What We Heard
‘ Unpacking « meaningful » patient engagement from multiple perspectives

ossu
WORLD CAFE
CONVERSATIONS

What We Heard
December 10, 2025

Unpacking « meaningful » patient engagement
from multiple perspectives

Over 70 people attended the inaugural OSSU World Café Conversation on December
10th, the first in a series of three proposed conversation events that seek to break down
silos and encourage dialogue that will allow us to understand each other’s perspectives
and establish a strong foundation for relationship building.

Each OSSU World Cafe is centred on a topic of conversation driven by suggestions from the
community. In the first OSSU World Cafe, patient/caregiver partners, researchers, clinician-
researchers, research staff, and patient engagement support specialists explored the topic
of "Unpacking “meaningful” patient engagement from multiple perspectives”. Conversation
covered: understandings of “meaningful” patient engagement, how different perspectives
on what constitutes “meaningful” patient engagement affects engagement practices, co-
leadership and challenges to this, and tokenism. This is a summary of what we heard.

Key recurring themes across all four topics

o Authenticity over tokenism: meaningful engagement requires early involvement,
clearroles, follow-up, visible impact of patient contributions, and genuine
influence on decisions.

e Communication as the foundation: transparent, ongoing communication and
feedback loops are critical to trust, alignment, and sustained engagement.

e Power dynamics shape participation: Imbalances limit voice, importance of
psychological safety, and supported leadership and mentorship opportunities for
patient partners

e Flexibility and personalization: engagement must adapt to diverse needs,
preferences, and lived experience of patient partners.

e Training and support gaps: patient partners, researchers, and research staff would
benefit from structured training, guidance, and institutional supports for high-
quality engagement. Itis a shared responsibility between researchers and patient
partners and will build stronger research teams.
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e Equity, inclusion and accessibility: meaningful engagement depends on
accessible processes, diverse representation, and intentional Inclusion, Diversity,
Equity, and Accessibility (IDEA) practices.

o Relationship-building is foundational: trust, mutual respect, and safe spaces are
essential for meaningful engagement

In the spirit of understanding each other’s perspectives, we have identified contentious or
challenging areas across the four topics and areas of difference in interest-holder
perspectives.

Contentious or challenging areas across the four topics

¢ Whether to standardize a definition of meaningful engagement or embrace
flexibility.

¢ How to manage power imbalances without discouraging participation.

« Differing motivations and perspectives between researchers (often goal/outcome
driven) and patient partners (often process/relationship-driven).

¢ Whether co-leadership should be a standard or optional approach.

e Lack of agreement on a clear definition of co-leadership.

¢ Different expectations between funders, researchers, and patient partners.

e Frustration when feedback is given but no response is provided about how it was
used.

¢ Tension around time demands and workload for patient partners.

¢ Researchers and patient partners often hold different expectations about roles,
power, and influence.

¢ There was clear frustration about engagement that is being driven by compliance
rather than commitment.

Differences by interest-holder groups across the four topics

+« Patient partners emphasized respect, being heard, transparency, and avoiding
tokenism.

¢ Researchers focused more on process, structure, and requirements (e.g., funding,
timelines, institutional requirements), highlighting the need for better alignment
between both groups

o Patient partners/caregivers placed greater emphasis on feeling heard, respected,
and seeing how their input influenced decisions.

o Researchers tended to be more outcome/goal focused and may underestimate
emotional and experiential impacts.

o Researchers/trainees emphasized structural challenges, funding pressures, and
lack of guidance.
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Below we provide a summary of discussions for each of the themes.

Topic 1: Exploring different perspectives on the understanding of “meaningful”

engagement

Theme

1. Defining
Meaningful
Engagement

2. Timing &
Intentionality

3. Communication
& Transparency

4. Respecting
Time, Skills &
Needs

5. Personalization
& Flexibility

6. Relationship-
Building

What It Means

Genuine,
respectful,
impactful
involvement.

Engagement must
start early +
continue.

Clear, ongoing
communication
builds trust.

Partners have
diverse skills +
constraints.

Engagement varies
by preference + life
context.

Trust + connection.

Key Components

Patient partners
heard; influence on
decisions; two-way
learning.

Early involvement,
budgeting, beyond
checklists.

Updates, rationale,
feedback loops.

Recognizing skills;
reduce barriers;
build confidence.

Tailored roles;
support during
absences.

Safe spaces, trust
over time,
storytelling.

1. What “meaningful engagement” means
e Patient partners are actively listened to, respected, and treated as valued team

members, not token participants. You’re invited to be a patient voice, not a

disregarded voice.
¢ Engagement should make a real difference to the project, with clear impact on

decisions and outcomes.

Areas of

Agreement

Respect + real
influence.

Early + continuous.

Feedback on
feedback.

Clear expectations.

Flexibility valued.

Relationships
foundational.

Challenges /
Tensions

Risk of tokenism.

Late engagement
feels tokenistic.

Lack of follow-up.

Time burden +
confidence
barriers.

Balancing structure
+ tailoring.

Time constraints.

Differences by
Interest-Holder
Groups

Patient partners:
voice & respect;
Researchers:
process focus.

Patient partners:
early influence;
Researchers:
timeline pressures.

Patient partners:
need transparency;
Researchers:
underestimate
need.

Patient partners:
need flexibility;
Researchers:
logistics.

Patient partners:
personal meaning;
Researchers:
consistency.

Patient partners:
relational;
Researchers:
deliverables.

e |tis based on two-way learning and collaboration between researchers and people
with lived experience.

2. Respecting people’s time, skills, and needs

e Researchers should recognize that patient partners bring skills, experience, and
knowledge, not just their “patient” role.



What We Heard
Unpacking « meaningful » patient engagement from multiple perspectives
PORLDICARE

¢ Be mindful of the time and effort being asked and set clear expectations early.

e Reduce barriers to participation (e.g., support with platforms or documents).

e |ttakestime to find the confidence to speak in a team setting where everyone else
at the table has a different education, title, or background. It’s a skill to learn how to
read and review materials and pick out important issues in giving a different view-
point. Meaningful engagement is iterative and takes time.

¢ Having multiple patient partners supports diversity.

3. Personalization

e Meaningful engagement is different for each person. It’s important to incorporate
patient partner preferences and have open discussions about individual
preferences.

e Value of work to different groups: Researchers are often focused on what patient
partners bring to them but forget what it brings to the people with lived experience.

e Patient partners may need to step away for long periods to take care of their own
health or in their caregiving role but important to maintain communication so that
when they return they can engage.

4. Relationship-building is foundational
e Meaningful engagement depends on strong relationships built over time, not quick
or tokenistic interactions.
e Storytelling helps deepen understanding and connection.

Topic 2: Exploring how different perspectives on what constitutes “meaningful

engagement” affects engagement practices

Theme

1. Engagement is
Holistic & Values
Diversity

2. Clear
Expectations &
Shared Principles

3. Power
Dynamics &
Psychological
Safety

4. Communication
& Accessibility

What It Means

Multiple voices and
experiences shape
meaning.

Clarity enables
collaboration.

Power affects
participation.

Engagement
meets people
where they are.

Key Components

Different
perspectives;
differing impacts;
future-focused.

Terms of
reference; codes
of conduct;
revisiting
expectations.

Imbalance
awareness;
facilitation; conflict
navigation.

Plain language;
glossary; multiple
communication
modes.

Areas of

Agreement

Diversity enriches
engagement.

Shared principles
help alignment.

Safe, inclusive
spaces essential.

Accessibility
strengthens
engagement.

Challenges

Differing definitions
can demotivate.

Rigid plans can
limit flexibility.

Power can silence
voices.

Jargon + missing
voices.

Differences by

Groups

Patient partners:
emotional impact;
Researchers:
functional roles.

Patient partners:
need clarity;
Researchers: need
feasibility.

Patient partners:
feel intimidated;
Researchers: feel
stuck in conflict.

Patient partners:
prefer flexible
modes;
Researchers: rely
on email.
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5. Training &
Capacity-Building

6. Maintaining
Engagement Over
Time

Skills enable
stronger
engagement.

Sustaining
relationships +
clarity.

Learning supports;
shared training
responsibilities.

Feedback loops;
expectations;
communication.

Training essential.

Continuous
communication.

Lack of structured
training.

Pauses not
communicated
clearly.

Patient partners:
need tools;
Researchers: need
guidance.

Patient partners:
need clarity;
Researchers:
underestimate
emotional impact.

1. Engagement is holistic and values diversity “different pieces of the puzzle coming
together”

Different people bring different perspectives, values, and experiences.
“Meaningful” looks different to different people and should be acknowledged rather
than forced into a single definition.

As a patient partner it can be disheartening/demotivating to have differing views on
what meaningful engagement is.

Engagement should consider the impact on current and future patient partners, not
just those at the table.

2. Clear expectations and shared principles matter

Co-designing terms of reference, shared principles, and codes of conduct early is
helpful.

Expectations for roles, influence, and communication should be aligned from the
start and revisited over time.

Understanding individual needs and limitations (e.g., personal, institutional)

Can be useful to state principles at start of meeting to enable sharing of different
perspectives.

Sometimes engagement can work well without mandated plan, can offer
opportunity to participate in different ways.

3. Power dynamics and psychological safety

There can be a power imbalance with many doctors and scientists in the room and
when conflicts arise it can feel like the academic experts know more so the patient
partner may defer to them and allow themselves to fade into background/stay
quiet, shy away from participating and giving their opinion. Actively asking for
opinions can help address this.

Conflict can be demotivating for researchers as well, we have to work to find a way
forward, reach a compromise, or agree to disagree.

Being open to discomfort and conflict is part of authentic engagement

Facilitators can help invite quieter voices and balance participation.
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4. Communication and accessibility
o Engagement should “meet people where they are” by using preferred

communication methods (not just email).

o Be aware of barriers such as “research talk” and acronyms (e.g., use of glossaries,
avoiding acronyms, plain language materials, jargon busting)
e Addressing diversity and the “missing voices”
¢ Levels of involvement should be flexible and based on people’s capacity and life
circumstances.

¢ Face-to-face or 1:1 meetings can be important for resolving deeper issues.

5. Maintaining Engagement Over Time

e Ongoing, transparent communication is required.
¢ Need to establish expectations for engagement, reiterate goals each person hasin

the partnership, and use that as a base moving forward.
e “Closingthe loop” by showing how feedback was used builds trust and motivation.
e Itshould be clear when and why there are pauses in involvement.

Topic 3: Exploring co-leadership (and challenges to this)

1. Co-Leadership
Valuable but Not
Required

2. Power
Dynamics Remain
a Barrier

3. Leadership &
Shared Power

4. Lack of Training
& Support

5. Institutional
Barriers

6. Equity &
Inclusion
Challenges

Not the only
marker of
meaningful
engagement.

Power affects
shared leadership.

Partners supported
in leadership roles.

No formal
guidance.

Structures limit
co-leadership.

Marginalized
groups face
greater barriers.

Value in any role;
options for
involvement.

Researchers as
"owners"; abrupt
transitions fail.

Mentorship;
communication;
advocacy.

Training gaps for
both groups.

Funding limits;
confidentiality;
compensation
barriers.

Trust-building;
accessibility;
avoiding tokenism.

Flexibility is key.

Power-sharing
necessary.

Leadership can be
shared.

Training needed.

Structural change
required.

Need for equitable
approaches.

Assumptions about
required
leadership.

Imbalance +
unclear
responsibilities.

Limited support
systems.

Absence of models
+ preparation.

System inflexibility.

Historical mistrust;
underrepresentatio
n.

Patient partners:
want choices;
Researchers:
unclear
expectations.

Patient partners:
feel unequal;
Researchers:
structural limits.

Patient partners:
want growth;
Researchers: need
clarity.

Patient partners:
need role clarity;
Researchers: need
frameworks.

Patient partners:
hit by barriers;
Researchers:
constrained by
systems.

Patient partners:
experience
exclusion;
Researchers:
limited capacity.
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1. Co-Leadership: valuable but not always necessary

Strong consensus that co-leadership is not the only marker of “good” engagement.
Many felt meaningful engagement is defined more by feeling valued, heard, and
respected than by formal titles.

Co-leadership can be appropriate in some projects, but not all patient partners
want or can take on thatrole.

2. Power dynamics remain a major barrier

Some researchers still act as “owners” of projects, making shared leadership
difficult.

A persistent power gap exists between researchers and patient partners, limiting
real influence.

Leadership means co-designing (study). Very often patient partners follow the lead
of the researchers and scientists. Not an equal ground of participation.

Abrupt transitions into co-leadership without preparation were described as
unsuccessful.

Some researchers have been very good - treating patient partners as equal partners
and encouraging them to see themselves that way.

Encouraging to see the advancements in patient engagement from a research
coordinator perspective.

3. Widespread lack of training and support for co-leadership

Both patient partners and researchers lack formal training in co-leadership and co-
production.

No clear or consistent guidance exists on what co-leadership means, what
responsibilities look like, and how to prepare people for the role

True partnership requires intentional design, time, and cultural change, not just
structural labels.

4. Institutional and structural barriers

Limited infrastructure to support patient partners meaningfully.
Inconsistencies between the funding agencies logistical processes - such as
cannot keep patient partner lived experiences confidential when doing internal
review.

Inflexible funding and compensation models (e.g., for those who cannot receive
compensation or limited in how much they can receive due to disability/social
assistance benefits.

Journal and grant requirements that exclude non-academics.

Lack of funding for early engagement.
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5. Equity and Inclusion Challenges
e Co-leadership is harder for marginalized populations due to:
o Historical mistrust of systems.
o Tokenism and pressure to represent entire communities.
o Underrepresentation of Indigenous peoples, LGBTQIA2S+, men/fathers,
youth, and elders.
¢ Engagement mustfocus on trust-building and accessibility, not just recruitment.
e Co-leadership is grounded in equality, use first names and avoiding hierarchical
titles.

6. Co-Leadership is rare and often poorly implemented
¢ True co-leadership was described as uncommon.
¢ Where attempted, it often failed due to:
o Unclear expectations
o Lack of shared decision-making
o Insufficientinstitutional backing - Patient partners will have hands full
helping co-researchers with co-leadership and mentoring less experienced
patient partners

7. What effective co-leadership requires
Strong agreement that it depends on:
e« Equality and non-hierarchical culture (e.g., first-name basis).
e Shared responsibility and transparency.
e Time to build relationships.
¢ Ongoing, two-way communication.
e Training for both patient partners and researchers.
e Co-leadershipis not one-size-fits-all—it adapts to each patient partner’s skills,
interests, and comfort level.

8. Flexibility in Engagement Levels
o Patient partners want options, not pressure:
o Some wantto advise.
o Some want co-design roles.
o Some want full co-leadership.
e People should be able to change their level of involvement over time.
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Topic 4 - Exploring tokenism in patient engagement

1. Tokenism vs
Authentic
Engagement

2. Drivers of
Tokenism

3. Researcher
Readiness &
Capacity

4. Power, Equity &
Inclusion

5. Strategies to
Move Beyond
Tokenism

Difference
between surface
and genuine
involvement.

Structural +
behavioural
causes.

Knowledge + skill
gaps matter.

Equity essential for
authenticity.

System + team-
level
improvements.

Early involvement;

visible impact;
avoiding
last-minute
outreach.

Poor planning;
unclear roles;
weak
communication.

Two researcher
types; training
needs.

Accessibility;
acknowledging
whole person.

Standards;
compensation;
communication;

multiple partners.

1. Tokenism vs. authentic engagement
e Engagementis often superficial and driven by grant requirements rather than
genuine partnership.

e Common tokenistic practices include last-minute outreach, box-ticking, and
ignoring or not acknowledging patient feedback.

e Smaller populations are hard to work with -

same groups/people.
e Grantapplication - must find people quickly, can be tokenistic in the way they have

to gather patient partners.

Authenticity
requires early
planning.

Planning prevents

tokenism.

Readiness is
essential.

EDI is essential.

Compensation +
clear roles
essential.

Box-ticking;

ignored feedback.

Time pressure;
lack of supports.

Lack of training +
institutional
support.

Persistent power
gaps.

Inconsistent
supports.

Patient partners:
feel sidelined;
Researchers:
pressured by
grants.

Patient partners:
want clarity;
Researchers:
overwhelmed.

Patient partners:
see gaps;
Researchers:
stuck without
models.

Patient partners:
feel minimized;

Researchers: face

structural limits.

Patient partners:
want recognition;

Researchers: need

guidance.

it feels tokenistic, because you go to the

o Last minute research grants - patient partners feel less included and part of
research process, deadline approaching, communication mustincrease in this

setting.

2. Drivers of tokenism
e Poortime management, late engagement, and superficial methods (like poorly
designed surveys) lead to meaningless involvement.

e« Early andintentional planning is critical. Patient partners want to be involved when
the cake is being mixed (not when the cake is being frosted)

e Superficial, checklist-driven engagement practices.

¢ Unclearroles and expectations for both researchers and patient partners.
e Lack of compensation and recognition.
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¢ Poorcommunication, including lack of feedback about how patient input was used.
¢ Limited institutional policies and structural supports.

3. Researcher readiness and capacity
¢ Two main researcher types at risk for tokenistic engagement:
o Those who avoid engagement but are compelled by funders.
o Those willing to engage but lacking knowledge or skills.
¢ Institutes should develop policies to manage conflict.

4. Power, Equity, and Inclusion
e Experiences of engagement differ across disability, gender, and cultural contexts.
e Strong need forinclusive, accessible, and equity-oriented approaches.
e Holistic engagement, individuals are people not just their condition.
o Knowledge Mobilization projects where the products are only meant for researchers
and students.

5. Strategies to move beyond tokenism
Structural/System-Level
e Funders and institutions should create clear standards and guiding principles.
o Standardized compensation policies and conflict-of-interest guidance were
strongly supported.

Compensation and Recognition
e Strong consensus that compensation is essential.
e Preferred practices included honoraria, travel/presentation support, co-authorship,
and co-presentation.
o Flexibility was valued (e.g., gift cards for those who decline direct payment).

Team Structure and Sustainability
e Strong agreement on avoiding “single token partner” models.
o Preference for panels or multiple patient partners.
¢ Importance of a designated point person (could be a patient partner in a leadership
role).
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