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“My Most Important Task” Eleanor Roosevelt 

• The Universal Declaration 

of Human Rights adopted 

by the United Nations on 

December 10, 1948



1969 - Sherry Phyllis Arnstein, author of the journal 
article "A Ladder of Citizen Participation“.

«It is all about empowerment !»



1980ties – HIV /AIDS activisme



2010





Enhance and augment userinvolvement in research and inovation



What is user engagement / patient and 
Public Involvement?

• Patient and Public Involvement 
(PPI) means actively working in 
partnership with patients and 
members of the public to plan, 
manage, design and carry out 
research. 

• It is “Research being carried out 
‘with’ or ‘by’ members of the 
public rather than ‘to’, ‘about’ or 
‘for’ them”



Why?

• Human rights

• Democratic rights

• Ethical assessments

• Quality and efficiency

• Equalization of power - empowerment

• Legal perspective



KEYS: 
• Partnership

• Consent and formel collaboration

• Tutorial

• Direct involvement and/or all

relevant stakeholders
/ experiences



Who are the users (stakeholders)? 



1. Patients/relatives with experience
preferrably linked to a patient organisation for support  



2. Staff from  a patientorganisation



3. The general public? 



4. Staff in the county / municipality
gouvernance? 



6. Medical staff? 



How? 



Ref. Jull, J.E., Davidson, L., Dungan, R. et al. A review and synthesis of frameworks for 
engagement in health research to identify concepts of knowledge user engagement. BMC 
Med Res Methodol 19, 211 (2019).

Key Principles: 

1. Trust
2. Relationship 
building
3. Identify shared
priorities
4. Diversity in 
membership
5. Partnered
activities
6. Transparency
7. Mutual respect
and recognition



Priority Setting Partnerships







Includes a stakeholderboard with patients, patientorganiation representatives 
DNV, more..









Expectations from the reseachers

• Be an equal partner

• Brings in experience and user knowledge that can not be obtained 
elsewhere

• Perform the work carefully and seriously (conscientiously)

• Be prepared as other partners

• Participates actively and constructively in the dialogue

• Ask when there is something you are wondering about

• Must balance the personal and the private

• Avoid “fixation / fads"

• Be able to communicate the results to / in their groups



Expectations from the users
• Be included as an equal partner

• Never alone -provide a peer

• Use a language that everybody understands

• Be aware of the users’ health competence / incompetence 

• Must receive training, use tools that are suitable for the purpose , 
mayby work this out together?

• Wants to contribute where it can lead to benefit (relevance, quality, 
dissimination and implementation)

• Wants and expects to receive an update on what is happening 
(newletter?) 

• Wants to contribute to the dissemination of the results

• Have to be included in the total project budget 



What might hamper user participation?

• That the participation is not perceived as “real” by the user - "hostage" and 
not partner

• May feel threatening by lay people without health expertise.

• Lack of method and competence about user participation among researchers 
and users.

• Culture, values and attitudes

• Do not speak the same "tribal" language

• Lack of time

• Lack of finances and resources

• Little support from the project management

• Little support and follow-up from user organizations





How it might work

Research finding: the link 
between mental ill-health 

and cardiovascular 
disease is stronger for 

obese people, regardless 
of genetics

Consultation: understanding the causes 
of obesity in people with mental illness 

with co-produced methods

Dissemination: telling 
people what we found in 

accessible terms that 
they can make sense of

Implementation: translating the 
findings into recommendations for 

people and their doctors

Explaining where the data 
comes from and how the 
results are made. Giving 

people trust in the methods



How to get started

• Make a plan for user involvement

• What is the purpose of the 
participation?

• What level?

• In what way?

• How to get user participation within 
this project?

• Methods?

• What tools are useful in my setting?

• Who will contribute when and to 
what?

• Co-researcher?

• What is the significance of user 
participation in this work?

• Benefits?

• Evaluation?

• How is research affected?

• Documentation?

• Own article?



Take home message

• Take user engagement seriously
• Read the literature, learn the methods, “start low and move slow”
• Commit resources
• Understand the process and its (your) limitations
• Seek out expertise

• Take science communication seriously

• Invest in relationships
• Be honest
• Be transparent
• Build trust
• Be a buddy


