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Highlights of 2025

We are happy to update you on the latest news and activities of
the ESPN/ERA Registry.

With the help of all data contributors we were able to publish 3
papers in 2025 (please see below for further details). Several
other papers are submitted or in preparation.

But there is more!

An important part of the Registry’s research activities originate
from our successful internship programme. Evgenia Preka, a
former fellow on the ESPN/ERA Registry, successfully defended
her PhD thesis which included several Registry studies.
Furthermore, as the winner of the first ESPN/ERA Registry Travel
Grant, our Registry Chair, Sevcan Bakkaloglu, was in Amsterdam
from August to October to work on an ESPN/ERA Registry
project. More details on both projects can be found below.

The ESPN/ERA Registry would like to thank everyone for
their continuous support!
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Countries contributing with 2023 data to the ESPN/ERA
Registry.

PhD defence Evgenia Preka

On December 17", Evgenia Preka (France) successfully
defended her thesis entitled “Understanding the trajectories and
related risk factors in European children on kidney replacement
therapy (KRT) through epidemiological studies” at the University
of Bordeaux. Her thesis, using data from both the ESPN/ERA
Registry and the ERA Registry, provides valuable insights into
the long-term outcomes of children initiating KRT in Europe. The
work quantified the impact of dialysis timing, uncovered
inequities in access to both first and repeat kidney
transplantation, and she analyzed patient and graft survival after
first, second, and third transplants. The findings can help inform
clinical decision-making and guide health policy, ultimately
contributing to better care, improved quality of life, and longer
survival for children with kidney failure.
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The ESPN/ERA Registry Travel Grant

By Sevcan Bakkaloglu

Since its establishment, the ESPN/ERA Registry has collected data from more than 30,000 children
undergoing KRT across 38 countries. By generating publications based on robust epidemiological
evidence, the Registry continues to play a crucial role in improving outcome parameters in pediatric
patients. Its remarkable productivity has been made possible through the tremendous efforts of the
Registry team and European pediatric nephrologists.

As the Chair of the ESPN/ERA Registry, it is a privilege to be part of such a dedicated and highly productive team. | would like to
express my sincere gratitude to all colleagues who contribute their patients’ data, as well as to the former chairs, vice-chairs, and the
Registry team—particularly Vianda Stel, Marjolein Bonthuis, Iris Montez de Sousa, and Prof. Dr. Alberto Ortiz—for their unwavering
commitment.

Over the past two years, a new initiative launched by ESPN—the ESPN/ERA Registry Travel Grant—has further expanded our
scientific capacity. As the first-time Travel Grant winner, | visited the Registry in Amsterdam for 10 weeks working on a project on
outcomes in pediatric dialysis patients with a history of allograft failure. Preliminary findings indicate that unknown underlying
diagnoses and shorter prior graft survival are associated with poorer patient survival when returning to dialysis after graft failure. In
contrast, male sex, age above 10 years, and initiating KRT with pre-emptive kidney transplantation emerged as the main predictors
of accessing a second allograft. These results underscore the critical importance of establishing an accurate primary diagnosis and
ensuring optimal care of the first graft to improve patient outcomes. In this context, my stay was memorable not only for the opportunity
to work with the Registry team, to gain a deeper understanding of the core principles of epidemiological research, and to practice
advanced statistical analysis, but also for witnessing Professor Kitty Jager’s retirement ceremony and celebration, and for enjoying
the beautiful city of Amsterdam.

The next Travel Grant was won by Vasiliki Karava from Greece and she will visit the Registry next year for her project, entitled
“Determining optimal timing for pre-emptive kidney transplantation in pediatric patients”. We look forward to the valuable insights this
work will bring to the field. | would like to thank the ESPN President and the Board members for providing this opportunity on behalf
of all current and future grant awardees and warmly invite all ESPN members to submit innovative project proposals that can be
carried out using our Registry’s rich dataset. Collaborative research is the foundation of our success, and your contributions are vital
for advancing pediatric nephrology across Europe.

If you are interested in performing research on the ESPN/ERA Registry,
or if you would like more information about the ESPN/ERA Registry,
please contact us.
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Characteristics of kidney replacement therapy
patients transferring from pediatric to adult
nephrology care

By Iris Montez de Sousa

In December 2022, | joined the
ESPN/ERA Registry as a PhD student,
and it has been an enriching experience
working with such a great team over the
past 3 years. My research focuses on
the transition from pediatric to adult
nephrology care for adolescents and
young adults on KRT.

The transition period, which spans several years, aims to prepare
patients to manage their own care after transferring from pediatric
to adult nephrology care. This is a challenging period for young
patients. Kidney transplant recipients face an increased risk of
graft loss between ages 17 and 24 years, likely due to incomplete
brain maturation leading to non-adherence issues, while dialysis
patients also struggle with non-adherence to medication, diet,
and missed dialysis sessions.

We have previously described patient and graft outcomes in KRT
patients aged 18 years in Europe (Montez de Sousa et al., NDT
2025). Kidney transplant recipients had a higher risk of graft loss
compared to younger and older kidney transplant recipients, and
a shorter life expectancy compared to healthy peers. Additionally,
18-year-olds on dialysis had an even shorter life expectancy.
However, the actual age at transfer to adult care may vary based
on factors like transition protocols, resource availability, patient
readiness, and tools used for readiness assessment. At the
ESPN/ERA Registry, we are currently studying clinical
characteristics of KRT patients at time of transfer, and examining
how these relate to transfer age. So far, we have found
considerable country differences: median age at transfer ranged
from 16 to 20 years, and the proportion of patients entering adult
nephrology care with a functioning kidney graft varied between
38% and 90%. We also found that patients with
glomerulonephritis or an unknown primary renal disease
diagnosis (versus CAKUT), those with a longer KRT vintage (>5
years versus 1-5 years), and those transferring between the
years 2000-2011 were more likely to transfer to adult care after
their 18th birthday. These results may be valuable to both
pediatric and adult nephrologists: pediatric nephrologists can
assess the quality of their care, while adult nephrologists gain
insight into the characteristics of patients transitioning from
pediatric clinics and entering their care.

In 2024, we managed to link data from the ESPN/ERA Registry
(pediatric patients) and ERA Registry (adult patients) for 12
countries. This provides a unique opportunity to analyze long-
term outcomes of patients who initiated KRT in childhood. | look
forward to continuing our research on this important topic.

Montez de Sousa, I. R., et al. Adult outcomes of childhood kidney replacement
therapy in Europe from 2008 to 2019: an ERA Registry study. Nephrol Dial
Transplant 2025:40(4):707-719. doi:10.1093/ndt/afae189
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