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Doentes que iniciaram TSFR no ano de

2014
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12 em DP

4 em HD

1 Tr pré-emptive.




|dade a data da 1° TSFR

Doentes incidentes em 2014
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Prevaléncia pontual de doentes em dialise em
ambiente pediatrico

(31/12/2014)
N=33

12 DP=26(79%)
10 HD=7(21%)
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Evolucao do registo
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Transplante

7 transplantes

« 2 Centro Hospitalar do Porto

« 2 Hospitais Universitarios de Coimbra/Pediatrico
« 2 H.S. Maria. Lisboa

« 1. H.Curry Cabral .Lisboa

« Dador. Rim de cadaver.
« Transplantados com sucesso



Prevaléncia pontual de doentes com transplante renal
(enxerto funcionante) com seguimento em
ambiente pediatrico a 31/12/2014

N=80
H S Maria-Lisboa 46
C Hospitalar Porto 29

H Pediatrico Coimbra 5



Etiologia da IRC dos doentes prevalentes com idade <18

anos em TSFR

(31/12/2014)
n=113
Malformacdes do rim e tracto urinario (CAKUT) 52
codigos EDTA 20,21,22,23,24,25,29 60,61,63,66) (48,5%)
Nefropatias hereditarias incluindo S.N. tipo Finnish 12
(codigos 50,51,52,53,54, 59) (10,4%)
Doencas quisticas hereditarias (codigos 40,41,42,43,49) 7
(5,7%)
Glomerulonefrite e glomerulosclerose 19
(codigos10,11,12,13,14,15,16,17,19) (17,1%)
Sindrome hemolitico urémico (codigos 88) 7
(6,6%)
Outras (85,90,91,99 ) 8
(6,1%)
Desconhecida 8

(6,1%)




(1) Estado incluidos os doentes que iniciaram TSFR nas unidades de Nefrologia Pediatrica

Incidéncia de doentes em TSFR
(corrigida)

(per million of the age —related population)

Incidéncia @ Incidéncia @
(O -14 anos)  (0-14 anos)
pmart

9,8

N° de Criangas na populacao Portuguesa(0-14 anos)- 1. 633. 245 /novos censos* 1.561.550 criangas



Prevaléncia pontual de criancas com idade inferior
a 15 anos em TSFR

N° de Criancas na populagéo Portuguesa(0-14 anos)- 1. 633. 245 ¢/ 1.568228 rciancas

* Novos censos da populagdo portuguesa



Evolucao do registo




Preliminary Benchmarking Report

Funnei-pioks aliow U= to aojectively compare the perfiommace of individusal countries. For each clinical indicator, oounkry estimabes: (-
axis) are plothed agmingt the number of patients [x-sxis] The mntrol limits form & ‘funnel sround the Europesn sverazen and reflect
the predision of the estimate based on the numiber of patients in each country. Counkries Bhat fall outside these Emits are doing efther
betier or worse compared o the Europesn averaze. Nevertheless, in uniries with a srall rumiber of patients {10, these Bmits may
be impredise The piots are based on patient measurements colleched sinoe 2007 for patients aged 0-14 yesrs. Al ouniry estimates are
adjusted for the =ffect of age. Details on the methods used can be found i the appendin.

Dados fornecidos em Outubro de 2015 pelo
ESPN reqistry,

Comparacao de Portugal com a media da Europa




Preliminary Benchmarking Report

Age-adjusted E5A treatment in dialysis patients
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Preliminary Benchmarking Report

Age-adjusted average Hb in dialysis patients
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Preliminary Benchmarking Report

Age-adjusted proportion of anemia (Hb < 10 g/1) in dialysis patients
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Preliminary Benchmarking Report

Age-adjusted proportion of dialysis patients treated with antihypertensives
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Preliminary Benchmarking Report

Age-adjusted average systolic blood pressure Z-score for dialysis patients
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Preliminary Benchmarking Report

Apge-adjusted average diastolic blood pressure Z-score for dialysis patients
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Preliminary Benchmarking Report

Apr-adjusted proportion of dialysis patients with hypertension [systolic or dizstolic pressure Z-soore = 1.64)
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Preliminary Benchmarking Report

Age-adjusted proportion of dialysis patients with a height Z-score below -2
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Preliminary Benchmarking Report

Age-adjusted proportion of dialysis patients with hyperdholesterolemia (=200 mg/dl)
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Preliminary Benchmarking Report

Age-adjusted proportion of dialysis patients with overweight [BMI*®)
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Age-adjusted proporticn of transplant patients with overweight (EMI*)
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PublicacOes da ESPN/ERA-EDTA

(participacao de nefrologistas portugueses 2010-14)

Determinants of eGFR at start of renal replacement therapy in paediatric patients.. Tizard EJ, Jager
KJ, Schaefer F, Vondrak K, Groothoff JW, Podrackad L, Holmberg C, Jankauskiené A, Lewis MA, van
Damme-Lombaerts R, Mota C, Niaudet P, Novljan G, Peco-Antic A, Sahpazova E, Toots U, Verrina E.
. Nephrol Dial Transplant. 2010 Oct;25(10):3325-32.

Underweight, overweight and obesity in paediatric dialysis and renal transplant patients.. Bonthuis
M, van Stralen KJ, Verrina E, Groothoff JW, Alonso Melgar A, Edefonti A, Fischbach M, Mendes P,
Molchanova EA, Paripovic¢ D, Peco-Antic A, Printza N, Rees L, Rubik J, Stefanidis CJ, Sinha MD,
Zagozdzon I, Jager KJ, Schae-fer F; NDT 2013; 0:1-10

Chesnaye N, Bonthuis M, Schaefer F, Groothoff JW, Verrina E, Heaf JG, Jankauskiene A,
Lukosiene V, Molchanova EA, Mota C, Peco-Anti¢ A, Ratsch IM, Bjerre A, Roussinov DL, Sukalo A,
Topaloglu R, Van Hoeck K, Zagozdzon |, Jager KJ, Van Stralen KJ; on behalf of theESPN/ERA—EDTA
registry. Pediatr Nephrol. 2014 Jul 21.

Adult height in patients with advanced CKD requiring renal replacement therapy during
childhood..Harambat J, Bonthuis M, van Stralen KJ, Ariceta G, Battelino N, Bjerre A, Jahnukainen T,
Leroy V, Reusz G, Sandes AR, Sinha MD, Groothoff JW, Combe C, Jager KJ, Verrina E, Schaefer F;
ESPN/ERA-EDTA Registry. Clin J Am Soc Nephrol. 2014 Jan;9(1):92-9.

ESPN http://espn.cardiff.ac.uk ESPN/ERA-EDTA Registry http://www.espn-reg.org


http://www.ncbi.nlm.nih.gov/pubmed/20395256
http://www.ncbi.nlm.nih.gov/pubmed/20395256
http://www.ncbi.nlm.nih.gov/pubmed/20395256
http://www.ncbi.nlm.nih.gov/pubmed/20395256
http://www.ncbi.nlm.nih.gov/pubmed/20395256
http://www.ncbi.nlm.nih.gov/pubmed/20395256
http://www.ncbi.nlm.nih.gov/pubmed/20395256
http://www.ncbi.nlm.nih.gov/pubmed/23975752
http://www.ncbi.nlm.nih.gov/pubmed/23975752
http://www.ncbi.nlm.nih.gov/pubmed/23975752
http://www.ncbi.nlm.nih.gov/pubmed/23975752
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977
http://www.ncbi.nlm.nih.gov/pubmed/24178977

PublicacOes da ESPN/ERA-EDTA
(participacao de nefrologistas portugueses 2015)

*Bonthuis M?, Busutti M1, van Stralen KJ?, Jager KJ!, Baiko S?, Bakkaloglu S?, Battelino N1,
Gaydarova M1, Gianoglio B?, Parvex P1, Gomes C?, Heaf JG!, Podracka L1, Kuzmanovska
D1, Molchanova MS1, Pankratenko TE1, Papachristou F1, Reusz G1, Sanahuja MJ?!, Shroff R1,
Groothoff JW?1, Schaefer F1, Verrina E

Mineral metabolism in European children living with a renal transplant: a European
society for paediatric nephrology/european renal association-European dialysis and
transplant association registry study. Clin J Am Soc Nephrol. 2015 May 7;10(5):767-75.
doi: 10.2215/CJN.06200614. Epub 2015 Feb 20.

svan Huis M1, Bonthuis M?, Sahpazova E3, Mencarelli F4, Spasojevi¢ B®, Reusz G, Caldas-
Afonso A7, Bjerre A8, Baiko S°, Vondrak K19, Molchanova EAY, Kolvek G12, Zaikova N13,
Bohm M14, Ariceta G1°, Jager KJ?, Schaefer F16, van Stralen KJ2, Groothoff JW1.
Considerable variations in growth hormone policy and prescription in paediatric end-
stage renal disease across European countries-a report from the ESPN/ERA-EDTA
registry. Nephrol Dial Transplant. 2015 Apr 28. pii: gfv105. [Epub ahead of print]

ESPN nttp://espn.cardiff.ac.uk ESPN/ERA-EDTA Registry http://www.espn-reg.org
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