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PARTICIPATORY RESEARCH

“the many ways in which members of the public
have engaged and continue to engage in the
production of scientific knowledge” (15)

- Strasser et al., 2018

« Sclence (&) policy discourses

« 5 epistemic practices




DISCOURSE LINK

Epistemic practices of participatory research
are linked to science (and) policy discourses.

This involves umbrella terms (Rip & Voss, 2013)
— topical terms or labels associated with
scientific and societal promises, e.g.:

citizen science « community-based research ¢ DIY science
participatory action research ¢ transdisciplinary research
public engagement with science and technology
responsible research and innovation * open science
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patientslikeme' Signin | Joinnow

Living better starts here

Welcome to PatientsLikeMe
Find answers, support and a path forward with
people like you.

PationtsLikeMg

TAKE

' CHARGE

Join the community

600,000+ 2,800+ 100+ 43+ million

members conditions published research studies data points about disease

Screenshot: patientslikeme.com







WHY IS PARTICIPATORY
RESEARCH IMPORTANT?

“In many cases, participatory research projects
guestion who can produce legitimate scientific
knowledge, how it Iis produced, where it is
produced, and sometimes why it is produced.
Thus, participatory research is not necessarily
just ‘science by other means’, but could refocus
what parts of the natural and social worlds are
subject to scientific inquiry, thereby transforming
what we know about the world.”

- Strasser et al., 2018: 2




CALLENGES &
CURRENT DEVELOPMENTS




(1) OPENNESS & ICTS

 FAIR data

SCIENCE

.CITIZEN
* International working group on CS data and metadata Og:cn .

 COST Action WG 5 data standardization & interoperability

« Uncertainties about legal status, privacy, intellectual
property and licensing

« EU Project PANELFIT - Participatory Approaches to a New :

N
\ }

Ethical and Legal Framework for ICT

 BMBF project on genome editing @m

* Credit diverse types of contributions (data, software,

project platforms, etc.)




(2) QUESTIONS OF POWER

Finding Pathways to More Equitable and -
: : Meaningful Public-Scientist Partnerships
* Equitable cooperations - :
Authors: Daniela Soleri %, Jonathan W. Long,

Monica D. Ramirez-Andreotta, Rose Eitemiller, Rajul Pandya

» Soleri etal., 2016 Hostact

For many, citizen science is exciting because of the possibility for more diverse, equitable

partnerships in scientific research with outcomes considered meaningful and useful byall,
including public participants. This was the focus of a symposium we organized at the 2015

. I n C I u S I Ve n eS S conference of the Citizen Science Association. Here we synthesize points made by

symposium participants and our own reflections.

» Study ,Science for all“ by KIT & WIiD .\ Wissenschaft
fir alle

* Empowerment

» Workshops with practitioners & researchers from

Citizen Science & Community-based Research

> WG on Empowerment, Inclusiveness & Equity by ECSA & LKN
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OPEN PARTICIPATORY RESEARCH

« Participatory research can profoundly transform how & what we know.

* It is only reluctantly addressed as element of Open Science.
Concepts are usually not specified; if yes, ideas are often too narrow.

>> Need for a pluralistic concept of participatory research.

* It matters how participation & research are conceptualised & done.

>> [mportant challenges: openness & ICTs, questions of power,
Infrastructures, institutionalisation of CS

« Addressing them needs transdisciplinary and transboundary efforts.




Figure 33 PE1 - Models of public involvement in S&T dedision-making, 2012
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Infrastructures & cultures

Diversity of

* Public engagement

‘.

 Research

* Civic action

Graphics from
MoRRI indicators report D4.3

Source: MASIS, 2012,
Key: Green: formalised/ high involvement; blue: formalised/ low involvement; yellow: not formalised/ high involvement; Red:
not
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