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Objective of the Common Service

- To protect the rights and well-being of children considered as “future generation”

- To promote appropriate research participation of minors based on age and mental 
capability

- To support the design of research studies in collaboration with research participants, 
particularly minors and their families

- To enter into and enable a dialogue, between policy makers, researchers, sponsors, patient 
organisations, families and minors 

- To promote best practices, shared decision-making, science communication and 
participants empowerment

- To set up training and education on ELSI issues related to paediatric
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https://www.bbmri-eric.eu/services/elsi



Conclusion: collaborate

• An ELSI service for paediatrics needs to cover the unmet paediatric ethical needs 
relevant for the biobank sector including the use of cells and tissue samples related to 
paediatric patients (as donors and as recipients).

• It would also allow to reduce running costs of the service and ensure that during peak-
times a service can be provided. Any tool and expertise proposed and established as a 
common service needs furthermore to be accurate and sustainable. 

• It responds to the paradigma that tools developed in the context of research projects 
need to be maintainable by the core activities of the service and should not duplicate 
already existing services such as provided by other RIs or organisations. 

• In conclusion, we recommend to implement the collaboration with existing services 
(such as the BBMRI-ERIC’s) and tools (such as ECRIN’s Campus tool), which are to be 
specified in collaboration agreements and guarantees sustainability, including not only 
tasks and responsibilities but also upfront clarification of any potential liabilities 
upfront, competencies, governance and organisation. 
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