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March 12, 2026
Moving beyond challenges: Working Together to Navigate and Improve

Compensation Practices

Almost forty people from diverse interest holder groups, including patient partners,
researchers, research staff, and institutional representatives, attended the OSSU World
Café Conversation on March 12™. This was the third in a series of three conversation
events with the goal to break down silos and encourage dialogue among everyone involved
in the patient engagement ecosystem to establish strong foundations for relationship

building.

Each OSSU World Café is centred on a topic of conversation driven by suggestions from
the community. In this conversation, participants were invited to share their perspectives
on patient partner compensation. This is a summary of what we heard.

Topic 1: Exploring how we can work within our institutions with what we have

What It Means

Key

Components

Areas of
Agreement

Challenges /
Tensions

Differences by
Interest-Holder

1. Limited
Understanding
of
Compensation
Practices &
Inconsistencies

2. Accessibility
and Usability of
Compensation

Mechanisms

3. Transparency,
Timeliness, and
Respect

Confusion about
how
compensation
works across
institutions and
projects.

Payment
systems can
create barriers
when they are
complex or
technology-depe
ndent.

Clear
communication
about
compensation
builds trust.

Lack of
awareness;
unclear
expectations
about
compensated
activities;
inconsistent
institutional
practices.

Electronic gift
card challenges;
digital literacy
barriers;
preference for
direct deposit,
cheques, or
e-transfers;
administrative
tracking burden.

Early
discussions;
clear payment
schedules;
integrating
compensation
into grant
proposals;
consistent
communication.

Recognition that
patient partner
contributions
are valuable and
should be
compensated.

Compensation
systems should
be simple and
accessible.

Compensation
should be
discussed at the
beginning of
collaborations.

Researchers
must justify
compensation;
compensation
cut when
budgets are low;
institutional
inconsistencies

Gift cards not
always practical;
delays and
administrative
complexity.

Payment delays
and lack of
updates create
anxiety.

Groups

Patient partners
emphasized
recognition and
fairness;
researchers
highlighted
institutional
constraints.

Patient partners
emphasized
usability;
administrators
highlighted
institutional
system limits.

Patient partners
emphasized
transparency;
researchers
highlighted
planning
requirements.



1. Limited Understanding of Compensation Practices & Inconsistencies

A recurring theme across discussions was the lack of clarity and shared understanding
about compensation practices within research institutions and across projects.

Lack of awareness about compensation structures

e Participants expressed uncertainty about how compensation works across
institutions and research projects.

e There is confusion about what types of activities should be compensated,
including:
o Travel and commuting expenses and distinguishing this as reimbursement
and not compensation
Printing costs or technology to support involvement
o Time spent participating in meetings
Preparation and background work

e Some patient partners reported that compensation expectations are rarely
discussed upfront, leaving them unsure about what to expect.

e Conversations sometimes revealed confusion between the roles of patient
partners and research participants.
o This confusion suggests a broader lack of education about different forms
of involvement in research and how they should be compensated.

Justifying compensation remains an issue

e Researchers reported being required to justify why patient partners should be
compensated and their frustration with having to do this repeatedly.

e This creates frustration and reinforces the perception that patient contributions
are undervalued compared to traditional research roles.

e Researchers themselves are compensated for their time, yet patient partners are
often expected to explain or defend the value of their involvement.

¢ When budget is low, the first thing that is cut is usually compensation.

Lack of standardized guidance and institutional consistency

¢ Compensation practices vary widely:
o Across research teams and projects
o Across institutions
o Across funding programs
o Existing guidelines from funders often provide limited practical direction for
compensation.
e Researchers and institutions are therefore left to interpret guidance and develop
their own practices, which can lead to inconsistency.



¢ No consistency across projects and institutions (some institutes require patient
partners to be hired or be formally hired as contractors, while others rely on
informal or ad hoc systems). This inconsistency contributes to confusion and
inequities across projects.
¢ Needto align/standardize/harmonize across Canada rather than have so many
individual policies and systems.
o However, it was noted that given provincial healthcare and health policies,
this may be challenging and could create inequities between
Provinces/Territories.

2. Accessibility and Usability of Compensation Mechanisms

Participants identified practical barriers related to how compensation is delivered,
particularly when systems are not designed with accessibility and usability in mind.

Challenges with electronic gift cards

e Electronic gift cards are frequently used as compensation, but they can create
significant barriers for some patient partners.
o Difficult to access due to low digital literacy
o Difficulty navigating online platforms
o Complex account creation processes
e These processes may unintentionally create pressure or embarrassment for
patient partners, leaving them feeling as though they are being judged for lacking
technological skills.
e Gift cards may not always be practical or meaningful compensation.
o A $15 gift card to a specific store may be unusable if the patient partner
does not shop there or that store is not in their area.
o Inthese cases, compensation may simply be passed along to friends or
family, reducing its intended value.

Some patient partners actively requested these options and declined gift cards
altogether, indicating that current systems do not always align with patient partner
preferences.

Preference for simpler payment methods

¢ Some patient partners expressed preference for more straightforward and
flexible compensation options, such as:
o Directdeposit
o Mailed cheques
o Electronic transfers

Administrative burdens
o Patient partners often feel responsible for tracking their own compensation,

including:
o Logging hours



o Following up on overdue payments
e Patient engagement work can easily fall through the cracks, requiring patient
partners to repeatedly request payment.
e Participants emphasized that patient partners should not have to “beg” for
compensation.

3. Transparency, Timeliness, and Respect

Patient partners consistently emphasized the importance of clear communication and
transparency in compensation practices.

Importance of early communication

e Compensation discussions should occur at the beginning of collaborations,
rather than after patient partners have already contributed time and effort,
including communicating clearly if no compensation is offered or which tasks are
not compensated.

e Clear expectations should include compensation type, payment amount, payment
schedule, and scope of work. Some participants suggested the use of formal Terms
of Reference or a ‘Project manifest’.

Integrating compensation into planning

e Compensation should be integrated into grant proposals and project planning
from the outset.
e Suggestions included:

o Including compensation plans in grant applications. This included
discussion about the current lack of a designated line item (e.g. within CIHR
applications) to identify and protect compensation amounts.

o Adding compensation information to project one-pagers.

Creating formal collaboration agreements.

Consistent communication

e Strong communication between all interest-holders is essential, including patient
partners, researchers, administrative staff, and compensation administrators

e Bidirectional communication ensures that barriers and misunderstandings can
be addressed early.

Avoiding feelings of being forgotten

+ Patient partners were anxious about compensation delays and lack of follow-up.

e Being left without payment or updates can create a sense of being undervalued or
forgotten.

e Transparent processes and proactive reminders can help mitigate these issues.

e Awareness of factors such as identity, workload, diversification, and expectations
is important. Workload is often unacceptable for the current compensation rates.



Topic 2: Exploring how we move forward together to improve
compensation practices

What It Means

Key

Components

Areas of
Agreement

Challenges /
Tensions

Differences by
Interest-Holder
Groups

1. Compassion
and
Collaborative
Approaches

2. Language and
Technological
Barriers

3. Recognizing
the Full Scope of
Contributions

4. Addressing
Institutional
Gaps and
Structural
Barriers

5. Financial and
Policy
Considerations

6. Moving
Toward
Institutional
Change

Compensation
should reflect
partnership
rather than
transactional
relationships.

Language and
digital barriers
can limit access
to compensation
systems.

Patient partners
contribute
beyond meeting
participation.

Institutional
systems often
lag behind
engagement
goals.

Compensation
affected by
taxes, benefits,
and funding
structures.

Institutions can
improve
practices
through
proactive
planning and
advocacy.

Compensation
as part of
research
culture; trust
and
accountability;
standards
across
organizations.

Limited bilingual
platforms;
challenges for
minority
francophone
partners; need
forinclusive
systems.

Compensation
to account for
preparation
work e.g.
document
review, email
communication,
presentations -
“invisible
workload”

Lack of
standardized
guidance;
inconsistent
policies; need
for tools and
templates;
limited tracking.
Tax implications;
disability
benefits; SIN
requirements;
grant budget
limitations.

Embedding
compensationin
project
structures;
collaboration
agreements;
policy updates;
advocacy for
guidance.

Compensation
should be a
non-negotiable
element of
patient
engagement.

Accessibility
must include
language
considerations.

Patient partners
contribute
significant time
and expertise.

Clear guidance
and tools would
improve
consistency.

Policies must
consider
financial
realities.

Institutional
change requires
collaboration
across groups.

Lack of
consistent
national
standards and
outdated
guidelines.

English-only
systems can
create
exclusion.

Compensation
structures often
overlook hidden
work.

Institutions must
develop their
own systems,
creating
inequities.

Compensation
may affect
benefits or
create
administrative
burdens.

Administrative
systems and
policy changes
can be slow.

Patient partners
emphasized value
of lived experience
and other skills;
researchers
emphasized need
for funder
guidance.

Francophone
participants
emphasized
linguistic
accessibility.

Patient partners
highlighted
invisible workload;
researchers noted
budgeting
challenges.

Administrators
emphasized
operational
challenges;
patient partners
highlighted impact
of inconsistency.

Patient partners
emphasized
personal financial
impacts;
researchers
emphasized
funding
constraints.

Both patient
partners and
researchers
emphasized need
for CIHR
guidelines,
applied
consistently.



1. Compassion and Collaborative Approaches

Participants emphasized that compensation should reflect collaborative values rather
than transactional relationships.

Compensation as part of partnership

e Compensation should not be treated as an optional or secondary component of
patient engagement, and the onus should not be on patient partners to request it.
e Instead, it should be seen as an integral part of respectful collaboration.
e There are different considerations for compensating youth patient partners (and
financial implications with student bursaries, other income, etc.).
e Patient partners noted good experiences with compensation where there is co-
collaboration on a project from the onset, but this is not the norm.
e Compensation must be viewed as a non-negotiable item in grants, part of the
“fabric” of research, not a surprise.
¢ Need to stop thinking about return on investment and start thinking about return on
engagement.
o Building trust, transparency, and accountability.
o Benefits and value ripple out - downstream improvement of patient
experience within health system.
o Need more reporting and data to better understand the impact and value
patient engagement has.

Standards of practice that building inclusive, equitable spaces for patient
partners

¢ Many spaces not being fully honest about compensation.
e Patient partners can have feelings of hesitancy with research team to bring up the
topic of compensation as they don’t want to break the trust:
o Ahigher-level body overseeing standards from an organization like CIHR
will make it more transparent and better understood.
o Standards from the funding agencies would be beneficial for both patient
partners and researchers when working together.
o Current guidelines are outdated and not helpful from CIHR or other
organizations and they might not align.
o Patient partners being able to provide direct feedback would be helpful
e How do you monetize lived experience? Different roles, expectations for time
spent, effort and sharing. There should be room for negotiation (at the onset of the
work).
e |sthere an organisation that could/should take the lead on these overarching
guidelines? What is the next step from here?
o Many participants noted that CIHR could take the lead.
o Need a gold standard baseline that is widely adopted - there is
inconsistency across recommendations by organization.
o SPOR Units across Canada should put together recommendations to send
to CIHR, which can then be implemented in research institutes and



hospitals (noting that at present compensation rates across SPOR Units is
not consistent.
e Important to recognize patient partners as more than volunteers (many patient
partners serve on voluntary boards, ethics boards, etc.).

o Seemingly no community drive or conversation to pay patient partners for
voluntary board positions.

o Differences in compensation for patient partners in research and those who
serve on hospital committees/advisory groups where itis oftenon a
voluntary basis.

In art-related patient engagement has serious compensation issues.

The quality improvement work is not compensated. For short term projects
that cannot afford compensations, there should at least be reimbursement
for expenses.

2. Language and Technological Barriers

Discussions in the francophone breakout group highlighted language-related
accessibility issues in compensation systems.

Limited bilingual infrastructure

Many compensation platforms and accounts operate primarily in English, which
can create barriers for francophone patient partners.

This lack of bilingual access can contribute to feelings of exclusion or
marginalization.

Context of minority francophones

Perspectives in the discussion largely came from patient partners who may identify
as minority francophones living outside Québec.
Minority francophones often face distinct challenges, including:

o Limited access to services in French

o Additional barriers in healthcare systems
Their experiences may therefore differ from francophones living in Québec, and
compensation systems should account for these contextual differences.

Diversity within francophone communities

Discussions about minority francophones often highlight older demographics,
which can lead to concerns about ageism.

Participants emphasized that francophone communities are diverse and evolving,
including immigrant communities and francophone diasporas.

Compensation practices should therefore recognize multiple forms of
marginalization and lived experience.

3. Recognizing the full scope of contributions



e Patient partners contribute far more than time spentin meetings. Compensation
should account for reading documents, responding to emails, preparing
presentations, conducting background research, and providing feedback
throughout the project lifecycle.

e Often no funds for grant review or pre-application engagement activities

e Advocate for institutions to have a pot of funds to compensate patient partners
for grant review

These contributions are often overlooked in compensation structures.

Other forms of recognition

e Not all patient partners can accept compensation (or wish to accept it) or are
limited by the amount, but other forms of recognition can convey the value of their
partnership:

o co-authorship on manuscripts.
o opportunities to attend conferences.
o opportunities for training or skill development.

e This type of recognition could be perceived as more appreciated and more
meaningful than monetary compensation for some patient partners.

Moving beyond transactional thinking

o Effective partnerships involve:
o Mutualrespect
o Shared decision-making
o Co-creation of research activities

e Compensation should support these principles rather than reducing participation
to isolated tasks.

e It’simportant to remind people that it’s okay to walk away from the conversation
and the project when it doesn’t work out. However, it was also noted that this can
be challenging, especially where this work relates to addressing inequities or
involves the individuals’ identity and where it may be hard to walk away (and
potentially hurt the individual).

3. Addressing Institutional Gaps and Structural Barriers

Despite growing recognition of patient engagement, participants noted a significant gap
between awareness and action.

Need for tools and templates
e Participants identified a need for practical resources such as standard

compensation templates, budget guidance for patient engagement, compensation
policy examples, and collaboration agreements.



These tools would help reduce administrative uncertainty and support more
consistent practices across projects.

Institutional tracking and accountability

e Many institutions do not track patient engagement activities or compensation
payments.

o As aresult, the impact of patient engagement is difficult to measure, and
institutions cannot easily report how much compensation is distributed.

o Itis hard to show value of engagement in numbers in order to justify costs.
Some participants suggested the need to frame engagement as enablers of
healthcare system transformation.

¢ Should not be patient partners responsibility to track hours/compensation.

o Activities and work sometimes fall through the cracks, requiring patient

partners to follow up weeks later.

Participants suggested that dedicated patient engagement staff within hospitals and
universities could help:

e Trackprojects
e Monitor compensation practices
o Generate data demonstrating the value of patient engagement

4. Financial and Policy Considerations
Compensation practices are also shaped by policy and financial constraints.
Tax and benefit implications

« Patient partners often worry about how compensation may affect:

o Income taxes,

o Disability benefits

o Otherfinancial supports

¢ Some compensation methods may create additional administrative
complications, particularly when documentation is unclear.

e Important to communicate the impacts of compensation (e.g., tax and disability
benefits considerations)

o Gift cards needing to be declared as taxable income.

o Compensation across different projects or institutes — for example, the $500
threshold for reportable income is not by project, it’s by institution that paid
you.

e Papertrail is difficult when compensation is issued by e-transfer that does not
specify payment details.

¢ Compensation rates should be periodically re-evaluated with evidence-based
methods, to keep it up to date with the rise in the cost of living.

Restrictions related to identification requirements



e Some institutions require Social Insurance Numbers (SIN) for payments over
certain amounts.

e This can create barriers for people uncomfortable sharing personal information and
those without SIN numbers.

Budget limitations

Researchers may face restrictions related to:

o Grant budgets.
o Ethics board policies.
o Institutional financial systems.

e Thereis a need for greater transparency and accessibility regarding how research
funds and project budgets work so that participants can better understand what
equitable or appropriate compensation might be.

¢ As mentioned above, some participants noted finite budgets that needed to be
dispersed among multiple projects which leads to difficult decisions. For example,
whether budgets are used to fund more work, but with individuals paid less, or
whether they should increase their compensation amounts but then provide less
opportunities due to fewer projects. Some participants indicated that they had tried
to find money through alternate sources, such as donors or foundations, in order to
increase the amount they could offer.

¢ There are also inequities between research disciplines and where budgets and
grants may differ dramatically (e.g. medical education vs clinical research), which
can affect the ability to compensate, and the amounts available.

o Atpresent, there is no set budget line for research projects funded by CIHR.

Participants indicated compensation should be a dedicated line items for patient

engagement costs when applying for a grant.

4. Moving Toward Institutional Change

Participants highlighted several strategies that could help institutions improve
compensation practices using existing resources.

Embedding compensation into project structures
Possible approaches include:

e Creating project mandate documents that outline:
o Time commitments
o Responsibilities
o Available compensation
e Establishing collaboration agreements at the beginning of partnerships.
¢ Updating compensation policies regularly. One participant noted that their
institution reviews their policy annually and against cost of living in order to
determine suitable amounts.

Advocating for institutional improvements
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Researchers and patient partners can work together to:

e Advocate for broader institutional recognition of patient parther compensation.

¢ Encourage funders to prioritize budgeting for patient engagement compensation.

¢ Push for clearer national guidance on compensation practices.

Encouraging proactive planning

Simple steps such as scheduling reminders, documenting compensation plans
early, and maintaining open communication can significantly reduce barriers and
improve experiences for patient partners.
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