What We Heard
' Matching researchers and lived experience partners

R,
WIEAD TAFE
b H

B P e

What We Heard
February 6, 2026

Find and Seek: Matching Researchers and Lived Experience Partners

More than 40 people attended the OSSU World Café Conversation on February 6th, the second in a series of
three conversation events. The goal s to break down silos and encourage dialogue that will allow everyone
involved in the patient engagement ecosystem to understand each other’s perspectives and establish a
strong foundation for relationship building.

Each OSSU World Café is centred on a topic of conversation driven by suggestions from the community.
Participants were invited to share insights on the challenges that both people with lived experience
(potential patient partners and patient partners already engaged) and research teams face in finding each
other to facilitate successful partnerships. How do researchers and lived experience partners find each
other, who's hidden, and how do we balance bringing in new voices while not alienating experienced patient

partners?

Topic 1: Matching Patient Partners and Researchers

Key

Components

Areas of
Agreement

Challenges /
Tensions

Differences by
Interest-Holder
Groups

1. Fragmented &
Informal Matching
Systems

2. Maintaining the
Personal Element

3. Barriers in
Design &
Participation
Formats

4. Clarity,
Transparency &
Communication

5. Representation
& Power

6. Engagement as
a Continuum

Patient partner—
researcher
matching is largely
ad hoc and
relationship-based.

Tension between
centralized
registries and
human-facilitated
matching.

Engagement
formats often
privileged well-
resourced people.

Confusion between
patient
engagement and
research
participation;
unclear
expectations.

Need for multiple
perspectives and
intentional power-
sharing.

Engagement
should extend
beyond recruitment
into long-term
relationships.

Word of mouth;
personal
networks; lack of
centralized
platform

Registries;
dedicated
coordinators;
relational
matching

Rigid timelines;
administrative
hurdles;
inaccessible
formats

Plain-language
materials; role
clarity;
transparent
selection
processes

Avoiding
tokenism;
multiple patient
partners;
influence in
decisions

Pre-study
relationship
building; post-
study follow-up;
respectful off-
boarding

Current system
is uneven and
exclusionary

Human
facilitation adds
value

Accessibility
must improve

Transparency
builds trust and
reduces
tokenism

One patient
partner cannot
represent a
whole
community

Engagement is
not
transactional

Risk of overusing
same patient
partners; missed
diverse voices

Scalability vs
personalization;
resourcing needs

Institutional
constraints vs
community realities

Time and
discomfort around
feedback or
rejection

Limited resources;
institutional
hierarchies

Grant cycles limit
continuity

Patient partners struggle
to access opportunities;
researchers rely on
existing networks

Patient partners want to
be known beyond one
experience; researchers
seek efficiency

Patient partners
experience barriers
directly; researchers
navigate policy limits

Patient partners want
clarity and feedback;

researchers manage

expectations

Patient partners report
power imbalances;
researchers balance
input with feasibility

Patient partners value
sustained relationships;
researchers work within
project timelines



Topic 1: Matching Patient Partners and Researchers — Key Themes
1. Fragmented and Informal Matching Systems

o Patient partner-researcher matching is largely ad hoc, relying on word of mouth, “shoulder
tapping,” and personal networks.

e This can lead to exclusivity, over-use of the same patient partners, and missed opportunities
to engage more appropriate or diverse voices.

e Patient groups and those close to those with health lived experience (but not patients
themselves) can feel that they “do not have a place to plugin”.

o« Thereis no centralized, accessible platform for people with lived experience to find
engagement opportunities, despite broad interest across organizations (sometimes due to
resource restrictions) and it is not clear who would assume this responsibility.

o Participants had suggestions such as a 15 min “get to know you” game with patient partners
and researchers - rotating across tables asking questions about projects and lived experience.

2. Tension Between Databases and Relationship-Based Matching

e« While centralized registries could improve visibility, there was strong consensus that human
facilitated, relationship-based matching is preferable.

e When organizations have matching systems, it is usually done manually by coordinators when
they exist; it can be difficult to get the information about the project from researchers and the
role of the patient partners (to avoid tokenistic engagement)

o Dedicated staff or coordinators who understand both patient partners and research needs are
seen as critical. Coordinator support through the entire process is integral.

e Participants shared strategies that can work well:

o Newsletters can connect patient partners to research partners and trainees

o Experienced patient partners working to match new patients/caregivers with
researchers and championing patient engagement is valued

o Researchers reaching out to patient partners who post on social media, who attend
webinars on specific conditions

o Informal coffee chats to gauge match and interest, opportunity for research teams to
share more about the research and what they are looking for.

e Successful matching values patient partners as whole people, not just a single lived
experience.

3. Barriers in Research Design and How Patient Engagement is Carried Out

o Engagement formats favour privileged, well-resourced individuals and are not accessible or
comfortable for underrepresented groups.
o Researchers can struggle to find patient partners who are best suited for their studies
o Lab-based patient engagement: It may not be clear how to identify and match with
patient partners. Clinicians may have an easier time connecting with patient partners.
o Difficult to recruit patient partners to research projects not studying specific diseases
(e.g., reporting guidelines, disease agnostic research, disease modelling) due to a lack
of clear lived experience needs.



Confidentiality, administrative requirements, and insecure compensation processes (for
example, information needed by institutions for tax forms, unsecured forms, sharing email
addresses) can deter patient partners.

4. Clarity, Transparency, and Communication Gaps

Confusion persists between patient engagement (partnership) and research participation
(being a study subject).

Complex recruitment materials create barriers; plain-language invitations, videos, and
opportunities for dialogue improve understanding and trust.

Transparency around roles, expectations, selection decisions, and reasons for non-selection
is important to avoid feelings of rejection or tokenism.

Tools (such as Al) may help to review patient partner recruitment material and help simplify.

5. Rethinking Representation and Power

A single patient partner cannot represent an entire community; multiple perspectives are
needed.
o There are strict requirements in study sample sizes but not for number of lived
experience voices in patient engagement work.
Intentional strategies are needed to share and return power.
Challenges can arise if engagement is tokenistic or if goals and expectations between
research team and patient partners diverge
More clarity needed with what to do when patient partners step back or the relationship is not
working?
o Notaone-sized fits all approach.
o Including a “Stepping Back or Stepping Down” section within patient engagement plan
or Terms of Reference.

6. Engagement as a Continuum, Not a Transaction

Meaningful engagement extends beyond data collection to publications, knowledge
translation, and post-study relationships.

Time constraints and the rush for results interferes with meaningful partnerships.
Relationships work best when built before patient partner recruitment, maintained over
time, and allowed to evolve.

Relationships that are unhurried and developed over time, over a continuum rather than
episodic (e.g. one grant at a time) are best for building trust over time.



Topic 2: Equity, Diversity, and Inclusion

Theme

1. Who Is Missing
and Why

2. Go to the
Community

3. Structural &
Institutional
Barriers

4. Compensation
as an Equity Issue

5. Capacity
Building &
Readiness

Engagement
disproportionately
includes white,
educated, and well-
resourced
individuals.

Researchers must
meet people in their
own spaces and
contexts.

Policies and
processes
disproportionately
exclude
marginalized
partners.

Fair and timely
compensation
enables patient
partnerships.

Researchers need
skills and systems
to engage ethically
and equitably.

Key Components

Underrepresentation

of Indigenous
peoples, youth,
immigrants,
unhoused
individuals, people
with
invisible/dynamic
disabilities

Community-based
engagement; trust-
building over time

Background checks;
onboarding
requirements;
inflexible meetings

Reimbursement of
costs; transparent
payment processes;
recognizing lived
expertise

Training;
mentorship;
narrative CVs;
graduated
engagement
approaches

Areas of
Agreement

Current

engagement lacks

diversity

Trust cannot be
rushed or
tokenistic

Institutional
systems need
reform

Compensation is
essential for
equity

Readiness varies
and requires
investment

Challenges

Stigma, mistrust,
silencing, and
accessibility
barriers

Time and
resource intensity

Balancing
compliance with
inclusion

Delayed
payments; privacy
concerns, budget
constraints

Limited
funding/time for
training

Differences by

Groups

Equity-deserving
groups face
structural
exclusion;
researchers need
support to engage

Patient partners
value safe
spaces;
researchers may
lack community
access

Patient partners
face
disproportionate
exclusion;
researchers
constrained by
institutions and
budgets

Patients incur real
financial burden;
researchers
limited by funding
policies

Patient partners
want informed,
prepared teams;
researchers seek
guidance

Topic 2: Equity, Diversity, and Inclusion — Key Themes

1. Who Is Missing and Why

« Patient engagement disproportionately involves white, educated, retired, and well-
resourced individuals.

e Underrepresented groups include Indigenous peoples, younger people, immigrants, unhoused
individuals, and those with invisible or dynamic disabilities.

o Indigenous peoples are often under-represented in research. Researchers need to
understand Canada’s history of colonialisation and people’s unique experiences
historically

e Stigma, silencing, mistrust, and lack of accessibility contribute to exclusion.

¢ Breaking down silos based on expertise not just conditions, people have layers of knowledge -
intersectional knowledge, opportunities to share may not support or recognise these different
expertise

o e.g., Researcher and Lived Experience Perspective is unique



e Misconception that younger people aren’t experienced or wise enough to share their
perspective

2. Go to the Community

o Effective engagement requires researchers to meet people where they are—in community
spaces, not just hospitals (where this could trigger trauma) or online platforms.

¢ Formats of research partnership can be uncomfortable and more suited to privilege and not
inclusive/ accessible for underrepresented groups

¢ Ideally building relationships with potential patient partners starts before the opportunity to
engage. What relationships do research teams have with communities they are trying to
engage?

¢ Researchers need to be intentional about returning and sharing power.

e Listening to whatthe community is saying and what information is already available. Not
making matching decisions based only on the research perspective.

¢ Foroutreach, webinars through libraries, community centres, etc. to the general public about
research and various roles, process of research might be a way to identify and recruit patient
partners.

e Keepin mind that there are multiple avenues for collaboration and engagement (at varying
levels of involvement). Different patient partners have different interests.

e Trust building takes time and cannot be rushed or treated as a checkbox exercise.

3. Structural and Institutional Barriers

¢ Lengthy and complex onboarding processes (e.g., police record check, vaccination
requirements, signing values statements) disproportionately exclude patient partners with
disabilities or limited resources. Participants shared examples where the processes:

o Made them feel uncomfortable with the many requirements. They didn’t understand
why they needed to do that as they had limited contact with the hospital/organization

o Created accessibility challenges. Patient partners with disabilities found it difficult to
even go into the hospital with limited parking spots and the process to get onboarded
took multiple visits e.g. TB shots. This made them walk away and move on from the
project

¢ Inconsistent, delayed, or absent compensation undermines equity and discourages
participation.

¢ Meeting times and formats are often scheduled without regard to patient partners’ availability
or needs.

e Funding structures and timelines were also described as misaligned with what works best for
communities, constraining researchers’ ability to build relationships or support meaningful
engagement.

e Relationship building can be frustrating experience, tokenism is a bad feeling, but time is
limited, and funding can be restrictive

o Researchis competitive, meaningful patient engagement is not prioritized enough
o Researchers shouldn’t have to choose between affording to do research and affording
to respect the communities we want to learn from

4. Compensation as an Equity Issue

¢ Compensation legitimizes patient partners’ contributions and enables participation by lower-
income people.



e Patient partners incur real costs (travel, technology, printing, time) that are often
unrecognized.

e Equity-focused engagement is not possible without fair, timely, and transparent
compensation.

¢ Understanding preferences for patient partner compensation is part of relationship building

¢ Longwaittimes to be compensated so patient partners have to keep following up on
compensation, can be tedious and no clarity about when compensation would be received
(and dealing with institutional policies which vary).

5. Capacity Building and Readiness

¢ Researchers need better training to work ethically and effectively with equity-deserving
populations

e Some participants suggested a graduated approach, where teams build engagement skills
before working with patient partners from underrepresented groups.

« Narrative CVs, mentorship, and supportive onboarding can lower barriers for those new to
engagement.

Cross-Cutting Insights Across Both Topics

« Tokenism persists when engagement is late, narrow, or lacks real influence.

+ Patient partner champions and peer recruitment can build momentum but risk
overburdening the same individuals.

¢ Relationships, not tools alone, are the foundation of meaningful patient partner engagement
and matching that works for everyone.

¢ Innovation (e.g., speed-dating models, Al-supported plain language) is valuable when it
strengthens—not replaces—human connection.

o« System-level change is required, including aligned funding, institutional support, equitable
policies, and shared accountability.



