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European Reference Network Connecting main axes
=1 | healthcare providers dedicated to RED
Complex or rare diseases and conditions wich require: ® O
O Highly specialised treatment ®
O A pooling of knowledge and resources
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patient-centered care
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research
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on RED "Integrating ERNs into Member States’

healthcare systems is a major challenge
that we are all eager to achieve. "

v, ey the Pr Dollfus, ERN-EYE coordinator
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European Reference Network for Rare Eye Diseases

Paediatric : : , : -
Ophthalmology Retinal Ophthalmology Low vision

ACTIVITIES

E-LEARNINGS

Provide a wide access to
knowledge on basic clinical
and scientific background
as well as cutting edge

W E B I N A RS research and therapy : Jette Lautrup

Battistini
Enhance the knowledge developments
on diagnosis and care
for Rare Eye Diseases in
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Improvement in patient’s diagnosis and
identification of best possible treatments

Problem addressed:

Patients with rare and complex
diseases can spend years without
a clear diagnosis, moving through
the health system, sometimes,
seeing several specialists in
search of diagnosis.

Patients

VIRTUAL CLINIC

i

Expert panel

Participation to CPMS is limited
to ERN-EYE members or EU
invited guests.

Healthcare
providers

C—

Virtual clinic meetings

The virtual clinic facilitates crossborder dissemination of expertise through
the organisation of meetings

Recommendations

Presentation of Cinical trials Multidisciplinary
complex cases

—— Educative Novel therapies

Submit phenotypic
information &
genetic test results
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Grand Rounds ERN-EYE Transnatlonal meeting ERN-EYE

ERN-EYE

Paediatrics Rare Eye Disease VARiants review
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Retina Ad< |5 MEP ) Neuro ophthalmology
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Evaluate the results

Assess the pathogenicity
of variants
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Online presentations & Official results
ranking variants document available
Funded by the discuss on the CPMS
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WEBINARS
Open to all
; 0
o 7

H
il o -
@ ﬂ Anterior
R segment RED
Retinal

Dystrophies
@ Trainees

] /‘J
Hosts (

Neuro-
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How long?
1 to 2 week(s)

For whom ?

Paediatrics

Medical specialists, nursing staff,

Past topics lab staff, orthoptists...
®
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< Thematic Coverage
< Clinical aspects, Psychological
@®

support, Organisational
strenghtening...
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Improving standards of care throughout Europe

Topic suggestion
O Clinical Consensus Statements
m developed & their Coordinators

ERN-EYE Member

Prioritization
of CCS topics
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CLINICAL CONSENSUS
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Kick off meetings
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=€ REDgistry

Rare Eye Diseases European Reqistry

REDgistry is a European patient registry dedicated to Rare Eye Diseases (RED)

c Patient Data Collection

In addition to the Eye Dataset specific for RED, REDgistry contains a
dataset, the JRC (Joint Research Centre) Common Data Elements (CDE),
which makes it interoperable with other registries of the European Rare
Disease Registry Infrastructure (ERDRI).
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ERN-EYE members
are the primary
data sources
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a Access to REDgistry data
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For stakeholders who
request data access
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Review by Data
access commitee
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Help researchers carry out
epidemiological studies

a )
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Support research projects
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Agreement between ERN-EYE
& stakeholders that have
received positive answer

<

Identify and include patients
in clinical trials and thus grant
patients access to new treatments.




