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What is the MuSE Consortium?

• Established in 2015
• International team of 180+ members from diverse 

contexts and backgrounds 
• Common interest in advancing methods for 

engagement in research and guidelines

Engagement in guideline 
development (2018-2024)

Engagement in evidence synthesis 
(2021-2026)
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MuSE-ES Project

Engage with interest-holders throughout the project (feedback & decision-making)

Guidance for 
engagement 
in evidence 

synthesis

Methods for interest-holders 
engagement

Managing conflicts of interest

Identify barriers and facilitators to 
engagement 

Assess impact

Structured 
discussions 

with co-
leads

Online 
survey

Tugwell et al., 2023



Interest-holder Categories

Patients, caregivers, and 
patient organizations

PublicProviders of care

Policymakers

Program managers

Principal investigators 
(& their research teams) Peer review editors

Payers of health services

Payers of research

Product makers

“groups with legitimate interests in 
the health issue under consideration. 

The interests arise and draw their 
legitimacy from the fact that people 

from these groups are responsible for 
or affected by health‐related 

decisions that can be informed by 
research evidence” (Akl et al. 2024).

Producers/commissioners 
of evidence synthesis



What is “meaningful engagement”?

“the planned, supported, and valued involvement of team members in the 
research process within a positive environment in which they contribute and 

have a rewarding experience”
- Lewis et al., 2024

“the planned, supported and valued involvement of patients in the research process 
within an interactive team and positive research environment that facilitates effective 

contributions by patients or their surrogates to help to produce important outcomes 
while benefiting the patients or their surrogates” 

- Boden et al., 2021
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A study from 2018 assessed perspectives of patients, family members, and 
informal caregivers about meaningful engagement and identified four themes 
that help make engagement meaningful: Research environment, Expectations, 
Support, Value
Black et al., 2018

Current study, led by Lili Zeidan
• Aims to describe what constitutes meaningful engagement in guideline 

development and the factors affecting its meaningfulness
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Assessing feasibility

Authors need to consider:

• The experience, expertise, timelines, funding, and networks available to them

• Whether there is institutional support for engagement

• Whether the team would be able to use resources for 
• Training and recruitment
• Connecting with interest-holders

• Whether the timeline can be modified

• Whether minimal engagement would be appropriate (e.g. top and tail 
approach)



How do you choose individuals to 
engage?

Consider factors such as:

• Ability/willingness to represent interest-holder group
• Commitment/time capacity
• Expertise/experience
• Potential conflicts of interest
• Inclusivity
• Training, support, and funding needs
• Barriers for engagement
• Accessibility requirements

Parker et al., 2022



When does engagement typically 
occur in the review process

Scoping review of methods of engagement
• 42% of the 272 evidence syntheses used a “top and tail” approach

• Top and tail included the steps of setting the scope and defining the review questions 
(during protocol development) as well as interpreting the results

• Most common (14%) at the stages of interpretation of findings and data synthesis

• 13% reported engagement “throughout” or “within” the review 
process

• We have examples of successful engagement throughout all steps of the review, including 
technical steps

• In 25% engagement was unclear
• Better reporting is required

Todhunter Brown et al., 2026



Common barriers to engagement

• Time

• Recruitment of interest-holders including representative and diverse individuals

• Funding/compensation needed to pay some interest-holders, particularly patients/public. 

• Human resource needs – coordination of engagement is time consuming and logistically 
challenging. 

• Knowledge/experience of methods of engagement

• Lack of understanding or knowledge about evidence synthesis 

• Power imbalances and tokenism

• Academic research is slow and we lose team members/interest over time.



Key messages

Engage early – 
during protocol 
development 

Be clear about 
expectations, 
roles, decision-
making power

2
Use accessible, 
two-way 
communication

3
Build in feedback 
loops 

4
Evaluate and 
reflect on the 
engagement 
process

51



References

• Akl EA, Khabsa J, Petkovic J, Magwood O, Lytvyn L, Motilall A, Campbell P, et al. “Interest-holders”: A new term to replace 
“stakeholders” in the context of health research and policy. Cochrane Evidence Synthesis and Methods. 2024;2:e70007 

• Black A, Strain K, Wallsworth C, Charlton S, Chang W, McNamee K, Hamilton C. What constitutes meaningful engagement for 
patients and families as partners on research teams. J Health Serv Res Policy. 2018;23(3):158-167.

• Boden, C., Edmonds, A. M., Porter, T., Bath, B., Dunn, K., Gerrard, A., ... & Stobart, C. (2021). Patient partners’ perspectives of 
meaningful engagement in synthesis reviews: A patient‐oriented rapid review. Health Expectations, 24(4), 1056-1071

• Lewis, K. B., Smith, M., Stacey, D., Carley, M., & Graham, I. D. (2024). Evaluation of an integrated knowledge translation approach 
used for updating the Cochrane Review of Patient Decision Aids: a pre-post mixed methods study. Research Involvement and 
Engagement, 10(1), 21

• Parker R, et al. Factors to consider during identification and invitation of individuals in a multi-stakeholder research project. Journal 
of General Internal Medicine. 2022;37(16):4047-4053.

• Pollock A, Campbell P,  Struthers C, Synnot A, Nunn J, Hill S, Goodare H, et al. Development of the ACTIVE framework to describe 
stakeholder involvement In systematic reviews. J Health Serv Res Policy. 2019;24(4):245-255.

• Todhunter-Brown A, Petkovic J, Chang C, Griebler U, Hannigan A, Hilgart J, Hussain B, et al. Methods of engaging interest-holders in 
healthcare evidence syntheses: A scoping review. Cochrane Evid Synth Methods. 2026;4(1):e70066. 

• Tugwell P, Welch V, Magwood O, Todhunter-Brown A, Akl EA, et al. Protocol for the development of guidance for collaborator and 
partner engagement in health care evidence syntheses. Systematic Reviews. 2023;12:134.



Levels of engagement

Contributing provide views, feedback, opinions, experiences 

Influencing provide data or information which can directly influence the 
evidence synthesis but without direct control over the 
decisions

Controlling work in partnership with researchers making decisions 
and/or controlling aspects of the evidence synthesis

Leading initiate the synthesis and have responsibility for carrying out 
and completing it

Levels of decision-making:

Pollock et al., 2019
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