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A s members of the ESPN/ERA-
EDTA Registry committee we

would like to thank you for your
participation in and efforts to the
Registry.

Currently, 36 countries are

participating in the Registry, providing
information on nearly 22,000 patients
who started RRT before the age of 20.

An important part of last year's
Registry  activities  consisted  of
arranging Data Transfer Agreements
(DTAs). For 28 countries the DTAs
are signed and they are pending for
the others. Because of this process,
this Annual Report contains only
limited information on a selected
number of countries. Next time we aim
to publish an extensive Annual Report
including data of all participating
countries for the years 2017 and
2018.

In 2019, Evgenia Preka, a paediatric
nephrologist from the United Kingdom
has started her (part-time) PhD project
at the ESPN/ERA-EDTA Registry,
which she will perform besides her
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clinical work. Her current work
focusses on kidney re-transplantation
of patients who received their first
transplant during childhood.

If you are also interested in performing
a research project on the Registry or
would like to know more about
participating in the ESPN/ERA-EDTA
Registry, please contact the Registry
Coordinator  (Marjolein  Bonthuis:
m.bonthuis@amsterdamumc.nl).

Funding possibilities are available
from the ESPN or the ERA-EDTA

We would like to thank you for your
fruitful collaboration and hope to
work with you in the future to
improve paediatric nephrology care
and research in Europe.

Data analyses and publications

The ESPN/ERA-EDTA Registry collects
data on RRT on an annual basis via the
national renal registries in Europe. So
far, data have been included from
eleven subsequent years.

Four papers and a Letter to the Editor
have been accepted and published
during the previous months.

Pediatric Nephrology published our
paper on vascular access and the
association with the subsequent access
to transplantation. Showing that a
catheter remains the most frequent type
of vascular access in children
commencing HD. Overall likelihood of
transplantation was similar among
patients with a catheter or a fistula, but
patients with a fistula were less likely to

receive a kidney from a living donor.

Furthermore, our paper on
longitudinal growth after
transplantation was published by
Transplantation. In this paper we

report that growth retardation still
exists in nearly half of the transplant
recipients and there was no
improvement over the past 25 years.

A paper on eGFR at dialysis initiation,
published by Nephrol Dial Transplant,
showed no benefit of starting dialysis
early in children with end-stage kidney
disease.

Furthermore, J Am Soc Nephrol
published our Letter to the Editor on
this topic. With this letter we aim to
raise awareness among clinicians that

eGFR should not be the only criterion
for the decision to initiate dialysis in
children and decisions should be

individualized instead.

A paper on clinical practice
recommendations for growth hormone
therapy in paediatric CKD was

published in Nat Rev Nephrol, which is
a collaborative project with the ESPN
CKD-MBD,

Working Groups on
Dialysis and Transplantation.

All these projects would not have been
possible without your extensive help
and efforts, for which we are very
grateful.
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Table 1: Incident patients

Incident paediatric patients accepted for renal replacement therapy in 2017 and general population characteristics
of countries contributing 2017 data to the ESPN/ERA-EDTA Registry.
Countries that did not sign a Data Transfer Agreement are excluded from the analyses.

Total General Population Characteristics
RRT patients Children Total Population Children
Country 0-14 years 0-14 years 0-99 years 0-14 years
N pmarp N N percent
Albania 11 214 514,530 2,873,457 17.9
Austria 7 5.5 1,263,740 8,772,865 14.4
Belarus 8 5.0 1,594,936 9,491,823 16.8
Bosnia and Herzegovina 2 3.7 543,719 3,531,159 15.4
Bulgaria 4 4.0 1,002,697 7,075,945 14.2
Cyprus 0 0.0 139,798 859,517 16.3
Czech Republic 8 4.8 1,658,975 10,594,435 15.7
Denmark 7 7.3 961,069 5,764,981 16.7
Estonia 1 4.7 214,417 1,317,384 16.3
Finland 11 12.3 892,302 5,508,214 16.2
France 79 6.5 12,162,436 66,865,143 18.2
Germany-CERTAIN* 3 0.3 11,110,163 82,657,001 13.4
Greece 5 3.2 1,550,669 10,754,679 14.4
Iceland 1 14.9 67,111 343,400 19.5
Ireland 17 16.9 1,008,455 4,784,383 21.1
Italy 35 43 8,131,380 60,536,709 13.4
Latvia 0 0.0 304,438 1,942,246 15.7
Norway 5 5.3 938,322 5,276,969 17.8
Romania 13 4.3 3,054,752 19,587,491 15.6
Russia 80 3.9 21,534,456 142,368,368 15.1
Serbia 2 20 1,008,736 7,020,859 14.4
Slovakia 2 24 844,965 5,439,232 15.5
Slovenia 3 9.7 309,635 2,066,387 15.0
Spain 50 7.2 6,991,873 46,592,742 15.0
Turkey 58 3.1 18,979,635 80,312,698 23.6
Ukraine 32 4.9 6,530,490 42,216,766 15.5

*1n 2017, 117 patients under the age of 21 years were transplanted in 18 transplantation centres in Germany.




Table 2: Prevalent Patients

Prevalent paediatric patients on renal replacement therapy on the 31st of December 2017.
Prevalent counts and prevalence per million age related population, by age groups.
Countries that did not sign a Data Transfer Agreement are excluded from the analyses.

Total RRT Age Groups
Country Infants Children Adolescents
0-14 years 0-4 years 5-9 years 10-14 years
N pmarp pmarp pmarp pmarp
Albania 15 29.2 42.6 12.2 32.3
Austria 51 40.4 30.5 38.6 52.0
Belarus 38 23.8 8.6 32.6 32.5
Bosnia and Herzegovina 10 18.4 11.5 17.0 26.0
Bulgaria 10 10.0 9.1 5.7 15.4
Cyprus 8 57.2 42.8 82.4 45.0
Czech Republic 44 26.5 9.0 15.3 58.6
Denmark 38 39.5 10.0 39.9 65.5
Estonia 2 9.3 0.0 13.1 14.7
Finland 78 87.4 81.3 74.3 106.7
France 489 40.2 19.6 38.9 60.5
Germany-CERTAIN* 266 23.9 7.9 254 39.1
Greece 45 29.0 21 294 52.5
Iceland 4 59.6 46.8 42.2 90.9
Ireland 80 79.3 30.6 64.0 145.6
Italy* 91 11.2 10.9 10.0 12.6
Latvia 6 19.7 9.3 9.9 41.5
Norway 49 52.2 29.8 40.2 86.1
Romania 52 17.0 5.1 14.7 30.4
Russia 430 20.0 10.4 20.8 30.7
Serbia 28 27.8 15.3 12.1 54.2
Slovakia 14 16.6 14.0 17.1 18.8
Slovenia 12 38.8 9.6 72.2 31.8
Spain 329 471 16.4 42.6 78.4
Turkey 346 18.5 10.5 14.5 30.1
Ukraine 105 16.1 6.2 10.1 33.1

* In 2017, 117 patients under the age of 21 years were transplanted in 18 transplantation centres in Germany. In Italy, deceased donor transplantation patients are not
included; these numbers are an underestimation of true incidence.




Table 2: Prevalent Patients (continued)

Gender Treatment Modality
Country Males Female HD PD Transplantation
0-14 years 0-14 0-14 years 0-14 years 0-14 years
pmarp pmarp pmarp pmarp pmarp

Albania 26.3 32.2 23.3 1.9 3.9
Austria 56.9 22.8 3.2 47 32.4
Belarus 32.9 14.2 5.6 3.1 15.0
Bosnia and Herzegovina 251 11.3 11.0 0.0 7.4
Bulgaria 13.6 6.2 4.0 0.0 6.0
Cyprus 41.9 73.3 7.2 21.5 28.6
Czech Republic 32.9 19.8 3.0 3.0 20.5
Denmark 52.7 25.6 0.0 4.2 35.4
Estonia 9.1 9.6 0.0 0.0 9.3
Finland 105.3 68.8 34 34 80.7
France 47.2 32.9 7.2 4.0 29.0
Germany-CERTAIN* 29.1 18.5 - - 23.7
Greece 33.9 23.9 10.3 11.0 7.7
Iceland 116.7 0.0 0.0 14.9 447
Ireland 87.3 71.0 9.9 12.9 56.5
Italy* 8.9 13.4 4.2 55 -
Latvia 25.5 13.6 0.0 6.6 13.1
Norway 62.3 41.6 0.0 2.1 50.1
Romania 15.5 18.5 10.1 4.9 2.0
Russia 24.7 15.0 25 7.3 10.2
Serbia 30.8 245 6.9 3.0 17.8
Slovakia 19.4 13.8 3.6 8.3 47
Slovenia 31.4 46.5 3.2 12.9 22.6
Spain 61.3 31.9 3.4 3.9 39.5
Turkey 18.9 17.5 3.1 9.3 5.7
Ukraine 17.5 14.5 4.6 3.1 8.4

* In 2017, 117 patients under the age of 21 years were transplanted in 18 transplantation centres in Germany. In Italy, deceased donor transplantation patients are not
included; these numbers are an underestimation of true incidence.
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National registries that contributed data as of January 2020

rovided extended data to

P Provided limited data to
the ESPN/ERA-EDTA Registry [the ESPN/ERA-EDTA Registry

We sincerely thank the following countries and persons for their

Albania
Austria
Belarus

Belgium

Bosnia Herzegovina
Bulgaria
Croatia

Cyprus

Czech Republic
Denmark

Estonia

Finland

France

Rep of North Macedonia
Georgia

Germany - CERTAIN
Germany - KfH

Greece

Hungary

Iceland
Ireland

willingness to provide data to the Registry

D Shtiza
R Kramar

S Baiko, A Sukalo, | Sheuchuk, O
Liachovskaya, A Dudarevic, D Kavalenka
K van Hoeck and the Centre contributors
to the Belgian Registry Committee

D Pokrajac

D Roussinov

D Milosevic, M Ban, J Slavicek,

D Arapovic, S Abdovic

A Elia

T Seeman, K Vondrak

JG Heaf

U Toots

P Finne, A Pylsy, P-H Groop

C Couchoud, M Lassalle, E Berard

E Sahpazova, N Abazi

T Davitaia

K Krupka, B Hoécker, L Pape, B Tonshoff
K Rascher, E Nusken, L Weber, G von
Gersdorff, Jorg Détsch, F Schaefer

G Moustakas, A Kapogiannis,

A Mitsioni, N Printza

G Reusz, Cs Berecki, A Szabo,

T Szabd, A Barczi, O Lakatos, E Kis

R Palsson, V Edvardsson

A Awan, T Raftery, C Sweeney,

N Dolan, M Riordan, M Stack,

M Waldron

Italy

Latvia
Lithuania
Malita
Moldova
Montenegro
Norway
Poland
Portugal
Romania
Russia
Serbia

Slovakia
Slovenia
Spain
Sweden
Switzerland
The

Turkey

Ukraine
United

Provided data via
the ERA-EDTA Registry

B Gianoglio, C Corrado, | Guzzo, F Paglialonga,
C Pecoraro, E Vidal, E Verrina

A Popova, V Kuzema, H Cemevskis

A Jankauskiene, S Rudaitis

V Said-Conti

S Gatcan, O Berbeca, N Zaikova, N Revenco
S Pavicevic¢

A Asberg, AV Reiszeter, A Bjerre

A Zurowska, | Zagozdzon

C Mota, R Stone, C Siméao

G Mircescu, L Garneata

EA Molchanova, NA Tomilina

M Kosti¢, B Spasojevi¢, M Cvetkovic,

| Gojkovi¢, D Paripovi¢, G MiloSevski-Lomi¢
L Podracka, G Kolvek

N Battelino, G Novljan, J Buturovic-Ponikvar
A Alonso Melgar and the

Spanish Paediatric Registry.

KG Pritz, M Stendahl, M Evans, S Schén

M Segelmark, T Lundgren

E Maurer, GF Laube, CE Kuehni, P Parvex,
S Tschumi

L Heuveling and MH Hemmelder on behalf of
the Nefrovisie foundation, and JW Groothoff
and all centres participating in the RICHQ-study
S Bakkaloglu

DD lvanov, SP Fomina

L Plumb, F Braddon, A Casula, MD Sinha,

H Maxwell



	AR2017
	AR2017_blz2
	AR2017_blz3
	AR2017_blz4
	AR2017_blz5
	AR2017_blz6



