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Jaap Groothoff and Jérdme Harambat

s members of the ESPN/ERA-

EDTA Registry committee we
would like to thank you again for your
participation and efforts to the
Registry. Currently, 38 countries are
participating in the Registry, providing
information on more than 10,000
patients who started RRT before the
age of 20, between 1997 and 2014.

An update on the Registry-

December 2016

In 2016, nine papers based on
Registry data have been accepted for
publication by different journals and
many others have been submitted.
We are very happy to announce that
one of our papers has even been
accepted by The Lancet. The full
publication list can be found below.

Evgenia Preka from Brussels, Belgium
visited the AMC in June. She worked
on a collaborative project between the
Registry and the ESPN Dialysis WG
on eGFR at dialysis initiation and its
association with outcomes.
Additionally, the relationships with
other ESPN working groups are well
maintained, resulting in  several
proposals for collaborative future

studies. Recently, Bram Smit, a
medical student from Amsterdam,
finished his 16-week scientific

internship on comorbidity data.

If you are 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 Marjolein
Bonthuis:

m.bonthuis@amc.uva.nl.

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

Data analyses and

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 eight
subsequent years.

In 2014, the overall incidence was 5.7
per milion age-related population
(pmarp) and ranged from 0.0, as no
patients started RRT in that year, to
19.8 pmarp. The prevalence also shows
a wide range from 7.3 to 89.3 pmarp.
Five-year survival was 93.6% after start
of RRT. Most patients died because of
infections or other identified death
causes.

Again, the country reports provided
insights on the performance in each
country compared to the average
European performance by showing
benchmarking figures.

publications

Nine papers have been accepted and
published in the previous months.
Recently, The Lancet accepted our
paper on mortality risk disparities
showing considerable variation in
mortality rates across Europe. Three
papers have been accepted by AJKD.
One on racial disparities and access
to transplantation, one on
transplantation strategies in ARPKD,
and one on infant dialysis. The first
showed less favorable outcomes for
black and Asian patients. ARPKD
patients receiving a combined liver-
kidney transplant were found to have
a higher mortality compared with
ARPKD patients receiving a kidney
transplant alone.

AJT has published a paper on gender
disparities and access to

transplantation, showing that girls had
a lower probability of receiving a
preemptive kidney transplant.

Kidney International has published a
paper on mortality on dialysis, showing
a higher mortality risk for children
starting on HD compared to those on
PD.

Furthermore, Pediatric Nephrology
published a summary paper of the
ESPN/ERA-EDTA Registry, and
accepted a paper on Finnish type
nephropathy, and NDT accepted our
paper on racial variation in
cardiovascular risk factors.

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.
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Table 1: Incident patients

Incident paediatric patients accepted for renal replacement therapy in 2014 and general population characteristics

of countries contributing 2014 data to the ESPN/ERA-EDTA Registry.

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 0 0.0 546,473 2,894,476 18.9
Austria 8 6.6 1,218,844 8,507,786 14.3
Belarus 8 5.3 1,518,669 9,480,868 16.0
Belgium 5 2.6 1,910,700 11,231,212 17.0
Bosnia and Herzegovina 3 49 607,160 3,507,928 17.3
Bulgaria 0 0.0 997,171 7,223,941 13.8
Croatia 4 6.4 624,344 4,236,063 14.7
Cyprus 1 7.2 139,401 852,504 16.4
Czech Republic 9 5.7 1,589,249 10,525,346 15.1
Denmark 5 5.2 965,658 5,643,476 17.1
Estonia 0 0.0 208,812 1,314,542 15.9
Finland 11 12.3 895,815 5,461,514 16.4
France 64 5.2 12,340,667 66,262,304 18.6
FYR of Macedonia 0 0.0 348,030 2,067,139 16.8
Georgia 9 11.8 760,455 4,483,230 17.0
Germany-KFH* 27 25 10,664,577 80,982,502 13.2
Germany-CERTAIN* 6 0.6 10,664,577 80,982,502 13.2
Greece 8 5.0 1,589,011 10,892,416 14.6
Hungary 8 5.6 1,426,500 9,866,469 14.5
Iceland 0 0.0 66,906 327,384 20.4
Italy* 35 4.2 8,415,627 60,789,138 13.8
Latvia 1 3.4 296,052 1,993,783 14.8
Lithuania 0 0.0 427,775 2,932,366 14.6
Malta 0 0.0 61,331 427,362 14.4
Norway 9 9.7 931,668 5,137,231 18.1
Poland 40 7.0 5,716,758 38,011,737 15.0
Portugal 13 8.6 1,506,048 10,401,062 14.5
Republic of Serbia 6 5.9 1,024,133 7,130,576 14.4
Romania 9 2.9 3,087,847 19,908,982 155
Russia 96 45 21,534,456 142,368,368 15.1
Slovakia 4 4.8 830,053 5,418,649 15.3
Slovenia 6 19.8 302,682 2,061,982 14.7
Spain 36 5.1 7,058,015 46,480,882 15.2
Sweden 17 10.2 1,664,067 9,696,107 17.2
Switzerland 6 4.9 1,224,981 8,237,666 149
the Netherlands 17 6.0 2,838,571 16,865,008 17.0
Turkey* 61 3.2 18,856,122 77,181,882 24.4
Ukraine 26 3.9 6,710,689 45,309,294 14.8
United Kingdom 108 9.5 11,407,724 64,596,752 17.7
Total* 537 5.7 94,376,715 591,756,405 15.9

* Data from the German transplantation registry are based on 18 transplantation centers. In 2014, 117 patients under the age of 21 years were transplanted. The
incidence in Turkey is 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, Turkey, Italy, and Turkey, were excluded from the overall incidence.



Table 2: Treatment modality at start of RRT in 2014

Treatment modality at day 1, among patients < 15 years of age starting RRT in 2014.
Patients from Germany, Italy, and Switzerland are excluded.

N Percent Pmarp
HD at start 221 41.2 2.34
PD at start 212 39.5 2.25
Pre-emptive transplantation 99 18.4 1.05
Unknown S 0.9 0.05

Table 3: PRD distribution at start of RRT in 2014

Cause of renal failure, among patients < 15 years of age, starting RRT in 2014 according to new and old PRD coding.

N Percent Pmarp
New Oold New  Old New Old

CAKUT 193 163 359 304 2.07 1.75
Glomerulonephritis 86 69 160 128 092 0.74
Cystic kidney disease 68 71 127 132 073 0.76
Hereditary nephropathy - 31 - 5.8 - 0.33
Metabolic and tubulointerstitial disorders 25 12 4.7 292 0.27 0.13
Toxic/ischemic renal failure 10 8 1.9 15 0.11 0.09
HUS 36 36 6.7 6.7 0.39 0.39
Vascular 12 10 22 19 0.13 0.11
Miscellaneous 87 61 162 114 093 0.66
Unknown 20 76 3.7 14.2 0.21 0.82

Table 4: eGFR at start of RRT

Estimated GFR based on age, height and serum creatinine levels, calculated according to the new bedside Schwartz formula, among
incident patients, age <15 years in 2014.

N Percent
eGFR<8 ml min™ per 1.73 m? 122 39.2
eGFR 8- 15 ml min™ per 1.73 m? 147 47.3
42 13.5

eGFR>15 ml min™? per 1.73 m?




Table 5: Prevalent Patients

Prevalent paediatric patients on renal replacement therapy on the 31* of December 2014. Prevalent counts
and prevalence per million age related population, by age groups.

Total RRT Age Groups
Country Infants Children Adolescents
0-14 years 0-4 years 5-9years 10-14 years
N pmarp pmarp pmarp pmarp

Albania 4 7.3 0.0 6.0 14.4
Austria 46 37.7 15.0 49.4 48.2
Belarus 35 23.0 7.0 21.9 45.1
Belgium 70 36.6 23.1 37.0 50.4
Bosnia and Herzegovina 11 18.1 43.5 0.0 17.8
Bulgaria 8 8.0 0.0 0.0 25.2
Croatia 23 36.8 28.9 33.4 48.2
Cyprus 7 50.2 41.4 65.1 44.4
Czech Republic 42 26.4 10.7 28.4 43.1
Denmark 40 414 13.3 36.2 72.0
Estonia 2 9.6 0.0 0.0 32.2
Finland 80 89.3 69.6 82.6 116.5
France 460 37.3 14.7 33.7 62.8
FYR of Macedonia 4 115 0.0 35.5 0.0
Georgia 13 171 14.2 8.7 28.1
Germany-KFH* 115 10.8 104 11.2 10.7
Germany-CERTAIN* 205 19.2 55 22.9 28.4
Greece 52 32.7 13.7 29.3 54.5
Hungary 48 33.6 8.8 30.4 60.4
Iceland 4 59.8 0.0 88.0 94.1
Italy* 275 32.7 18.2 31.7 47.2
Lithuania 10 23.4 13.3 14.6 42.8
Malta 4 65.2 0.0 50.3 146.0
Norway 45 48.3 25.8 41.5 77.9
Poland 229 40.1 17.9 39.3 64.9
Portugal 79 52.5 21.9 35.7 93.4
Republic of Serbia 28 27.3 6.1 41.2 33.9
Romania 42 13.6 4.2 15.9 19.8
Russia 382 17.7 7.3 17.3 30.8
Slovakia 17 20.5 104 14.4 37.9
Slovenia 11 36.3 36.4 19.7 54.7
Spain 286 40.5 17.5 41.9 62.1
Sweden 100 60.1 34.4 56.7 92.7
Switzerland* 52 42.4 16.7 321 79.6
the Netherlands 123 43.3 16.8 51.5 59.2
Turkey* 251 13.3 5.4 10.5 23.9
Ukraine 84 12.5 3.2 11.7 25.9
United Kingdom 646 56.6 26.6 57.8 89.7
Total* 3035 32.2 14.4 32.1 53.1

* Data from the German transplantation registry are based on 18 transplantation centers. In 2014, 117 patients under the age of 21 years were transplanted. The prevalence for
Turkey is an underestimation of the true prevalence. In Switzerland, not all patients 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 , Switzerland, Italy, and Turkey were
excluded from the overall prevalence.



Table 5: Prevalent Patients (continued)

Prevalent paediatric patients on renal replacement therapy on the 31* of December 2014. Prevalent counts
and prevalence per million age related population, by gender and treatment modality.

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 10.5 3.8 3.7 0.0 3.7
Austria 48.0 27.0 0.8 4.1 32.8
Belarus 26.9 19.0 2.0 6.6 14.5
Belgium 42.0 311 8.9 3.7 21.5
Bosnia and Herzegovina 25.8 10.1 11.5 3.3 3.3
Bulgaria 9.8 6.2 2.0 2.0 3.0
Croatia 43.6 29.7 1.6 24.0 11.2
Cyprus 28.0 73.7 0.0 14.3 35.9
Czech Republic 34.3 18.1 25 5.7 18.2
Denmark 54.6 27.6 1.0 3.1 37.3
Estonia 9.3 9.9 0.0 0.0 9.6
Finland 100.4 7.7 11 5.6 82.6
France 44.2 30.0 5.9 3.4 28.0
FYR of Macedonia 111 11.9 5.7 29 29
Georgia 22.5 111 5.3 9.2 2.6
Germany-KFH* 12.8 8.7 3.8 6.7 -
Germany-CERTAIN* 23.0 15.2 - - 18.7
Greece 44.2 20.6 8.8 9.4 14.5
Hungary 41.0 25.9 35 5.6 245
Iceland 88.0 30.5 0.0 0.0 59.8
Italy* 39.5 25.5 5.2 10.1 -
Lithuania 18.2 28.8 0.0 9.4 11.7
Malta 63.4 67.2 0.0 0.0 65.2
Norway 58.7 37.4 11 11 46.2
Poland 45.0 34.1 4.5 8.6 26.9
Portugal 58.3 46.3 2.7 14.6 35.2
Republic of Serbia 19.0 36.2 4.9 2.0 20.5
Romania 14.5 12.7 8.1 4.9 0.6
Russia 21.8 135 35 7.0 7.2
Slovakia 21.1 19.8 1.2 10.8 8.4
Slovenia 51.4 20.4 6.6 9.9 19.8
Spain 46.8 33.9 2.4 3.3 34.9
Sweden 70.2 49.4 3.0 6.0 50.5
Switzerland* 42.3 35.3 4.9 3.3 33.5
the Netherlands 54.4 317 3.2 21 38.0
Turkey* 14.6 12.0 2.3 8.4 2.4
Ukraine 12.8 121 51 3.0 4.3
United Kingdom 70.0 42.6 7.4 6.1 42.5
Total* 38.3 26.1 4.6 6.9 22.1

* Data from the German transplantation registry are based on 18 transplantation centers. In 2014, 117 patients under the age of 21 years were transplanted. The
prevalence for Turkey is an underestimation of the true prevalence. In Switzerland, not all patients 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 , Switzerland,
Italy, and Turkey were excluded from the overall prevalence.



Table 6: Hypertension and height in children on RRT

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).

Dialysis Transplantation
Blood pressure
% of patients with hypertension 47.0 (45.2-48.8) 26.6 (25.3-27.9)
Mean z-score systolic blood pressure 1.28 (1.20-1.35) 0.81 (0.77-0.85)
Mean z-score diastolic blood pressure 1.11 (1.05-1.17) 0.63 (0.60-0.67)
Height
% of patients with height z-score < -2 50.2 (48.8-51.6) 40.9 (39.6-42.3)
Mean height z-score -2.10 (-2.16; -2.04) -1.81 (-1.86; -1.77)

Figure 1: Five-year survival

Incident RRT patients under the age of 15 starting RRT from 2007 onwards. Follow-up till 31st of December 2014.
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Table 7: Causes of Death

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 2014.

Cause of death Number of deaths Percent
Myocardial ischemia and infarction 1 0.3
Cardiac failure 23 7.8
Cardiac arrest/sudden death other cause 30 10.2
Cerebro-vascular accident 24 8.1
Infection 52 17.6
Suicide /refusal or cessation of treatment 4 1.3
Treatment withdrawn 2 0.7
Malignant disease 9 3.1
Other identified cause of death 51 17.3
Cause of death uncertain/not determined 99 33.6
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Provided extended data to
the ESPN/ERA-EDTA Registry

National registries that contributed data as of November 2016

Provided limited data to

the ESPN/ERA-EDTA Registry

Provided data via
the ERA-EDTA Registry

Intend to contribute data
in the near future
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