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Background and Aim Method

Despite the importance placed on patient and public Exploratory study of PPI activities in ongoing European projects focussing on
iInvolvement (PPI) globally, involvement methods remain palliative care for adult patients — purposively sampled for their PPl activities.
Inconsistently reported. Clarity on current methods Is Representatives completed an open-ended questionnaire detailing the recruitment,
required to ensure patients’ time Is used valuably and aims, composition, challenges and facilitators of PPl groups. Responses were
successfully contributes to the research process. The analysed using summarising content analysis.

aims of this study were to compare how PPI activities are Search strategy: all EAPC projects with a PPI group were contacted, 4 out of 6
Integrated Into current EU-funded projects and to clarify completed the questionnaire; a further project, which was added by hand search,

current challenges and facilitators to PPI practices. was Included due to its thematic proximity (treatment and care choices with cancer).
Results
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Recruitment Strategies * co-create information material for patients
and families

 contribute to manuscripts as patient authors
 provide feedback on study material
e Support in study recruitment

« soclal media posts
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e personal outreach

 organizational partnerships (e.g. with patient
organizations, European professional
associations, existing PPI boards)

Notable facilitators for PPI :

« partial Inexperience of researchers with flexibility of rolls, tasks, methods
PPI, which required additional training and Specific tools/working strategies establishing trust with PPl members
resources from the consortium ongoing support to reflect on roles and
lack of face-to-face Interaction to support tasks (e.g. through Iinvolvement matrices
the growth of personal relationships and PPl logs)
define the scope and area of responsibility addressing concerns about International
(e.g. In project planning), as this depends online meetings
partly on the group and the interests of the technical and translation support for online
iIndividuals meetings

Shared challenges in approaching PPI:

 patient/user centric approach
* Invite Input and Initiatives to meetings

 guidelines to outline the purpose of the
group and the meetings

* tools to guide researchers In their
collaboration with PPl (e.g. to jointly
define, evaluate and adapt roles)

Conclusion

Although the reported aims of the groups are similar, the engagement of patients and families across projects differed, from limiting activities to
one aspect of the project to including them in the overall design. PPl requires flexibility and continuously defining roles and methods iIn
collaboration with all involved. Exchanging challenges and facilitators among researchers offers benefits in learning together how best to organize
and conduct PPI at European level.
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