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WHY?

Main ambitions
e Involve (future) partners . .
e Inform beneficiaries
e Manage expectations

e Show added value
EU cooperation




WHAT?

Key messages
o What ERNs are
e How ERNs work for HCP

e How ERNs work for patients
e Concrete results




TO WHOM?

Priority target audiences:

e Health care providers and health researchers in
Europe (non-members ERNs)

e Patients organisations
e Media (at EU level and in the Member States)




WHO?

Lead:
e ERN Members
e National health authorities

Support:
e European Commission — DG SANTE
e European Commission Representations




HOW?

Commission actions:

e Press communication (Leuven, Vilnius)

e Flyer (all languages)

e Information brochure (EN; more languages soon)
e Social media campaign (#ernEU)

e Web section http://ec.europa.eu/health/ern

e Videos (animation clip; in-depth reportages to
follow)



http://ec.europa.eu/health/ern
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Nya EU-niitverk ska ge biittre

vard

Den som har en sillsynt sjukdom kan ha svart att
fa ritt behandling eftersom det ofta saknas
expertkunskap i landet. Nu ska ett EU-initiativ
forbiittra varden for de 30 miljoner minniskor i
EU som har en ovanlig sjukdom.

Det finns fler #n 6 000 kiinda sillsynta sjukdomar. En sjukdom
riknas som sillsynt om den forekommer hos hégst fem per 10
000 méinniskor, enligt EU:s definitioner. I vissa fall har kanske
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On Rare Disease Day, share your questions with the European Commissioner for Health.
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.@V_Andriukaitis: "Today we are sending a
message of integration" #EU #health
#raredisease #ERNSs - full room in Vilnius at
#ERNEU conference
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We will work hard to ensure that #ERNEU
reach their potential, expand, and open up
opportunities for morel bit.ly/2IGWe2]
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ERN launch:
-2 127K accounts reached

ERN conference:
- 80K accounts reached

Promo video (Mar.-Apr.):
> 490K views



HOW?

Communication toolkit for members and
partners:
e Press material (incl. Q&A)
e Logo and visuals
Publications
e Social media, web guidelines and online visuals

Videos

http://ec.europa.eu/health/ern/toolkit en



http://ec.europa.eu/health/ern/toolkit_en
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Questions and Answers about European Reference Networks
Brussels, 28 February 2017

On 1 March 2017 the first 24 European Reference Networks (ERNs) officially start their
activities. Within these ERNs, more than 900 medical teams will join forces to treat patients
with rare or low pr | di:
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Eul‘Opean What are European Reference Networks?
AUDE Reference European Reference Networks (ERNs) are virtual networks involving healthcare providers across
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Europe. They aim to tackle complex or rare diseases and conditions that require highly specialised
treatment and a concentration of knowledge and resources. Currently, 24 thematic ERNs are active,
involving over 900 medical teams in more than 300 hospitals from 25 EU countries, plus Norway.
E DOENTES
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The Commission has created the framework for the ERNs and provides grants and technical networking
facilities to support network coordinators. However, the driving forces behind the ERNs are healthcare
providers and national health authorities. They show trust, take ownership and have the most active
TERRO RECEB|D° role in the development and functioning of the networks.
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How can the ERNs improve the lives of patients?
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Between 6 000 and 8 000 rare diseases affect an estimated 30 million people in the EU. An unfortunate
feature of rare diseases and complex conditions is the scarcity and fragmentation of specialist
knowledge, which is often not available in the patient's region or country. Many patients therefore do
not find a satisfactory explanation for their symptoms or the necessary knowledge on treatment
options. By consolidating knowledge and expertise scattered across countries, the ERNs will give
healthcare providers access to a much larger pool of expertise. This will result in better chances for
patients to receive an accurate diagnosis and advice on the best treatment for their specific condition.
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