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1. Background

Partnerships with patients and caregivers are now recognized as an essential pillar of
health and social services research. The Canadian Institutes of Health Research
(CIHR) emphasize that individuals with lived experience of illness contribute directly to
defining scientific priorities, guiding research methods, and improving the relevance
and impact of initiatives. Their perspective constitutes a distinct form of expertise,
complementary to that of research and clinical teams.

CIHR’s Patient-Centred Research Strategy (PCRS) maintains that adequate
compensation for patient partners is a key factor in promoting equity, inclusion, and
diversity within teams. Compensation supports their ability to contribute fully by
removing barriers to participation and recognizing the value of their time, experiential
knowledge, and commitment to projects.

For the purposes of this framework, the term “partner” refers to any person
contributing to the Unit’s activities through their experiential knowledge, lived
experience, or commitment, including:

¢ Patient partner
e Family partners
¢ Citizen partners

These individuals are recognized as full partners, whose contributions complement
and enrich scientific, professional, and organizational knowledge.

In this context, the SSA Québec Support Unit (the Unit) recognizes that the
involvement of patient partners and family partners is essential to the quality,
relevance, and impact of its work. Compensation for this contribution must be
managed in a consistent, transparent, and equitable manner to ensure uniform
practices across the Unit's various activities, teams, and bodies. Furthermore,
several practical and administrative issues, such as the nature of tasks, levels of
engagement, respective  responsibilities, hourly = compensation, and tax
implications, require harmonized management.

This management framework has therefore been developed to:

e Officially recognize the value of the experiential knowledge contributed by
patients and close partners.

* Promote an approach based on equity, inclusion, and the complementarity
of knowledge.

e Support the active participation of these individuals by offering fair and
consistent compensation.

e Provide clear guidelines to the Unit’s teams to facilitate collaboration and
administrative processing.

¢ Align the Unit’s practices with the guidelines and principles recommended by CIHR.
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This framework is developed and revised periodically with partners and other experts
from the Unit. It is designed to be evolving to reflect changes in practices, issues, and
needs related to partnerships with patients and their loved ones within the learning
health system (LHS).

2. Guiding Principles
The Unit places great importance on the value of collaboration with patients and family
partners.

Their lived experiences and perspectives enrich projects and improve the quality
of decisions. Compensation is one of the measures put in place to recognize and support
this participation.

2.1 Valuing lived experience

Personal experience with illness and health services provides a unique and essential
perspective. Compensation reflects this value.

2.2 Accessible and Equitable Participation

Everyone, regardless of their background, abilities, or personal circumstances, should
be able to contribute without being hindered by financial barriers.

2.3 Collaboration based on complementary knowledge

Patient partners, researchers, managers, and professionals each contribute in their
own way. The framework aims to support balanced and respectful collaboration.

2.4 Transparency and clarity

Expectations, roles, levels of involvement, and compensation arrangements must
be clearly explained from the outset to facilitate informed participation.

2.5 Support for Partners

The Unit is committed to supporting partners by providing them with the necessary
information about this management framework.

2.6 Continuous review and adaptation

Since partnership is an evolving field, practices must be reviewed regularly to remain
consistent, relevant, and aligned with the needs of partners.
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3. Scope of Application

This management framework applies to all situations in which patients and close
partners contribute to the Unit’s activities, whether in an advisory role, through
regular participation, or by delivering specific outputs. It aims to standardize practices,
ensure fairness in the recognition of contributions, and support harmonious
collaboration between teams and partners. This framework applies to:

3.1 The Unit’s internal activities
This includes all engagements directly related to the Unit’s internal work, for example:

e Internal advisory or decision-making committees.
e Working groups or discussion groups.

e Strategic or operational planning activities.
¢ The co-creation of content, tools, training, or processes.

3.2 For projects funded or supported by the Unit

When teams receive funding, guidance, or formal support from the Unit, the
participation of partners in this context is covered by this framework. This includes:

e Research projects funded directly by the Unit.
*  Projects receiving methodological support or guidance.

* Governance or monitoring activities associated with these projects.

3.3 Structured collaborations involving patient partners

The framework also applies when the Unit participates in broader partnerships
(inter-university, cross-sectoral, institutional) and patient or family partners are invited
to contribute within the scope of the Unit's mandate.

3.4 To one-time or exceptional activities

Even when involvement is brief or limited to a specific activity (e.g., participation
in a panel, testimonial, special event, workshop), the terms of compensation and
associated responsibilities must follow the principles of the management framework.

3.5 Limitations and Exclusions
The framework does not apply to situations where:

e The partners are involved in a project that has no formal connection to the Unit.
¢ The contribution is made by a third-party institution that fully defines its own
partnership terms.
e The participation concerns public or volunteer activity that does not fall under
a mandate agreed upon within the scope of the Unit’s activities.
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In these situations, the Unit may offer advice or referrals, but is not responsible for
the terms of compensation or the administrative processes related to the participation.

4. Responsibilities

This section outlines the roles and obligations of each party to ensure harmonious and
transparent collaboration between the Unit and its partners. It aims to establish clear,
consistent, and respectful operating procedures for all activities covered by the
management framework.

4.1 Responsibilities of the Unit’s Teams
The Unit’s teams are responsible for:

a) Documentation and Agreements
¢ Draft and have comprehensive agreement and mandates defining activities,
responsibilities, and compensation signed.
e Submit the documents required to create or update the partner’s administrative file.

b) Compensation Framework
e Determine, together with the partner, the level of involvement and
the associated compensation terms.
¢ Confirm the estimated time and expected deliverables.
e Approve compensation requests and ensure they are processed in a
timely manner.

c) Participation Support
e Be available to answer questions or clarify expectations.
e Adapt the scope of work in the event of changes in workload, in
collaboration with the partner.

d) Compliance with internal policies
e Ensure compliance with applicable policies (confidentiality, conflict of interest
disclosure, etc.).

¢ Inform partners of the rules that apply to them.

4.2 Responsibilities of partners

Partner individuals contribute to the success of the Unit’s activities through their
practical expertise. Their involvement requires certain commitments to ensure smooth
and effective collaboration.
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a) Commitment and communication
*  Promptly notify the team of any discrepancy between the mandate and the
actual workload.

e Actively participate in planned activities in accordance with the mandate.

b) Tracking Participation and Compensation
e Keep arigorous record of their hours and activities using the
designated tool.
e Submit compensation requests according to the established
procedure.
e Report any errors or special circumstances related to
compensation.

c¢) Compliance with formal commitments
¢ Sign the master agreement and the mandates covering their activities.
e Comply with applicable policies, including confidentiality and conflict of interest
disclosures, when required.

d) Understanding of financial implications
e Be aware of the tax or administrative consequences associated with compensation.
e Communicate directly with the relevant organizations or institutions to obtain
information or clarification as needed.

5. Compensation

In this framework, compensation constitutes a form of financial recognition for the
contribution of partner individuals. It aims to fairly recognize the time invested,
the experiential knowledge mobilized, and the responsibilities assumed, without
creating an employment relationship between the Unit and the partner individual.

Recognition of partner organizations may also take other complementary forms (e.g.,
support for participation, enabling conditions, symbolic recognition), in accordance
with the principles set forth in this framework.

5.1 General Principles Regarding Compensation

Compensation is provided for activities outlined in a formal agreement between the
Unit and the partner. Amounts are allocated based on an hourly rate associated with
the type of involvement and level of responsibility. Partner individuals always retain
the option to accept or decline the offered compensation. No compensation may be
granted for activities not specified or carried out outside of a mandate (unless an
exception is approved).
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5.2 Levels of Involvement and Hourly Rates

Compensation is determined based on three levels of involvement to recognize the
diversity of contributions. These levels serve as clear guidelines for determining the
rate associated with the activity.

a) Consultation — $35/hour
One-time participation requiring little or no preparation, for example:

e Responding to a survey.

*  Providing input during a brief consultation.
¢ Reading a short document for feedback.
b) Active participation in committees — $40/hour
Regular involvement requiring preparation or sustained participation, for example:

e Participation in a monthly committee.

e Contributing to discussions in a working group.

* Proofreading or revising documents.
c) Facilitation or production of deliverables — $45/hour

More sustained involvement involving additional responsibilities, substantial
preparation, or the production of a deliverable, for example:

¢ Facilitating a workshop or discussion group.

e Participating in a panel or providing a structured testimonial.

e Drafting or producing content, a summary, or a tool.
5.3 Hours included in compensation
Compensation covers:

e Time spent participating in meetings, workshops, committees, or scheduled activities.
e Preparation time, based on the estimate agreed upon between the team and the partner.

e Travel time, when the activity takes place in person, according to established rules.

e Specific scenarios provided for in the framework (see section

5.5). The total recognized time must be estimated in advance in the terms of reference.
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5.4 Compensation Request Process

Partner individuals must:

e Use the tracking tool provided by the Unit.

e Document their hours in accordance with their terms of reference.

e Submit their request via the compensation portal.

e Notify the team responsible for any inconsistencies or necessary changes.

Unit teams must:

e Validate the reported hours.
e Approve requests in a timely manner.

e Ensure administrative processing by the relevant departments.
5.5 Special Cases

In certain exceptional situations, a gift card may be offered as a token of appreciation, up to a
maximum of:

e $100 per day, and
e $450 per year.

This form of recognition applies to partners who do not have access to a bank account, in
accordance with internal policies.

5.6 Reimbursement of Expenses
Partners may request reimbursement for certain expenses related to their activities, such as:

e Travel (mileage, transportation, lodging);

e Other eligible expenses in accordance with current rules.

Reimbursements are made in accordance with the applicable official policy and must follow the
procedure provided to the individuals concerned.
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