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Introduction
Research has increasingly emphasized the importance and necessity to involve patients and their
informal caregivers in the development, planning, provision and evaluation of health care
innovations. Enabling them to play an active and influential role in the decision-making process by
bringing their own lived experience is essential to ensure that new health innovations meet their
current needs and preferences, and enhances the excitement and commitment for the innovations.
However, there is a lack of a comprehensive guidance on how to engage patients, their informal
caregivers and professional caregivers in the co-creation process.

Aims Objectives Theory or Methods
This study seeks to explore the experience of co-creation among people with Parkinson’s Disease,
informal and professional caregivers during the design and implementation within two Parkinsonrelated health care innovations “Care-for-Parkinson” and “Young-and-Parkinson”, and to assess
the barriers and facilitators. We will employ a sequential mixed methods approach involving a
quantitative survey followed by qualitative in-depth interviews. Moreover, focus group discussions
will take place to identify opportunities for improvement in the co-creation process. As the study
will be based on participatory action research, insights gained from the study results will directly
be shared with and implemented by the innovation team.

Highlights or Results or Key Findings
We present a novel approach for supporting, establishing and evaluating co-creation involving
people with Parkinson’s Disease, informal and professional caregivers right from the start of the
innovation planning based on an iterative process in which research and implementation system
work hand in hand to optimize the co-creation process. Research revealed that current health care
systems do not optimally meet the needs of people with chronic diseases, including Parkinson’s
Disease. A more personalized care approach is needed in which patients and their caregivers are
actively involved in the care management process, resulting in a higher commitment of to selfmanage their disease, increased ability to cope with disease symptoms and impact, and better
health outcomes. In our study, we will not only ensure that the patient’s perspective is represented,
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but our aim is also to get the most out of the skills, resources and connections provided by each
individual.

Conclusions
There is no single framework for establishing and evaluating co-creation processes. This study will
yield important insights into the design of co-creation processes and provide future directions for
engaging patients and caregivers during health care innovation. A set of recommendation for cocreating health care innovations will be given.

Implications for applicability/transferability sustainability and limitations
This study seeks to provide a framework for establishing co-creation processes which can be
adapted to other settings. Although it will take into account the different innovation contexts, it will
ask some flexibility and time investment to fit the framework to one’s own setting.

