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T he Patient First Strategy of Alberta Health Services (AHS)1 
mandates that listening to patients, families and caregiv-
ers and valuing their input is essential to develop solu-

tions that support health and well-being in the province.2 Evi-
dence suggests that patient engagement can lead to better 
health outcomes, contribute to improvement in quality and 
patient safety, and help control costs of health care.3 As such, 
Alberta’s 16  Strategic Clinical Networks (SCNs) have embraced 
patient engagement as a foundational principle for establishing 
networks: about 150  patient and family advisors have been 
embedded within the networks. These volunteer advisors are 
seen as experts grounded in the patient experience; they serve as 
educators and mentors to other patients and families; and they 
represent all communities, ages, genders, cultures and geo-
graphical locations.

Each SCN supports patients, families and caregivers to share 
their experiences and passion to make positive change. Patient 
and family advisors and patient and community engagement 
researchers (PaCERs), who bring together their personal health 
experiences with specialized training and conduct research2 
within Alberta’s SCNs, are active and valuable partners at all lev-
els and in all associated activities of the SCNs. This includes 
being members of leadership teams, core committees, interview 
panels and working groups. Patient and family advisors and 
PaCERs are partners in policy development, priority and agenda 
setting and health system research and innovation, and speak-
ers at relevant local and provincial meetings. The patient voice 
is unique, and those with first-hand experience provide impor-
tant insights when setting priorities and exploring solutions 
toward improved outcomes. 

The SCNs are establishing an understanding of how patient 
and family engagement can improve the health system. They are 
tracking retention rates of advisors by using a volunteer data-
base with start and end dates, and are now in the second year of 
collecting data through an annual patient engagement survey to 
assist with understanding what is going well and where improve-
ments can be made. Analyses of these data will inform strategies 
to maximize retention of patient and family advisors. 

Several successful initiatives have been co-designed that 
serve as exemplars in patient engagement. To ensure that active 
patient and family advisors can function effectively in their advi-

sory role, they are supported by SCN staff liaisons as their main 
point of contact. Engaging for Excellence: A Staff Liaison’s Guide 
to Best Practice4 was co-designed by the advisors and SCN staff. 
Written from the patient advisors’ perspective, the guide shares 
tips on meaningful engagement related to maintaining mutual 
respect, timing of engagement, applying co-design principles in 
project work, techniques that help to level the playing field (e.g., 
avoid titles, jargon, acronyms and labels), the importance of 
checking in with people who are quiet, and ensuring that 
expenses are reimbursed promptly (Appendix  1, available at 
www.cmaj.ca/lookup/suppl/doi:10.1503/cmaj​.190596/-/DC1).4,5

For some, the Patient Engagement Reference Group (see 
photo) provides a meeting forum for patient and family advisors 
and PaCERs in the SCN to develop trust in a safe environment, and 
to share experiences and learn from each other. Advisors connect 
and network with other advisors, endeavour to understand barri-
ers and challenges in an effort to break down silos regarding 
patient and family engagement in the SCNs, develop and 
strengthen skills, and participate in consultations regarding SCN 
or AHS work. The Patient Engagement Reference Group meetings, 
which occur 3–4 times a year, combine face-to-face and videocon-
ferencing approaches. They are chaired by an elected patient and 
family advisor and the SCN chief program officer. These co-chairs 
have shared responsibilities and decision-making, consistent with 
best practice as identified in other health care organizations and 
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KEY POINTS
•	 A growing body of evidence suggests that patient engagement 

can lead to better health outcomes, contribute to improvement 
in quality of care and patient safety, and help control health 
care costs.

•	 Alberta’s 16 Strategic Clinical Networks (SCNs) have embraced 
meaningful patient engagement as a foundational principle 
for establishing networks, and, to that end, they have 
embedded about 150 patient and family advisors within the 
networks. 

•	 The SCNs are establishing an understanding of the effect of 
patient and family engagement to make improvements in the 
health system; several successful initiatives that are exemplars 
in meaningful engagement have been designed.
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jurisdictions.3,5,6 Several members of the reference group have 
developed digital stories (www.youtube.com/playlist?list=PLi1​
tOF1I5ZoWY3hfrrwu15NTWz8e9amOt) that are used across 
Alberta at many different forums to emphasize patient- and 
family-centred care. The reference group also helps to inform 
quality improvement and patient safety, and development of clin-
ical pathways, policies and strategies (e.g., AHS’ virtual health 
strategy). The members consistently self-evaluate; past evalua-
tions strongly indicated that advisors find the meeting opportun
ities valuable and inspiring, which motivates them in their part-
nership roles with the SCNs.

In its quest for sustainable and effective care, the PaCER unit at 
the O’Brien Institute for Public Health (University of Calgary, Cal-
gary) is working to transform the role of patients in health and 
health care delivery. The PaCERs are patient researchers with a 
variety of health conditions and trained in qualitative health 
research, who are creating a new collective research voice by 
patients, with patients and for patients. Those who graduate from 
the research program have an informed voice in health systems 
research, the knowledge to ask the right questions with the right 
approach, and the ability to go beyond advocacy to be an 
informed advisor. Working in collaboration with medical research-
ers, health systems and community organizations, the PaCER unit 
is committed to finding better, stronger and more creative ways of 
engaging patients in health care. This means building new partner-
ships and roles for patients. The PaCERs have published many arti-
cles in a range of topics that include acute and intensive care set-
tings, osteoarthritis management, advanced care planning and 
enhanced recovery after surgery. Involving patients and those who 
care about them adds a new dimension to traditional research. 
Sixty-one people have graduated from the PaCERs program since 

its inception in 2013 and, to date, about 20 are currently engaged 
in research initiatives with the SCNs. The original intention in 
developing the PaCER program was to build capacity among those 
involved with the SCNs.7

Healthcare 101 was launched in May 2018 and was co-
designed with Albertans for Albertans, aiming to help them 
experience health care in a more positive way. Patient and family 
advisors and partner organizations involved with the SCNs 
together found 4 topics for discussion that they felt patients and 
family would benefit from: understanding the health care sys-
tem, navigation of the system, how to talk to doctors and other 
health care providers, and how to understand their rights. 
Four  free online modules  — Healthcare Basics for Albertans, 
Finding My Way, Being My Own Advocate and My Rights  — pro-
vide information and tools designed to educate Albertans on a 
range of topics in health care.8 Since its launch in May 2018, 
Healthcare 101 pages have been viewed more than 11 000 times 
and have been translated into French and Spanish by users.8,9

Patient and family engagement is a relatively new area of 
focus in health system improvement; as learning networks, the 
SCNs improve through trial and error, failures and successes. 
Engaging patients is difficult because it is new, and some clin
icians and leaders are inexperienced. Through the SCNs’ commit-
ment to meaningful engagement, effective learning strategies 
have been developed and documented in the Engaging for Excel-
lence guide for best practice, which is used to train SCN staff. 

By working and learning together, and ensuring the pres-
ence of advisors’ voices, the SCNs believe that they have devel-
oped well-rounded solutions to future challenges. Challenges 
that the SCNs initially encountered in 2012 included the need to 
orient everyone to the importance of meaningful patient 

Members of the Strategic Clinical Network Patient Engagement Reference Group.
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engagement without tokenism10 and regardless of participants’ 
formal training in health care or traditional hierarchies. The 
SCNs overcame some of these challenges by embracing co-
design principles (which often takes longer but improves the 
quality of outputs), engaging early in new initiatives to ensure 
that the patient or family members’ voices are heard from start 
to finish and, where possible, ensuring that there is more than 
1 Patient and Family Advisor engaged in any given initiative for 
ongoing support. The SCNs have adopted the philosophy, “we 
are all students of engagement,” and continue to learn and 
grow together.

By continuing to provide meaningful engagement opportun
ities, education, developing the Patient Engagement Reference 
Group and leading by example, the SCNs have been able to suc-
cessfully recruit and retain advisors. Ongoing endeavours to 
learn and follow best practice will help to overcome challenges 
to patient engagement within the SCNs. They are committed to 
strengthening the relationships with patient and family advisors, 
engaging them as valuable partners in decision-making, support-
ing them as they make important contributions, and prioritizing 
work that improves health outcomes and the experiences of 
patients and their families. Ongoing evaluations of these exem-
plars are either in progress or have been completed using formal 
surveys or focus groups.
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