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Patient Participation:
A form of emancipation or a way 

to strenghen providers’ power?

Introduction

Patient and Public Involvement (PPI) in health research 

and projects adds different perspectives to researchers’ 

knowledge because patients possess experiential 

knowledge (Castro et al.,2016).

In addition, PPI is also necessary for moral reasons-

based on the principle that people whose lives are most 

affected by research should have the opportunity to 

provide their input.

Research question:

Poorly designed PPI can negatively impact those involved, 

as power inequities can lead to frustration about the 

limited opportunities to contribute to the research direction 

(Russell et al.,2020). 

To avoid PPI being tokenistic and insignificant, we need to 

explore what is required to establish valuable collaboration 

from both the patient and the researcher’s perspectives.

Therefore, this research will explore the influence and 

power of patient participants in Regional Health 

Improvement Collaboratives (RHICs).

Methods

The literature shows that valuable collaboration in a world 

of power inequities is complex. We found that self-efficacy, 

knowledge, and competence are vital elements of 

individual empowerment, and that information symmetry, 

mutual trust, and equity are essential elements of inter-

relationships. In this study, we will explore these elements 

in more depth, their interaction, and their influence on 

collaboration and value co-creation

Figure 1 conceptual model

A qualitative research design is developed. Data are 

collected through stakeholder observation of three 

cases and semi-structured interviews with the patient 

participants. Each case is an RHIC designed to 

achieve healthcare innovation with improved 

healthcare outcomes. 
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Main conclusions

In this study, we found that :

• A patient participant needs to be individually empowered to 

collaborate with other stakeholders and achieve co-

creation. 

• The patient participant must be capable, representable, 

and qualified to accomplish this individual empowerment.

• Adequate funding, interaction time, and trust with patient 

participants can help negotiate roles, balance power, and 

lead to meaningful patient collaboration. 

Further: 

• We highlighted the importance of trust to develop 

meaningful collaboration and value co-creation. 

• We observed that when interpersonal dynamics, such as 

trust and equity, are suboptimal, the patient participants 

are not supported within the RHICs even if  they are 

individually empowered.

Figure 2 Factors influencing PPI

To summarize, 

• Stakeholders must be willing to build sustainable 

relationships, have the intention to be genuinely engaged, 

and are open to mutual and reciprocal learning to avoid 

tokenistic patient participation.

• This study shows that successful value creation in RHICs, 

with meaningful patient participation, is challenging. 

• To examine how patient engagement is enacted and 

positioned within healthcare supply chains in general and 

more specifically in RHICs, more dialogue and inquiry are 

needed .
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