 731875 - P-cura-B has racaivad furding from tha Europaan Unian's Horzon 2020 rasaarch and innavation pragramma undar grant agracment No. 847939 - Artamis Praject has racaivad funding from the European Unica's Hanzan 2020 research ard innoration programme undar grant agroamart
No 101136259 - Livaration Project has received funding from tha Eurapean Urian's Herizon 2020 rasaarch and innvatian pragramma undar grant agreamant No 01104360 - THRIVE Projact has received furding from the Eurapean Unien's Harizan Eurepa research and Innavation programeme under grant agreamant No X1138622 - GENIAL
Prajact has racaivad furding from tho Eurapean Unian's Horizon Eurcpe rasaarch and innavatian programme under grant agreamant No 1094312~ LEOPARD Project has received funding from tha Eurcpaan Unicn's Hanzan Eurcpa research and inmovation programme under grare agracment No 101080964 - HLAEU Projact has racaivad
funding froem the Europaan Unicn's Erasmus- programea for aducation, frairing, youth and spart undar grant agreamant No 1133773

Patients’ Assaciation

GRIPOHMASH

THIED uenun Praject has recaived funding from tha Eurapean Union's Harizan Eurcpa rasaarch and inncvation pragramma undar grant ags it No 101132901 - SH Project funding fram tha Eurapean Unian's Hanzan Euwropa resaarch and innovation pragramma undar grant agreamant No 101132944 -

o FisPlat has recoived funding fram tha EIT Haalth undar grant agreamant No. 20308




Engagement at international organisation

level

ECDC
Advisory Forum

ECDC
HCV and HBV
xperts group

ELPA IS PART OF

O

EUROPEAN MEDICINES AGENCY

SCIENCE MEDICINES HEALTH

EMA - PCWP
Patients’ and
Consumers’ Working
Party

EMA - PRAC
Pharmacovigilance Risk
Assessment Committee

European
Commission

¢ ?v World Health
- \1 T‘

> u Organization

HERA Agency WHO EURO Collaborating
Advisory Forum Committee on TB, HIV,
and viral hepatitis



Engagement in other organisations
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ELPA WORKING GROUPS led by patient experts

Hepatitis B elimination Prevention

Leader: Leader

Ivana Dragojevic PR seba Ivana Dragojevi¢ = e

— L
n Primary Liver Cancer Harm reduction

Leader Leader

Dr. Teresa Casanovas T. M.D. o Spain Aleksey Lakhov W Russia
n Steatotic liver disease (SLD) n Cirrhosis

Leader Leader

Yiannoula Koulla Cyprus Marko Korenjak # Slovenia
n Rare Liver Diseases n Multicultural

Leader Leader

Sindee Weinbaum = Israel Dr Tove Frisch Ph.D. @& Sweden
n Clinical Trials

Leader
Julio Burman

Israel
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EUROPE'’S BEATING
CANCER PLAN
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EUROPE’S BEATING CANCER PLAN
STRENGTHENING OUR APPROACH AT EVERY STAGE

Diagnosis

o

Treatment patients & survivors

Europe's Beating
Cancer Plan

Communication from the
commission to the European
Parliament and the Council
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Europe's Beating Cancer Plan: Implementation Roadmap - European

PREVENTING CANCERS CAUSED BY INFECTIONS

ACTION

Commission

PROGRESS INDICATOR(S)

| 10

Number of events in target countries, Data cr HBV/

Reduce liver cancer caused Galls Laiched & - Consortia : HBVvaccration HCV treatment and asymptomatc patents HCV asymptomat ¢ patents detectan,
by Hepatts B & Cwirus H cperational H detection events r target Member States HBV vacconaton coverage,
: : HCV treatment access in target Member States

Propcse a Councl : Preparatory work, rieain
Recommencation cn . discussorswith | H Cemm ssan proposal adoptec in 2023
vacone-preventable cancers { MemberStates progiosal

Laurch : :
Best Practce Call on Nen implementaten :
Cemmun cable D seases of best practices.  : :
under Steerng Group on relatec to NCDs @ 3
Health Promotion, Disease preventor and Joint Actor : Number of best maﬁ(“ mzcmd anid implemented i

A - ember States

Prevertion and Management health promotor -
of Non-Commuricable implemented under
Diseases (SGPP) EU4Health 2021

Work Plan




EUROPE’S BEATING CANCER PLAN

JOIN THE CONSULTATION
AND HAVE YOUR SAY

Have your say > Published initiatives > Cancer Screening Recommendation — update >

Feedback reference F2886746
Submitted on 21 February 2022
_ i
r ]k:—n—n | ) w Marko Korenjak

oy youz woy > PubEnhed rettes ) Cancer Soweemy

Unique feedback (88) Sttt

Showing results 41 to 50

Buropean Liver Patieats Astocation CLPA (Beiguem)




r 03

ELPA IN IP-cure-B
PROJECT

This IP-cure-B project has received funding from the European Union’s Horizon 2020
research and innovation programme under grant agreement n°847939.




P-cure-B website update

Our Project

ABOUT US PROJECT PUBLICATIONS CONTACT US

ABOUT Us

IP CURE B

INSERM in France.

Our collaborative network brings together 13 comple
including 10 research institutions, 1 pharmaceutical ¢
association and 1 private company from 9 different cc

European member states)

Context Strategy

IP-cure-B is a five-year project started in January 2020, coordinated by

Hear from the pri

@ ]

Objectives Expected Results

VIDEO

Nncipal investigators

MARIA BUTI SUSANNA TAN CARLO FERRARI FABIEN ZOULIM
En ELPA En r gwn
= tnserm
of A
—_—me e h L
MASSIMO LEVRERO PIETRO LAMPERTICO HELENE STRICK-MARCHAND MARKO KORENJAK
ELPA y EPr p -

tpsy//www.youtube.com/watch?v=DEou_E8gcyY S R

ELPA




Translation of the Flyer -
communication material with patients
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This IP-cure-B project has received funding from the European Union’s Horizon 2020
research and innovation programme under grant agreement n°847939.
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Prepared by Lucile Dumolard
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* German

e Spanish
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* Swedish



This IP-cure-B project has received funding from the European Union’s Horizon 2020
research and innovation programme under grant agreement n°847939.

Myth busters -

featuring:

European Liver
Patients’ Association

[ Hepatitis&Liver, debunking some myths

{ !nserm 1

Institut national &~
de la santé et deg

brche médicale




More dissemination and the Future

* Second laymen event — EASL ILC 2025

 EU Projects Booklet 2024

 ELPA Annual report 2023 and 2024

 Monthly Newsletters

e Active presence on social media

* Press releases

 Updates on the project timeline and
progress

* Update about upcoming conferences
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ELPA’'S UPCOMING ACTIVITIES
ON WORLD HEPATITIS DAY

2024
/A




Myth busters’ dissemination Social media campaign

ELPA
DID
YOU

Patients’ Association

Ew(A @ Vor Hopats Day

Hepatitis A virus can cause inflammation of the liver. In children,
hepatitis A virus infection is often asymptomatic or mild

However, in older people or in patients with co-morbidities, it can be
E NA @ m Hepatitis Day life-threatening. Hepatitis A never progresses to chronicity.

Hepatitis B Flyers dissemination Joint work of all ELPA members across Europe

Hepatitis B - Clinical Research (i}

NOhep

a0 o
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ELPA

European Liver
Patients’ Association

SO hépatites
Fédération
Hépatites & Maladies du foie




SOS hépatite - working on hepatitis B

-In June 2022, SOS hépatite network promoted ANRS HBO7 IP-cure-B recruitment,
https://soshepatites.org/le-premier-patient-recrute-dans-lessai-clinique-ip-cure-b/.

-In February 2024, the European Project Manager - IP-cure-B shared with SOS hépatite the
Informational poster on Hepatitis B

IN ADDITION:

- JE VIS AVEC L’HEPATITE B : MON MEMO ! (I LIVE WITH HEPATITIS B: MY MEMO!),
December 2023

- HEPATITE B, M’AIDER A LA COMPRENDRE, SAVOIR CE QU’IL FAUT FAIRE,
(HEPATITIS B, HELP ME TO UNDERSTAND IT, TO KNOW WHAT TO DO)February 2024
S©'S hépatites
Hépatites & Maladies du 1:27:



https://soshepatites.org/le-premier-patient-recrute-dans-lessai-clinique-ip-cure-b/
https://soshepatites.org/avada_portfolio/hepatiteb-mon-memo/
https://soshepatites.org/lhepatite-b-maider-a-la-comprendre-savoir-ce-quil-faut-faire-portfolio/

Je vis avec l'hépatite B,
une maladie potentiellement grave : mon mémo !

Je réalise au moins une fols le dépstage.
de ['hépatite D, de I'hépatite C et du VIM.

Je prends soin de mon foie : mon suivi
medical est régulier tout au long de ma vie. mon

equilibrée, et jo fais
de l'exercice physique adapté.

Je ne consomme pas d'alcool et je bois ou
minimum 1.5 L d'eau par jour.

Je protége mes proches : iis sont dépistés
et vaccines selon le résultat du depistage

S1 )l un traitement, je le prends tous les jours
& o méme heure, je morganise pour ne pas.
oublier sa prise.

Je mérite une vie sexuelle épanoule :
Jutilise tes préservatifs et autres dspositifs.
Qué protégent des Infections Sexuellement
Transmissibles 0ST).

Je mérite une vie professionnelle épanoule :
en France, vivre avec Inépatite 8 ne doit pas étre
un frein pour exercer le métier de mon choix.

Je me renscigne

Emplol : depuis décembre 2014 et sous réserve

d fe Haut Con Sante
Publique (HCSP) a émis un avis relatif & b conduite
Atenir \ ayant

chronique par le virus de [hépatite B et voulamt
intégrer des filieres de formation en santé istées dans
1 vorsion du 21 avnil 2015 de Farrété du 6 mars 2007,

Je n'hésite pas & contacter SOS hépatites
& maladies du foie waw.soshepatites.org

S¢S hépatites

Ipastes & Maiades o foe

Je vis avec l'hépatite B,
une maladie potentiellement grave : mon mémo!

Don de sang : je vis avec 'hépatite B, je ne peux pas
donner mon sang. Néanmoins, je peux demander &
Erablissement Frangais du Sang (EFSI, de minscrive

sur g pour

Don d'organes : je vis avec Fhépatite 8, je ne
peux pas étre donneur d'organes. Néanmoins, les

‘avec Ihépatite B sont possibles.

Je peux fonder une famille mais ma ou mon
partenaire doit étre dépisté.e. voire vacciné.e.
Uhépatite B n'est pas dangereuse pour la mére ot
SON enfant au cours de la grossesse. Si je suls une
femme, Mon beébé dot dtre sérovaccing (injecton
NHBs + d

;u-lmnaum.
S ‘mon

Procreation Médicalement Assistée (PMA)
s L e PMA

des Personnes Vivant avec toute infection virabe.
s proposent une activité spacifique avec un circult
Séparé pour e recueil et le traitement des Gamétes.

Office National d'Indemnisation des Accidents
Médicaux (ONIAM) : pour Ihépatite B, comme
pour [hépatite C. les personnos contaminées par

>

CONGION de POUVOr PFOUVEr CRtta CONtAMINAtion.

Jo n'hésite pas & contacter Samé info Droits au
0153 62 40 30 pour toutes questions juridiques et
sociales en lien avec te droit de b santé.

Je n'hésite pas A me rendre sur

W soshepatites.org. sur la plateforme hépatante
POUF 10us renseignements sur IMépatite B, C. & NASH,
1a cirrhose et le cancer...

",
‘contacter SOS hépatites & maladies du foie.
O N*Vert

L'HEPATITE B

S@S hépatites

Hépatites & Maladies du fole




SOS hépatite - working on hepatitis B -
THE FUTURE

Prepare a flyer and possibly a short video interview of a
patient to describe the experience with Fine Needle
Aspirate. The idea with the flyer would be to describe
briefly the procedure, give the personal experience of a
couple of patients with a couple of statements, and the
arguments supporting FNA for HBV cure research.

SOS hépatites

Hépatites & Maladies du foie




Conclusions

What ELPA is calling For...THE FUTURE

1. More funding, resources, research

2. More volunteers, more work power for better and
faster results

3. More awareness of Hepatitis D

4. More awareness of Hepatitis B vaccination

S hépatites

Hépatites & Maladies du foie



TOGETHER, WE ARE STRONGER!

Do you have questions?

European Liver Patients’ Association
Bastion Tower levels 11 & 12
Place du Champ de Mars 5, 1050 Brussels
office@elpa.eu
T: +32 (0) 478155224
www.elpa.eu
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