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Value of Registries for Renal Replacement Therapy 

• Documentation of clinical work load for resource allocation  

by hospital authorities 

• Provision of ESRD/RRT demographics for resource allocation  

by regional/national health care providers 

• Benchmarking of center performance by monitoring of key 

performance and outcome measures   

• Empowerment of research initiatives and guideline activities 

through information on disease demographics, comorbidities, 

management and outcomes 

• Facilitation of clinical trial planning by information on available 

populations 



Added Value of a Global RRT Registry? 

 

• Enable global and regional comparisons for 

performance & outcome benchmarking 

 

• Provide critical mass for analyses of rare events, 

diseases, treatments 

 

• Help emerging countries to build national RRT 

registries 



Iran Regional Registries Report 

• IPDR (2239 adult)- Questionnaire (1995-2010) 

– Hakim software (Electronic Health Record: Pegahsoft, 2004 
• Najafi I, Perit Dial Int. 2014  

• CAPD (182 ped)- Questionnaire (1993-2006) 

•  Hooman N, Arch Iran Med 2009 

• Renal Tx (907 ped)- Questionnaire (2006-2010) 

• Otukesh H, Pediatr Transpl ,2011 

• IRRTR ( no information) 

 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4164408/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4164408/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4164408/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4164408/


2016 Global Pediatric RRT Survey 
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 Invitation sent to pediatric 

nephrologist contacts  

in 125 of 178 countries  

with >0.3M population 

 

Responses  from 94 countries 

covering 6.2 billion  

(90.3% of global) population 

S.Ploos van Amstel PN 2018 



RRT Registry Information Available According to Survey 

S.Ploos van Amstel PN 2018 



IPNA Registry 

Global Renal Replacement Registry for Children 
 
Aims:  

 To provide information on RRT and outcomes  
in the context of socioeconomic conditions  

 To provide global pediatric RRT benchmarking  

 To promote pediatric RRT programs in emerging countries  

 To empower clinical research by providing disease,  
CKD and RRT demographics 
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Core dataset:  

 

- Country 

- Center ID 

- Center status (public/private) 
 

- Patient ID  

- Sex 

- Date of birth 

- Primary Renal Disease (PRD) 

- New / transferred patient 

- Date of start/change of treatment modality 

- Date and cause of death 

- Date and cause of graft failure 

   Annual Data Collection 



Data Submission and Integration 

IPDN Registry 
Database 

Trans-national 
Registries 

IPNA Registry Database 

Centers 

National  
Registries 

IPNA 
Registry 

Online Portal 



ipna-registry.org 

https://ipna-registry.org/
https://ipna-registry.org/
https://ipna-registry.org/


IPNA Registry Website – regional admin 





Modes of Data Transmission 
No. of Countries 

Close to 23,000 RRT patients 

registered  

 

Most countries transmitted data from 

existing (trans)national registries 

(ESPN, USRDS) 

 

Website launched in 2018;  

already >2300 patients from 20 

countries entered  

 

Under construction:  

Interface between  

IPDN and IPNA databases 

 



Modes of Data Transmission 



National Pediatric RRT Registries Created via Online Portal 



https://ipna-registry.org/index.php?id=reports 

https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports








Current IPNA Registry Status 



https://ipna-registry.org/index.php?id=reports 

https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports


https://ipna-registry.org/index.php?id=reports 

https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports


Registry Output 
Annual Reports   
RRT incidence and prevalence, modality choices,  
technique and patient survival rates;  
breakdown by countries and regions 

Published on website  

 

Country Reports  
Detailed demographic and benchmarking figures 
 - country vs. regional and global level 

Provided to national registry representatives and approved centers  
 

Scientific Publications 



Annual Reports 



Hemodialysis Prevalence 



https://ipna-registry.org/index.php?id=reports 

https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports


PD Prevalence 



https://ipna-registry.org/index.php?id=reports 

https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports


Transplantation Prevalence 



https://ipna-registry.org/index.php?id=reports 

https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports


Glomerular Disease Leading to RRT 



https://ipna-registry.org/index.php?id=reports 

https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports
https://ipna-registry.org/index.php?id=reports


Epidemiological Research Fellowships 
with IPNA Registry 

First research collaboration:   

Diane Liu, Epidemiology Master Student (US)  

 

From 2021:     

IPNA clinical epidemiology fellowships with IPNA Registry 



IPNA Registry Office 

Registry Office moving from Amsterdam to Heidelberg  
Thank you Sophie & AMC Team! 
 
New Registry Coordinator:  Dagmara Borzych-Duzalka 
 
Data Transfer Agreements to be rewritten 
 
New contact email address:  contact@ipna-registry.org 



 Armenia A. Sarkissian 
 Bangladesh  S. Haque  
 Belarus S. Baiko  
   A. Sukalo 
 Burkina Faso  G. Coulibaly   
 China    Y. Zhai   
   Q. Shen  
 Colombia  O. Hernandez  
 Congo, Rep   J. Poathy   
 Ethiopia  M. Amdemariam 
 Ghana  S. Antwi 
 Guinea  M.L. Kaba  
   M.P. Diallo  
 India   A. Bagga  
   U. Ali  
   J. Sharma  
 Indonesia   E.L. Hidayati 
   H.A. Puspitasari  
 Iran   N. Hooman   

Japan   K. Ishikura  
Malaysia  A. Ghazali 
  Y.N. Lim  
  Y.C. Yap  
Pakistan  S. Hashmi  
Panama  M. Renovales  
Paraguay  M.M. Pico  
Peru   R. Loza  
Sri Lanka  U. I. Karunadasa 
  A. Abeyaguna-wardena  
  R. S. Thalgahagoda  
Syria   B. Saeed  
  H. Wannous     
  H. Mazloum  
Tunisia  S. Mabrouk  
United Arab  E. Simkova,  
Emirates L. Eid  
  G. Kumar   
Zambia  C. Mwaba 

IPNA Global RRT Registry Annual Report 2018 

ESPN/ERA-EDTA Registry 
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USRDS 

International Society for Nephrology 
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Thanks for Your Attention 


