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Some examples of involving patients in 
research

Arnstein, Sherry R. "A 
Ladder of Citizen 
Participation," JAIP, 
Vol. 35, No. 4, July 
1969, pp. 216-224

PPI (Patient 
and Public 

Involvement)

Patients as 
research 
partners

Participatory 
Action 
Research

Citizen Science

Participant-led 
research

Patient-driven 
research



Why involve patients in research?

”Patients aren’t interested
in research planning” ”Patients don’t know 

anything about research 
methodology”

”Why would patients want to 
do research on themselves 
anyway? Isn’t it better if you 
all just give your data to a 

proper researcher?”

”Women don’t know 
anything about politics”

Senator James Reed from 
Missouri to suffragists in 

the early 1900s

For whose sake is research done?



Why involve patients in research?

Moral & ethics

Better clinical trials
(recruitment, cost,

experience etc)

More relevant 
research
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British Medical Journal examples

• Since 2014: Patient and Public Partnership 
Strategy and Patient Advisory Panel

• ”Authors submitting research papers are 
required to complete a statement documenting 
if and how they involved patients and the 
public in their work. Papers are also sent for 
review by patients and public reviewers, as 
well as to peer reviewers.”



What happens when patients can read 
scientific publications?

• PubMed publicly available online since 1997
• Open access since 2002
• Patients can

• Access new research
• Discuss and compare with fellow patients
• Come prepared to the next doctor’s appointment

• How does this change the patient – doctor 
relationship?




