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A comic primer to a free training:
hipxchange.org/deeplyengagingpatients

http://hipxchange.org/deeplyengagingpatients


DISCERNMENT: UNDERSTANDING THE PURPOSE OF ENGAGEMENT 
AND GETTING THE RESEARCH TEAM ON THE SAME PAGE 

REGARDING ITS VALUE.

Stakeholder mapping: Identifying the best stakeholders 
for the project.

Engagement Tools selection: Selecting the best tools 
for the project.

Matching tools with project stages: Determining 
the Best engagement tools for each research stage.

Addressing legal considerations and logistics: 
institutional review boards and budgeting.

recruiting: determining the best methods for recruiting
key stakeholders. 

Patient Orientation about the engagement process.

Team building to effectively work together.

Celebration and Honoring stakeholder contributions!

Ten steps to 

effective 

stakeholder 

engagement…

A stakeholder is any person or entity with
 a declared or conceivable interest in a project.
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Engagement:

Engaging stakeholders in all phases 

of research projects, from planning 

through dissemination.
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“The meaningful engagement of 

patients, caregivers, clinicians, and 

other healthcare stakeholders 

throughout the research process — 

from topic selection through 

design and conduct of research to 

dissemination of results.”

 What is stakeholder engagement in research?

Patient-centered 
outcomes research…

- focuses on 
outcomes valued by patients

- assesses benefits and harms

- Accounts for different 
contexts and experiences

- investigates optimizing outcomes 

- helps people and caregivers 
communicate and make 

informed health care decisions 

build 

partnerships that lead 

to relevant research, 

Implementation of results, 

and optimal health!

Identify valued 

outcomes through 

patient engagement!

create a culture of 
patient-centeredness in 

research!



 Chief medical officer of Britain,
akin to the U.S. surgeon general 

“No matter how 
complicated the research, 

 or how brilliant the researcher, 
patients and the public always offer 

unique, invaluable insights.” 

- Improve dissemination by making 
information more understandable

- Improve acceptance of research

- Improve study retention

- Increase study efficiency

- Boost Project relevance

- Increase transparency and public 
confidence

- Generate new research ideas

- improve recruitment and 
informed consent materials

- design better inventions

- show respect and foster trust 
for participants

- Increase patient-centered data 
collection and outcomes

- Enrich data analysis

- avoid pointless research

practical and 

philosophical 

values

“Their advice when designing, 
implementing, and evaluating 

research invariably makes studies more 
effective,  more credible, and often 

more cost efficient…”

other 

observed 

benefits



best practices include…

- taking time to build trust…
Compassion and humility foster 

inclusiveness and integration 
of community perspectives

- supporting integration of 
local cultural knowledge

- adapting engagement approaches within 
cultural and local contexts

- training research team members from 
communities experiencing

 health inequities

- communicating 
realistic expectations 

for research outcomes and 
sharing all findings with the community 

- restoring, not taking from, 
communities

Value the 

patient 

perspective!

Stakeholders Include…

- Patients and consumers 
including caregivers and 
advocacy organizations

- Community representatives

- policymakers + regulators 

- training institutions

- healthcare providers
like hospitals, clinics, 

and clinicians

- payers and purchasers
public and private insurers, 
health plans and employers

- life sciences industry 
entities that develop and 

market medical technologies

- researchers + funders
including government, foundations, 

and for-profit organizations 

Ensure 
meaningful  
stakeholder 
influence on 

research!



We recommend the following four step process 
to Identify stakeholders for a research project:

Identify potential stakeholders through brainstorming…

- begin with those familiar with the research

- Ask them to suggest others who should be 
engaged to reach outsider perspectives

categorize possible stakeholders…

- Who affects or is affected by the topic?

- What is their level of interest?

- What resources and power do they bring to the table?

- Who is necessary to achieve dissemination + implementation of findings?

evaluate possible stakeholders to determine the intensity 
of their involvement…

- consider interests, knowledge, expectations, influence, and requirements

- consider and plan for possible conflicts and negative reactions

finalize potential stakeholder list and levels of involvement

how can stakeholders be engaged?

avoid using 

representatives on advisory 

boards wearing two hats… 

i.e. the nurse who had 

cancer.

“A common concern for researchers, 

especially those with less experience of

Involvement, was how to go about 

finding people to involve 

and how formal the process should be.”
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The engagement framework shows categories of patient engagement 

along a spectrum of engagement.

Tools and approaches for the creation of a successful engagement plan.

Using this framework you can: 

- identify which tools and approaches 
will work for your project

- consider using a mix of tools 
and approaches to reach your particular 

stakeholders

- implement different phases
 of your project

- Identify anticipated effects of each 
tool and approach

What 
approaches and tools 
will best offer that 

input?

What input do I 
need at each stage 

of my research 
project?

Adapted from health Canada



Honor your stakeholders and their contributions!

reasons to celebrate in a partnership…

- when partnership goals are achieved

- when funding is obtained

- when new staff or partners join or move on 
from the partnership

- to reconnect with or 
show appreciation for partners, 

staff and volunteers
 

highlight how patient engagement improved the research process!
capture experiences 

along the way…

- take photos at meetings

- capture notable quotes

- ask patients to share 
a reflection 

of their experience

- track how your research 
changes for the better 
based upon stakeholder 

input

tell 
your story in 

order to 

inspire 

others!

FREE training on stakeholder engagement at
www.hipxchange.org/deeplyengagingpatients

References available at 
https://www.patientpartnerships.org/research/

comics/

discuss challenges and how they were overcome!

http://www.hipxchange.org/deeplyengagingpatients
https://www.patientpartnerships.org/research/comics/
https://www.patientpartnerships.org/research/comics/

