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Background:

Pediatric transplantation (PT), including both solid organ (SOT) and hematopoietic stem cell (HCST), are highly
complex procedures that have greatly improved survival of children over the last decades. A wide variety of rare
diseases are beneficed by these procedures making multidisciplinary approach mandatory.
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“Figure 1. Members of the Network

ERN-TRANSPLANTCHILD aims to increase life expectancy and quality of life of pediatric patients and their families,
providing added value by:

(1) Ensuring patients access through the network to the best knowledge and healthcare practices in PT.

(2) Integrating “real” patient’s needs as the cornerstone of the ERN

(3) Promoting best practices, training, research, and knowledge sharing.

(4) Integrating stakeholders in the transplantation process and making available the knowledge and information.

Results:

The crosscutting approach of ERN-TRANSPLANTCHILD allowed the identification of common topics to all
transplanted children such as clinical, personal and socio-economic issues, personalized patient handling, life
expectancy and long-term quality of life of children and their family.
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and outside the ERN.

To promote patients and families involvement and empowerment, ERN-TRANSPLANTCHILD has integrated
the patients subcommittee in which currently 19 patient’s associations from 10 countries participate to ensure
consistency in the development of the Network.
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Conclusion: ERN-TRANSPLANTCHILD changed the paradigm of disease/organ approach by a more holistic
process approach. This vision allowed the development of an integrative model of healthcare, focused on
patient’s needs, and conceived to promote best practices, knowledge sharing and translational research.




