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17.00-17.10

Welcome and goal of the webinar.
Introduce a few housekeeping points 
Read the poll questions and comment the poll's results.
Close the session.

Isabella Brambilla

17.10-17.20 INTRODUCTION TO ERNs and ePAGs Anne-Laure Aslanian

17.20-17.40 Introduction to EpiCARE ERN EPAG ςEuropean Patient Advocacy Group Allison Watson

17.40-17.45 The valueof ePAG Epicare ΧŦǊƻƳ ǘƘŜ ǇƘȅǎƛŎƛŀƴΩǎ Ǉƻƛƴǘ ƻŦ ǾƛŜǿ Emma Nott

17.45-18.00 Questions and Answers

Webinar: Introduction to the ERN EpiCARE ePAG Patient 
Community

Program

Isabella Brambilla



Today's goal is to introduce you to the structure of ERNs and the central role of 
patients and the activities of our ePAG group within the Epicare network.



ERNs have been teaching us to collaborate even more among us patients with different 
syndromes but with many common needs. 
I am proud of the group we have created and the contributions we always try to make to the 
various working tables.
I thank my team for the great teamwork.



RESULTS!



Benefits for patients and caregivers

Creating a network of 
support for families 
and patients 

Improving the quality of life 
through shared activities, 
socialisation and experience

Enriching opportunities to
cooperate ςenforcing social 
and
health support structures

Benefits for research and the scientific community

Acquiring deeper knowledge of 
the syndrome and its aspects

Improving data collection and 
optimising research results

Patient organisation GOALS



What can we do for unmet needs?

Quality

of life

Cure

¢ƘŜ ǊƻƭŜ ƻŦ ǇŀǘƛŜƴǘǎΩ ŀǎǎƻŎƛŀǘƛƻƴǎΥ 
Data ςregistry ςbiobank ςsurvey + daily life info + awareness + knowledge + training for 
families/school/institutions and rehabilitators + information for families and caregivers

PHYSICIANS

Early diagnosis / best 
treatment option (how to 
rebalance the treatment) 

RESEARCHERS ς
PHARMA COMPANIES

New specific drugs?
Gene therapy (increase 
genetics involvement?)

SPECIALISTS ς
QUALIFIED AWARENESS 

Adequate rehabilitation for 
comorbidities

HEALTHCARE SYSTEM

Support for families and 
caregivers



PATIENTS 
CAREGIVERS 

ASSOCIATIONS

DOCTORS
RESEARCHERS

PHARMA
COMPANIES

SOCIAL CARE
SERVICE

Working together is definitely the best care & cure 
for RARE DISESEto make a better quality of life possible



Before we start some information:

- You are muted but we invite your comments and questions. 

- If you want to interact you can either raise your hand, you will be unmuted to speak, or use the chat. Please look at the 
chat box on your screen. If you think of a question or a comment for the speakers at any point, just type it in there and 
we will hold it for the discussion at the end of the session.

- The webinar will be recorded and available on demand. The presentation will be sent to you as well.



INTRODUCTION TO ERNS 
AND EPAGS

EpiCARE Webinar 

16 July 2020

Anne-Laure Aslanian, EURORDIS



1. Introduction to ERNs
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For 85% of people living with a rare 
disease, the disease impacts upon 
several aspects of their health and 
everyday life
EURORDIS. 2017. Juggling care and daily life: The balancing act of the rare disease community. 
Survey performed via EURORDIS survey initiative Rare Barometer Voices 
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1. European Reference Networks (ERNs)

Å 24 European Reference Networks were officially
launchedin 2017

Å Connecting900expertcentresin 300hospitalsin 26EU
Member States to facilitate access to diagnosis,
treatment and provide high-quality and cost-effective
healthcare

Å All of them are governed by a Network Board, and
thereareePAGadvocatesin eachof the Boards

Rare Bone 1.

Rare Cancer 2.

Peadatric Cancer 3.

Rare Cardiac 4.

Rare Connective Tissue 5.

Rare Craniofacial & ENT 6.

Rare Endocrinology 7.

Rare & Complex Epilepsy 8.

Rare Eye 9.

Rare Gastrointestinal Diseases 10.

Rare Hematology 11.

Rare Hepatic Diseases 12.

Rare Immunodeficiency, Auto  

Inflammatory & Autoimmune Disease 13.

Genetic Tumours 14. 

Rare Malformations & Development 

Anomalies 15.

Rare Hereditary Metabolic Diseases 16.

Rare Neurology 17.

Rare Neuromuscular 18.

Rare Pulmonary Diseases 19.

Rare & Undiagnosed Skin Disorders 20.

Rare Renal 21.

Transplantation in children 22.

Rare Urogenital Diseases 23.

Rare Multi-systemic Vascular Diseases 24.

ERNs legal basis ΨΦΧΧ $ÉÒÅÃÔÉÖÅ ÏÎ ÐÁÔÉÅÎÔÓȭ ÒÉÇÈÔÓ ÉÎ ÃÒÏÓÓ-border healthcare

https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=celex:32011L0024


Specialist 
Treatment

Specialist 
Advice

Å Virtual healthcare: specialist 
advice via an online platform 
(Clinical Patient Management 
System, CPMS)

Å Knowledge generation: 
sharing experience and 
expertise, research and 
innovation

Å ERNs are a European 
Infrastructure for knowledge 
sharing- Knowledge 
dissemination: clinical 
guidelines, healthcare 
pathways, education and 
training

Patients ERNNational Healthcare 
Provider

3. Expertise travels, not the Patient

Note: Slide inspired from Dr Enrique Terol, DG SANTE
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Useful resources

EC ERN webpage
https://ec.europa.eu/health/ern_en- Here you will find the links to the ERN Delegated Decision 
(what are the ERNs, what services they should provide) and the ERN Implementation Decision 
(how - Process for application, members, roles and responsibilities, structure and expansion)

List of 24 ERNs
ttps://ec.europa.eu/health/ern/networks_en

RD Action (Joint Action for Rare Diseases) 
http://www.rd-action.eu/european-reference-networks-erns/coordination-of-rare-disease-erns/

ERN Animation clip for patients and health professionals
https://audiovisual.ec.europa.eu/en/video/I-169786

Video onHow the European Reference Networks support health professionals
https://audiovisual.ec.europa.eu/en/video/I-191812

Video on How theEuropean Reference Networks support patients,with a testimony from 
Ilaria Galetti, ePAG advocate
https://audiovisual.ec.europa.eu/en/video/I-191816

https://ec.europa.eu/health/ern_en
https://ec.europa.eu/health/ern/networks_en
http://www.rd-action.eu/european-reference-networks-erns/coordination-of-rare-disease-erns/
https://audiovisual.ec.europa.eu/en/video/I-169786
https://audiovisual.ec.europa.eu/en/video/I-191812
https://www.google.com/url?q=https://audiovisual.ec.europa.eu/en/video/I-191816&sa=D&source=calendar&ust=1594042852691000&usg=AOvVaw3_Ae6tlZqOMvf__o8MeLHb


2. Role of ePAG advocates and 
ePAG Community 
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1. ePAG Advocates are a resource for ERNs

1. ePAG advocates have a unique knowledge or personal experience of a 
specific disease. But they will build their legitimacy by engaging with their 
community and bringing their needs to the table

2. ePAG advocates are the only stakeholder who holds a holistic view of the 
healthcare process, they have a stake in every stage

3. Bring skills and experience from other sectors, outside the medical/research 
field

Patient advocates can ensure that 
ERNs remain truly patient-centric 
and achieve their main goal: 
improving the quality of the care 
that patients receive and their 
health outcomes.



2. European Patient Advocacy Groups (ePAGs)

https://www.eurordis.org/content/epags

ePAG Community >1000 
PO 

ePAG Advocates 

+290 advocates

24 European Patient 
Advocacy Groups

https://www.eurordis.org/content/epags


ePAG advocates represent the interests and the voice of the wider patient community so 
that the needs of people living with a rare disease are included in the strategic and 
operational delivery of the Networks. 

ePAGadvocateswork in partnershipwith the cliniciansand researchersin eachEuropean
Reference Network. They are the bridge between the ERN and the wider patient
community(onefoot in the ERNBoardandthe other foot in the Community).

They provide the patient perspective in the development of:
Å Registriesandresearchpriorities
Å Clinicalpracticeguidelinesandcarepathways
Å Surveys(patient satisfaction)
Å Patient information, etc.

Theyadviseon overallplanning,assessmentand evaluationof%2.Óȭactivitiesand havea
sharedleadershipandresponsibilityin the decision-making(ePAGadvocatessitting on the
Network Boards).

More info on the ePAGs and the recruitment of ePAG advocates in the ePAG Constitution

3. ePAG advocates ɀMission and role

http://download2.eurordis.org.s3-eu-west-1.amazonaws.com/epag/ePAG%20Constitution%20and%20RoP.pdf


4. ePAG community ɀMission and role

The ePAG community is a group of patient organisations, members and 
non-members of EURORDIS established in Europe, that has requested to 
join the group to follow the work of one (or several) ERN. 

The ePAG community is not actively involved in the internal network 
activities, however it isactive within its wider patient community and 
communicates, engages and consults externally to the ERN (via the ePAG 
advocates):

Ɇ #ÏÍÍÕÎÉÃÁÔÉÎÇ ÁÎÄ ÄÉÓÓÅÍÉÎÁÔÉÎÇ %2. ÁÃÔÉÖÉÔÉÅÓȠ
Ɇ %ÎÓÕÒÉÎÇ ÆÅÅÄÂÁÃË ÏÎ ÐÁÔÉÅÎÔ ÅØÐÅÒÉÅÎÃÅ ÉÎ ÔÈÅ ÄÅÖÅÌÏÐÍÅÎÔ ÏÆ 
guidelines and patient journeys; 
Ɇ 2ÅÓÐÏÎÄÉÎÇ ÔÏ ÓÕÒÖÅÙÓȠ
Ɇ 0ÒÏÍÏÔÉÎÇ ÔÈÅ ÐÁÒÔÉÃÉÐÁÔÉÏÎ ÏÆ ÔÈÅÉÒ ÐÁÔÉÅÎÔ ÃÏÍÍÕÎÉÔÙ ÉÎ %2. 
activities; etc.



5. ePAG community ɀHow to join?

Joining an ePAG Community is open to all patient organisations that
registerto beactiveandengagein oneof the ERNsandmeet the following
requisites:

Å Representa rarediseasethat belongsto the scopeof the ERN.
Å Act in the interestsof a relevantspecificrarediseasecommunity.
Å Registeredandoperatingin Europe.

To join the EpiCAREePAGcommunity,apatient organisationshould
contact EURORDISby email (anne-laure.aslanian@eurordis.org) or to
complete the short form here and designatea contact personto receive
information andengagewith the ePAG.

mailto:anne-laure.aslanian@eurordis.org
https://docs.google.com/forms/d/e/1FAIpQLScFU-oi2KLDccS5e7pGs6yftusR6yPHFNdPh-2zDRCrrwP0rQ/viewform?c=0&w=1


3. Role of EURORDIS
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EURORDIS supports the establishment and operational delivery of 
ePAGs.  We provide the ePAG Advocates with the necessary tools and 
training to support them in fulfilling their mission, ensuring regular 
communication and listening to their opinions. 

Ɇ %ÎÇÁÇÅ ×ÉÔÈ ÔÈÅ Å0!'Ó ÁÎÄ ÓÕÐÐÏÒÔ ÔÈÅ ÒÅÃÒÕÉÔÍÅÎÔ ÏÆ ÎÅ× Å0!' 
Advocates and ePAG community members
Ɇ 0ÒÏÖÉÄÅ ÔÅÃÈÎÉÃÁÌ ÅØÐÅÒÔÉÓÅ ÏÎ %2.Óȟ ÒÅÓÅÁÒÃÈȟ ÄÉÇÉÔÁÌ ÈÅÁÌÔÈȟ ÍÅÄÉÃÉÎÅ 
development, etc.
Ɇ 2ÁÉÓÅ Á×ÁÒÅÎÅÓÓ ÁÎÄ ÃÁÐÁÃÉÔÙ ÂÕÉÌÄÉÎÇ ÆÏÒ ÐÁÔÉÅÎÔ ÒÅÐÒÅÓÅÎÔÁÔÉÖÅÓ ÁÎÄ 
wider community
Ɇ %ÎÇÁÇÅ ×ÉÔÈ .ÁÔÉÏÎÁÌ !ÌÌÉÁÎÃÅÓ ÁÎÄ %ÕÒÏÐÅÁÎ &ÅÄÅÒÁÔÉÏÎÓ ÁÎÄ ×ÉÄÅÒ 
patient community
Ɇ "Å Á ÍÅÄÉÁÔÏÒ ÁÎÄ ÁÒÂÉÔÒÁÔÏÒ ÏÆ ÉÓÓÕÅÓ

EURORDIS Support
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ePAG Section EURORDIS website: here

ePAG Factsheet A brief summary of your role and some key 
messages for communication purposes (link here)

ePAG Good Practices You will need to scroll down. These 
are examples of activities that ePAG advocates have 
developed in the ERNs (link here)

Useful resources

https://www.eurordis.org/content/epags
http://download2.eurordis.org/epag/factsheets/ePAG%20factsheet.pdf
https://www.eurordis.org/content/epags


Thank you!



EPAG ςEuropean Patient Advocacy Group

Introduction to EpiCARE ERN EPAG

Allison Watson



Overview

What is EpiCARE?

9Ǉƛ/!w9 ƛǎ ƻƴŜ ƻŦ нп 9ǳǊƻǇŜŀƴ wŜŦŜǊŜƴŎŜ bŜǘǿƻǊƪǎ όƻǊ 9wbΩǎύ ŎǊŜŀǘŜŘ 
9th March 2017 to focus on rare and complex epilepsies.

9Ǉƛ/!w9Ωǎ ±ƛǎƛƻƴΥ

To develop and deliverhighly-specialized diagnostics and care to 
improve diagnosis and outcomes in individuals with rare and complex 
epilepsies.



EpiCARE - 28 full members and 15 
affiliated partners in 24 countries



EpiCARE Work Packages (WP)



EpiCARE healthcare pathway



Clinical Patient Management System 
(CPMS)

CPMS: A secure web-based 
application used to support the 
9wbΩǎ ƛƴ ǘƘŜ ŘƛŀƎƴƻǎƛǎ ŀƴŘ ǘǊŜŀǘƳŜƴǘ 
of rare or low prevalence complex 
diseases or conditions across 
national borders.

EpiCARE hosts case discussions twice 
every month, alternating between 
surgical and non-surgical cases, with 
attendees from multiple EpiCARE 
centres.


