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Introduction

As a part of its mission to improve care for children’s kidney diseases worldwide,
IPNA has established a population-based global registry for pediatric long-term
kidney replacement therapy (KRT).

We are delighted to present the 3rd Annual Registry Report, which provides
demographic information on 23,400 children treated with maintenance dialysis or
transplantation in 65 countries. Considering that in at least 45 additional countries
no long-term pediatric KRT is currently available, the IPNA registry encompasses at
least 68% of the world childhood population.

A website for direct online data entry is available (http://ipna-registry.org), which is
currently used by 30 countries without established national registries.

We hope that this Report will be perceived informative and useful by the members
of our pediatric nephrology community and beyond.

Objectives of the Registry

*  To provide information on long-term KRT and outcomes
in the context of socioeconomic conditions

*  To provide global pediatric KRT benchmarking
*  To promote pediatric KRT programs in emerging countries

*  To empower clinical research by providing demographic information
on pediatric kidney diseases leading to kidney failure and long-term
KRT
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Annual Data Collection

National and transnational registries around the globe have been invited to submit
data to the IPNA Global KRT Registry. In addition, direct data submission has been
made possible for countries without existing registries.

The core dataset contains a small set of patient level data: age, gender, primary
kidney disease, start/switch date and modality of KRT, date and cause of death

This Third Annual Report is based on the data collected between 2017-2021.

It describes country specific long-term KRT incidence and prevalence, primary kidney
disease distribution, initial KRT modality choices, proportion of deceased donor and
living related transplantation and causes of death on a country, regional and global
level. For more information on the IPNA Global KRT Registry, please contact the
registry coordinator at www.ipna-registry@com.

Centers
Data collected [ J
Country
Center ID
Center type (pediatric/mixed)
IPNA

- National Regist

Patient ID, Gender, Date of birth il s egistry

Registries Online

Registries Portal
New / transferred patient
Primary kidney disease (PKD)

Start/change date of treatment modality

Date and cause of death [ IPNA Registry Database (65 countries) J
Date and cause of graft failure
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Country Participation Status

No. of Countries World Childhood
: Population (%)

Data transmitted 65 55%
No long-term KRT available 45 13%
Included in Annual Report! 110 68%
Data Sharing Agreements (DSA) signed,

. 10 2%
data transfer pending
DSA in progress 7 7%
Not interested / no contact established 87 23%

I Data received

[ Inprogress
I Nolong-term KRT
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Total number of reported patients and population coverage:

Europe
patients update (%)

Albania 2019

Austria 836 2019 100
Belarus 153 2019 100
Belgium data transfer pending

Bosnia and Herzegovina 139 2019 100
Bulgaria 84 2019 100
Croatia 195 2017 100
Cyprus 17 2019 100
Czech Republic data transfer pending
Denmark 381 2019 100
Estonia 10 2019 100
Finland 502 2019 100
France 3822 2019 100
Georgia 34 2019 100
Germany data transfer pending

Greece data transfer pending
Hungary data transfer pending

Iceland data transfer pending

Ireland 12 2019 100
Italy data transfer pending

Latvia 14 2019 100
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Total number of reported patients and population coverage:

Europe
update

Lithuania 2019

Malta 6 2019 100
Netherlands data transfer pending

North Macedonia 18 2019 100
Norway 494 2019 100
Italy data transfer pending

Latvia 14 2019 100
Lithuania 60 2019 100
Malta 6 2019 100
Poland 1360 2019 100
Portugal 308 2019 100
Romania 574 2019 100
Russia 1414 2019 100
Serbia 158 2019 100
Slovakia 136 2019 100
Slovenia 50 2019 100
Spain 1880 2019 100
Sweden data transfer pending
Switzerland 461 2017 100
Ukraine 364 2019 100

United Kingdom data transfer pending
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Total number of reported patients and population coverage:

Turkey/Middle East
patients

Turkey 1322 2019

Iran 624 2021 100
Israel 101 2021 35
Jordan 124 2018 100
Lebanon 2 2020 unknown
Oman 14 2021 100
Syria 218 2019 100
United Arab 116 2021 70

Emirates

Yemen 0 2021 100
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Total number of reported patients and population coverage:

Asia
update
Armenia 2021
Bahrain 0 2021 100
Bangladesh 109 2021 unknown
Bhutan 0 2021 100
Brunei 0 2021 100
Burma 0 2021 100
China 941 2021 100
Cambodia 0 2021 100
Fiji 0 2021 100
Hong Kong 65 2021 100
India 611 2020 80
Republic of South Korea 155 2021 50
Lao People Republic 6 2021 100
Malaysia 1235 2020 90-95
Myanmar 0 2021 100
Nepal 0 2021 100
Pakistan 319 2021 90
Papua New Guinea 0 2021 100
Philippines 50 (incident 2021 100
only)
Saudi Arabia 66 2021 60
Singapore 67 2021 100
Sri Lanka 57 2018 100
Turkmenistan 0 2021 100

Vietham 8 2018 unknown
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Total number of reported patients and population coverage:

North/Latin America
patients
Canada 1596 2021 77%
(ex. Quebec)

usa data transfer pending
Bolivia 16 2017 100
Brazil 150 2021 unknown
Chile 239 2017 unknown
Guatemala 35 (incident pts) 2020 100
Haiti 13 2021 100
Paraguay 20 2017 100
Peru 352 2021 85
Puerto Rico 30 2018 unknown
Suriname 0 2021 100

Uruguay 24 2021 100
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Total number of reported patients and population coverage:

Africa

Angola 2021

Benin 0 2021 100
Burundi 0 2021 100
Botswana 0 2021 100
Burkina Faso 16 2018 unknown
Capo Verde 0 2021 100
Central African Republic 0 2021 100
Comoros 0 2021 100
Congo 0 2021 100
Djibouti 0 2021 100
Erithea 0 2021 100
Ethiopia 0 2021 100
Gabon 0 2021 100
Ghana 0 2021 100
Guinea 0 2021 100
Guinea Bassau 0 2021 100
Ivory Cost 0 2021 100
Lesotho 0 2021 100
Liberia 0 2021 100
Madagaskar 0 2021 100
Malawi 0 2021 100
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Total number of reported patients and population coverage:
Africa

T W

Morocco 2021

Mauretania 0 2021 100
Mauritius 0 2021 100
Mozambique 0 2021 100
Namibia 0 2021 100
Niger 0 2021 100
Senegal 0 2021 100
Seychelles 0 2021 100
Somalia 0 2021 100
Sierra Leone 0 2021 100
Swaziland 0 2021 100
Tanzania 0 2021 100
Togo 0 2021 100
Tchad 0 2021 100
Tunisia 84 2021 50
Zambia 6 2021 unknown

Zimbabwe 0 2021 100
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Long-term KRT Incidence and Prevalence:
Europe and Turkey

No. of Incidence No. of Prevalence | Age at KRT start
incident | (pmarp) | prevalent (pmarp) (years)
patients patients Median (IQR)

Albania 3 4.4 13 18.9 6.1(1.9-12.2)
Austria 19 10.9 99 57.2 15.5 (10.5 — 18.4)
Belarus 12 5.8 76 36.9 15.4 (1.2-17.1)
Bosnia 1 1.5 16 24.8 19.7
Herzegovina

Bulgaria 5 3.7 26 19.5 14.8 (5.5-17.2)
Croatia 1 1.28 45 57.6 54
Cyprus 1 3.76 12 45.2 9.2
Denmark 12 9.3 82 63.6 14.9 (6.7 -17.7)
Estonia 0 0.0 6 21.2 ---
Finland 7 6.0 122 104 5.5 (0.6 — 15.1)
France 125 7.8 966 60.7 14.6 (7.6 —17.5)
Georgia 11 11.5 23 24.0 11.7 (8.6 —11.9)
Ireland 3 2.2 12 8.8 12.2 (1.7 -13.0)
Latvia 2 5.0 11 27.5 12.7 (10.0 — 15.4)
Lithuania 5 8.9 19 33.9 15.9 (8.2 -16.9)

pmarp: patients per million age related population
Incidence: Patients aged < 20 yrs. at KRT initiation
Prevalence: Patients aged <20 yrs. on December 31st of observation year
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Long-term KRT Incidence and Prevalence:
Europe and Turkey

Country No. of Incidenc No. of Prevalenc | Age at KRT start
incident e prevalent | e (pmarp) (years)
patients | (pmarp) patients Median, IQR

Malta 0 0.0 2 20.0 -

North Macedonia 2 4.8 10 24.1 8.9 (6.3-11.4)

Norway 13 10.4 89 71.3 13.8 (2.9 -17.5)

Poland 27 3.6 367 48.8 8.3(2.2-12.9)

Portugal 15 8.0 139 74.1 13.2 (6.2 - 16.0)

Romania 31 7.7 122 30.5 14.4 (10.8 -17.9)

Russia 90 2.7 855 25.6 8.3(2.7-12.6)

Serbia 4 2.7 51 34.8 15.7 (14.5-16.1)

Slovakia 7 6.3 37 33.2 15.4 (10.4 - 18.0)

Slovenia 1 2.4 21 51.0 18.6

Spain 70 7.7 567 62.3 11.0 (7.1 - 14.0)

Switzerland 13 7.6 93 54.1 12.9 (10.7 — 15.4)

Ukraine 40 4.4 214 23.6 11.6 (8.3 -14.2)

Turkey 84 3.1 740 27.4 10.6 (6.0 — 15.6)

pmarp: patients per million age related population
Incidence: Patients aged < 20 yrs. at KRT initiation
Prevalence: Patients aged <20 yrs. on December 31st of observation year
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Long-term KRT Incidence and Prevalence:
Asia and Middle East

No. of
incident
patients

Prevalence
(pmarp)

No. of
prevalent
patients

Incidence
(pmarp)

Age at KRT start
(years)
Median, IQR

Armenia 2 2.7 14 18.8 14.5 (11.2-14.6)
China 171 1.0 773 4.6 9.5 (5.9-12.1)
Hong Kong 5 4.1 64 52.8 16.9 (5.6 - 18.9)
India 78 0.27 552 1.91 10.2 (0.2 - 16.3)
Iran 20 1.0 369 18.7 13.1 (5.6 —14.8)
Israel 7 7.8 63 70.0 13.7 (11.4-14.9)
Jordan 35 8.6 118 28.9 10.5 (6.7 - 11.9)
South Korea 8 1.8 79 17.5 3.7 (0.7-15.2)
Laos 3 1.1 6 2.3 13.2 (1.2 -13.7)
Malaysia 83 8.5 486 49.8 14.0 (10.8 - 16.3)
Oman 1 0.65 14 9.1 0.17
Pakistan 26 0.26 281 3.1 12.1(9.0-13.3)
Philippines 50 1.2 - - 16.7 (13.3-17.6)
Saudi 10 0.92 52 4.8 8.7 (0.9 -10.8)
Arabia

Singapore 8 8.3 38 39.7 16.3 (7.4 - 18.7)
Syria 12 1.8 149 22.4 7.5 (6.0 — 11.4)
Sri Lanka 3 0.4 26 3.8 7.6 (5.8 -15.0)
UAE 4 4.1 66 68.2 9.2 (0.66 — 16.5)
Vietnam 8 0.27 8 0.3 9.1(5.7-13.3)

pmarp: patients per million age related population
Incidence: Patients aged < 20 yrs. at KRT initiation
Prevalence: Patients aged <20 yrs. on December 31st of observation year
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Long-term KRT Incidence and Prevalence:

Africa
Country No. of Incidence No. of Prevalence | Age at KRT start
incident (pmarp) prevalent (pmarp) (years)
patients patients Median, IQR
Burkina Faso 0 0 6 0.5 -—--
Morocco 9 1.2 63 8.2 9.9 (6.5-13.4)
Tunesia 3 2.3 36 25.4 12.4 (9.8 - 14.6)
Zambia 4 0.4 4 0.4 10.5 (7.6 — 12.4)

Pmarp: patients per million age related population
Incidence: Patients aged < 20 yrs. at KRT initiation
Prevalence: Patients aged <20 yrs. on December 31st of observation year
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Long-term KRT Incidence and Prevalence:
North and Latin America

Country No. of Incidence No. of Prevalence | Age at KRT start
incident (pmarp) prevalent (pmarp) (years)
patients patients Median, IQR

Canada 33 53 364 59.2 14.4 (9.8-17.4)

USA* 825 11.0 5455 75.0 -

Bolivia 5 1.1 16 3.4 12.4 (11.1-13.6)

Brazil 20 unknown 140 unknown 10.6 (4.4 -14.0)

Chile 39 7.9 238 48.0 9.2 (4.7-11.9)

Guatemala 35 4.6 - - 12.3(9.2-13.9)

Haiti 4 0.8 7 1.4 15.6 (12.7 — 16.8)

Paraguay 8 3.2 19 7.6 9.8 (8.3-12.9)

Peru 24 2.8 221 26.2 10.7 (8.9 -13.9)

Puerto Rico 5 7.0 25 35.2 14.8 (13.5-19.5)

Uruguay 4 4.6 20 23.0 7.8(9.1-11.8)

pmarp: patients per million age related population
Incidence: Patients aged < 20 yrs. at KRT initiation
Prevalence: Patients aged <20 yrs. on December 31st of observation year

*Data from US (2019) based on USRDS Report - 2021



e) I P N A International Pediatric Nephrology Association
GREAT CARE FOR LITTLE KIDNEYS. EVERYWHERE

No information
Modality not available
0-2.5
25-49
50-74
7.5-99
10 - 20

20 - 30
30 - 40
>40

No information
Modality not available
0-2.5

25-4.9

50-7.4

7.5-9.9

10 - 20

20-30
30 - 40
>40



e) I P N A International Pediatric Nephrology Association
GREAT CARE FOR LITTLE KIDNEYS. EVERYWHERE

Transplantation Prevalence
(children per million age related population)
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Primary Kidney Disease by Region

Other i) 109
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CAKUT kWi 3549 831
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Familial non-specif. 1y 481 24(
Post-Ischemic ) 667
Tubular Disorders /Kl 547 272
Unknown EEf: 1163 554
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Initial long-term KRT Modality by Region

100%
90%
80%
70%
60%
50%
40%
30%
20%
10%

0%

Canada USA Europe Turkey/ME Latin Asia Africa
America
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Kidney Donor Source by Region
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Causes of Death by Region
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Responsible for the contents of this report:

Chair: Franz Schaefer, Heidelberg, Germany
Vice Chair: Bradley A. Warady, Kansas City, USA
Registry Coordinator: Dagmara Borzych-Duzatka, Gdansk, Poland



