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7.9 Research on Comprehensive Care for Transplanted
Children and Adolescents

e Pediatric solid organ transplantation (SOT) and hematopoietic stem cell transplantation (HSCT)
have dramatically changed the life expectancy of many children by providing them with treatment
they would not otherwise have survived. Worldwide, approximately 150,000 hematopoietic stem
cell transplants and 80,000 hematopoietic stem cell transplants are performed annually. Pediatric
transplantation accounts for about 10% of all SOTs and 20% of all HSCTs. Between 2012 and 2016,
7,741 SOTs and 14,717 HSCTs were performed in children in the European Union (EU), and the
number of transplants performed worldwide continues to rise.

e Pediatric SOT and HSCT replace terminal illness with a more sustainable chronic condition, enabling
young people to reach adulthood. However, while transplantation can improve individual health
outcomes, it can also be associated with long-term side effects requiring ongoing monitoring and
care. Post-transplant follow-up care aims to prevent rejection and transplant-related complications
so that each individual can achieve a life expectancy and quality of life (QoL) similar to that of their
healthy peers.

e The "Research in comprehensive care for transplanted children and adolescents” group arises from
the need to fill the gaps in knowledge about comprehensive care for children and adolescents who
receive transplants in the pediatric age.

e The group will focus on researching three specific topics:

1. Transition and transfer of adolescents and young adults (AYAs) living with a transplant to
adult clinics: clinical and psychosocial impact. Transition is a gradual, multifaceted, active, and
intentional process involving many important steps and checkpoints. The process consists of
three phases: (1) transition planning and preparation, (2) transfer of care, and (3) integration into
adult healthcare. Each of these phases presents unique obstacles to success and opportunities
forimprovement.

2. Quality of life in the context of pediatric transplantation: patient-reported outcomes and
experience measures (PROM and PREM).

3. Innovation in health education for transplanted children and adolescents and their parents/
caregivers/relatives: evaluation of programs and validation of tools and questionnaires.

and psychosocial impact.
family (PROMs and PREMs).

family: evaluation of programs and validation of tools and questionnaires.
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RESEARCH LINES

e Transition and transfer of adolescent and young adult pediatric transplant recipients to adult care: clinical
e Quality of life in pediatric transplantation: outcome measures and experiences reported by the patient/

e Innovation in health education for transplanted children and adolescents and their parents/caregivers/
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