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Presentation today

I. Co-research: what, why and how?

II. Application in my project




I. Participatory research: What 1s 1t?

* “Co-production (Samproduksjon) in research entails the production of
knowledge in which academically educated researchers cooperate with
other actors 1n the research process for whom the research 1s relevant
and/or has consequences’ (Askheim et al. 2019, 24, my translation).

* Inclusion of ‘first-hand’ lived experiences 1n research process.

* Different research relationship: research with, instead of research on
people Borg et al. 2012), subject — subject relation (Skjervheim 2001; Wyller 2005).



Why? Historical roots

1) Ideological and political arguments:
a) User-movements: political voice and emancipations of users (Rose 2017; Beresford 2013)
b) Liberation theology: more democratic research praxis (Freire 1970)

2) Quality and pragmatic arguments:
a) Heightens research validity and relevance (Boote et al. 2002)
b) In Norway patient involvement becomes mainstream in 2000 (Malterud & Elvebakken, 2020)
 Since 2014 mandatory in medical research when funded by regional health trusts.
 Since 2016 mandatory for health projects applying to research Council of Norway (rCN).



HOW? SeVeral leVGIS (Beresford 2013, 142; Sweeney et al. 2009)

e User-involvement
» User group advises in the project led by the researcher

User/consumer involvement, patient/client engagement, public and patient involvement,
expert-by-experience

e Co-production

* Researchers and the group involved cooperate in the planning and excecution
Collaborative research, participatory research, co-operative inquiry, community
engagement in research, emancipatory research, co-production

e User-led
 Affected parties direct the entire research process
Survivor research, MAD studies, user-led research, peer-research



II. The Disability Family

Case studies of the care and governance of families with

children with congenital deatblindness in Norway
and The Netherlands 1850-2021



My Disability Family

* Complexity of institutions facing the
family

* Role of the one to be helped, yet
increased knowledge and rights of the
family

* Role of the ‘sad and bereaved’, yet pride
and joy.




Project characteristics

* Comparative case study method
* Historical and 1institutional focus

* Experience and agency orientated:

1) In what way has the families realm of action (‘handlingsrom”) changed because
of the contemporary care situation?

2) Epistemic agency: Do families feel they are being heard or recognized as
knowledgeable? How do they make sense of their social position?



Why participatory research in
my project?

Enhance parents collective self-understanding
(hermeneutic justice, Fricker 2007)

Contribute with a vocabulary that can describe
those experiences

Increased validity and relevance

Strengthen (parental) research networks on
deafblindness across countries




Concretely:

* Auto-ethnography
* Cooperation with parent organisations in Norway and The Netherlands

* Parent co-researchers:

A. Start phase: (1) provide input for thematic focus; (2) help formulate interview questions
(individual and for focus groups).

B. Excecution: (3) cooperate in planning and leading focusgroups and/or individual interviews; (4)
have an advisory role in the interpretation of the material.

C. «Output»: (5) publish together, (6) present material together, (7) build networks that last after
the projects ending.



Reported challenges with Citizen control

co-research 1n health studies el b crizen power
in general
 Partnership
~ Placation
* Tokenisme (Beresford, 2013) Tconsultation Tokenism
* Increased quality, or at the cost of academic standards? ___
(Malterud & Elvebakken, 2020) Informing
1 Therapy
Nonparticipation
Manipulation

Ladder of participation (Arnstein, 1969)



Reported Pro’s and Con’s

Studies with parents as co-researchers (shen et al. 2016)

« Parent empowerment (Woodgate et al. 2008) * Disappointment for parents (Rowe 2006)

* Better access to participants (Uding et al. * Disengagement, lack of clear roles
2007, 2009) (Uding et al. 2007; Jurkowski et al. 2013)
* Parents bring motivation & drive * Lack of consensus because of wide
(Walmsely 2009) range in experiences (Rowe 2006; Foster
2015)

* Enhance research relevance (Domecq et al. . .
2014; Stoep et al. 1999) * Time and resource demanding (Whiting

. . 2012; Corcoran 2015
e Better dissemination (Uding et al. 2007, )

2009)



Recommendations from the literature snenetat 2017,

552)

* Early engagement to build relationships

* Provide support, encouragement and recognition to parents
* Be clear on roles

* Provide relevant training, rewards

* Have a trusting and positive work environment

* Plan for unpredictability



“Objective/distanced’- versus ‘first-hand’ knowledge

* The greater the distance there i1s between direct experience and its
interpretation, the more reliable it 1s.

* “(T)he shorter the distance there is between direct experience and its
interpretation (as for example can be offered by user involvement in
research and particularly user controlled research), then the less
distorted, inaccurate and damaging resulting knowledge 1s likely to
be” (Beresford 2003, quoted in Beresford 2013, 147).
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