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. Welcome to the EJP RD

NEWSLETTER

Every morith, Iatest news of the biggest European rare diseases iniiative, bringing
' fogether funders, researchers, patients and clinicians!

'
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What is the EJP RD ?

The European Joint Programme on Rare Diseases (EJP RD) is a 5 years
programme co-funded by the European Commission that brings over 130
instituions from 35 countries to improve the integration, the efficacy, the
production and the social impact of research on RD. EJP RD fosters the
development. demonstration and promotion of Europe/world-wide sharing of
research and clinical data, resources and know-how. Furthermore, it will
implement and expand an efiicient model of financial support for all types of
research on RD (fundamental, clinical. epidemiological. social. economic. health
service) coupled with accelerated exploitation of research results for benefit of
patients. Find out more about our actions HERE

On the 30th and 31st of January EJP RD held its operational Kick-Off meefing.
It was the opportunity to talk about the project and our common goals.
We also took some pictures, including one for the Rare Disease Day!

Our first training

Did you know that EJP RD
plans to frain over 1500
participants (researchers,
patients and medical
personnel) within at least 15
training courses?

Our first training on rare
disease biological sample
data in Biobanks is up for
registration !

. Moreinfo

Rare Disease
Day 2019

We've worked on the Rare
Diseases campaign with
@Mediaplanet featuring
exclusive content from key
figures advocating for the
awareness of rare diseases.

Read how the European Joint

Programme on Rare
Diseases can help turbo-
charge the research for the
benefits of patients.

EJP RD & GA4GH

On February 4th, the EJP RD
was named a 2019 GA4GH
Driver Project and will
contribute o the creation of
frameworks and standards to
enable the responsible,
voluntary, and secure sharing
of genomic and health-
related data.

Funding

29 funding bodies from 22
countries and a foreseen
budget of at least 60 ME
dedicated to finance
research, networking and
public-private partnerships!
The EJP RD has many ways
of helping your organization,
so check out our forthcoming
funding opportunities.

This initistive has received funding from the European Union's Horizon 2020
research and innovaion programme under GA N'826575
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The EJP RD newsletter is universal to foster different

type of RD stakeholders :

research community,

patients and policy makers.

The NL will be released every month.

It is created using an RGPD compliant platform (Send
in Blue).

It is divided into several categories :

Main focus new representing the most
important event/information/action of the EJP
RD

News on training (since EJP RD planning
consists of at least 4 — 5 training per year and
which  need pre-registration, share of
information, etc.)

News on open funding opportunities

News related to the EJP RD partners and
partnerships

Open category that may change evry month
and may include for example job offers.

The registration to the NL will be open from the
website and related in the NL itself.
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