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Abstract

Background: In 2018, the Heart and Stroke Foundation of Canada transformed its approach to organizational
strategic planning and priority-setting. The goal was to generate impact from bench to bedside to community, to
improve the health of Canadians. It engaged researchers, clinician scientists, health systems leaders, and community
members including people with lived experience (PWLE) on six Mission Critical Area (MCA) councils, each of which
was co-chaired by a researcher or clinician scientist and a person with lived experience. Together, council members
were tasked with providing advice to Heart & Stroke about the most relevant and impactful priorities of our time. The
aim of this research was to explore the value of the MCA councils to Heart & Stroke, and to council members them-
selves. The research questions focused on understanding the process of managing and participating on the councils,
the challenges and outcomes.

Methods: Using an integrated knowledge translation approach, we conducted a case study with developmental
evaluation over a 2-year time period (2018-2020). We collected qualitative data from various sources (Heart & Stroke
team responsible for managing the councils, council co-chairs, council members, and key informants). We collected
documents and analysed them for contextual background.

Results: Participants noted that the MCA councils continuously evolved over the 2 years in various ways: from an

uncertain direction to a concrete one, better integrating the voice of PWLE, and increased cohesiveness within and
across MCA councils. This evolution was achieved in parallel with successes and challenges at three levels: the MCA
councils and its members, Heart & Stroke, and Canadians. The MCA councils were disbanded in 2020, yet learnings,
developments, initiatives and established partnerships remain as their legacy.

Conclusions: Heart & Stroke's intended objectives for the MCA councils, to promote engagement and dialogue
among community members including PWLE, clinician scientists, and researchers, and to provide advice into Heart
& Stroke's strategic renewal process, were achieved. This collaborative structure and process for PWLE engagement
within a community of multidisciplinary clinician scientists and researchers is possible yet requires flexibility, commit-
ment to stakeholder relationship management, and considerable resources. These findings may be helpful for other

*Correspondence: krystina.lewis@uottawa.ca

! School of Nursing, Faculty of Health Sciences, University of Ottawa,
University of Ottawa Heart Institute, Ottawa, Canada
Full list of author information is available at the end of the article

©The Author(s) 2022. Open Access This article is licensed under a Creative Commons Attribution 4.0 International License, which
permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the
original author(s) and the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or

other third party material in this article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line
to the material. If material is not included in the article’s Creative Commons licence and your intended use is not permitted by statutory
regulation or exceeds the permitted use, you will need to obtain permission directly from the copyright holder. To view a copy of this
licence, visit http://creativecommons.org/licenses/by/4.0/. The Creative Commons Public Domain Dedication waiver (http://creativeco
mmons.org/publicdomain/zero/1.0/) applies to the data made available in this article, unless otherwise stated in a credit line to the data.


http://orcid.org/0000-0001-6761-7548
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://crossmark.crossref.org/dialog/?doi=10.1186/s12961-022-00863-w&domain=pdf

Lewis et al. Health Research Policy and Systems (2022) 20:56

Page 2 of 15

not-for-profit and funding organizations interested in engaging the public and other stakeholders into their organiza-

tional activities.

Keywords: Integrated knowledge translation, Knowledge users, Knowledge mobilization, Strategic planning,
Advisory committee, Health systems, Health research funder, Third-sector organization, Patient engagement,

Knowledge co-creation

Background

The Heart and Stroke Foundation of Canada (H&S) is
a Canadian charity dedicated to policy and advocacy,
public awareness and education, and the funding of
research on heart disease and stroke. In 2017-2018,
H&S revitalized its approach to organizational plan-
ning and priority-setting for the breadth of its mis-
sion activities (e.g. education, awareness, policy, health
systems change, best practice and research), with the
goal of generating prompt impact from the research
it funds to improve the health of Canadians. The
H&S created six Mission Critical Area (MCA) coun-
cils, based on a taxonomy of diseases/conditions in
the areas of heart and brain health that represent the
greatest burden on Canadians’ health, the economy
and society (Table 1). The MCA councils gathered cli-
nician scientists, researchers, health system leaders
and people with lived experience (PWLE) as members.
Each council was co-chaired by a researcher or clini-
cian scientist and a person with lived experience. Spe-
cifically, the MCA councils were tasked with providing
advice to H&S on the prioritization of the most impor-
tant emerging issues, trends and focus areas with the
most potential for impact as related to the three pillars
of H&S’s mission: Promote health. Save lives. Enhance
recovery.

Table 1 MCA councils’ objectives and areas

Co-creation of knowledge to narrow

the knowledge-to-action gap

H&S’s ambition to reduce the knowledge-to-action gap
is shared by many. Governments, research funders, uni-
versities and other stakeholders are also concerned about
waste in healthcare research given the billions of dol-
lars spent, with findings often not being used in health
policy or practice [1]. When they are, a significant time
lag exists between the availability of findings and their
subsequent uptake in practice or policy, highlighting
missed opportunities to improve people’s health [2]. One
proposed solution is knowledge co-creation. According
to Greenhalgh and colleagues (2016), “co-creation—col-
laborative knowledge generation by academics working
alongside other stakeholder—reflects a ‘Mode 2’ rela-
tionship (knowledge production rather than knowledge
translation) between universities and society.... [and]
is widely believed to increase research impact” [3]. The
authors list three key principles to its success, which
include “(1) a systems perspective (assuming emergence,
local adaptation, and nonlinearity); (2) the framing of
research as a creative enterprise with human experience
at its core; and (3) an emphasis on process (the framing
of the program, the nature of relationships, and govern-
ance and facilitation arrangements, especially the style
of leadership and how conflict is managed)” [3]. When

Objectives of the MCA councils

Promote engagement of, and dialogue among, individuals with lived experience and those from multidisciplinary scientific and clinical communities

Provide advisory input on the current state, emerging issues and trends, and near- and long-term areas of focus for H&S within the six MCAs

Foster integration and strengthen the collective knowledge base in research, patient engagement, knowledge exchange, education, system change,
advocacy, health promotion and government relations, with the overall goal of improving health outcomes

MCAs Description

Stroke Interruption in blood flow to the brain

Heart failure Inability of the heart to pump blood effectively due to damage or weakness

Vascular cognitive impairment A range of memory or thinking deficits, from mild problems (i.e. forgetfulness, problem-solving difficulties) to

vascular dementia, caused by a lack of oxygen to blood vessels in the brain

Heart rhythm Irregular heart rhythms due to disruption of the normal electrical impulses of the heart (i.e. sudden cardiac arrest,

atrial fibrillation and other arrhythmias)

Coronary artery and vascular disease  Narrowing or blockage of the coronary arteries (i.e. heart attack, angina) and abnormalities of arteries or veins

that reduce blood flow between the heart and the body, leading to heart disease

Structural heart disease Defects or abnormalities compromising the function of heart chambers and valves




Lewis et al. Health Research Policy and Systems (2022) 20:56

researchers and stakeholders come together to co-create
relevant and usable knowledge, impact on practice, pol-
icy, health systems and societal outcomes is greater and
more timely, narrowing the knowledge-to-action gap [4,
5].

Historically a function of senior leadership, organiza-
tional strategic planning and priority-setting processes
are increasingly including a wide range of stakehold-
ers as equal partners on teams [6]. The goal of engaging
a diverse group of stakeholders is to create change that
is meaningful and aligns with the broader community’s
values, whether by setting new priorities or improving
health services, for example [7]. This type of engagement
has become increasingly preferred over passive feedback
from community members where they do not have a say
in setting the agenda, how their contributions are inter-
preted, and whether even integrated into health services.
The use of engagement models promotes the avoidance
of tokenistic inclusion, and ensures that the community
voice is actively, fairly and continuously represented in
the most meaningful phases of the process [8]. These
inclusive practices lead to priorities, programmes and
research that are more inclusive, robust and strategic [9].
H&S deliberately involved multiple stakeholder groups,
including PWLE, in their organizational strategic plan-
ning and in setting mission priorities. Given that PWLE’s
engagement in organizational strategic planning and pri-
ority-setting is in its infancy, there is a need for evidence
to enhance our understanding about what works (and
what does not) in achieving and sustaining productive
PWLE engagement with others from multidisciplinary
scientific and clinical communities [10].

Integrated knowledge translation team: positionality

H&S was interested in evaluating the benefits and chal-
lenges of driving organizational strategic priorities in this
novel way. By prospectively studying the process, H&S
hoped to optimize input from MCA councils and iden-
tify new ways to approach the knowledge-to-action gap
through its research funding. H&S reached out to mem-
bers of our team, university-based researchers (AK, IDG),
to suggest the MCA councils initiative as an interesting
case to study given our interest in studying the process of
integrated knowledge translation (IKT) and co-creation.
Our research team consisted of four university-based
researchers interested in understanding how commu-
nity members, including PWLE, and caregivers, clinician
scientists, researchers and health system leaders, jointly
co-create and mobilize various types of knowledge (e.g.
current evidence and data trends, knowledge from the
lived experience of heart and stroke conditions, con-
textual knowledge of the organization and sociopoliti-
cal influences, and prioritization of research priorities).
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We were also outsiders to the MCA council process and
could therefore provide an independent and impartial
examination of the process, experience and impact of the
councils. Together with H&S, we committed to applying
an IKT approach to the study, an approach that has been
widely promoted and used in health research in Canada
[11]. Kothari et al. [12] define IKT as “a model of collabo-
rative research, where researchers work with knowledge
users who identify a problem and have the authority to
implement the research recommendations” Hence, every
step of this research was shaped through iterative dis-
cussions with H&S: from the generation of the research
questions, to data collection planning and execution, to
the interpretation of the findings, and the writing of the
final report.

Aim

The overarching aim of this research was twofold. First,
to understand how advisory councils composed of PWLE
and others work collaboratively to inform organizational
mission priorities. And second, to understand the value
of the MCA councils to H&S and to council members
themselves. Specifically, the research questions focus on
understanding the process of managing and participating
on the councils, and the related challenges and outcomes
emerging from this approach to engagement:

1. What was the experience of leading, managing and
participating on the MCA councils?

2. What were the challenges resulting from this
approach to engagement?

3. What were the outcomes arising from this approach
to engagement?

Methods

We conducted a qualitative case study guided by Stake’s
methodology [13]. We selected this approach given its
inductive and flexible nature, its attention to context and
its alignment with the constructivist view we held as we
embarked on this research with the H&S team. Given the
prospective nature of this research, we further informed
this work using a developmental evaluation approach
[14]. This approach is well suited to innovative pro-
grammes such as the MCA councils because it permits
the provision of real-time feedback (to H&S) and allowed
us to be responsive to the dynamic environment in which
the MCA councils were being managed [14]. In other
words, we were able to adapt our research approach
throughout the process (e.g. data sources, data collection
methods) to best answer our research questions. This
flexibility was integral to honouring our IKT approach
with H&S knowledge users and to the evolving nature
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of the MCA councils. We used the consensus standards
for the reporting of organizational case studies [15] and
the Standards for Reporting Qualitative Research [16] to
guide the reporting of this study.

Setting and participants

Participants included researchers, clinician scientists,
health systems leaders and community members, includ-
ing PWLE. Participants were situated at multiple levels
within the MCA councils and H&S, including council
members, council co-chairs, H&S staff and key inform-
ants at senior levels and external to the organization.
MCA council activities took place over 2 years by tel-
econference and in-person meetings with study data col-
lection activities interspersed throughout. We provide a
detailed account of study activities in Table 2.

Data collection

To obtain a holistic understanding of the MCA coun-
cils, we collected data using various methods including

Table 2 Data collection and timeline
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focus groups, individual interviews, and documents
over a 2-year time period (2018-2020). Data sources
included (1) the H&S team responsible for the organi-
zation of the MCA councils, (2) co-chairs of the MCA
councils, (3) members of the MCA councils, (4) key
informants from the H&S and affiliates who were iden-
tified by the H&S team as having important and valu-
able perspectives on the impact of the MCA councils,
and (5) relevant documents about the H&S and MCA
councils (Table 3). KBL, NP and AK shared the task
of conducting the interviews and focus groups. Many
were conducted by telephone, with others conducted
face to face during H&S’s annual meeting of its most
senior advisory body, the Council on Mission: Priori-
ties, Advice, Science and Strategy (CoMPASS). A sur-
vey based on the participant version of the Public and
Patient Engagement Evaluation Tool [17] was distrib-
uted in early 2020, but due to the COVID-19 pandemic,
the survey was not administered and was ultimately
cancelled.

Year 1

Date Data source No. Method
2017-2018 Documents 20 Document review
July-November 2018 MCA council co-chairs 7° Interviews

January-February 2019

MCA council members

Clinician scientist or researcher n=3

Community member, including PWLE,

n=4

25P Focus groups
Clinician scientist or researcher n=15

Community member, including PWLE,

n=10
March 2019 H&S team 4 Focus group
Year 2
Date Data source n Method
2019-2020 Documents 7 Document review
14 January 2020 MCA council co-chairs 11 Focus group
Clinician scientist or researcher n=7
Community member, including PWLE,
n=4
14 January 2020 MCA council members N/A Distribution of
PEIRS question-
naire
12 February 2020 H&S team 4 Focus group
14 February 2020 Key informant 1 Interview
18 February 2020 Key informant 1 Interview
15 March 2020 Key informant 1 Interview
16 March 2020 Key informant 1 Interview

H&S Heart & Stroke, MCA Mission Critical Area, N/A not applicable, PEIRS Patient Engagement in Research Scale, PWLE people with lived experience

2 Representing five of six MCA councils

b Representing six of six MCA councils
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Data analysis

The analysis plan was collaboratively discussed with the
research team. Ethical requirements insisted that H&S
knowledge users be at a distance from the analysis to
maintain confidentiality of MCA co-chairs and council
members. Hence, the data analysis was executed by three
PhD-prepared university-based researchers (KBL, NP,
AK) with experience in qualitative analysis. The empha-
sis of the analysis was on revealing a holistic account of
the MCA councils from various perspectives. We illus-
trate this global perspective by sharing quotations drawn
from individual MCA council members, co-chairs, H&S
staff and key informants, without referencing their spe-
cific role. We analysed participant responses through
thematic analysis to identify, analyse, organize, describe
and report core themes based on our research questions.
Using a process of inductive analysis, we noted mean-
ingful segments of data and documented patterns and
themes [18]. These were then clustered into emergent
thematic areas. Documents were analysed for contextual
background. As per an IKT approach, we discussed our
perspectives and understandings of the data during team
meetings and engaged in discussions to interpret findings
with the H&S team. All recordings from interviews and
focus groups were professionally transcribed, cleaned
and de-identified. Transcripts and documents were
stored in NVivo, a qualitative data management software.

Ethical considerations

The Western University Research Ethics Board reviewed
and approved this study (Project ID: 111043). All partici-
pants provided written informed consent. The research
team worked diligently within the scope of the Canadian
research tri-council ethics policy and related guidelines;
for example, the team was careful about how quotes were
presented to safeguard participants’ privacy.

Results

In year 1, 25 MCA council members, seven co-chairs and
four H&S team members participated in interviews and/
or focus groups. In year 2, 11 co-chairs and the same four
H&S team members participated in another focus group,
with an additional four key informants interviewed. We
collected a variety of internal documents in both year 1
(n=20) and year 2 (n=7), including agendas and min-
utes of meetings, presentations, policies, membership
selection considerations, framework for dialogue, a
description of members’ roles, and tangible examples of
MCA council outputs (e.g. reports, grant submissions),
and planning and organizational documents. As per case
study research, we begin the results section by describing
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the context of the MCA councils. We then organize our
findings according to our three research questions. We
provide a summary of the results in Table 4.

The context: MCA council structure and process

The structure of the councils was based on the six heart
and brain conditions that together represent the biggest
burden on Canadians’ health, economy and society [19].
The selection of the 10—12 MCA council members per
council was guided by selection criteria aiming to balance
the geographical, cultural, demographics, skills, career
stage and experience diversity of the councils. About
half of each council were community members. Each
council was co-chaired by a researcher or clinician scien-
tist and a community member. The MCA councils were
each tasked with examining the current science and gaps
in their topic area, and providing advice to the H&S on
emerging issues, trends and focus areas within the MCAs
with the greatest potential for impact.

The initiation of the MCA councils in 2017-2018
occurred in a context of strategy renewal. This permitted
the MCAs to inform and help shape a broader organiza-
tional planning and priority-setting process. Historically,
H&S convened CoMPASS, the mission team’s most sen-
ior advisory body composed of approximately 35 Cana-
dian researchers, clinicians and PWLE of heart disease
and stroke, to inform its strategy. With a change in lead-
ership at both the chief executive officer (CEO) and chief
mission & research officer level during the first 6 months
of the creation of the MCA councils, H&S evaluated and
then renewed the vision of the MCA councils to find
them a purpose anchored in a new strategy. H&S deter-
mined that the MCA councils would advise H&S on the
“big priorities of our time” From here, the MCA coun-
cils would, through structured discussion, identify condi-
tion- or disease-specific priorities as well as crosscutting
priorities for the organization and the research it funds.
The organization believed that the engagement of com-
munity member voices in this process could expand the
richness and type of wisdom in discussions and saw the
new structures as an innovative approach to priority-
setting. The six MCA co-chairs were also integrated into
CoMPASS.

A council of co-chairs was also created to encourage
knowledge sharing across the six different MCA coun-
cils, allowing H&S to move to new, promising frontiers
within and across the MCAs. Once formed, each coun-
cil met through teleconference and face-to-face meetings
to identify its priorities. The H&S team then synthesized
these priorities across councils and identified common-
alities and distinctions between them. These were further
discussed and prioritized at a face-to-face meeting with
all six MCA councils and CoMPASS leadership. The H&S
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Table 4 Summary of results
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Research question

Thematic areas with supportive quotations

1. What was the experience of leading, managing and participating on
the MCA councils?

2. What were the challenges resulting from this approach to engage-
ment?

3. What were the outcomes arising from this approach to engagement?

Leading, managing and participating on the MCA councils was character-
ized by evolutions, which transpired in three distinct ways:

(1) Shifting from an uncertain and unclear direction to concrete direction:
We've moved from uncertainty and this vague objective to actually coming out
with some very concrete and strategic directions. —MCA council co-chair

(2) Better integrating the voice of PWLE:

| feel like now when we're in conversation or we're discussing this, everyone is
Jjust coming from a place of wisdom, not necessarily their role or their expertise
or like it just feels like we've come to a much richer place because | think we're
listening to each other more fully and we are all sort of really listening for direc-
tion without worrying so much about the work we've done in the past or the
experiences we've had in the past. —MCA council member

(3) Increasing cohesiveness within and across MCA councils:

We had created six bodies that would effectively reinforce that... It would
cement the walls that we want to break down because people’s experience

of health is holistic, yet the system is incredibly fragmented, and by having a
process that was by definition fragmented in six groups, there were significant
risks, so | said I'm quite happy to have six tables, but | want to make sure that
the process will involve a chance for the six tables to come together, and | want
to make sure that at the end of the day, the big priorities that come out are
transcending. —Key informant 1

A combination of smaller, logistical challenges were amenable to change,
while others were more difficult to resolve completely. They included:

(1) Managing the councils and its membership:

...months going by and they weren't as engaged. So to get them back engaged,
that also takes time, and you're also shortening a timeline period. —MCA
council co-chair

(2) Lack of organizational structure in place to support the initiative:

... avery complex process in an organizational context that didn't have the
foundation to really support it. —H&S team member

(3) Terminating the MCA councils:

In year 2, we were very clear that this was the last time they were meeting as
individual councils. And we really were like, you know, the mandate is ending,
we gave lots of forewarning you know. Whether they really heard it or not or
really believed it or not is always a different issue. —H&S team member

Taken together, the MCA council process generated greater than expected
outcomes at three main levels:

(1) The MCA councils:

We are very different people, we've been brought together but with very different
perspectives and experiences. So | think that's what makes it very rich, to bring
all those people together who have very different, may have very different
perspectives. —MCA council member

(2) The H&S:

...growing out of our Mission Critical Area councils but also kind of spreading
our intent, our message, and kind of our voice in a global context. —H&S team
member

(3) Canadians:

bring things together at a level that the focal point being disease areas that
are broad, large and are well understood, in particular, by the public —MCA
council co-chair

H&S Heart & Stroke, MCA Mission Critical Area, PWLE people with lived experience

team and the council of co-chairs synthesized the delib-
erations and refined the prioritized crosscutting themes,
which were presented to and approved by the H&S Board
of Directors in March of 2020 (see Table 5 for a list of the
board-approved priorities). Each MCA council met for
an initial engagement/working session on selected prior-
ity initiatives from March to June 2019. The MCA council
mandate was closed at the face-to-face COMPASS meet-
ing in January 2020. Please refer to the Additional file 1

Table 5 Top five MCA priorities endorsed by the H&S Board in
March 2020

Priority 1. The interconnections between heart and brain health
Priority 2. Women’s heart and brain health and Indigenous health
Priority 3. Precision health and individualized care

Priority 4. The patient’s journey to rehabilitation, recovery and optimal
health

Priority 5. Upstream health promotion/prevention
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for a detailed timeline and account of the MCA council
and H&S activities.

Experience of leading, managing and participating

on the MCA councils

The MCA councils evolved in three distinct ways dur-
ing its mandate. Specifically, participants noted that the
MCA councils evolved by (1) shifting from an uncertain
and unclear direction to a concrete one, (2) better inte-
grating the voice of PWLE and (3) increasing cohesive-
ness within and across MCA councils.

Shifting from an uncertain and unclear direction

to a concrete one

In the early days, adjustments to the role and function
of the MCA councils were required to meet the expec-
tations of the new leadership and to anchor the coun-
cils’ role and contribution in the evolving organizational
strategy renewal. A common sentiment shared by many
co-chairs and members was that the exploratory nature
of the early meeting activities made it challenging to
know what the intended aims were and what exactly
was expected of them, as exemplified by the following
quotation:

The role of the MCAs is one that was quite nebulous
initially, and I think everybody was struggling a lit-
tle bit to get a handle on that. I certainly was, but it
has become clearer as we've gone through the process
what we're trying to achieve. (MCA council co-chair)

The H&S team believed the lack of clarity around the
MCA councils’ role and purpose was essential to identify-
ing the problem and priorities that would drive the great-
est impact. With time, the MCA councils adopted a more
concrete direction by being engaged in more action-
focused activities with specific, tangible outcomes.

Better integrating the voice of PWLE

For some councils, it took some time before PWLE were
able to express their messages and share their expertise
of the lived experience. With time, PWLE expressed they
felt included as equals, more confident and comfortable
to speak. This increasing level of comfort and confidence
was also perceived by clinician scientists and research-
ers, and the H&S team. Dialogue became more open and
forward, and meetings were increasingly perceived to be
a safe space to share ideas and information. With this, a
shift occurred where the collective wisdom brought forth
by the diverse membership, rather than any one individ-
ual’s contribution, was increasingly valued for the greater
benefit. The following quotation from one MCA council
member exemplifies this:
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We came there very much focused as to our lived
experience or research expertise or whatever. But I
think that all of us now, if you're talking about the
learning, have a more macro view of what stroke
is about and what the priorities should be and we
came, we were pretty much focused as to who, for
who we're doing this. It’s for the people. So it’s very
much people-centred at the end. (MCA council
member)

By the second year, MCA council members reported
seeing higher levels of engagement and integration of
PWLE within the larger group. One member noted, “By
year 2 there was no division, it was just coming together
as a group, and so we saw a lot of engagement” The MCA
council structure and process was an awakening to the
fact that these hierarchical power structures can be dis-
solved, resulting in richer conversations and processes,
all working towards common goals. The H&S team rec-
ognized the processes’ value:

Comparing the first face-to-face evaluation to the
second year face-to-face evaluation, one of the big
themes to come up is people feel a lot more comfort-
able and confident to speak up and they felt it was
a safe space to talk. That comes from researchers,
from different disciplines or people in sort of differ-
ent positions. (H&S team member)

Increasing cohesiveness within and across MCA councils

The MCA councils were initially created as six distinct
and separate groups representing six individual heart
and/or brain conditions to recognize the specialized
technical and knowledge areas required to understand
and appreciate the uniqueness of each condition. Yet,
separating the MCA councils in this way risked fur-
ther perpetuating silos commonly seen in medicine. To
mitigate this risk, from the very beginning of the MCA
council journey, the H&S team deemed it important to
deliberately acknowledge the silos while keeping a focus
on bridging the gaps between them and identifying their
commonalities.

H&S leadership made a conscious effort to bridge the
gaps between the councils by launching activities (e.g.
mock debates, ranking all emerging themes in the pres-
ence of all MCA councils) that would permit the identi-
fication of the common big questions where H&S could
invest its efforts in the coming years to make a difference
in the lives of Canadians, regardless of the condition.
The following excerpt illustrates the shared sentiment of
this deliberate effort amongst council members, which
resulted in the intended impact:

Well, I think it widened even more our views because
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I think one of the learnings we had, every one of us,
were that there were so many similarities in between
the different councils, and there were so many trans-
versal things. We were pretty much saying all the
same, so in the end, the condition doesn’t really mat-
ter that much when you focus on the person. (MCA
council member)

This cross-disease/condition work was ultimately
incorporated into COMPASS, where the crosscutting pri-
orities were eventually recommended and shared with
the H&S Board of Directors for approval.

Challenges resulting from this approach to engagement
There were a number of challenges related to managing,
resourcing and terminating the MCA councils. Smaller,
logistical challenges arose in the first year of operation,
as expressed by members in mid-course evaluations. The
H&S team responded promptly to this feedback, making
the necessary changes which built trust, transparency
and credibility in the H&S leadership team and in the
MCA council process. Other challenges were more dif-
ficult to resolve completely; either they were too complex
to solve within the 2-year mandate, or they only arose
after the councils were disbanded.

Managing the councils and their membership

The H&S team expressed that identifying members for
the councils while ensuring diverse representation was
a difficult task. This was especially difficult as time went
on, and the councils experienced attrition, including at
the co-chair level. Meeting absenteeism was an issue. The
overall challenge of “stakeholder relationship manage-
ment” was felt across all councils. In particular, members
described not feeling engaged, despite the fact that the
H&S team and co-Chairs invested a great deal of energy
in trying to maintain the engagement via one-to-one
communication.

A few participants described the balancing act of rec-
ognizing and integrating lived experience and legiti-
mizing emotions expressed by PWLE during scientific
deliberations. This required careful facilitation. Although
people were respectful, that is, expressed care and sup-
port, and offered time and space for those who showed
emotion, there were hints from some participants that an
unintended consequence was that the voice of research
was downplayed.

...the legitimacy of that kind of experience and con-
versation makes it very, very difficult to actually
repudiate the point or offer the contrasting point
because the data is personal, and when something is
personal, it can be emotional, not inappropriately, it
just is, and my fear is and I participate in all of the
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hours of deliberation, but my fear is that what hap-
pened is that some of the risk taking in the robust
exchange among experts, sometimes detached from
emotion, was actually the volume was toned down
significantly. (Key informant 3)

Lack of organizational structure in place to support

the initiative

The H&S team spent considerable resources supporting
the councils. Meetings were prepared in detail, the needs
of PWLE were considered on an ongoing basis, and mul-
tiple one-on-one conversations were had to ensure that
co-chairs and members were well informed and sup-
ported. What was unanticipated, however, was the inten-
sity of the resources required. What emerged from the
analysis was that there was an end goal, but a limited,
clearly defined process to get there. An H&S member
describes this as a lesson learned:

I think we were developing infrastructure at the
same time as kicking this off, so by the infrastruc-
ture I mean as simple as a consistent way to com-
municate with them, we didn’t have a way to share
files with them in an easy way, we used email which
we know is challenging ... Criteria for prioritization
[of information] and like how do we do that funnel-
ling that we intended to do without having prede-
termined what the criteria for funnelling and nar-
rowing down the ideas are going to be. So if we do
this again I would suggest we do a little bit [of work]
before we make the call out. (H&S team member)

Terminating the MCA councils

The wrapping up of the councils was disappointing to
some. Despite the communication about the closing of
the MCA councils, celebration of the successes and the
articulation of next steps, some members felt like there
was unfinished business. This might have been in part
because many outcomes were not immediately tangible.

So for instance when I look at the outputs, the out-
puts are very conceptual and they're all very granu-
lar. We all have to do stuff, and so some get stuck too
bound down in the mission. When I look at the goals
that are up there, they're too conceptual. Something
in there needs to say this is what we’re going to do. It
says these are the things that are important, but it
doesn’t say this is what we're going to do and that’s
what the third year could have been, and quite
frankly I think with more direction out of the gate we
could have got to more. (MCA council co-chair)



Lewis et al. Health Research Policy and Systems (2022) 20:56

Even after its termination, the work continues for H&S.
A participant noted that the real timeline to measure the
impact of the councils is 5-10 years from now.

Outcomes arising from this approach to engagement
Outcomes were achieved at multiple levels: the MCA
councils, H&S and at the level of Canadians (Fig. 1).

MCA councils
The MCA councils were perceived by all year 2 partici-
pants as a resounding success. Within this co-leadership
model, empirical evidence, clinical expertise and lived
experience intersected. The engagement of diverse per-
spectives including PWLE was achieved to identify cross-
cutting priorities within and across councils.

Individual PWLE involved in the process acknowl-
edged this process as a rare and satisfying opportunity to
learn more about their condition.

She said that she didn’t understand her condition
until this council met. But she didn’t understand the
implications of it until she could talk to researchers
and clinicians, and so certainly the influence of peo-
ple with lived experience in driving strategic direc-
tions is like an obvious given for me, but to under-

Page 10 of 15

stand that co-leadership and how it also impacted
the understanding of people with lived experience on
their own conditions, was a really interesting revela-
tion for me. (Key informant 4)

Valuable partnerships were built between MCA council
members. H&S documents showed that the MCA coun-
cils selected the heart—brain connection as top priority.
As a respondent noted,

The involvement of many of the researchers in the
MCA councils, first of all it's created all kinds of
collaborative links that didn’t exist before like we're
working on our Stroke Month report and we are
developing a partnership with a data scientist, who's
going to help us do our data initializations. If he had
not been part of the MCAs, this never would have
happened. It’s going to have knock on effects in terms
of research publications, but also knock on effects in
terms of public awareness and our campaign. (H&S
team member)

H&S
H&S’ intended objectives for the MCA councils, to pro-
mote engagement and dialogue among PWLE, clinician

MCA
councils

.Iueart&strokm

Canadians

outcome, over and above the objectives for the MCA councils

v +Valuable partnerships

v Intersection of empirical evidence, clinical expertise, and lived experience
v’ Engagement of diverse perspectives, including PWLE

v' Identification of priorities within and across councils

+ Capacity building for all members

v" Elevation and recognized legitimacy of the lived experience at H&S
v' Identification of cross-cutting stakeholder-driven priorities
v" Clarity and focus of H&S mission
v'+ New initiatives: Proposals, Partnerships, Expanded networks
+ Champions for H&S causes

v' PWLE-centered activities and campaigns

v' Accelerate the uptake of evidence in clinical practice

v’ Clarity of H&S’s commitment to Canadians’ health

v' Elevation and recognized legitimacy of the lived experience broadly

v’ Outcome aligned to the objectives of the MCA Councils (as outlined in Tablel)

+ Incidental outcome, over and above the objectives for the MCA councils.
Fig. 1 Achieved outcomes of the MCA councils. v/ Outcome aligned to the objectives of the MCA councils (as outlined in Table1). 4 Incidental
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scientists and researchers, and to provide advice into
H&S’s strategic renewal process, were achieved. This
resulted in an elevation and recognized legitimacy of the
PWLE voice in H&S organizational strategic planning
and mission priority-setting.

Over time, 1 think they've had a great opportunity to
give voice to people with lived experience as well as
really helping guide the mission work in an informed
way and prioritizing our work. It definitely helped
inform the strategic renewal process and kind of
helped push our boundaries around thinking about
kind of where the mission deemed the strengths were
and where we would best have impact on our mis-
sion work. (Key informant 4)

MCA council activities and prioritization exercises led
to the identification and definition of crosscutting, stake-
holder-driven priorities shared by all six MCAs (Table 5).
These priorities were endorsed by the Board of Directors
to inform and guide the H&S’s mission focus for the next
5 years. These priorities added much-needed clarity and
focus to the organization’s mission, which was perceived
by respondents as beneficial on multiple fronts, from
focusing on the types of research to be funded to mar-
keting and messaging for the purpose of raising public
awareness and fundraising.

I don’t think I realize just how punitive it [the previ-
ous lack of clarity] was in terms of both messaging
and fundraising, so I think galvanizing these experts
to take the thinking beyond the buckets of the disease
so0 to speak and up to a higher level and then getting
alignment and focus, I mean I think that's an amaz-
ing thing, and there’s so much opportunity there. I
can bet the Heart & Stroke is better off now in terms
of mission focus and a galvanized community than
it’s ever been, so overall I think this process has been
excellent. (Key informant 2)

H&S used the priorities identified by the MCA coun-
cils to inform additional initiatives, over and above the
original aims for the MCA councils. From these inciden-
tal initiatives, proposals were developed, partnerships
created, networks expanded and additional financial
resources secured. Some members, inspired by their
time on the MCA councils and wanting to further their
roles and involvement, are moving on to H&S champi-
oning roles for specific causes (e.g. volunteering as part
of public awareness campaigns, national events or mov-
ing into lead community representative roles on funded
cardiovascular research). An example of a formalized
and financed partnership that was built is between H&S
and the Brain Canada Foundation to launch a team-
based, multidisciplinary, multi-institution, multimillion
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research award emerged from the MCA council process
and recommendations.

Canadians

Participants predicted that the outcomes from MCA
council activities will also have an impact at the popu-
lation level. The emerging PWLE-centred activities and
campaigns (e.g. research, education, policy and advocacy)
resulting from the priorities, initiatives, partnerships and
resources secured are resulting in outputs intended to
accelerate the uptake of evidence in clinical practice and
policy to improve outcomes for people at risk of disease
and those living with their disease. In addition, accord-
ing to several MCA council members, the clarity and
focus gained through the MCA council process regarding
H&S’s mission, the six MCAs and the priorities identified
across them is considered an opportunity to clearly com-
municate H&S’s commitment to Canadians.

1 believe that it also indicates how important it will
be to communicate to the general public more about
what Heart & Stroke does, the foundation does for
research and supporting the health of everyone.
(MCA council member)

The legitimacy of the lived experience and commu-
nity voice also led to greater attention to the value and
importance of patient-oriented outcomes research. To
some degree, the integration of PWLE in setting priori-
ties influenced how the relevance of proposed research
priority areas in the research funding competitions will
be judged.

Taken together, the MCA council process generated
greater than expected outcomes at more levels.

To have gone from a statement where we're all doing
this confusion to where we are today has been quite
remarkable, I think and we saw it today with all of
the groups, that there’s a sense of we accomplished
something. We accomplished something important,
and we accomplished something that Heart & Stroke
can move forward with. (MCA council co-chair)

Discussion and implications

We aimed to understand how advisory councils com-
posed of clinician scientists, researchers, health system
leaders, and community members including PWLE, work
to inform organizational mission priorities. The intended
contribution of this paper is to advance the practice and
science of knowledge co-creation and engagement in
organizational strategic planning and priority-setting,
by understanding the issues, challenges and outcomes
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arising from this approach to engagement from the per-
spectives of those included in the process (i.e. PWLE
including patients, caregivers and families, researchers,
clinician scientists, H&S team and other stakeholders).
Our findings lead us to three main points of discussion
with implications for three distinct audiences: (1) the
index organization (H&S), (2) other organizations inter-
ested in this novel approach and (3) researchers inter-
ested in knowledge co-creation and engagement models.

Formally involving PWLE as co-leaders and members
of the MCA councils left a decisive effect on the culture
at H&S. Within this co-leadership model, lived experi-
ence, empirical evidence and clinical expertise inter-
sected. This intersection resulted in an unprecedented
elevation and recognition of the legitimacy of the PWLE
voice in H&S’s organizational strategic planning and mis-
sion priority-setting. In the end, this approach impacted
organizational values, practices and the incorporation of
the PWLE voice in other committees across H&S. This
has increased the relevancy of H&S’s work to Canadi-
ans, and as a result, enhanced H&S’s ability to move the
organization into the future. These findings are particu-
larly relevant in light of calls for a culture change [20-
22], or paradigmatic shift [23], to authentically engage
patients and members of the public in research, develop-
ment and organizational activities. The work and reigni-
tion of a focus on community members achieved by the
MCA councils reveals two opportunities for H&S to lev-
erage. First, a window has opened in terms of improving
the public’s awareness of H&S activities. Some work has
already begun through their public awareness campaigns
and the building of infrastructure to connect those with
lived experience with each other. Second, H&S can dem-
onstrate leadership by creating more spaces within the
organization for the authentic inclusion of PWLE voices
in advising or decision-making.

H&S developed a successful, time-limited, innovative,
interactive process and structure that can be adopted by
other organizations seeking to include and partner with
patients, caregivers and community members in guiding
their strategic directions. The key differences between
existing, highly structured patient and public engagement
approaches, such as the James Lind Alliance (JLA) Prior-
ity Setting Partnerships [24], is that the H&S process (1)
included diverse representation from leading research-
ers, clinician scientists, health system leaders, and com-
munity members including PWLE, over and above the
patients, carers and clinicians’ perspectives required of
the JLA approach [24] and (2) engaged PWLE as partners
and co-leaders, which is the highest level of engagement
on the continuum of engagement [25]. There is limited
literature examining partnership with PWLE on advisory
boards, councils or committees. More commonly studied
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is the engagement of patient, family and/or community-
only advisory councils (PFACs) [26, 27], which are dif-
ferent from the MCA councils, as they are composed
exclusively of PWLE. Hence, what is known from exist-
ing studies reporting on the power dynamics, interac-
tions between members, and decision-making structures
occurred under different conditions from those of the
MCA councils. While our findings reflect many aspects
reported in these studies (e.g. power dynamics, par-
ticipant fatigue, co-creation training for members, and
organizational commitment) [28-30], the existing patient
engagement literature is heavily focused on the barriers,
facilitators and outcomes of this approach [28, 31-33].
Rarely has it focused on the execution or followed the
evolution of the partnership over time as our investiga-
tion has. Our study further demonstrates how the pro-
cess can evolve under shifting organizational priorities
and how these can be managed. Interested organiza-
tions ought to consider a number of investments. First,
the success of this initiative was greatly attributed to the
organizational and leadership commitment of the H&S
team, including the required resources and a steadfast
commitment to managing stakeholder relationships. Sec-
ond, ensuring a diversity of perspectives was a pillar to
the process. Having co-chairs representing two differ-
ent perspectives facilitated openness, shared power and
mutual respect. A variety of clinical expertise (medicine,
nursing, rehabilitation) and diversity of ethnicity, geogra-
phy, career stage and context (e.g. system and community
leaders) brought varied points of view to the discussions.
Although MCA council members felt they were in a
safe space, bringing together diverse perspectives led to
moments of discomfort and disagreement. Hence, a third
investment to consider is an expert facilitator who may
help mitigate such discomfort by preparing members to
the possibility of personal stories not aligning with the
research evidence and ensuring that knowledge from
research and community members are equally informa-
tive throughout the process. Four, it may be valuable to
equip teams and individuals leading and working within
PWLE engagement initiatives with skills and competen-
cies to enhance readiness and productive engagement.
Training and mentorship opportunities may be useful
to enhance lay person communication skills to com-
municate with the group in a language, tone and man-
ner that is accessible to everyone, including messaging
that is personalized, in digestible pieces, and with visual
components. For example, the Canadian Institutes for
Health Research [22] and the Ontario SPOR [Strategy
for Patient-Oriented Research] SUPPORT Unit [34] offer
training and resources, many of which are tailored to
researchers, patients, clinician scientists or policy-mak-
ers. Finally, considerations need to be made for PWLE
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with physical and cognitive limitations, such as fatigue,
and communication disorders such as aphasia, with the
understanding that health status and complications could
affect ongoing participation [23, 35]. It is imperative that
appropriate accommodations and supports are provided
to PWLE according to their needs.

Researchers adopting an IKT approach, like we did
by working with H&S in this research project, may be
interested in our general observations related to the
practice of IKT. Our research team grappled with three
main tensions throughout the life cycle of this study
which are worth noting. First, what we intended to do
at the outset of this study differed from what ultimately
was achieved. Flexibility and revisions to the original
plan were required due to changing leadership at H&S,
the evolving nature of the MCA councils, modifica-
tions to the MCA councils’ knowledge exchange activi-
ties, and COVID-19. We remained in close discussion
with the H&S team throughout, staying true to our IKT
commitment, and together adapting research activi-
ties to the evolving and dynamic context of the H&S
and the MCA councils. The adaptations were well sup-
ported by the developmental evaluation approach [14],
yet impeding them were research ethics board structures
and requirements that are not yet fully aligned with IKT
approaches. For example, based on the changing context
at H&S and how the MCA councils had evolved, we had
discussions about modifying data collection tools to bet-
ter capture the evolution that was taking place. Yet with
any significant changes, research ethics boards require
amendments delaying study progress until approved,
further lengthening an already time-consuming endeav-
our [36]. Also, in ethics protocols, it can also be difficult
to make the distinction between IKT teams that consist
of non-researchers contributing to the conduct of the
study and who are also study participants from whom
data is being collected, and IKT teams that consist of
non-researchers contributing to the conduct of the study
but who are not study participants. In terms of author-
ship on products resulting from this work, the research
team recognized the knowledge users (in this case, H&S)
as coauthors. It was the knowledge users’ preference that
the organization, H&S, be listed as a coauthor, recogniz-
ing the equally important contributions of all H&S team
members involved in the project. Second, the modifica-
tions to the study protocol brought forth some discussion
on the impact of these deviations to the original research
plan on scientific rigour, not unlike Nguyen et al’s obser-
vation that collaborative research orientations are the
norm for studies using an IKT approach rather than fixed
research methods [37]. We maintain that rigour was not
impacted by this, as the H&S team was not involved in
the recruitment of participants for data collection, was
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unaware of who participated, with the entirety of the data
analysis left to the research team. Had the research been
conducted retrospectively, this would have been avoided,
as we would have known what data were available for
use, yet the value of being able to capture participants’
experiences in real time cannot be underestimated [38].
We remained sensitive to the potential for participant
fatigue, carefully considering the timing and integration
of research activities alongside MCA councils’ activities.

Strengths and limitations

The strengths and opportunities offered by Stake’s case
study approach using an IKT lens allowed us to explore,
deeply, the MCA council experience from the various
perspectives of those involved within the H&S context.
We used multiple strategies to enhance the validity of our
findings. At the outset, we explicitly disclosed our research
team’s positionality and potential research biases. We tri-
angulated data sources and had at least four research team
members involved in data collection, analysis and inter-
pretation. We presented year 1 findings to MCA council
members and the H&S team as a form of member-check-
ing. The participatory approach to the research meant that
the H&S team was involved in every step of the research
process. There was a proportionally modest representation
of MCA council members and co-chairs which may have
led to some perspectives not being captured. Given the
prospective nature of the study and the close collaboration
with the H&S team, we recognize the potential for social
desirability bias in the participants’ responses.

Conclusion

This research sought to understand the structure,
processes and value of advisory councils, co-led and
composed of community members including PWLE, cli-
nician scientists, and researchers, tasked with co-creating
advice to inform the H&S organizational mission priori-
ties. Engaging PWLE in organizational strategic planning
aimed to ensure the issues that matter most to Canadi-
ans are prioritized for research funding and are included
in H&S advocacy, awareness-raising and fundraising
activities. This collaborative structure and process brings
together PWLE with multidisciplinary clinician scientists
and researchers and enables co-creation of knowledge,
but it requires flexibility, a commitment to stakeholder
relationship management, and adequate resources. These
findings may be helpful to other charities and fund-
ing organizations interested in engaging PWLE, the
public and other stakeholders into their organizational
activities.
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