Conceived in the core
of ERN-EuroBloodNet
for maximizing public
benefit from data on rare
hematological diseases.

Target-driven actions
will be carried-out

in collaboration with
EURORDIS for patients
empowerment and
education about the
benefits of enrolment
in such registries,
including different
cultural and linguistic
strategies.
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ENROL is co-funded by the European Commission -
Consumers, Health, Agriculture and Food Executive
Agency (CHAFEA) under the call for proposals HP-
PJ-2019 on Rare disease registries for the European
Reference Networks. GA number 947670.
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The content of this flyer represents the views of the authors only and
it is their sole responsibility; it cannot be considered to reflect the
views of the European Commission and/or the Consumers, Health,
Agriculture and Food Executive Agency (Chafea) or any other body
of the European Union. The European Commission and the Agency
do not accept any responsibility for use that may be made of the
information it contains.

www.eurobloodnet.eu/enrol
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European Rare Blood
Disorders Platform

What is ENROL?

ENROL has been conceived in the core of ERN-
EuroBloodNet as an umbrella for both new and
already existing registries on rare hematological
diseases (RHD).

ENROL’s principle is to maximize public benefit
from data on RHD with the only restriction
needed to guarantee patient rights and
confidentiality, in agreement with EU regulations
for cross-border sharing of personal data.

ENROL will map at the EU level demographics,
survival rates, diagnosis methods, genetic
information, main clinical manifestations and
treatments in order to obtain epidemiological
figures and identify trial cohorts for basic and
clinical research.

Generating evidence towards
better healthcare for patients
with rare hematological diseases



Objectives and main tasks

e Inventory of EU-RHD-Registries

e Strategy for data gathering

e Legal frame

e Educational activities for patients

To connect, upgrade
and build EU - RHD
Registries while
promoting interoperability
standards (EU-RD
Platform)

CONNECTING
REGISTRIES

e Panel of Experts
* Data set elements & : 3
Codification schemes N To create

® Reporting an interoperable,
extensible and
functional web-based
platform, which will enable
entering and integration
ENABLING of certified patient data

EU COMPARABLE INTEROPERABLE from the available
PLATFORM sources.

To enable EU RHD
Surveillance for

Health planning and
engagement of basic DATA
and clinical research

e Metadata and database design

¢ Building the platform

e Data integration and
processing

e Recommendations for
interoperability — EU-RD

Platform

ENROL Consortium
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Expected outcomes

®

Further enhancing the
collaboration within ERN-
EuroBloodNet members
and European Research
infrastructures
(Biobanks, -OMICs)

®

Identifying Health care
outcomes, allowing better
service implementation
and appropriate resource
allocation

®

Enabling clinical trials
and research
by management
of bottlenecks

Generating

evidence
for better
healthcare

Expanding patient
involvement considering

the cultural and social
background

Accessing best healthcare
has a social impact with
social stabilization
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