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Learning Objectives

I. Understanding of the concept of stakeholder engagement as a 
multi-component, dynamic concept during the implementation 
of a pragmatic trial

II. Awareness of practical approaches/methods for stakeholder 
engagement 

III. Learning of challenges and lessons learned from an illustration 
on the use of CBPR in a PCORI-funded pragmatic trial
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1)Have you been part of a pragmatic trial before? Yes, no, I don’t know

1)How do you consider yourself in terms of your experience engaging 

multiple stakeholders throughout a research study? Beg, intermediate, 

experienced

1)Which group from the list, do you feel is represented the least on 

your/your team engagement efforts?





“Collaborations are messy.”           
Cathleen Willgings 2021



Why?



I. Engagement within dynamic 
contexts!!



Contexts are dynamic!







Engagement within dynamic contexts!



What could make stakeholder engagement more 
challenging in dynamic, diverse, and complex 

settings?



If stakeholders’ needs and priorities change 
throughout the implementation process, how can 
you maintain their engagement while still meeting 

your study set goals and milestones?



II. What practical approaches/methods for 
stakeholder engagement are available to 

researchers?



What is the TOP method of engagement that YOU 
have used?



Engagement strategies

Interviews with leaders Grow the group outwards and include their feedback and 

buy-in

Workgroup meetings Ongoing group to discuss the broader area on an ongoing 

basis. Meetings used to brainstorm and discuss the

partnership itself for example

DCE Prioritize and narrow options

Consensus conference / Citizen’s jury A group of stakeholders (expertise) present a case with pros 

and cons to a panel of stakeholders who ‘cross-examines’ 

experts, deliberates and provide a report 

Carve out time for planning, designing,

implementing/analyzing and 

disseminating phases

Each phase may involve different stakeholders, needs and 

processes. Keep a core group but expect rotations

Keep a BALANCE between 

professionals and patients/consumers 

and community members

A much higher number of professionals may overpower 

patients/consumers. Consider using prep and debriefing 

meetings OR separate meetings. Ask for their preference. 

They will know you ‘get it’



Discrete Choice Experiments (DCE)

• Assessing choices

• Narrowing and weighting priorities

Statement Stars

User friendly

Accessible

Available in multiple 

languages

Includes examples

Statement Best Worse

User friendly

Accessible

Available in multiple 

languages

Includes examples



Engagement strategies

Include members of under-

represented communities in higher 

level decision making

Make sure your own research team reflects the community you 

care about. Create opportunities for stakeholders to suggest 

changes when there is time to make them!

Discuss conflict, turn over, loss of 

interest/availability…

From day 1 and have a plan of action in place

Consider task shifting Can community members be trained and paid to deliver your 

group sessions as coaches? 

Keep asking ‘when, how and who’ 

should be at the table

Contextual changes can make our arrangements/engagement 

efforts irrelevant and much faster than we realize 

Selection of real-life and meaningful 

processes and intervention 

outcomes 

Make sure study outcomes make sense for the community and 

research procedures are as close as possible to your partner 

doing it on their own (e.g., is it feasible to offer childcare for 

participants? Will they be able to do it without the grant 

funding?)

Staniszewska, S., Brett, J., Simera, I., Seers, K., Mockford, C., Goodlad, S., . . . & Tysall, T. (2017). GRIPP2 reporting checklists: Tools to improve 
reporting of patient and public involvement in research. British Medical Journal (Clinical research ed), 358, j3453. doi:/10.1136/bmj.j3453 



Budgeting for stakeholder involvement

• Decide the appropriate recognition to their time

o Incentives

o Support with childcare, transportation

• If gift cards or cash is provided, the amount can be decided with input from the 
organization and end-users as well

o Same incentive amounts as professionals? 

o Different amounts?

• Always check with upper and middle management about offering incentives to their 
staff/personnel for participation in advisory work group and/or data collection activities 
(this can be a sensitive issue and often linked to the organization’s culture and climate)

• Your IRB also need to be involved and in agreement

• These stakeholder groups may not always agree…rely on IRB and funders guidelines 



Engagement Rubric

http://www.pcori.org/sites/default/files/PCORI-Engagement-Rubric-with-Table.pdf

http://www.pcori.org/sites/default/files/PCORI-Engagement-Rubric-with-Table.pdf


EPIS Framework – The how and when!







Parent Engagement in a Comparative 
Effectiveness Study Examining 
Parent Activation and Mental Health 
Services for Children



• Parents who have participated in the Mentor Parents Group

• Mental Health Community-based partner clinic 

• Research team: K Thomas (PI), M Martinez, SJ García, G Stein, L 
Guzman, C Williams, B Sleath, J Prandoni, A Kulish, A Hoet and J 
Morrissey

• Funding: 

o PCORI: The Patient Centered Outcomes Research Institute 
(AD-12-11-4900)

o National Research Service Award Post-Doctoral Traineeship -
AHRQ sponsored by The Cecil G Sheps Center, UNC-CH, 
Grant No. T32-HS000032



María’s Story







How did we met expectation for PCORI and for parents 
like Maria?

1. Creating a structure for parent mentoring

2. Using parents’ input to inform study protocols



1. Creating a structure for parent mentoring

• Mentor Parent Group

o Parent graduates

o Meet in a trusted context

o Meet to prepare a PCORI 
report/presentation

o Growing group size

o Thank you notes ($20)

o Sharing feedback

http://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0CAcQjRw&url=http://smchealth.org/mcah&ei=39MJVcv9MYfasATazQI&bvm=bv.88198703,d.cWc&psig=AFQjCNE5hPJTZGdbU-uc3vqmtFFz17W6Nw&ust=1426793759082524


Academic vs Stakeholder Ways of Communicating



Embedding stakeholder input in the study’s feedback loop

Researchers allow 
parents to go through 

the intervention

Group facilitators and 
program manager suggest 

parents names for MPG

A team member reaches out 
after initial invitation by the 

program manager

At key study points – Team lead 
schedules a MG meeting & prepares 

the agenda with Research Team

MPG feedback/recommendations 
are shared with research team 3 
days later during weekly team 

meetings

Changes are discussed 
at that meeting and 

tasks assigned

PDCA Process Model





2. Informing study protocols: Recruitment

MPG 

Recommendation

Our actions Contribution to the 

study

Welcome parents in 

the group even if 

they have missed a 

meeting or their child 

is no longer 

receiving services at 

the clinic

*Allow parents enough 

time to find a group

*Invite them to return to 

a group even if they had 

to miss a session

*Offered ‘En Accion’ 

group at the end for all 

parents who wish to 

attend further

Number of 

participants

consented and 

baseline completed: 

95% 

Among those 

completing 

baseline, attended 

any group session: 

92%



2. Informing study protocols: Measures

MPG 

Recommendation

Our actions Contribution to the 

study

Include school 

issues such as lack 

of communication

with teachers

Include a school 

activation 

measure

School activation 

scores increased from 

baseline (75 pts) to 3 

months (84 pts)

Be mindful that 

parents new to the 

system and those 

with experience are 

different

Identify novice vs. 

experienced 

parents

Activation scores 

significantly increased 

among novice parents 

compared to non-

novice (p<0.05)



2. Informing study protocols: Measures

MPG 

Recommendation

Our actions Contribution to 

the study

Need to distinguish 

between:

a) Self-reported

activation 

(enthusiasm) and 

b) Actual 

implementation of 

activation skills

Validation of our 

measures: a) self-

reported PAM & b) 

audio-recorded visit  

qualitative data

Working on coding 

of qualitative data



Lessons Learned

• The MPG has shown our commitment to our partners 

• Easier implementation of study protocols for 
vulnerable families within a ‘trusted context’

• A formal structure to incorporate parent / patient input 
in study protocols in a timely manner has contributed 
to successful implementation
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https://news.usc.edu/114758/parents-advise-investigators-on-mental-health-

treatment-in-children/

https://news.usc.edu/114758/parents-advise-investigators-on-mental-health-treatment-in-children/


Dissemination Product
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https://youtu.be/9Ri_oYz1mvc
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