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BESPOKE PAEDIATRIC AND PARENT INVOLVEMENT PLANS TO
ENHANCE RECRUITMENT AND RETENTION IN CLINICAL TRIALS
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The European Young Persons Advisory Group Network has PPI SERVICE
extensive experience working with children, young people and

caregivers to provide advice to sponsors of European and * ciud " - clud dosi £ clinical trial
international paediatric clinical trials. tudy specitic support including co-design or clinical tria

protocols, PROMS, PREMS and QolLs

® Expertise in all paediatric specialties including rare diseases. ® Education and training of key stakeholders
Strong collaboration with patient organisations.

Partnership with the c4c National Hubs.
Tailored services: bespoke plan for clinical trials
Recognised by Enpr-EMA.

CORE GROUP

® Patient and Parents Involvement (PPI) advice and coordination of
involvement activities

Leadership of 4 patient involvement expert leaders in PPI

® Supported by more than 15 facilitators across Europe.

CORE VALUES

® Involve patients and caregivers in a meaningful approach.
® Respect the needs of patients and caregivers.
® Ethical involvement.

® Respect children’s rights to have an active participation in health

research.
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Request for SPoC Study team Bespoke plan PPl activities
PPl advice scoping interviews (Design) (Execution) (Action Plan)

EXPERTISE SUBJECT MATTER

Multiple languages Acceptable trial procedures
Adapted methodologies to fully involve children and parents Endpoints

Diversity and inclusiveness Recruitment and retention
Preparing and facilitating focus groups Patient Journey

Qualitative interviews Informed Consent

Surveys Trial concept design
Other methods Other specific study needs

The publication reflects the authors” view and neither IMI nor the European Union, EFPIA, or any Associated Partners are responsible for any use that may be made of the information contained therein.
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