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Summary 

MyOwnResearch is a large, award-winning Dutch patient-led research project, started in 2018, 

that aimed to develop a new research protocol enabling collective knowledge development out 

of individual citizen-designed health experiments. At present, the vast majority of these 

experiments cannot be used by scientists due to a supposed lack of scientific rigor. On the 

other hand, citizens do not fit in the typical randomized clinical trials required by most medical 

research. The MyOwnResearch consortium has designed a pathway that answers to the 

requirements of research and patients. This pathway challenges lots of assumptions in current 

health research design, and hence the project has met with considerable resistance from the 

traditional medical health research infrastructure, with issues ranging from methodological 

design, ethics of patient protection and empowerment to the medical-biological rationale for 

the project. 

The project won a grant issued by the Dutch Collaborating Health Funds aiming for disease-

overarching and patient driven research, and was given much praise for its innovative set up. 

However, as a result of the resistance met with over the course of the project, notably the 

Medical Ethical Research Review Board (METC), the project had to be aborted one and half 

year after its start (March 2020). Even though this was a dramatic finish of the project, the 

experience gained is of great potential value as to re-examine the current medical-ethical 

framework that governs medical research, specifically in the light of the rise of patent-led 

research. This ePoster is the first of a series of papers to unpack the lessons learned. 
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