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ealth care organizations exist to provide care to

patients. Yet recent public debates on hospital parking

and access to health records show that, far too often,
decisions about how health services are designed and delivered
have been made by managers and clinicians alone. Health care
professionals are taught to be patient centred in the context of a
clinical encounter, but rarely are clinicians taught to be patient
centred when it comes to how they run their clinics, conduct
ward rounds or schedule surgeries. Designing a health care sys-
tem that puts patients at the centre requires their engagement.
Patient engagement means patients and health care profession-
als working in active partnership at all levels — direct care, org-
anizational design and governance, and policy-making — to
improve health and health care.! This means engaging patients
to improve quality within health care organizations, including
hospitals, primary care clinics and long-term care homes. We dis-
cuss strategies for engagement, address common challenges and
reflect on next steps. We use the term “patients” for brevity, but
mean it to include family and caregivers.

Engaging patients in health service design and delivery can
improve care. A 2017 systematic review found few robust
studies evaluating the impact of patient advisers on health out-
comes but noted case studies that described improvements in
appointment access, patient safety and patient satisfaction.? A
more recent systematic review found that patient engagement
resulted in enhanced care or service delivery, particularly if an
organization used methods of codesign.® Experience-based
codesign begins with an in-depth exploration of the experiences
and emotions of patients and then brings patients and staff
together to identify and implement improvements in service.*
Numerous case examples illustrate the impact of codesign on
organizational service delivery, including in our own work,
where it led to improved patient-reported after-hours access in
primary care.®

Moreover, patient engagement leads to new and important
insights. For example, patient involvement in reporting of safety
incidents highlighted safety concerns that organizations’ tradi-
tional safety reporting systems overlooked.® Patients in our prac-
tice helped us reframe our own concepts of timely access in pri-
mary care and how we measure it.> Crucially, patient engagement
can help us develop and test ideas for improving care. For example,
we recently tried to improve cancer screening rates for patients liv-
ing with a low income. We initially imagined that the intervention

KEY POINTS

® Engaging patients in health service design and delivery can
improve care, lead to new and important insights, and be a
positive experience for both patients and providers.

® Engaging patients in service improvement is new for many
physicians and managers, but resources exist to help them
get started.

® |tisimportant to clarify the purpose of the engagement, recruit
and support a diverse mix of patients and consider
compensating them for their time and contributions.

® For patient engagement to be meaningful, organizations need to
commit to acting on at least some of the recommendations
arising from the engagement, and should transparently report
on progress and/or reasons why recommendations could not be
acted on.

would involve a low-literacy mailed handout, but patients told us
they often did not open their mail and instead wanted a convivial
group education session.”

Patient engagement can be a positive experience for both
patients and providers. Engaging patients in clinic design and
program delivery is a natural extension of the concept of patient-
centredness that we value in individual clinician-patient interac-
tions and can help ground clinicians in their professional pur-
pose. It also aligns with our democratic ideals that value the
experience and contribution of all citizens to creating a better
society. In our experience, patients convey not just where care
can be improved but also what is already working well; the latter
can be heartening for staff. Patients often volunteer as a way,
they say, to give back to their community. Their altruism can be
fortifying, even inspiring. In some cases, patients who are
engaged have improved outcomes themselves.?

Even though engaging patients to improve services is benefi-
cial, it is also new for many clinicians and managers. Figure 1
offers suggestions for getting started by listing a range of meth-
ods that require varying levels of resources from providers and
patients. Methods are presented alongside a continuum of
engagement as outlined in the Patient Partnering Framework
developed by Health Quality Ontario.® Although deeper engage-
ment (such as patient partnership) has the potential for the most
profound and meaningful impact,® other levels of engagement
(such as consulting patients) should not necessarily be dismissed
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Community meetings
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individual interviews
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Continuum of effort*

« Engagement event or
community meeting

« Patient(s) on time-limited
committee

« Codesign methods;
e.g., focus groups

Patient(s) on ongoing
committee

Patient and family advisory
committee

Patients co-lead committees,
projects or evaluation efforts

Figure 1: Methods for engaging patients. Note: *Generally requires more resources, provider skill and patient commitment.

as tokenistic. They may be all that is possible, especially for some
patients, and in many cases, they may be all that is needed.

Regardless of the method and level of patient engagement,
engaging patients in service improvement requires careful plan-
ning and execution, key considerations of which are outlined in
Box 1. To start, organizations should clarify the purpose of the
engagement — preferably, together with patients — and choose
methods accordingly. Recruiting patients from diverse back-
grounds requires thoughtful outreach and scheduling, a range of
engagement methods, efforts to accommodate unique needs,
and data collection to understand sociodemographic diversity.
Patients should be encouraged not to think of themselves as rep-
resenting a particular group or viewpoint, but to draw upon their
own experience while also considering the needs of others.

Sociodemographic diversity helps ensure that perspectives
and solutions reflect differences in lived experience — differ-
ences that are sometimes profound, that ideally lead to respect-
ful discussion and that sometimes identify common needs.
Adapting the use of civic lotteries in health care is one promising
approach to supporting diverse engagement.® Deliberate inclu-
sion of diverse voices in patient engagement can also be
achieved by drawing on published best practices.® Compensation
of patient partners can help increase diversity but can be tricky
for small organizations with limited budgets. Existing frame-
works, such as the Change Foundation’s tool for deciding
whether to pay patient-engagement participants, can provide
useful guidance.X?

Box 1: Considerations when engaging patients: CARE2
® Clarify: Work with patients to clarify the purpose of the
engagement, the process and anticipated outcomes.

® Accommodate: Support patients from a variety of backgrounds
to participate, by meeting unique needs related to, for example,
scheduling, childcare, transportation, language and disability.

® Reach out: Seek diverse voices through thoughtful recruitment.
Collect demographic information of participants to guide
recruitment efforts.

® Educate each other: Share your “insider knowledge” of the
health care system and provide opportunities for patients to
share their “insider knowledge” of living with a condition.

® Compensate: Decide how to recognize and compensate
patients for their time and contribution. Providing food and
transportation is a basic requirement.

® Act: Identify how you will act on the input, ensure follow-
through and communicate the results in a timely way.

® VaRy it up: Consider trying a variety of engagement methods
and engaging at varying points in your improvement journey.

® Evaluate: Elicit and respond to feedback from patients about
the engagement process.

To participate in tackling complex issues, patients may initially
need education about the health system to problem-solve effec-
tively. Likewise, health care professionals often need guidance on
how to work successfully with patients. Organizations can use
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icebreakers, storytelling (by patients and providers), small group
interactions and explicit reframing of the patient and provider
roles to help equalize traditional health care hierarchies.!

For patient engagement to be meaningful, organizations need
to commit to acting on at least some of the recommendations
arising from the engagement and should report transparently on
progress, however much or little there has been. When an organ-
ization is not able to implement a recommendation, patients may
find it reassuring when the response makes clear that they were
heard, and their recommendation was carefully considered.

Several quality and research agencies in Canada have guidance
to support patients and health care organizations to work together
to improve care. We can also learn from the experiences of other
jurisdictions. In 2011, the United Kingdom introduced a financial
incentive for primary care practices to set up “patient participation
groups.”? However, early evaluations suggested that general prac-
titioners were initially suspicious of efforts, sometimes perceiving a
threat to their autonomy. Patient participants were often not repre-
sentative of the practice, in terms of age and ethnicity, and often
participants felt their voices were not heard. Research suggested
that the groups would benefit from clearer goals, resources, train-
ing and support.? These experiences are particularly relevant given
that patient and family advisory committees are the most common
way that organizations engage patients in Canada currently.

It is crucial that health care organizations can commit dedi-
cated resources both to facilitate the effective engagement of
patients using a broad range of methods and to build related
expertise. Smaller organizations may need to partner with others
to work with patients in a meaningful and inclusive way. Rather
than mandating patient engagement, which may lead to token-
ism, we should work to shift medical cultural norms, starting with
explicitly teaching medical learners about the importance of
engaging patients and how to do it. Finally, we need more rigor-
ous and systematic evaluation of the impact of patient engage-
ment on health outcomes; of how context and mechanisms influ-
ence the impact; and of system costs, including potential harms.

Meaningful partnership with patients to improve the design
and delivery of services can reorient the system to those it is
meant to serve. Don Berwick once said that clinicians are guests
in patients’ lives.®® As good guests do, clinicians should follow the
lead of our hosts and allow them to arrange the venue, set the
menu and guide the conversation.
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