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Update Exchange Programme
Amsterdam, 26 November 2021

The response on the survey on the ERN Exchange
Programme survey revealed a nice indication of the
interest of the members and affiliated partners in the
Programme. The goal of the Exchange Programme is
to stimulate collaboration between healthcare
professionals in ERNs and to promote knowledge
sharing. All members of multidisciplinary teams can
make use of the programme. At this moment, plans
for 8 of the available packages (pre-) have been
approved, and the first visit took place recently.
Due to the 4th wave of the Covid-19 pandemic and
the steep rise in the infection rates, an increasing
number of exchange visits have had to be cancelled
or postponed. Therefore, in close consultation with
the European Commission (HaDEA and DG SANTE),
the implementation of the Exchange Programme has
been suspended until the situation improves.
Hopefully the activities can be resumed from March
2022 onwards – this will be reviewed and confirmed
with the European Commission based in February.
Any visits already planned for the winter period (1
Dec 2021 – 28 Feb 2022) will have to be postponed
until the reactivation of the programme.
It is still possible to send us requests for en exchange
in spring- and summertime of 2022. If there are any
questions, please contact the management office
(n.hofman@amsterdamumc.nl). ♥

Strasbourg, 21 October 2021

On 21October, a delegation of 6 coordinators went to
the European Parliament in Strasbourg to meet with
Members of European Parliament (MEPs) to discuss
crucial issues with regard to the future of European
Reference Networks.
On 22 October, all 24 ERN coordinators and project
managers gathered together to discuss the future of
the ERNs, in particular the funding of ERNs, CPMS,
ERN registries, monitoring and guidelines. Regarding
the funding for the future and the introduction of the
new full members to the ERNs, there are a lot of
uncertainties at this moment. Further information
will be disseminated as soon as available.♥

Internal ERN-coordinators-
meeting Strasbourg

ERICA Project
Amsterdam, 25 November 2021

The European Rare disease esearch Coordination and
support Action (ERICA) project has started its
activities in the last year. ERICA project gives ERNs a
platform for a systematic approach to rare disease
research. Work packages deal with data integration
and data sharing (for example a standard data sharing
agreement for ERN patients registries), bio-banking,
patient-centred research, clinical trial support,
translation and innovation and integration and
dissemination. There will soon be an interactive web-
based platform for ERN-based research. This could be
a central driver for ERN research in the near future.
More information is available on the website. ♥

mailto:n.hofman@amsterdamumc.nl
https://erica-rd.eu/
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Current status of overall 
patient registries in the 24 
ERNs
Amsterdam, 25 November 2021

Patient registries in the 24 ERNs differ by design, use
different types of platforms, and differ in the number
of data fields. In terms of patients enrolled, 16 have
less than 100, four have up to 1000, while four have
more than 1000 patients. ERKNet-registry (the
overarching patient registry of the ERN for rare
kidney diseases) is one of the largest and most
successful ERN registries, started in 2019, and has
passed the 10.000 enrolled patients’ landmark, with
47 sites across Europe.
The Heart-Core registry, the overarching patient
registry in the ERN GUARD-Heart, started in 2020.
The goal of this registry (in REDCap) is to monitor the
number of patients in individual patient registries
and, ideally, to monitor the number of patients with
rare cardiac diseases per healthcare provider (HCP)
in the ERN. The registry data will not be used for
scientific research, but only for epidemiological and
monitoring purposes within the ERN GUARD-Heart.
Therefore, only very limited data will be entered, i.e.,
common data elements provided by the European
Commission’s Joint Research Centre (see: Set of
common data elements). Based on technical and legal
issues, and after discussions in the ERN Board, it was
decided to enter patient data in the Heart-Core
registry in 2 different ways: completely anonymized
data from existing patient registries in the ERN (in
that way no consent is required as patients cannot be
identified) or pseudo-anonymized data from patients
that have been discussed in the CPMS (and where
consent for data collection in the ERN registry has
been given via the standard ERN consent form). So
far, Amsterdam UMC, the coordinating centre of the
ERN GUARD-Heart, has entered completely
anonymized common data elements for LQTS and
CPVT patients in the Heart-Core registry. Other
registry leaders and HCPs in the ERN GUARD-Heart
are cordially invited to participate in the Heart-Core
registry. ♥

Activities of EJP-RD
Amsterdam, 25 November 2021

Besides the ERN patient registries, there is work
ongoing with the European Joint Programme on Rare
Diseases (EJPRD). This multinational, multi-site
project supported from Horizon Europe is devoted to
providing infrastructure tools for rare disease
research. A virtual platform connecting all kinds of
catalogues, databases and tools is being developed. It
should be possible to query other knowledge bases to
get information on where patients data or samples
are, and ERN registries can play a central role. For this
to happen registries must be made interoperable.
FAIRification Stewards (Findable, Accessible,
Interoperable, Reusable) are there to help make
databases become ‘FAIR’. Current activities include
development of the generic informed consent form for
all registries. These are currently being reviewed and
should be available soon (and translated into all
European languages).
Work is ongoing on identifying domain-specific
common data elements, which could be available in
more than one registry. Facilitating registry access to
European Patient Identity Management (EUPID) is
also ongoing. A series of webinars is being held every
Tuesday to inform everyone involved in ERN
registries. ♥

Amsterdam, 26 October 2021

The PRKAG2 registry has been renewed and has a
new registry leader and coordinator: Pablo Garcia
Pavia* and his colleague Fernando Dominguez*
(Hospital Universitario Puerta de Hierro
Majadahonda, Madrid). They have updated the set of
the data elements in the REDCap platform, hosted by
the Amsterdam UMC. These changes have been
processed and now the new registry is available for
adding patients. It would be great if all members and
affiliated partners of the ERN add their PRKAG2
patients to the registry. *PMID:32646569.
To add your patients please contact:
fdominguezr@salud.madrid.org♥

PRKAG2-registry renewed

https://eu-rd-platform.jrc.ec.europa.eu/set-of-common-data-elements_en
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Latest ERN GUARD-Heart Publications

En route: LMNA-registry 
Amsterdam, 24 October 2021

A collaboration between the LMNA research groups from
Paris (Karim Whabi*, Gisèle Bonne*, and Philippe Charron*),
Amsterdam (Yigal Pinto and Arthur Wilde), ERN EURO-NMD
(ERN for Neuromuscular Disease, coordinated by Teresinha
Evangelista) and the newly founded patient advocacy group
(LMNAcardiac.org network) has led to a new REDCap-based
ERN registry of patients with a LMNA-related disease. Existing
files will be translated and the CRF will be build in consensus
with the pre-mentioned registry leaders. As soon as possible,
further announcements will be done where after ERN
members and affiliated partners that are interested will be
able to participate and enter their patients in the registry.
*PMID: 31155932 ♥
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