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Abstract: Te involvement of patients, their families, or their representatives is becoming increasingly common in health-care research. However, theoretical justifcation of patient engagement (PE) and consistent guidance on how to include patients as
key stakeholders on research teams are still lacking. Tis paper describes how the PriCare group integrates PE into its program’s governance structure and uses a program
logic perspective to engage patients in the planning phases of a research study based
on resources, processes, and relationships, guided by the SPOR-CIHR’s PE framework.
Te PriCare approach facilitates the evaluation and continuous improvement of PE.
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Résumé: La participation de patients, de leur famille ou de leurs représentants est
de plus en plus commune en recherche dans le domaine de la santé. Cependant, il
manque encore une justifcation théorique pour la participation des patients et une
orientation cohérente sur la façon d’inclure les patients comme intervenants clés dans
des équipes de recherche. Cet article décrit la façon dont le groupe PriCare a incorporé la participation des patients à la structure de gouvernance de son programme et
utilise une perspective de logique de programme pour faire participer les patients aux
phases de planifcation d’une étude de recherche fondée sur les ressources, les processus et les relations, tout en étant orienté par le cadre de participation des patients de
la SRAP/IRSC. L’approche de PriCare facilite l’évaluation et l’amélioration continue
de la participation des patients.
Mots-clés : gestion de cas, participation du patient, PriCare, logique de programme,
SRAP
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Te involvement of patients, their families, or their representatives in health-care
research is being recognized for its potential to contribute to the improvement of
individual health outcomes, the quality of health care, and the reduction of healthcare costs (Baker, 2014; Blackburn et al., 2018; Pomey et al., 2015), and as a moral
and policy imperative toward health equity (Reed et al., 2018; Wilson et al., 2015)
and the democratization of health care (Brett et al., 2010; Domecq et al., 2014).
Patient engagement increases study enrollment rates and aids researchers in securing funding, designing study protocols, and choosing outcomes (Domecq et
al., 2014). Tis, in turn, results in better, more patient-relevant outcomes because
of easier recruitment, retention of study participants, and improved interpretation (Desai et al., 2020). Collaboration between researchers and the patients who
may be afected by the research is a requirement by some funding organizations
(Bagley et al., 2016; Black et al., 2018). Research teams with patients as key stakeholders need to make decisions about the organization of their work process,
about the activities that support efective patient engagement (PE) in research, and
about how to evaluate their eforts (Abelson et al., 2018; Black et al., 2018). Several publications describe eforts to engage patients on research teams (Chudyk
et al., 2018; Dufett, 2017; Hamilton et al., 2018; Harrison et al., 2019; Levy et al.,
2017), but consistent reporting and theoretical justifcation of these activities are
still lacking (Domecq et al., 2014; Manafo et al., 2018; Staley, 2017; Staniszewska
et al., 2017). Te meaning of PE in terms of activities, processes, and resources is
unclear. Tis poses a number of challenges for the practice of PE in research. First,
it impedes the operationalization and the formalization of PE activities (Black et
al., 2018; Brett et al., 2010). Second, it slows the adoption, sustainability, and replication of PE in research (Black et al., 2018; Brett et al., 2010; Manafo et al., 2018;
Sibbald et al., 2014). Tird, it hinders eforts to evaluate PE (Abelson et al., 2018;
Boivin et al., 2018; Dudley et al., 2015; Reed et al., 2018). One way to overcome
some of these challenges is to adopt a program logic perspective, positioning PE as
a type of intervention, an organized system of social action with a defned structure and context, actors, activities, and outputs (Brousselle et al., 2011). A program logic perspective may facilitate an understanding of the activities involved
in engaging patients and support the documentation and reporting required to
conduct evaluations (Abelson et al., 2018; Brett et al., 2014; Reed et al., 2018).
Tis paper describes the eforts of the PriCare team to engage patients in a
research program on case management for frequent users of health-care services
with chronic illnesses and complex care needs by detailing the structures and
activities that were implemented in the planning phase of the research program
to build capacity for the evaluation and continuous improvement of PE.

THE PRICARE PROGRAM
Te PriCare—Partners for Patients First research program is a multi-province,
Canadian initiative to implement and study case management (CM) for frequent users of health-care services. Case management (CM) is a collaborative,
doi: 10.3138/cjpe.70805
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patient-centred approach to provide quality health and social services with the
intent to improve individual and health-system outcomes (Case Management
Society of America, 2019; National Case Management Network of Canada, 2009).
Te CM intervention is implemented in ten primary care clinics across fve Canadian provinces (Newfoundland and Labrador, Nova Scotia, New Brunswick,
Quebec, and Saskatchewan) (Danish et al., 2020; Hudon et al., 2018). PriCare was
designed in accordance with the Canadian Institutes of Health Research (CIHR)
Patient Engagement Framework. PE is defned as “the meaningful and active collaboration of individuals or their informal caregivers with personal experience of
a health issue in governance, priority setting, conducting research and knowledge
translation” (CIHR, 2014). Te PriCare group seeks to build capacity for the
evaluation and continuous improvement of PE in research. To accomplish this
goal, the PriCare group adheres to the four guiding principles for integrating PE
in research as outlined by the Canadian Institutes for Health Research—Strategy
for Patient Oriented Research (SPOR): inclusiveness, support, mutual respect, and
co-build, as described in Table 1 (CIHR, 2014).

PROCESS
Our team of researchers and patient partners (PPs) working on PE used a temporal
bracketing strategy (Langley, 1999) to document PE activities along three distinct
phases of the PriCare research program: planning/pre-implementation, data collection/implementation, and analysis and knowledge translation (Boivin et al., 2018;
Dufett, 2017; Harrison et al., 2019). Temporal bracketing is an analysis method
used in case-study research to organize process data based on distinct temporal
phases. It is particularly well suited to analyzing complex and dynamic phenomena
(Langley, 1999). At each phase of the research, we reviewed PE activities with the

Table 1. SPOR guiding principles for integrating patient engagement in
research (CIHR, 2014)
Inclusiveness

Support

Mutual respect

Co-build

a) Represent a diversity of patient perspectives and refect these
perspectives in the research
b) Create inclusive mechanisms and processes
c) Peer-to-peer recruitment and engagement
d) Support and fexibility to ensure contribution
e) Create safe environments for interaction and feedback
f ) Financial compensation
g) Patients, researchers, and practitioners acknowledge and value
each other’s experiential knowledge and expertise
h) Patients’ experiential knowledge is mobilized, translated, and
valued as evidence
i) Patients, researchers, and practitioners collaborate to identify
problems, set priorities, and produce and implement solutions

© 2022 CJPE 37.1, 104–116

doi: 10.3138/cjpe.70805

Evaluation of Patient Engagement in PriCare 107

Figure 1. Program logic perspective of patient engagement (PE) in the planning phase of PriCare
objective of learning and improving subsequent phases. In the planning phase of
the research, which lasted approximately 18 months, we collected data on PE using three methods: document analysis of research study protocols, planning and
clinical tools, and proceedings of committee meetings; participant observation of
patient-partner and research-coordinator practice communities; and focus-group
discussions based on guided questions co-constructed by patient partners and researchers. We thematically organized PE activities identifed from the data collection into resources, processes, and relationships based on a program logic framework
for the architecture of patient and public involvement (Wilson et al., 2015). Figure
1 is a program logic perspective of PE in the planning phase of PriCare.
Resources refer to everything that is needed to operate the program, including human, fnancial, organizational, and community inputs that can persist when
the research ends. Processes are the planned activities, actions, events, tools, and
technology that are intentional components of patient engagement and that will
be accomplished using the resources. Relationships refer to time invested into the
partnership, reciprocity, safe spaces provided, the skills of the facilitators/research
coordinators, and the opportunities for feedback provided to patient partners
(Wilson et al., 2015). We identifed and categorized PE activities independently
and then through discussion during two meetings. Te researchers resolved disagreements during two subsequent meetings.
doi: 10.3138/cjpe.70805
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PriCare governance structure
Patient partnership has been an integral part of PriCare since its inception, when
the nominated principal investigator (NPI) and the Co-PI invited PPs who were
involved in previous projects to participate in the governance and the research
activities of the program. Two Patient Leads (PLs) have extensive experience in
their roles and are willing to commit time and efort to the program. Tey are
familiar with the CIHR-SPOR framework and possess knowledge of the research
environment and activities. PLs assume a leadership role and provide guidance to
newly recruited patient partners who may have less experience in research. PLs
received training through their respective SPOR Units to act as patient resource, a
main source of knowledge of PE and empowerment in the governance and quality
of health care and social services; patient trainer, to share expertise through teaching, mentorship or consultancy; and patient co-researcher, to actively participate
in research design and implementation (Drouin & Gariss, 2019).
Figure 2 illustrates the PriCare governance structure. PriCare’s main governing body is located in Quebec, where the NPI and the Co-PI oversee all aspects of
the research with the support of a central coordination committee (CCC) made
up of two research coordinators and three PPs. Te CCC convenes weekly for a
three-hour meeting that may include additional team members depending on the
evolution of the research.
Similar coordinating structures are established in the four participating provinces. Each provincial group oversees research activities in its local clinical sites
and among its afliated primary care practitioners, clinic managers, and nurse or
social work case managers. Each provincial group also maintains a network of
local collaborators, including decision makers and stakeholders from provincial
health authorities.
Te fve provincial groups form the monitoring committee (MC) and meet
once per month to discuss the management and progress of the research program,
team coordination, and arising challenges. Te MC supports key decision making
in all stages of the research. Te Steering Committee (SC) is composed of members of the MC, provincial primary care practitioners, and decision makers, as well
as content experts who provide counsel. Steering committee members hold yearly
meetings at select scientifc conferences and on an as-needed basis.
Practice communities for the case managers, the research coordinators, and
the patient partners meet one to two times per month to discuss issues and challenges related to the PriCare program and specifc to their respective roles and
responsibilities. Research coordinators keep written proceedings for all committees and practice communities.

Patient engagement activities
PE activities implemented in the frst phase of the research on CM, the planning
phase, are listed according to the Wilson et al. (2015) program logic framework
in Table 2.
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Table 2. Patient engagement (PE) activities
RESOURCES
Consult provincial SPOR support units
Consult SPOR PE working group
Invite four patient partners from previous research to collaborate
Maintain training of research coordinators on PE
Provide training on the research project collaboratively with researchers and patient
partners (PPs)
Provide training on PE collaboratively with Patient Leads (PLs) and researchers
Use online meeting platform (GoToMeeting) to facilitate collaboration across Canada
Ofer fexible scheduling and work processes to accommodate needs of PPs
Enable and organize confdential meetings exclusive to PPs
Provide fnancial compensation for PPs
PROCESSES
Engage two PLs
Recruit two PPs in each province
Recruit PPs from various personal and professional backgrounds
Ensure the participation of PPs in the recruitment process and the preparation of intake
material
Develop PE Terms of Reference with PLs and involve all partners in the review
Plan for PE in the governance, planning, research activities, and knowledge translation
Hold face-to-face kick-of meeting to build team, develop vision, agree on functioning,
and ensure meaningful involvement of all
Hold yearly face-to-face team meetings to integrate team members and review overall
goals
Plan monthly PP practice community meeting
Hold weekly monitoring committee two-hour meeting with PLs
Produce quarterly newsletter to communicate progress of research project
Facilitate the active participation of PPs in conferences
Review partnership with patients and all stakeholders on an annual basis
Involve PPs in the development of research questions
Ensure the participation of PPs in research communications
Involve PPs as co-authors on knowledge translation activities such as articles, posters,
and presentations
Facilitate the participation of PPs in the pre-testing of clinical and evaluation tools
Plan for the participation of PPs in data collection and interpretation
RELATIONSHIPS
Ensure bilingual communication throughout the research
Hold in-person team-building activities in May and November
Increase eforts to build trust and mutually benefcial relationships with First Nations communities
Establish and maintain close working relationship between research coordinators and PPs
Ensure regular communication between Nominated Principal Investigator and PLs to
provide positive reinforcement and support
Facilitate the participation of PIs as guests in PP practice community
Ensure the regular solicitation by researchers of PP participation at every stage of the
research program
Ensure documentation and integration of PP input by PIs and RCs
© 2022 CJPE 37.1, 104–116
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KEY CHALLENGES
PE activities were built into the PriCare program since its inception, with human,
fnancial, and material resources, processes, and team building planned to improve
partnership with patients. In the planning phase of PriCare, challenges were identifed in terms of building and managing relationships, and these were also important
sources of learning and development of evaluation capacity building.
Patient partnership is not widely understood, so securing the target number
of candidates was a challenge. Since management of local site teams is decentralized to the provincial level, PP supervision and compensation were discussed
between PriCare PIs and research coordinators to devise equitable solutions that
consider the needs and interests of each individual and the legal and tax framework unique to each province. Te level of participation of PPs varied depending
on their personal and health situation, so recruitment was ongoing. Consequently,
so was training, which was extensive due to the need to understand not only the
research topic (CM) but also the nature of patient partnership and of the evaluation. Training sessions were co-constructed and delivered by researchers and
PLs at the beginning of the research program. Training related to specifc job
requirements was provided by research coordinators as needed. For example, PPs
were initiated to the conceptual model used in the research before participating
in the review of data-collection tools, and another training session on qualitative
research methods was added once data collection had begun.
Finally, PPs emphasized the importance of developing opportunities to
share their views and to know that they are being heard. Tey expressed interest in formally exchanging perspectives, expectations, and feedback with the
researchers about PE activities. In response to these suggestions, an interview
guide was co-constructed by PPs and researchers with the purpose of collecting data on the perspective of PIs (n = 5), research coordinators (n = 7), and
PPs (n = 10) regarding PE in PriCare and potential areas for improvement. Te
interview guide is based on the same program logic framework used in PriCare
(Brett et al., 2014; Wilson et al., 2015) and explores constructs from the SPOR’s
guidelines for integrating patients in research (CIHR, 2014) and the levels of PE
(Warren et al., 2020). It will be used as a data-collection tool for the evaluation
of patient engagement. A complete logic model will be constructed including
the research outcomes.

LESSONS LEARNED
Building capacity for the evaluation and continuous improvement of PE requires the presence of dedicated PP champions. In the case of PriCare, the support of the NPI for PE as an overarching theme and an essential component of
program governance is a major contributor to the integration of PE activities.
Te NPI plays a leadership role in modelling positive attitudes and behaviors
toward PE, ensures the availability and the expertise of dedicated personnel
to facilitate the management of PE resources, process, and relationships, and
doi: 10.3138/cjpe.70805
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ensures a timely response to challenges. A valuable approach to supporting and
accomplishing these goals is to strengthen and formalize the role of research
coordinators as champions and enablers of PE. Tey can then also play a leadership role in setting a standard of PE and ensuring adequate administrative
oversight. Research coordinators are then able to take charge of bridging the gap
between researchers and laypersons (Wilson et al., 2015). Research coordinators
can facilitate participatory research and support interactions between academics and their community partners by executing the essential tasks of cognitive
translation (transforming insights from PPs into research questions), strategic
translation (general information sharing with research group and others, setting
up committees and meetings, establishing procedures and expectations), and
logistic practices (the time and day-to-day commitments involved in enabling
these practices) (Clavier et al., 2012). As champions of PP, the NPI and research
coordinators facilitate the creation of structures and execute the work required
to mobilize the resources, processes, and relationships necessary to the development of evaluation eforts.

IMPLICATIONS FOR PRACTICE AND FUTURE RESEARCH
A program logic perspective facilitates the understanding of PE in the PriCare
research program in terms of resources, processes, and relationships and builds
capacity for evaluating PE by providing a framework for documenting, categorizing, monitoring, and improving PE activities throughout various phases of the
research. Tis approach has revealed the importance of defning and operationalizing PE as early as possible in the cycle of a research program. One way to do this
is through a governance structure that integrates and supports patient partners
as active participants and that formalizes PE based on established guidelines
for partnership (CIHR, 2014). A program logic perspective means dedicating
fnancial, organizational, and human resources specifcally to PE activities. Te
mobilization of PE champions among PIs and research coordinators facilitates
management and troubleshooting. Attracting and recruiting patient partners
with a formal onboarding process, job descriptions, and equitable compensation,
as well as ongoing training and mechanisms for integration and communication
with team members are essential elements of the PE process. Creating opportunities and safe spaces for feedback and information sharing supports PE and
its evaluation. In PriCare, an interview guide co-constructed with PPs was an
opportunity for PIs and PPs to exchange questions and perspectives safely and
anonymously.
Tis article has shared the PriCare group’s PE activities, providing a practical
example for others interested in engaging patients in a research program. Te article also provides a foundation for the PriCare group to further evaluation eforts,
particularly by refning the modelization of PE, and through logic analysis. Tis
article thus builds capacity for future evaluations of PE in practice and in research.
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