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s members of the ESPN/ERA-

EDTA Registry committee we 

want to thank you again for your great 

participation and efforts to the Regis-

try. Currently, 35 countries are partici-

pating in the registry, providing infor-

mation on more than 10,000 patients 

who started RRT before the age of 20, 

between 1997 and 2013. Two new 

countries, Cyprus and Georgia, have 

joined the Registry as of this year. 

 

But there is more! In 2015, five papers 

based on Registry data have been 

accepted for publication at different 

journals and many others have been 

submitted or are in an advanced 

stage. The publication list can be 

found below. 

 

Two visiting researchers came to the 

AMC. In March, Dinara Galiyeva from 

Kazakhstan visited the Registry for a 

project on the cardiovascular risk pro-

file, showing a very high prevalence of 

cardiovascular risk factors in the Eu-

ropean paediatric RRT population. 

Furthermore, Michael Böhm, a paedi-

atric nephrologist from Austria, worked 

on a study on vascular access during 

June and July 2015. 

Moreover, the relationships with 

ESPN working groups are well main-

tained, resulting in several proposals 

for collaborative future studies. 

 

If you are interested in performing a 

research project on the Registry or 

would like to know more about partici-

pating in the ESPN/ERA-EDTA regis-

try, please contact Marjolein Bonthuis:  

m.bonthuis@amc.uva.nl. 

 

We would like to thank you again 

for your collaboration and hope to 

work together in many research 

projects in the hope to improve 

paediatric nephrology care and re-

search in Europe.  
 

 

A 

he ESPN/ERA-EDTA Registry 

  collects data on RRT on an an- 

nual basis via the national renal regis-

tries in Europe. So far, data have been 

included from seven subsequent years.  

In 2013, the overall incidence was 5.2 

per million age-related population 

(pmarp) and ranged from 0.0, as no 

patients started RRT in that year, to 9.0 

pmarp. The prevalence also shows a 

wide range from 7.1 to 85.1 pmarp. 

Five-year survival was 93.5% after start 

of RRT. The most important cause of 

death was infection-related.  
 

As benchmarking reports were appreci-

ated by the countries, the 2013 country 

reports again contained important 

benchmarking figures for several clini-

cal parameters, providing insights on 

patient performance in each country 

as compared to the performance of all 

patients in Europe.  
 

Five papers have been accepted and 

published in the previous months. 

Three papers have been accepted by 

NDT. One on disparities in treatment 

rates in Europe
1
, one on growth hor-

mone policies
2
, and recently a paper 

using survival tree models to predict 

graft failure in specific patient sub-

groups
3
. The first two papers showed 

large treatment variation across Euro-

pean countries. 

Clinical JASN has published a paper 

on mineral metabolism after renal 

transplantation, showing a high preva-

lence of mineral abnormalities and an 

association with graft failure after 

paediatric kidney transplantation. 

Furthermore, a paper on post-

transplant anaemia has been accepted 

by Pediatric Nephrology. 

 

These papers would not have been 

possible without your help and efforts, 

for which we are very grateful. 
 

 

 

Thank you all for making  

this possible.  
 

T 

 National registries that contributed data as of September 2015 

http://espn-online.org/index.php http://www.espn-reg.org

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 

 

Franz Schaefer and Jaap Groothoff 

Registry of the European Society for Paediatric Nephrology and the European  
Renal Association and European Dialysis and Transplantation Association 
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Causes of death according to the ERA-EDTA coding lists. Incident RRT patients under the age of 15 starting RRT from  
2007 onwards. Follow-up till 31st of December 2013. 

Incident paediatric patients accepted for renal replacement therapy in 2013 and general population characteristics of 

countries contributing 2013 data to the ESPN/ERA-EDTA registry. 

 

 

 

 

 

    

                                          
 

Karlijn van Stralen  
Marjolein Bonthuis 
Mark Titulaer 

Department of Medical Informatics 

Academic Medical Center 

room J1B-125 

1105 AZ Amsterdam 

The Netherlands 

 

* Data from the German transplantation registry are based on 18 transplantation centers. In 2013, 114 patients under the age of 21 years were transplanted. The inci-
dence for Turkey is an underestimation of the true incidence. In Switzerland, not all patient provided informed consent resulting in an underestimation of the true 
incidence. In Italy, (pre-emptive) transplantation patients are not included;  these numbers are an underestimation of true incidence. Therefore, Germany , Switzerland, 
Italy, and Turkey were excluded from the overall incidence.  
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nirenko S, Lewis M, Mauel R, Maurer E, Merenmies J, 
Shtiza D, Topaloglu R, Zaicova N, Zampetoglou A, Ja-
ger KJ, van Stralen KJ. Nephrol Dial Transplant 2015 
Aug; 30(8): 1377-85. 
 

2. Considerable variations in growth hormone poli-

cy and prescription in paediatric end-stage renal 

 

disease across European countries- a report from 
the ESPN/ERA-EDTA Registry. Van Huis M, Bonthu-
is M, Sahpazova E, Mencarelli F, Spasojević, Reusz 
G,Caldas-Afonso A, Bjerre A,Baiko S, Vondrak K, 
Molchanova EA, Kolvel G, Zaikova N, Böhm M, Ari-
ceta G, Jager KJ,Schaefer F, van Stralen KJ, 
Groothoff JW. Nephrol Dial Transplant 2015 Apr 28 
(ahead of print). 
 

3. Identification of subgroups by risk of graft fail-
ure after paediatric renal transplantation: applica-
tion of survival tree models on the ESPN/ERA-
EDTA Registry. Lofaro D, Jager KJ, Abu-Hanna A, 
Groothoff JW, Arikoski P, Hoecker B, Roussey-Kesler 
G, Spasojević B, Verrina E, Schaefer F, van Stralen 
KJ. Nephrol Dial Transplant 2015 Aug 27 (ahead of 
print). 
  

4. Mineral metabolism in European children living 
with a renal transplant: A ESPN/ERA-EDTA Regis-
try study. Bonthuis M, Busutti M,van Stralen KJ, Ja-
ger KJ, Bakkaloglu S, Battelino N, Gaudarova M, 
Gianoglio B, Parvex P, Gomes C, Heaf JG, Podracka 
L, Kuzmanovaska D Molchanova MS, Pankratenko 
TE, Papachristou F, Reusz G, Sanahuja MJ, Shroff R, 
Groothoff JW, Schaefer F, Verrina E. Clin J Am Soc 
Nephrol 2015 May 7;10(5):767-75.  
 

5. Anemia in children following renal transplanta-
tion- results from the ESPN/ERA-EDTA Registry. 
Krischock LA, van Stralen KJ, Verrina E, Tizard EJ, 
Bonthuis M, Reusz G, Hussain FK, Jankauskiene A, 
Novljan G, Spasojević-Dimitrijeva, Podracka L, Zaller 
V, Jager KJ, Schaefer F. Accepted at Pediatr Nephrol.  
 

 

  



 

 

 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Treatment modality at day 1, among patients < 15 years of age starting RRT in 2013. Patients with a pre-emptive trans-

plantation from Italy were excluded, and all Turkish and Swiss patients. 

Height z-score based on recent national reference charts, or, if unavailable, on newly developed reference charts for 

Northern and Southern Europe (Bonthuis et al, PLoS ONE 7(8): e42506. doi:10.1371/journal.pone.0042506). 

 

).  
  

  

 

Cause of renal failure, among patients < 15 years of age, starting RRT in 2013 according to new and old PRD coding

  

Incident RRT patients under the age of 15 starting RRT from 2007 onwards. Follow-up till 31st of December 2013.  

Estimated GFR based on age, height and serum creatinine levels, calculated according to the new Schwartz formula, 

among incident patients, age <15 years in 2013 
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Prevalent paediatric patients on renal replacement therapy on the 31
st
 of December 2013. Prevalent counts and preva-

lence per million age related population, by age groups. 

Prevalent paediatric patients on renal replacement therapy on the 31
st
 of December 2013. Prevalent counts and preva-

lence per million age related population, by gender and treatment modality. 

* Data from the German transplantation registry are based on 18 transplantation centers. In 2013, 114 patients under the age of 21 years were transplanted. The preva-
lence for Turkey is an underestimation of the true prevalence. In Switzerland, not all patient provided informed consent resulting in an underestimation of the true 
prevalence. In Italy, (pre-emptive) transplantation patients are not included;  these numbers are an underestimation of true prevalence. Therefore, Germany , Switzer-
land, Italy, and Turkey were excluded from the overall prevalence.  
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lence for Turkey is an underestimation of the true prevalence. In Switzerland, not all patient provided informed consent resulting in an underestimation of the true 
prevalence. In Italy, (pre-emptive) transplantation patients are not included;  these numbers are an underestimation of true prevalence. Therefore, Germany , Switzer-
land, Italy, and Turkey were excluded from the overall prevalence.  
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plantation from Italy were excluded, and all Turkish and Swiss patients. 

Height z-score based on recent national reference charts, or, if unavailable, on newly developed reference charts for 

Northern and Southern Europe (Bonthuis et al, PLoS ONE 7(8): e42506. doi:10.1371/journal.pone.0042506). 
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Incident RRT patients under the age of 15 starting RRT from 2007 onwards. Follow-up till 31st of December 2013.  

Estimated GFR based on age, height and serum creatinine levels, calculated according to the new Schwartz formula, 

among incident patients, age <15 years in 2013 
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Causes of death according to the ERA-EDTA coding lists. Incident RRT patients under the age of 15 starting RRT from  
2007 onwards. Follow-up till 31st of December 2013. 

Incident paediatric patients accepted for renal replacement therapy in 2013 and general population characteristics of 

countries contributing 2013 data to the ESPN/ERA-EDTA registry. 
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try. Currently, 35 countries are partici-

pating in the registry, providing infor-

mation on more than 10,000 patients 

who started RRT before the age of 20, 

between 1997 and 2013. Two new 

countries, Cyprus and Georgia, have 

joined the Registry as of this year. 

 

But there is more! In 2015, five papers 

based on Registry data have been 

accepted for publication at different 

journals and many others have been 

submitted or are in an advanced 

stage. The publication list can be 

found below. 

 

Two visiting researchers came to the 

AMC. In March, Dinara Galiyeva from 

Kazakhstan visited the Registry for a 

project on the cardiovascular risk pro-

file, showing a very high prevalence of 

cardiovascular risk factors in the Eu-

ropean paediatric RRT population. 

Furthermore, Michael Böhm, a paedi-

atric nephrologist from Austria, worked 

on a study on vascular access during 

June and July 2015. 

Moreover, the relationships with 

ESPN working groups are well main-

tained, resulting in several proposals 

for collaborative future studies. 

 

If you are interested in performing a 

research project on the Registry or 

would like to know more about partici-

pating in the ESPN/ERA-EDTA regis-

try, please contact Marjolein Bonthuis:  

m.bonthuis@amc.uva.nl. 
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projects in the hope to improve 

paediatric nephrology care and re-

search in Europe.  
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