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Fellowship Clinical Genetics Laboratory of Brussels

One the goals of ERN GUARD-Heart is to share and spread knowledge and evidence in the diagnosis and
treatment of rare and complex heart diseases within and outside the Network. To achieve this goal, the
Network will organize on annual basis two specialized training programmes for healthcare professionals. One
of these programmes is a 4-6 months fellowship (in 2020, exact time is flexible) which will provide residents
or young specialists the opportunity to gain knowledge and expertise in the interpretation of next generation
sequencing (NGS) and OMICs data in the field of cardio-genetics. The fellowship will be hosted by the Clinical
Genetics Laboratory of the University Hospital in Brussels, and will be coordinated by Professor Sonia Van
Dooren (Clinical Laboratory Geneticist and representative member of Univ. Hosp. Brussels in the ERN GUARD-
Heart) and Professor Carlo De Asmundis (cardiologist and representative member of Univ. Hosp. Brussels in
the ERN GUARD-Heart). Funding is foreseen for maximum of 5.000,- EURO (housing/ traveling). The salary of
the fellow will have to be funded by his/her own institute.
Healthcare professionals, for example cardiologists, cardiologists in training, clinical geneticists and scientists,
clinical geneticists or scientists in training, related disciplines working in a medical centre in the European
Union and who are interested in this fellowship program, are requested to write a motivation letter and
CV (resume) to the Project Management Office of ERN GUARD-Heart (n.hofman@amsterdamumc.nl) before
21 December 2019. Candidates should master the English language and have an official degree in Medicine,
and a degree (or training) in Cardiology, Human Genetics or a related field. ♥

Brussels, 25 November 2019

ROME
21 February 2020 (8.30 – 14.30)

Parlamentino Room (Bambino Gesù) in          
Palazzo Alicorni
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Amsterdam, 15 November 2019

The ERN GUARD-Heart is an Associate Partner of the 10th ECRD, taking place on 15-16 May 2010 in Stockholm,
Sweden. The overarching theme is the rare disease patient journey in 2030. The website is now live:
https://www.rare-diseases.eu/
Deadline for poster submission is 10 February 2020. Registration for this event will open soon. EURORDIS-
Rare Diseases Europe is offering patient fellowships for 40 patients advocates to attend this conference. These
fellowships aim to empower patient advocates by offering a platform for networking opportunities, access to
information and sharing experiences. More information (and the link to apply for this fellowship) can be found
on the website of EURORDIS. ♥

European Conference on Rare Diseases & Orphan Products (ERCD)

We would like to ask your participation in a survey which aims to explore post-mortem genetic testing
practices internationally and how healthcare professionals think about the approach implemented in
their country. This study is initiated by Lieke van den Heuvel, psychologist and PhD student in inherited
heart disease in Amsterdam, and Jodie Ingles, associated professor/genetic counsellor in the Centenary
Institute, Sydney, Australia. This survey will also count as an ERN benchmark study, therefore a complete
response is of importance. Please follow the link and include your valuable information before the 1st of
January https://redcap.sydney.edu.au/surveys/?s=9KKX8F3PH3♥

Survey on approach to postmortem genetic testing
Amsterdam, 13 November 2019

https://www.rare-diseases.eu/
https://redcap.sydney.edu.au/surveys/?s=9KKX8F3PH3
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ERN expansion: procedure after call is closed

Amsterdam, 26 November 2019

The following diagram provides an overview of the 
process from the call for interest to the final 

approval by the Board of Member States (BoMS).

WORKFLOW

The call for HCPs to join existing ERNs will close on 30 November 2019. The procedure to final
approval of candidate HCPs by the Board of Member States is summarized in the workflow
diagram below. The board of the ERN GUARD-Heart is involved in this procedure by reviewing
the applications (step 3 in the workflow below), of which a large number is expected. Officially,
the board consists of a representative of all full members. To facilitate this process and make it
more efficient, we propose to mandate the coordinator and the thematic area leaders (and Eric
Schulze Bahr as the only representative of Germany, in light of the expected large number of
applications from Germany) to provide the draft and final opinion of the ERN. According to EU
regulations, all board members need to agree with this proposal and therefore we will forward
a separate email on this topic to the respective representatives of each full member HCP, which
subsequently needs a reply from each full member representative.♥
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ERN monitoring: complete 
2019 year data collection

Amsterdam, 26 November 2019

At the end of October 2019, ERN GUARD-Heart
submitted the required data for the year 2018 to
the IT-tool of the European Commission. The data
were required for the data collection process for
the indicators in ERN monitoring system. 22 of
24 (92%) full member HCPs returned the data in
time. The complete data for 2019 has to be
submitted before the end of February 2020. Soon,
all full member HCPs will receive forms for this.
Please prepare for this where possible. ♥

European Joint Programme on 
Rare Diseases (EJP RD)
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A pre-announcement for the call for proposals for
2020 was received from EJP RD. The aim of the
call is to enable scientists in different countries to
build an effective collaboration on a common
interdisciplinary research project based on
complementarities and sharing of expertise, with
a clear future benefit for patients. Proposals
should focus on pre-clinical research to develop
effective therapies for rare diseases. The call is
scheduled to open on December 13, 2019. Further
information and the official publication of the call
will soon be available on the website of EJP RD:
http://www.ejprarediseases.org♥

Latest ERN GUARD-Heart Publications

upPatient and Experts PLN Meeting       28 November2019 Murcia – Spain

Boardmeeting ERN GUARD-Heart 21 February 2020 Rome - Italy

Upcoming Cardiology Events
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