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Highlights of 2013 
 

With this newsletter we would like to update you on the latest activities of 
the ESPN/ERA-EDTA registry. Because of the great efforts of all those 
contributing, we were able to publish 8 papers in 2013 (see list of 
publications for further details) and various other projects are ongoing. 
 

Many different researchers visited the registry. In the beginning of this year 
Marco Busutti, a medical student from Italy, worked on a project on mineral 
metabolism during a three month period. Maike van Huis, a PhD student 
from the Netherlands studied differences in Europe with respect to growth 
hormone policies. Very recently, Enrico Vidal, a paediatric nephrologist 
from Italy, visited the registry to perform a study on infant dialysis. At the 
moment Tuula Hölttä from Finland is working on a project on Finnish type 
nephropathy, for which she outlines the details below.  
 

In March, a fruitful workshop was held in Genoa to share the experiences of 
the Registry regarding the epidemiology, management and treatment of 
paediatric patients on renal replacement therapy, with other registries and 
working groups which are currently active in the field of renal diseases. 
 

Furthermore, the registry staff was extended with two people. Nick 
Chesnaye started as a PhD student focusing on the disparities in paediatric 
renal care in Europe. Sean Senecal started as data manager working on 
the improvement of the importer as well as data quality. They will introduce 
themselves below.  
 

We thank all the contributors of the registry and look forward to 
collaborating more in 2014! 
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  Provided extended data to the  
     ESPN/ERA-EDTA registry 

  Provided limited data to the ESPN/ERA-
EDTA registry 

  Provided data via the ERA-EDTA registry 

  Intend to contribute data in the near future 

 

ESPN/ERA-EDTA Registry 
Registry of the European Society for Paediatric Nephrology and the European  
Renal Association and European Dialysis and Transplantation Association 

Introducing Nick Chesnaye 
 

 
 
To achieve this, we reviewed the literature and consulted paediatric 
nephrologists within the ESPN/ERA-EDTA network to identify potential 
country-level factors that may explain these differences. This resulted in the 
construction of a conceptual framework describing country-level factors 
related to –amongst others– macroeconomics, health care system 
characteristics, and access to care, and their potential influence on RRT 
incidence. A survey was developed to collect this information from 
countries, and other country factors were collected from the World Bank 
database. Preliminary analyses show that macroeconomic indicators have 
a strong positive effect on the incidence, with wealthier countries spending 
more on health care having a higher incidence compared to less wealthier 
countries. Pending the survey results, we hope to soon expand on these 
analyses. The results of this ecological study will hopefully contribute to 
identifying barriers for paediatric RRT, and in doing so reduce inequalities in 
the provision of paediatric renal services throughout Europe. 
 
I look forward to working together with you in the upcoming years! 

 

As of March 2013, I started my PhD at the 
ESPN/ERA-EDTA registry in Amsterdam, which 
will focus on the disparities in paediatric renal 
care in Europe. The incidence of RRT in children 
varies greatly amongst European countries. The 
objective of my first project is to describe and 
explain this variation.  



 

 
 
 
 
 
  

Introducing Sean Senecal 

 
 
The last months of this year I have been looking at ways to improve the 
import function of the ESPN/ERA-EDTA web application, in order to be 
able to import the data more efficiently in the nearby future.  
 

 
 

Registry committee meeting Genoa March 2013 
From left to right: Marjolein Bonthuis, Franz Schaefer, Constantinos 
Stefanidis, Rosanna Coppo, Kitty Jager, Jaap Groothoff, Jerome Harambat 
(missing Karlijn van Stralen)  
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Internships 
 

The ESPN/ERA-EDTA registry always welcomes 
individuals interested in performing an internship 
on the registry. There are multiple projects  
available, but individuals with originals ideas are 
very welcome. Please contact the registry staff if 
you would like to obtain more information about 
projects and funding for this.  

 

 Project of Tuula Hölttä 
 Congenital nephrotic syndrome of the Finnish type 

 
 
                                                                               
               
 
 

 
 
 
 
 

         

My name is Sean Senecal and since February of this 
year I am working as data manager for the 
ESPN/ERA-EDTA registry. The first months of this 
year I checked all incoming and existing data on 
irregularities. After that, I worked on importing all data 
into the database and on creating an informative 
benchmark for the participating countries. 

I am a paediatric nephrologist from Children’s Hospital, University of 
Helsinki, Finland and performed my PhD in peritoneal dialysis in 
children in Finland in 2000. I came as a visiting researcher to the AMC 
in Amsterdam for a period of 3 weeks in December 2013, to analyze the 
ESPN/ERA-EDTA registry data on Finnish type CNS.  
 
Over 200 patients were identified from 10 participating countries. The 
patients were followed from start of the RRT until death or end of the 
year 2011. Almost one third of the patients were from Finland. 

The Finnish patients were significantly younger 
at the start of RRT (8 months) as compared to 
patients from other countries (2 years). 
Furthermore, the treatment strategy seems to 
very different with highly frequent bilateral 
nephroctomies in Finland. We are currently 
comparing the effects of these differences on 
patient and graft survival between patients from 
Finland and other countries. Interesting results 
will be published 2014. 

 

The ESPN/ERA-EDTA registry is generously funded by the ESPN and the ERA-EDTA and by the European Union in the framework  

of the Health Programme (grant no. ESPNFY_2013). 

 


