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INCIDENTES Movimento

Novos doentes DRC5 em TSFR 9 -ano de 2020'

Dialise e TR preemptive

SAIDOS

Mortos

Recuperacéo da FR

Saida de registo—> transferéncia “Adultos” 15

Mudanca de TSFR
TR->HD ou DP -

HD->DP 1

DP->HD 2

Transplantes 5



n°; 4; 45%

Doentes Incidentes em 2020 (1° TSFR)

n°; 3; 33%

9 doentes

Idade Média=9,8% 6,9anos

Geénero 7M/2F;
2 de raca negra

m 0ano-4 anos
I 5anos-14 anos
®>=15 anos



Evolucao
do registo

Novos doentes/TR

Ano

2007
2008
2009
2010
2011
2012
2013
2014
2015

2016
2017
2018
2019
2020

Novos
doentes

19
16
18
17
18
24
10
17
16

11
13
14
15

Transplante/
ano

17
18
16
17
16
17
17
-

20

15
13
6
10
5



Doentes que iniciaram TSFR
2020

ANO 2020

Tipo de TSFR (dial)
4 em DP

3 em HD

N=9 2 TR préemptive.

B TR préemptive




Transplantacao- ano de 2020

N=5 transplantes

-CHUPorto; n=1
-H. S. Maria, CH Lisboa Norte; n=4

-Dador: Rim de dador cadaver n=3; dador vivo n=2
-TR préeemptive: n= 2



Prevaléncia pontual de doentes em dialise
31/12/2020
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Evolucao do registo

Prevaléncia pontual de doentes em dialise
a 31 de Dezembro
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Prevaléncia pontual de doentes com TR funcionante

31/12/2020
TR=80
Unidade | n___
H S Maria-Lisboa 48
C Hospitalar Porto 24

H Pediatrico Coimbra 8
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ESPN http://espn.cardiff.ac.uk

ANNUAL REPORT

Table 5: Prevalent Patients

Frevalent pasdiatic pailents on renal repacement Merapy on ihe 31 of December 2012, Frevalent counts and preva-
Ience per millon age related population, by age QrOUDs.

Country Total Age Groups
RRT patients Infants (Children Adolescents
0-Myears U-4years 5-0 years 10-14 years
N pmarp pmarp pmarp pmarp
Albania 5 B o 56 176
Bustria 7 4 1k 04 566
Balarus 0 w5 1 74 i
Bosnia and Herzegovina w 165 313 oo 178
Bulgaria 1 122 o o0 3832
(Creatia % 06 EE ] M4 563
Coech Republic kL ne 7 A 64
Denmark 3 53 w1 360 98
Estonia 1 L1 1 143 165
Finland i B3 S60 95 063
Framce 14 M1 LN M3 546
FYR of Macedenia 5 143 o 5 162
Germany* 185 ne T8 e |3
Gresce 57 11 159 o 578
Hungary 4 0 wr e a5
beeland 8 1205 BSF 06 7
Taly” bl n4 1] 07 465
Lithuznia 9 m4 &7 ni 322
Malta 4 651 o 515 12
Moldova 1 T ] in 51
Norway # 45 L 560 (2
Poland i) W08 159 36 647
Portugal E 51} b 578 789
FRomania # 144 7 04 pLT:}
Fussia an 150 &7 136 44
Serbia il 0 u s 514
Shovakia " nE 4 150 511
Shvenia 1 s hl n3 o}
Spain s 14 &7 06 1.0
Sweden 0 563 E1T] 57 87
Switzeriand 58 3 99 538 n3
the Ketherlands 13 1 M0 45 681
Turkey® in 74 7 18 38
United Kingdom 58 522 M5 514 89
Total® 338 316 147 310 512

ESPN/ERA-EDTA Registry |

Registry of the European Society for Paediatric Nephrology and the European
Renal Association and European Dialysis and Transplantation Association

ESPN/ERA-EDTA Registry http:/Awww.espn-reg.org

Preliminary Benchrarking Report

Age-adjusted proportion of dialysis patients with cverweight (BMI*)
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ESPN/ERA-EDTA Registry: a successful collaboration

[
14§
¥

. consecutive years of data collection about variables

Data on >24,000 individual patients from 40 countries

22 research fellows from 11 countries

48 publications in 10 medical journals

>400 authorships with 230 unique authors from the ESPN

>
7

ESPN Congress ,september 2021
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Variable incidence in Europe

|:| 0.0 - 2.5 pmarp
|:| 2.6 - 5.0 pmarp
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Demographics of paediatric renal replacement therapy in Europe: a report of the ESPN/ERA-EDTA registry.

Chesnaye N, Nephrol Dial Transp 2015



Disparities in treatment rates of paediatric end-stage renal disease
across Europe insights from the ESPN/ERA-EDTA Registry

Incidence of KRT correlated with GDP

110

10 -

Incidenca (pmarp)

GDP per capita[in 510000)

Chesnaye N, Nephrol Dial Transp 2015



Incidence (prmarp)

Disparities in treatment rates of paediatric end-stage renal disease

across Europe insights from the ESPN/ERA-EDTA Registry

Incidence of KRT associated with public healih expenditure (% of national GDP)
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Incidéncia de doentes com idade pediatrica em TSFR

(Mpmart=per million of the age -related population) 1451624

NIl I4F-W INnCcidéncia
(-l )M (0-14 anos)
pmart pmart@
Europa Portugal
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Prevalence of KRT

60- e 10-14
S ¢ All ages
fo
Increasing prevalence of KRT g ,, M + 59
over 10 years (2%lyr): ~35 §
pmc in children < 15 years g 20;_*__._‘_____'__'__.__._4 0-4
—
8 10-
’ » 0 L L L L L s L L L L
Bonthuis, Pediatr Nephrol 2021 2007 2008 2009 2010 2011 2012 2013 2014 2015 2016

Year
N=4459 )
D Children 0-14 years old
european 22 contries
C society for

paediatric
nephrology LEADING LURCPEAN NERRDLOGY

Bonthuis, Ped Nephrol (2021)



Prevaléncia pontual de Doentes Pediatricos em TSFR

Ano

31/12/2007
31/12/2008
31/12/2009
31/12/2010
31/12/2011
31/12/2012
31/12/2013
31/12/2014
31/12/2015
31/12/2016
31/12/2017
31/12/2018
31/12/2019
21/12/2020

Prevalencia
(0-14 anos)
pmart
Europa

Prevalencia
(0-14 anos)
pmart
Portugal

38,2
40,9
46,9
45,4
50,5
59,6
54,7
57,1
56,3
50,3
52,8
51,6
46,4
47.5

Populacao 0’-14 a-1 451 624
Populacao 0-18 a -3 084 001

48,7




Causes of of kidney failure

ESPN/ERA-EDTA Registry
(Children < 15 years)

ESPN/ERA-EDTA Registry
=

8 CAKUT

@ GNHUS

@ heredtary/cyshc
8 miscellaneous

european
society for
paediatric
nephrology

AN

Portugal

Outras;

7% 300 doentes
(<18 anos).

m CAKUT = GN/SHU = DQ/HER = Outras



When to start kidney replacement therapy?

eGFR at start of KRT

Van Stralen, Nephrol Dial Transplant 2010

Detepdinan of eGFR at start of RRT mn paediatnic patients

2>
01420

[lo10139
1 .

W1 ie599
I\ NN
NN\ 24079
\

| |®0.39
0-1 2.5 6-12 13-17 males females hd pd x
age group gender treatment at start
Median eGFR-10,4 ml/min/ 1,73 m2. /j
3 Lower eGFR at start: /
european | - younger children, @’a
C e | - dialysis vs preemptive TR, \
nephrology - late referral. LEADING EURDPEAN NEPHROLOGY

Research is needed to determine the
consequences of these diferences.



Proportion of patients

(2]

Proportion of patients

Outcome of KRT by eGFR at start:

Anemia
1007 3 No anemia
Bl Anemia
804
60
404
204
Late Early
Dialysis initiation
Hyperphosphatemia
100+ 1 No hyperphosphatemia
W Hyperphosphatemia
804
604
404
204

Late Early
Dialysis initiation

<8vs.28 m/min/1.73 m?

Proportion of patients

Proportion of patients

204

1004

80

204

Body mass index

Bl Obese
P — Preka, Nephrol Dial Transplant 2019
[l Normal weight

7 Underweight ™

W Owrwege

Po. g

et -

>

eGFR >= 8 ml/imin/1.73 m?

[ D < 2th/Recovery: 6.5%
Still on dialysis: 11.5%

-

Percentage of patients
22885883888

Tx: 82.0%

Late Early
Dialysis initiation

Hypertension
N Hypertension W Myeeeme 1 2 i a
1 Nohypertension T Time since RRT (years)
B  eGFR <8 mlimin/1.73 m?2

T —N Decath/Recovery: 4.6%
Still on dialysis: 14.0%

o

-

Percentage of patients
c3¥ssu8388d

Tx: 81.4%

Late Early 1 2 3 4
Dialysis initiation Time since RRT (years)

°

Higher eGRF at dialysis in initiation is not
associated with clinical benefit in children -

mortality and access to transplant
(except slightly higgher BP in late starters)

L




Modality of the first KRT

Modality at start of KRT:
40% HD, 40% PD, 20% Tx

: european
society for
C paediatric

nephrology

N=4459
Children 0-14 years old
22 contries

Year
100-
- T

% 80 = PD
£ ] HD
& o0
°
)
o
8 404 B BB
c 4
<
S
e 201
o

T S Bonthuis, Pediatr
2007 2008 2009 2010 2011 2012 2013 2014 2015 2016
Year of KRT start Nephrol 2021



Recovery after start of chronic dialysis

Bonthuis, CJASN 2018

What is the likelihood that children starting maintenance
dialysis therapy will recover kidney function? CJASN

Methods and Cohort Recovery (entire cohort)
Recovery at Median time
ESPN/ERA-EDTA Registry 2 years to recovery
36 European countries
2% 5 months
0OR 2-9.6)
N= 6574 B of ki fail
Age <15 years ery (by cause dney failure) .
Maintenance dialysts initiation 2000-2014 q p zé) ’l //
Outcome: tlads i
Dialysis recovery = discontinuing 0_80/0 11 % 12% 13%
dialysis for 30 days or more Adjusted HR rof 0.4 1.4 156
{95% C) ©.7-428) 15.6-23) (89-27.%

Yarpen bortiun. Mrome naaedyt [heone Bivars, Kot (ramadory & Dowd. LAara Garata, Mo “erbeies
Advian C Lunge, Timo Jiviaamen, Lonat Kamegper, Coma Arcats, Dlsadets Waoer, Ranofr Putvson, Mavah O
Seta Sa0 Teste Joop W Goomelt ad Kty ) Jaged Recovery of Kidney Function in Chitdren
Troated with Maintemance Dadysis

Sk M. 221CN 00500010



Mortality

Ten year trends in epidemiology and outcomes of pediatric kidney replacement therapy in Europe:
data from the ESPN/ERA-EDTA Registry .

Methods: All children aged <15 years starting KRT 2007-2016 in 22 European countries, 4459 patients aged 0-14 years participating.
ESPN/ERA-EDTA Registry

Conclusions

Five-year patient survival
was good, around 94%. It was
unchanged over time

Bonthuis M et al. Pediatr Nephrol (2021)



Country-specific KRT mortality rate
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5 year RRT mortality rate was 15,8 deaths per 1000 patients years




Country-specific KRT mortality rate

Mortality rate

Mecrasconouics

significantly associated: CT R e
-Macroecomics: Public S SR
healph expenditure (per e e e
1 SD increase); e o—
Transghantation rate 086 (070106} 016

-Number pediatric NCTr — oo:(072106 030 ]
No. paediatric nephfologiuts prme 091 (0-85-0-98) 002
nephrologists per million Somremmi A0 L ES
. Reanduirverment GH S 149 (0-65-343) 05
Ch]ldren ) 232115352 D001
1 I|.||R:.‘ 68) o:'m

-| -Initial tratment
modality . Dialysis (HD
AND PD)compared a RT.

Chesnaye et al, Lancet 2017




Long-term patient survival

100
90 88

S &3 85 85
e 81
15-yeat 20-year

m Overall <2 205 m6to12 13to 17

90

80

Survival in pediatric patients in RRT- 94%,90%, 87% and 83% at 5,
10,15 and 20 years after 1st RRT treatment.



Chronic KRT in neonates

1.0
Death
0.8
£ 06 Dialysis
k= survival
L2
e 04
Q.
0.2 Transplant
0.0

0O 6 12 18 24 30 36 42 48 54 60
Months after birth

Number at risk: 264 213 192 166_148 124 108 99 83 75 65

Months aftee Derth Survival after start RRT and

the probability of getting a

N=264 transplant
. 45 (17%) died. 5-year survival rate of 76%
. Infection 35%
. Unknown 40%

. 55% received a KT within 5 years Vian Stralen, Kidney Int 2014

Data source: ESPN/ERA-EDTA, IPPN (since 2007), Japanese, ANZDATA Registry.




Practice patterns and access to KT

Disparities in waiting time on the list for

DD kidney transplantation

Median 11 months
(IQR 6-18)

Medkan walting time (months)

/ m?"’f?’jé’w’ Y
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Proportion of prevalent KRT children

with a functioning graft by countr
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Access to kidney transplantation (2007-2015)

Large disparities in access
To KT, but no difference in
graft survival between
lower and higher income
countries in Europe.

Total population Low-income countries
- 1.0+

i 6.5% death —— 10.4% death
8 8 o8

0.84 8-
$ 3.6% unknown donor $ Bonthas. Kidney Int 2020
£ o6 £ 061
© 46.3% deceased donor @
2 - 2 7.6% unknown donor
& i
§ 0.2 29.8% living donor g | 20.2% deceased donor
o (5]

21.0% living donor
0.0 = ! ng
0 1 2 3 3
Time on RRT (yr) Time on RRT (yr)
Middle-income countries High-income countries
10 6.9% death 3.1% death
1.6% unknown donor
0.8+
= 2.9% unknown donor

52.6% deceased donor

59.2% deceased donor

Cumulative incidence
(=]
>

Cumulative incidence

38.1% living donor

114.29% living donor

2 3
Time on RRT (yr) Time on RRT (yr)



Kidney transplantation in small children

601 children with start of KRT< 2.5 years and transplanted < 20 kg

KTx<10kg: N=100 KTx 210 kg: N= 501
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Graft failure risk higher in TR < 10kg patients at 1 year RO——
(graft survival 90% vs 95%; HR 3,8, 95% Cl 1,2-11,8),
but not at 5 years (HR 1,7 95% Cl 0,7-4,3)
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ESPN nttp://espn.cardiff.ac.uk ESPN/ERA-EDTA Registry http://www.espn-reg.org

Publicacdes da ESPN/ERA-EDTA

(coautoria nefrologistas pediatricos portugueses

. 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.

Bonthuis M, van Stralen KJ, Verrina E, Groothoff JW, Alonso Melgar A, Edefonti A, Fischbach M,
Mendes P, Molchanova EA, Paripovi¢ D, Peco-Antic A, Printza N, Rees L, Rubik J, Stefanidis CJ,
Sinha MD, Zagozdzon |, Jager KJ, Schae-fer F;, NDT 2013; 0:1-10

Demographics of paediatric renal replacement therapy in Europe: a report of the ESPN/ERA-
EDTA reqistry. 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.

.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 ] Am Soc Nephrol. 2014 Jan;9(1):92-9.
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