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   WHAT IS THE MUSE CONSORTIUM?

● Established in 2015
● International team of over 120 stakeholders from 

diverse contexts and backgrounds 
● Common interest in stakeholder engagement in 

research and guidelines

We currently have two funded projects:

1. Stakeholder engagement in guideline development 
(2018-2023)

2. Stakeholder engagement in evidence synthesis 
(2021-2025) MuSE Meeting (Toronto, Canada), 

September 2022







WHO ARE STAKEHOLDERS?

“... an individual or group who is responsible for or affected by health- and 
healthcare-related decisions” (Concannon et al. 2019).

Stakeholder groups : 11 P’s framework

Patients, caregivers, and patient organizations Principal investigators (& their research teams)

Public Peer review editors

Providers of care Payers of health services

Policymakers Payers of research

Program managers Product makers

Producers and commissioners of reviews and/or guidelines



ISSUES WITH ‘STAKEHOLDER’ TERMINOLOGY

In a colonial context, a stakeholder was the person who drove a stake into the land to demarcate the land 
they were occupying/stealing from Indigenous People.

Continued use of the term can be construed as disrespectful of Indigenous people as well as perpetuating 
colonization and re-traumatization.

Other options:
● Partners
● Knowledge Users
● Constituents
● Interested/affected parties, people and groups
● Decision makers
● End user
● Relevant group
● Special interest group



HELP US DECIDE ON NEW TERMINOLOGY!

Please help us determine a suitable replacement for rebranding and 
future work by participating in a survey! You can pick a replacement word 
from the list provided or offer recommendations for ones not listed.



WHAT IS ENGAGEMENT?

★ “...defined as an active partnership between stakeholders and 
researchers in production of new healthcare knowledge and 
evidence.” (Frank et al., 2020)

★ … resulting in “informed decision-making about the selection, 
conduct, and use of the research”(Concannon et al., 2012). 

★ Engagement may also be termed collaboration, involvement, or 
partnership (Petkovic et al., 2020).



LEVELS OF ENGAGEMENT

Decision 
making

Advice or 
feedback



● Identify evidence gaps and refine scope
● Avoid research waste
● Address barriers to the uptake of evidence
● Increase dissemination and utilization of findings 
● Help make recommendations for research
● Make research more relevant, of higher quality and have a greater 

impact on healthcare 
● Reduce health and social inequities.
● Influence review findings, contributing to a more equitable evidence 

base 

“the insights they provide are the key to ethical decision making, 
which is the only sustainable solution to inequities”

(Cellier 2021; Dewidar 2022; Harris 2016; Petkovic 2020)

WHY ENGAGE STAKEHOLDERS IN 
EVIDENCE SYNTHESIS?



Factors to Consider During Identification 
and Invitation of Individuals in a 
Multi-stakeholder Research Partnership

Highly desirable:

1. Ability and willingness to represent 
stakeholder group

2. Commitment and time capacity
3. Communication skills
4. Financial and non-financial relationships 

and activities, and conflicts of interest
5. Expertise or experience
6. Inclusivity (equity, diversity, and 

intersectionality)
7. Training, support, and funding needs. 

Desirable: 

1. Influence
2. Previous stakeholder 

engagement
3. Research relevant values.

(Parker et al., 2022)
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PROGRESS-Plus is an acronym used to identify characteristics that stratify health opportunities 
and outcomes. 

PROGRESS refers to:
 Place of residence
 Race/ethnicity/culture/language/ancestry
 Occupation
 Gender/sex
 Religion
 Education
 Socioeconomic status
 Social capital

Plus refers to: 
1) personal characteristics associated with 
discrimination (e.g. age, disability)
2) features of relationships (e.g. smoking parents, 
excluded from school)
3) time-dependent relationships (e.g. leaving the 
hospital, respite care, other instances where a 
person may be temporarily at a disadvantage) 

EQUITY AND DIVERSITY CHARACTERISTICS

(O’Neill et al., 2014)



How can we prepare to engage in a way 
that centres equity?

● Understanding equity and related 
terms and concepts

● Recognizing why taking an 
equity-centred approach to 
engagement is needed

● Reflecting on our roles and positions

(Ul Haq et al., 2023; Public and Patient Engagement Collaborative and the Public Engagement in Health Policy team at McMaster University)
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How will we 
continue to 

foster equity 
after 

engagement is 
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●Acting on 
participant 
input and 
following-up

●Ongoing 
learning and 
improvement
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PRINCIPLES OF RESEARCH PARTNERSHIPS 

1. Relationship between 
researchers and 
stakeholders

2. Co-production of 
knowledge

3. Meaningful stakeholder 
engagement

4. Capacity-building, support 
and resources

5. Communication between 
researchers and 
stakeholder

6. Ethical issues of 
collaborative research 
activities.



● A structure to guide authors on how to 
involve stakeholders in the systematic review 
process

● Proposes the ACTIVE continuum of 
involvement based on the tasks and roles of 
stakeholders

● Adds to existing generic guidance on 
reporting of stakeholder involvement in 
research (e.g., GRIPP2)



We have received funding (2021-2025) to:

● Develop guidance on methods of stakeholder engagement in evidence syntheses.
● Develop or adapt existing reporting guidelines for stakeholder engagement in 

evidence syntheses
● Develop guidance on methods of evaluating stakeholder engagement in evidence 

syntheses

The MuSE Evidence Synthesis Project

Evidence syntheses on:
● Methods
● Barriers/Facilitators
● COI
● Impact
● Equity

Surveys and 
key 

informant 
interviews

Consensus 
activities and 

guidance 
documents

Dissemination



WHEN CAN WE ENGAGE STAKEHOLDERS?



Workshop /
community consultation

HOW CAN WE ENGAGE STAKEHOLDERS?

Review team member 
(co-author) Survey/delphi

Steering or advisory 
committee

…and more (?). To be determined!



Engaging people with lived experience of homeless in a series of systematic reviews 
(2017-2020)

Purpose: To inform Canada’s first clinical practice guideline for the care of people 
with lived experience of homelessness

EXAMPLE



Engaging people with lived experience of homeless in a series of systematic reviews 
(2017-2020)

Purpose: To inform Canada’s first clinical practice guideline for the care of people 
with lived experience of homelessness

Community scholar program goal and objectives
1. Ensure the meaningful engagement and participation of people with lived 

experience in the conduct of systematic reviews and evidence based guideline 
development.

2. Ensure that people with lived experience are adequately compensated such that 
they are able to devote the time and energy needed to actively participate in the 
research and guideline development process as part of the team.

EXAMPLE



TOPIC SELECTION

Who? 84 health professionals and 76 
persons with lived experience of 
homelessness

How? Delphi survey (3 rounds)

Where? Canada

Topics and 
populations
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DISSEMINATION AND UPTAKE

Community-based study
Clinical practice guideline
13 academic publications
1 book chapter
Radio interviews and conference 
presentations

Evidence based 
recommendations





EVALUATING ENGAGEMENT



TAKE HOME MESSAGES

➢ Stakeholder engagement can improve the relevance and uptake of review evidence

➢ We have identified 11 types of stakeholders that review teams should consider

➢ Stakeholders can be engaged with varying levels of intensity in many steps of an 
evidence synthesis

➢ Review authors should commit to a set of principles to guide their engagement 
activities, and consider whether equity-centered engagement is relevant for their 
research context

➢ The MuSE Consortium aims to produce guidance for review authors on who should be 
engaged in evidence syntheses, and when/how they should be engaged.




