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Highlights of 2019
We are happy to update you on the latest news and activities of the
ESPN/ERA-EDTA Registry.
In order to harmonize data privacy across Europe and to protect
and empower all EU citizens data privacy the European General
Data Protection Regulation was enforced in May 2018. To comply
with this regulation the ESPN/ERA-EDTA Registry sent Data
Transfer Agreements (DTAs) to all national registries contributing
with data. As of December 2019, DTAs are concluded with 28 out of
40 contributing countries. For the remainder of countries the DTAs
are still pending.
With the help of all those who contributed with data we were able to
publish 4 papers and a Letter to the Editor in 2019 (see list of
publications for further details). Several other papers have been
submitted or are in preparation.
In 2019, Evgenia Preka, a paediatric nephrologist from the United
Kingdom, started her (part-time) PhD project at the ESPN/ERAEDTA Registry. She will perform the PhD project besides her
clinical work in the UK. As part of her thesis she wrote a Letter to
the Editor on starting dialysis in children, which was recently
published in JASN. Please find more information below.
If you are also interested in performing a research project on the
Registry, or when you would like to know more about participating in
the ESPN/ERA-EDTA Registry, please let us know.
We would also like to thank all the contributors of the Registry
and look forward to collaborating with you in 2020!

Provided extended data to the ESPN/ERAEDTA Registry
Provided limited data to the ESPN/ERA-EDTA
Registry
Provided data via the ERA-EDTA Registry

ESPN/ERA-EDTA Registry
Marjolein Bonthuis (Registry coordinator)
Department of Medical Informatics
Academic Medical Center
Room J1B-125
1105 AZ Amsterdam
The Netherlands
Email: m.bonthuis@amsterdamumc.nl

IPNA congress Venice
During the 18th IPNA congress in
Venice there were two oral
presentations based on Registry
data: Jaap Groothoff presented on
clinical aspects of children on
dialysis and Enrico Vidal presented
data on longitudinal changes of
blood pressure in children on RRT.
Additionally, five posters were
presented, one on comorbidities,
one on prevalence and predictors of
hypertension, one on anthropometry
and clinical outcomes, one on the
minimal weight at transplantation in
small children, and one on ten year
trends in paediatric RRT in Europe.
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Fellowships at the Registry
We very much welcome (paediatric) nephrologists and
researchers to perform scientific projects on Registry
data. This way, we hope to increase cross-border
medical knowledge and promote evidence-based
practices in paediatric nephrology. Our internship
programme has been very successful in the past and 19
internships have been performed so far. A brief overview
of the performed internships can be found on our website
(https://www.espn-reg.org/index.jsp?p=int).
Funding possibilities are available from the ESPN or the
ERA-EDTA. For more information please contact the
Registry coordinator.

Think twice before postponing chronic dialysis in
children
By Evgenia Preka
Paediatric Nephrologist, Southampton (UK)
As demonstrated by various papers studying the effect of starting
dialysis early or late in children with end-stage kidney disease, there
is no clear guidance for the optimal time to initiate chronic dialysis in
children purely based on eGFR. All these studies in the paediatric
population were observational studies with data from European,
NAPRCTS and International Registry databases and their outcomes
might have shown an over- or under-estimation of the effects
measured (survival, access to transplantation, cardiovascular
mortality/morbidity and growth), as those studies include statistical
inborn errors (lead time, indication and immortal time biases).
The only RCT conducted in adults (the IDEAL study) revealed no
differences in all-cause mortality, economics or quality of life and
taken under consideration all the above, this should guide current
practice until further RCTs are conducted in children. We hope that
our recent letter in JASN created awareness regarding this issue for
all clinicians before generalizing results purely based on
observational data.
Obviously, interpretation of bias cannot be limited to a simple
inquisition: is bias present or not? Researchers/clinicians should
each time evaluate the validity of the study design and identify the
study biases. We hope, by the example in this letter, to empower a
mindset of scientific quality and interpretation besides enhancing
patient safety and outcomes.

