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Abstract

Equity-Mobilizing Partnerships in Community (EMPaCT) is a
novel approach to patient engagement that centres diverse
lived experiences and promotes equity-oriented and inclu-
sive partnerships. As an independent community table,
EMPaCT is made up primarily of patients/diverse members
of community. Researchers and other decision makers come
to this table with their projects to learn how to make their
project more inclusive and equitable. In this paper, we detail
how we used participatory co-design to define, build and
grow EMPaCT as an innovative and scalable patient partner-
ship model that promotes bottom-up action for health equity.

Introduction
With the maturing of patient engagement, the demand to
include a more diverse set of perspectives has grown. Equity-
Mobilizing Partnerships in Community (EMPaCT) is a novel
approach to engaging with diverse and structurally seldom-
heard population groups by partnering on terms and projects
that are prioritized by members of community themselves.
Through this process of co-design, EMPaCT has grown to
become an independent community-led and community-
driven table made up primarily of patients/diverse members of
community. Members of EMPaCT meet regularly every month
to provide Health Equity Assessments (HEAs) through the lens
of their collective lived experience to project decision makers.
EMPaCT exists as an expert advisory group independent

P = Patient partner.
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Key Points

« Equity-oriented patient partnerships can be co-designed together
with members of community so that the needs and priorities of
community drive the process and outcomes of engagement.

Community-led and community-driven patient engagement tables,

such as Equity-Mobilizing Partnerships in Community (EMPaCT), can
be a useful resource in a learning health system for decision makers
who currently have few ways to engage with diverse patients.

EMPaCT uses tools such as Health Equity Assessments and
consultations to help decision makers make their projects more
inclusive and equitable.

of any specific project. We have co-produced our engagement
structures and policies. Since our establishment in January
2021, we have consulted on several projects brought to us by
decision makers, policy influencers and research teams seeking
to learn from diverse lived experiences, enhance the inclu-
sivity of their work and reduce health inequities. By centring
the diverse lived experiences of community members, we
are building capacity for impactful outcomes by mobilizing
community knowledge on issues related to health equity and
translating them into tangible recommendations for projects.
EMPaCT is housed at the Women’s College Hospital
(WCH) Institute for Health System Solutions and Virtual Care
(WIHV). Designed as a scalable model of equitable patient
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engagement, it has received the Engaging Multi-stakeholders
for Patient Oriented-research Wider Effects and Reach
(EMPOWER) Award from the Ontario Strategy for Patient-
Oriented Research (SPOR) SUPPORT Unit (OSSU). In this
paper, we share the participatory co-design journey that led to
EMPaCT. Participatory co-design refers to partnership with
members of community who have relevant lived experiences
and the involvement of all members in the co-production of
processes and collaborative decision making toward a unified
goal (Palmer et al. 2019). Documenting the co-design process
is increasingly recognized as an important way to understand
the linkages among participatory action, project outcomes and
associated impacts (O’Brien et al. 2021; Palmer et al. 2019).

Conceptual Approach to Co-Design

We have applied an equity-oriented approach (engaging with
those who are least likely to be included with the greatestamount
of outreach; Sayani et al. 2021) to the co-design of EMPaCT.
As such, we recognize that health inequities have been created
by the historical and systematic disempowerment of communi-
ties through interlocking structures of sexism, colonialism and
racism resulting in the unjust and unfair distribution of power,
privilege and prestige, which determine opportunities to be
healthy and health outcomes (Hankivsky and Christoffersen
2008; McGibbon and McPherson 2011; Raphael and Bryant
2015; Sayani 2019). As a consequence, groups experiencing the
most marginalization by society (based on the intersections of
gender, race, income, etc.) are the most likely to be left out of
decision making unless proactive outreach is done and relation-
ships rooted in trust are built (Sayani et al. 2021).

We have grown as a community by applying an equity-
oriented and trauma-informed (nurturing relationships of
trust that recognize structures and systems of oppression)
approach to engagement (Sayani et al. 2021). We have taken a
stepwise approach to enhance diversity, equity and inclusivity
using the ConNECT Framework (Alcaraz et al. 2017) in the
following ways:

1. Integrating CONrext: recognizing the intersections among
structural oppression, the COVID-19 pandemic and the
heightened need to integrate structurally seldom-heard
diverse voices into policies that can shape action for
health equity;

2. Fostering a Norm of inclusion: co-designing our process of
engagement, ensuring compensation for members unless
they choose to decline it and not using predefined labels
to describe people;

3.  Ensuring Equitable diffusion of innovations: facilitating
real-world benefit for all by leveraging lived experiences
and integrating community priorities into the design and
implementation of research, policies and plans;

4. Harnessing Communication technology: prioritizing digital
equity and deliberately supporting digital participation
for all members of EMPaCT; and

5. Prioritizing specialized Training: maximizing participa-
tion through mutual co-learning, in which each member
of EMPaCT is both a learner and a teacher, and identi-
fying future learning needs that may be serviced by
outside providers.

Co-Designing a Sustainable and Scalable Model
of Equitable Patient Partnerships

Three key issues have hindered effective action to improve
health inequities across sectors:

1. Absence of a conceptual framework that makes explicit
the linkages among social, political and economic
inequalities and health outcomes (Ndumbe-Eyoh and
Moffatt 2013);

2. Lack of social participation to the degree that communi-
ties experiencing the most inequities have little influence
in decision making (WHO 2010); and

3. A failure to take considerations of scalability and sustain-
ability into program design (WHO 2010).

We have described our conceptual underpinning earlier;
now in this section, we describe how we have applied the
Institute for Healthcare Improvement (IHI) Framework of
Going to Full Scale (Barker et al. 2016) to co-design EMPaCT
as a scalable and sustainable model of diverse patient engage-
ment (Figure 1).

It is important to note that the foundation of our co-design
work rests on relationships (Figure 1). Some relationships
existed prior to beginning this project, and many more have
been built along the way. As a fundamental value, relation-
ships are core to our existence, and relationships take priority
over any processes and outcomes we may wish to achieve as
a group. EMPaCT’s foundational blocks include institutional
buy-in and supportive structures (legal, finance, strategic direc-
tion and senior scientists) and the availability of resources such
as time and grant funds.

Scale-up idea

We have expanded on the IHI Framework of Going to Full
Scale (Barker et al. 2016) by including an additional section
on the scale-up idea at the start. We define a scale-up idea as a
learning health system innovation that results from engaging
in dialogue about the possibilities for change that can be
packaged as a solution and implemented across settings. As
a patient-partnered project, it is important to detail how we

co-designed the idea for EMPaCT.
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FIGURE 1.

Framework of going to full scale for EMPaCT, based on the IHI Framework for Going to Full Scale and the underlying
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In May 2020, members of a patient-oriented research team
(AS, JM, EN, JP, SH, GB and AL) realized that their work
lacked the diversity of perspectives needed to appropriately
inform their study on lung cancer screening. Participation
in lung cancer screening is influenced by barriers such as
discrimination, historical injustice and stigma, particularly
for Indigenous populations, recent immigrants and those
living in conditions of poverty and precarious housing, for
whom smoking and access to care are shaped by social and
structural inequality. To appropriately proceed with the lung
cancer screening study, it was first important to partner with
patients with the relevant lived experiences. Engaging patients
who bring diverse perspectives particularly from structurally
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underserved communities is a recognized challenge in patient
engagement. This sparked a broader engagement with patients,
community members and institutional stakeholders and
ultimately the co-initiation of EMPaCT. AS and AM began
by listening and learning about the barriers to diverse patient
engagement through formal and informal conversations with a
variety of different stakeholders (June 2020—December 2020).
Using integrated knowledge translation (iKT; Jull et al. 2017),
we specifically looked for intersecting opportunities that could
be channelled into actionable steps. The details of this step,
including the hours of engagement per stakeholder group, key
themes and opportunities, are outlined in Figure 2.
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FIGURE 2.
Co-designing the scale-up idea by listening and learning, and looking for intersecting opportunities
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Set up groundwork for success

Set up refers to the preparation needed to seed a scale-up idea
(Barker et al. 2016). This includes an nitial test site to nurture
and promote an idea and give it space to grow. WIHYV is an
innovation lab where team members collaborate to generate
solutions to emerging health issues. In an organization
committed to equity, we identified early adopters (supporting
scientists, JS and AL) who were ready to fund and engage
with members of EMPaCT on the terms set by members of
EMPaCT. The institutional champions for change (peers, the
WIHV Equity-Advisory Committee, research operations
and strategic leadership for WIHV) all collaborated to meet
the needs and priorities of EMPaCT as it formed with early
members that included AS and AM.

Co-develop a scalable unit

A “scalable unit” is defined as a microsystem of key infrastruc-
ture and relationships needed for full scale (Barker et al. 2016).
For EMPaCT, we have grown as a community one relation-
ship at a time (from two members in December 2020 to 15
members in March 2022, 12 of whom are patients/diverse
members of community). We devote half our monthly meeting
time to nurturing our relationships and co-designing the next
steps. Meetings are steered by AS and AM, and members take
turns to lead and reflect on different activities. This process
has built trust as a group, sustained engagement over time and
refined our collective vision. We see ourselves as advocates for
change unified by our desire to push for health system changes
to promote health equity. We are disseminating knowledge
concepts related to health equity, patient partnerships and
pathways to change in the form of a digital library containing
co-presented videos and webinars. We have co-designed a
consultation process whereby we conduct HEAs. Traditionally,
most HEAs are conducted by scientific experts, academics and
policy administrators. The EMPaCT HEAs are based on the
expertise of the members” diverse lived experiences brought
to the process as a collective analytical lens. To our under-
standing, we are the first community of those with diverse lived

TABLE 1.

experiences to offer and conduct HEAs. The strategic location
of EMPaCT in an innovation hub has allowed us to navigate
exclusionary institutional policies that create barriers to diverse
patient engagement, including modifications ro financial and
legal agreements between institutions and community members.

As a scalable unit, EMPaCT is an expert advisory group
existing independent of any specific project. Project decision
makers (policy makers, health/social service administrators
and research collaborators) are referred to as “impact partners”.
They engage with EMPaCT to learn and co-create knowl-
edge/policy/practice solutions that advance health equity.
The impact partners request to meet with EMPaCT. As part
of the intake process, AS and AM coach impact partners for
engagement with EMPaCT. This includes refining scope
and communication skills so that the consultation results in
authentic dialogue for co-learning. During EMPaCT consul-
tations, members engage with project teams to help them
understand how different communities might be impacted
by a decision, what unintended outcomes may occur and how
equity in health can be better addressed for the communities
involved. Impact partners receive a written report validated by
all members containing recommendations from the consulta-
tion process. Impact partners provide feedback on how they
modified their project based on the findings of the report.
They also provide feedback on the process of engagement.
The community uses this to continuously improve how we do
things. This relationship is the “impact partnership” between
EMPaCT and decision makers.

Test of scale-up and potential for impact

To date, EMPaCT has engaged in a variety of impact partner-
ships, including research and hospital policy for four hospi-
tals in Ontario, Canada. We have disseminated knowledge
through a variety of platforms and received a provincial award
as a scalable model of equitable patient engagement. Table
1 shows the impact categories for EMPaCT based on the
Canadian Academy of Health Sciences Framework (CAHS)
(CAHS 2009).

Impact from EMPaCT based on the CAHS Framework for measuring impact from research investments

Members of EMPaCT 14 Publications

Sources of funding 3 Presentations

Awards 1 Workshops
Digital videos

Technical reports
Source: CAHS 2009

3 Impact partnerships 7
6 Impact partners engaged 20
2 Decision makers engaged™ 9
3 Hospitals served 4
8

*One senior vice president, two hospital vice presidents, one hospital medical director and five research principal investigators.
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Key Learnings

We have learned from our projects that there is much demand
for EMPaCT as an expert group to guide health system stake-
holders to improve health equity in their projects. We are
hopeful that many small actionable steps taken across the
system are the start of a bottom-up community movement
promoting health equity.

We have also learned that our health systems are structured
to be exclusionary and discriminatory. The terms of patient
engagement should be directed by members of community,
safe spaces need to be built on relationships of trust and power
hierarchies must be blurred so that each person occupies the
role of both teacher and learner. This includes impact partners
who receive preliminary coaching to scope and prepare for
their consultation with EMPaCT.

Finally, a key learning has been that a willing host organiza-
tion committed to adapting institutional policies and procedures
to support a community is essential. EMPaCT has been able to
grow and sustain itself because of the change makers at WCH
who have believed in its value and supported its development.

In parallel with our scale-up, we have initiated a project
evaluation loop where we are collecting anonymous feedback

from the members of EMPaCT and impact partners to under-
stand their experiences and perspectives on EMPaCT. We will
analyze these findings together as a community to co-design
better processes in the future.

Conclusion

The current processes of patient engagement within an already
deeply hierarchical healthcare system reinforce the structures
and policies that perpetuate inequalities and create barriers.
Transformative change striving to improve health outcomes
across the population requires innovative models of partner-
ship centred around public participation and citizen empower-
ment. The involvement of patients and community members
in decision making can contribute to the design of a patient-
responsive healthcare system. We have described how we have
co-designed EMPaCT as a patient partnership model that
promotes bottom-up action for health equity. This commu-
nity-driven model has potential for impact across multiple
sectors and is rooted in a framework to promote social justice

and health equity.
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