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Executive Summary 

The objective of this project was to examine the state of patient engagement (PE) activities 
across a variety of healthcare, government, and patient partner organizations during COVID-19. 
We conducted two stages of work. In the first stage, we conducted a scoping review of the 
literature to learn how healthcare organizations around the world approached patient outreach 
and engagement during the first wave of the COVID-19 pandemic.1  The scoping review provided 
many examples of changes to direct care delivery (virtual care and the use of virtual tools to 
support family and care partner connections to the patient and team) and some examples of 
community and patient partner outreach to get feedback or provide input on the design of new 
tools and services. We found no examples of patient and caregiver partnership at an 
organizational or government decision-making level.1  

The focus of this report is on our second stage of work where we conducted 1-1 interviews 

across Canada to learn how organizations approached PE during the pandemic. These ‘case 

examples’ and interviews followed an environmental scan consisting of introductory zoom 

meetings with patient and family partners and organizational leaders across Canada from which 

we picked a diverse set of organizations (at the policy and practice level of healthcare) to follow-

up with. We were interested in better understanding organizations that managed to sustain or 

pivot their PE activities during COVID-19. 

We spoke to 33 people, some more than once to clarify details, between the months of June 

2020 and October 2020. Participants consisted of organizational leaders, program managers, and 

patient and caregiver partners. We learned how PE activities were adapted during COVID-19, 

what some of the challenges and opportunities were, as well as overall lessons learned. While 

there are many more examples out there, we chose to focus on a selection of examples, which 

varied by organizational type, size, and geographic setting, with the goal of delineating 

transferrable lessons to other organizations across Canada.  

Our cases spanned Ontario, Quebec, Saskatchewan, British Columbia, and Nova Scotia. The 

Ontario sites included: Kingston Health Sciences Centre (a large hospital network); Bellwoods 

Centres for Community Living (a charitable not-for-profit community support services 

organization); and the North York Toronto Health Partners (one of the Ontario Health Teams, 

which is a new integrated care network involving multiple health and social care sectors). The 

Quebec site was the Centre of Excellence on Partnership with Patients and the Public (CEPPP).  

Originally based out of the Université de Montréal, the CEPPP is a large network that leads 

partnership projects and designs/provides resources and curriculum to healthcare professionals, 

researchers, patient partners, and other stakeholders involved in PE. The Saskatchewan site was 

the Saskatchewan Health Authority (the core organization that organizes and delivers care for 

the province). The British Columbia (BC) sites included: BC Patient Safety and Quality Council 

which includes the Patient Voices Network (a network of patient and caregiver partners who are 

linked to healthcare system projects); and BC Renal (a provincial health services authority 
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specializing in kidney disease). The Nova Scotia site was the Nova Scotia Health Authority (the 

core organization that organizes and delivers care for the province). 

While PE activities typically slowed down or halted for a period following the onset of COVID-19, 

in many of the cases we studied, pivots were eventually made to new (and, in some cases, pre-

existing) activities involving patient and caregiver partners. These activities included but were 

not limited to: participating in virtual meetings (wellness checks and information sharing over 

zoom); designing new guidelines and communication tools relating to resource allocation and 

visitor policies; the development of apps and screening tools; and, participating on Incident 

Command Tables to make policy decisions at the organizational and ministry level (related to 

COVID-19 response).  

As noted, we specifically targeted organizations that eventually pivoted their PE activities 

following the onset of COVID-19. Our findings are not meant to suggest that PE fared well, 

overall, across other organizations and jurisdictions in Canada, during the pandemic. The 

purpose of this study was to zero in on examples of organizations that appeared to be leading in 

this space, to learn about the factors that helped them sustain and adapt PE activities, as well as 

their lessons learned.  

Some overarching insights across our cases, included:  

• In many cases, patient and caregiver partners were initially excluded from planning and 

decision-making in relation to the COVID-19 response.  

o Initial delays in PE were interpreted by some participants as a sign that the culture 

toward valuing patients and caregivers as partners had not improved. 

o For others, it was interpreted as a necessary response to a crisis.  

o Eventually, PE activities were restarted or re-shaped in some way in the 

organizations that we studied. Across cases, a smaller group of deeply engaged 

patient and caregiver partners tended to be most involved. 

• Having a history of patient partnership within the organization was helpful and, in some 

cases, fundamental to continued PE activity. These organizations suffered less from any 

time lag in PE activity, as they could rely on existing processes and structures to engage 

patients and families in COVID-19 response activities.  

• COVID-19 presented a “window of opportunity” to quickly push things forward (e.g., 

virtual care, care delivery improvements and partnerships with other sectors) at a greater 

speed than usual).  

What stood out in our study were the factors that appeared to enable, sustain, and support PE 

activities during the pandemic. The core enablers aligned with the three components of the 

Engagement Capable Environments (ECE) Framework. The ECE framework was developed by 
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Denis and Baker (2011) and outlines the “necessary infrastructure and support for active, 

ongoing, and meaningful engagement of patients and families/caregivers with staff and 

leaders.”2 There are three key components to this framework: Enlisting and preparing patients; 

engaging staff to involve patients; and ensuring leadership support and strategic focus, which 

together, depict what an Engagement Capable Environment can look like during exceptional 

times, like pandemics. For example, findings in our study that mapped onto “enlisting and 

preparing patients” included: 

• Proactive planning and expectation management (sharing early on that the situation is 

changing and work styles and activities will shift) 

• Wellness checks/ongoing communication (immediately when the pandemic hits and then 

ongoing) 

• Keeping patient partners informed and checking in on what they need 

• Involve patient partners in meaningful activities 

• Providing the tools to engage (tailoring communication and engagement approaches to 

suit different needs and learning styles via virtual platforms, phone calls, mail-outs, etc.) 

• Having patient partners mentor other (new) patient partners 

Findings in our study that mapped onto “engaging staff to involve patients” included: 

• Creating spaces and venues for check-ins (such as virtual weekly meetings) 

• Openly valuing patient partners and asking for their help 

• Reaching out to patient partners to check in, see what they need and seek their advice on 

how to move forward 

• Closing the loop (follow up and explaining how feedback was used) 

• Not excluding patient and caregiver partners just because feedback is needed quickly 

• Trusting patient and caregiver partners as leaders (not pushing back when they take the 

lead and providing opportunities to lead) 

Findings in our study that mapped onto “ensuring leadership support and strategic focus” 

included: 

• Continuous leadership buy-in  

• Distributed leadership (patient and caregiver partners situated across the organization, 

with at least one partner having a direct line to organizational leaders) 

• Having an adaptive mindset (accepting imperfection as the norm) 
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• Having embedded practices within the organization to facilitate ongoing PE activity 

• Leadership listening to and acting on the requests of staff related to the patient and 

family needs 

• Having enough staff available to continue to support PE activities in the even or re-

deployments 

Our study also captured key barriers to PE activities, included: 

• Virtual options do not work for everyone (due to factors such as lack of internet or 

personal preference) 

• Visitor restrictions caused isolation among patients/clients/families (even when adapted 

to allow essential partners in care) 

• PE activities that relied on healthcare providers and healthcare sector partners were 

initially paused to deal with the COVID-19 response, leaving some organizations having to 

look inward to develop new activities 

• Organizations that lacked a guiding PE framework had to work ‘on the fly’ (figuring things 

out along the way initially felt uncomfortable but the process became clear over time)  

• An ongoing barrier, which pre-existed COVID-19 for many of the organizations in our 

study, was engaging a more diverse group of patient and caregiver partners (including 

equity seeking groups) 

Overall lessons learned, across the cases, included: 

• Engage patient and caregiver partners right at the beginning of major disruptions (like 

COVID-19) to keep PE momentum 

• Keep things as normal and consistent as possible  

• Leadership buy-in is needed to sustain PE activities in a rapidly changing and 

unpredictable environment 

• Organizational leaders should spend time interacting directly with patients and caregivers 

at the front lines of care and through engagement activities  

• Provide preparatory tools (insight on meeting content, technology training) and follow-up 

with patient and caregiver partners to check-in 

• Show vulnerability and transparency (“we don’t know the answers, let’s figure this out 

together).” 

• Build a more diverse group of patient and caregiver partners 
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We provide details of each of our cases and expand on these core findings in this report. The 

report is divided into 4 sections. Section 1 provides a background of the study including why it is 

important. Section 2 outlines the methods that we used to collect and analyze our data. Section 

3 is broken up by case study and provides descriptions of the sites, PE activities pre- and post-

onset of COVID-19, barriers and facilitators to PE activities, and lessons learned. Section 4 revisits 

our findings through an overall synthesis across cases.  

The insights and lessons learned from this report aim to provide guidance on the key 
‘ingredients’ needed to support PE activities going forward, during future major disruptions 
(such as future pandemic waves), as well as in a post-pandemic world.   
 

A core take-home message from this study, summarized by one of our participants was: 

“…don’t stop patient engagement when something like this hits. I think maybe it’s 
important to look and discuss with the people that you’re involved in the patient 
engagement team or patient experience team, and to set up some form of guidelines or 
principles – for patient engagement in such a situation […] So if something like this 
happens where you are no longer able to facilitate patient engagement in a proper 
manner as in, like, normal status quo, what does it look like so that it doesn't come to a 
grinding halt? Because I think what you do when you do that, you break the trust 
relationship that exists, between your patient partner base as well as the healthcare 
system.”  [Eva, Patient Partner, Consultant, BC] 
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Background  
It is well recognized that person-centred care is a key component of high performing healthcare 

systems.3,4 To be person-centred, one must engage with people (patients, caregivers, and family) 

in a way that works for them, with the goal of understanding what matters most to them and 

working with them to address their health and social care needs.5,6 Gathering patient and 

caregiver input and acting on it can happen at different levels including the direct care level (at a 

clinical appointment, during a hospital stay, etc.), the organizational level (through participation 

on a quality and safety committee, advisory or project committee), or the policy level (setting 

research and policy agendas, formulating organization and system level standards and policies, 

and making decisions).7  

Health systems across Canada and internationally have been striving to better engage patients 

and caregivers, with the goal of making environments more “engagement capable.”2,8-10 Over 

the last two decades, Canada has made great strides in building policies and practices that 

incorporate patients and families as: essential partners in care, key members in governance and 

decision-making tables, and partners in research and quality improvement activities. For 

example, there have been movements toward shared decision-making models and bedside 

rounding; patient access to clinical records; 24-hour visitor policies within hospitals; 

families/friends of patients identified as designated partners in care; patient and family advisory 

councils within organizations at the local, provincial, and national levels; and patient oriented 

research, which requires partnership with patients and families in various (or all) stages of 

research. Organizations across Canada and internationally have evolved in different ways, some 

with a stronger ethos for PE activities than others.  

Across Canada, and globally, the COVID-19 pandemic forced health systems to quickly change 

course in an effort to contain the spread of disease. For instance, visitor bans were implemented 

in hospitals and long-term care facilities, non-COVID related research was suspended, including 

many patient oriented projects, outpatient visits and elective surgeries were scaled back or 

cancelled, and patient and family council activities were altered significantly or suspended 

altogether. Policies were rapidly designed and implemented to support COVID-19 responses 

without necessarily consulting patients and families.  

While some healthcare organizations eventually pivoted to adapt PE activities in response to 

COVID-19, others did not. We sought to understand the barriers, facilitators, and strategies for 

PE during pandemics, such as COVID-19, to ensure that patients and families can continue to be 

engaged (in some form) to sustain overall care quality and health system performance now and 

into the future. We took this opportunity to learn from a sample of leading healthcare and 

government organizations during the earlier stages of the pandemic, who have a strong ethos 

for PE, on how they adapted their PE activities during the pandemic. In our analysis, we sought 

to understand the contexts and underlying mechanisms that enabled engagement activities to 

continue, be adapted, and in some cases, strengthened rather than stalled or abandoned.  
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The questions that guided our study were: 

• How have healthcare organizations approached PE activities during COVID-19? 

• How have they enhanced and strengthened PE efforts and what factors have enabled 

them to do so?  

• What were the overall lessons learned? 

Methods 
This was a qualitative, multiple case study consisting of an environmental scan followed by 1-1 
interviews and review of relevant organizational documents. 
 
An environmental scan is a method of ‘getting a lay of the land’ to see the types of available 
evidence to inform future steps in a project. In our case, we used the environmental scan to 
inform a sampling strategy to select case studies. The environmental scan included a scoping 
review of the literature and Zoom meetings with 22 key informants (leaders in PE in various 
healthcare organizations at the local, regional, provincial, and national levels across Canada) who 
provided input on organizations that they perceived to have strong PE practices that continued 
through the pandemic. We started with a list of key informants provided by the Canadian 
Foundation for Healthcare Improvement (now Healthcare Excellence Canada), who were 
simultaneously conducting a series of webinars engaging organizations, patient and caregiver 
partners on the topic of PE during COVID-19, providing a useful starting place for our 
environmental scan. These stakeholders then recommended other individuals and other 
organizations to contact. This initial outreach proved most useful in identifying a sample of 
organizations to follow-up with for our case studies. In our scoping review, we mostly found 
examples of engagement at the direct care/clinical consultation level (e.g., virtual care) and less 
on patient partnership.1 Thus, the scoping review did not inform our selection of case studies as 
we had originally intended.   
 
A series of ‘case studies’ were subsequently conducted to understand the strategies, barriers, 

and facilitators for PE activities during the COVID-19 pandemic.  

Research Ethics Board Approval 
Our study received approval from the Trillium Health Partners Research Ethics Board on May 22, 

2020. The environmental scan was exempt from ethical approval, as the main purpose was to 

report on and publish findings from the case studies; therefore, this is the focus of our report.  

Sampling and Recruitment 
A purposive sampling strategy was used, where we reached out to stakeholders who were 

recommended in our environmental scan, including stakeholders from the environmental scan 

who were part of exemplar organizations in PE. A snowball recruitment strategy followed, where 

we asked the initial interviewees to recommend others from their organizations who could 

provide perspectives from a staff or patient/caregiver partner perspective.  
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Inclusion Criteria 
Individuals who were involved in PE activities at the local, provincial, or national level, including, 

but not limited to: program planners, patient and family partners, staff in patient relations 

departments and quality improvement, staff from health sector organizations (e.g., hospitals), 

communities or government agencies were eligible to participate. All participants had to be over 

the age of 18, able to speak and understand English, and willing to participate in an interview by 

telephone or Zoom.  

Sample Size 
We interviewed 33 people for a total of 35 interviews (two follow-up interviews were conducted 

with two of the interviewees to probe further on emerging areas of interest).  The schematic 

below outlines the geographic locations and organizations of the participants in our sample. 

  

Data Collection  
Interviews were conducted over Zoom or telephone between June 2020 and October 2020 (first 

two waves of COVID-19 in Ontario) and then an additional case was added later (conducted in 

March 2021; third wave of COVID-19 in Ontario). Interviews lasted anywhere between 30 and 90 

minutes in length. We created an interview guide that sought to capture information on the 

participants’ role in relation to PE activities, the characteristics of the organization(s) that they 

worked with, their perception of how PE changed during COVID-19, barriers and facilitators 

experienced in continuing or adapting PE activities following the onset of COVID-19, as well as 

overall lessons learned. During the interviews, participants were asked to share any other 

relevant information such as postings on their organization websites or other documents related 

to PE activities to support the writing of the case study backgrounds.  

Data collection occurred simultaneously with data analysis, allowing the team to probe into 

emerging areas of interest and fully develop and explore emergent categories and themes in the 

data. By discussing the interviews during weekly team meetings, we were able to agree when 

data saturation had been achieved (when similar ideas and categories of information were being 
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captured in the interviews). All interviews were audio-recorded and transcribed verbatim. 

Following transcription, they were checked for accuracy by a member of the research team. 

Data Analysis 
In analyzing the interviews, the first few transcripts were divided amongst team members with 

two team members assigned to each transcript. The transcripts were read line by line and core 

ideas and potential themes were documented. During weekly team meetings these transcripts 

were discussed, and a skeleton codebook was created. A codebook includes key categories of 

information that are used to organize data from all the transcripts. Two team members then 

tested the codebook on a few interviews and minor modifications to the codebook were made. 

All interview transcripts were subsequently coded in NVivo 12 (qualitative analysis software) 

using the revised codebook. Specific codes (referred as nodes in NVivo) were selected for 

additional analysis (which entailed running a ‘node report’ to examine all excerpts of particular 

nodes so they could be analyzed more deeply). To write up the case studies, we used 

information from the interviews (specifically, information from the codes that captured PE 

activities pre and post pandemic onset, barriers, facilitators, and lessons learned) along with 

organizational documents recommended by our interviewees and publicly available information 

on the organizations’ websites. That, in addition to organization details that were shared during 

the interviews, were used to draft a summary of ‘the case’ (background details including type 

and purpose of the organization and the types of PE activities that they do). The team then 

pulled out core quotes to write the rest of the case to capture how PE activities changed after 

the onset of COVID-19, barriers and facilitators to PE activities, and overall lessons learned.  

Interviews were analyzed inductively (as we sought to capture unexpected or emergent themes) 

as well as deductively, to capture the context, processes, barriers, facilitators, and lessons 

learned related to PE activities during the COVID-19 pandemic. Findings on enablers of PE 

activities aligned with the three components of the Engagement Capable Environments2 

framework and helped us present a synthesis of information across the cases.  

Member Checking 
To enhance the trustworthiness of our data, we returned the case write-ups to each of our 

participants for review. Participants verified the accuracy of the case write-ups and had an 

opportunity to make edits to the case description. In some cases, case follow up meetings 

occurred to work through and edit case content. Some participants asked if they could edit some 

of their quotes to enhance comprehension, which the research team agreed they could do. In 

examining the edits, the changes did not change the original meaning of the quotes. Some 

participants requested that we use their real names while others preferred to have a 

pseudonym.  

In the following section, we provide a summary of each of the eight case studies followed by a 

discussion (synthesis) of core findings across cases. The work done/state of the organizations at 

the time of our study reflects what was happening in the first few waves of the pandemic.  
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Case 1: Kingston Health Sciences Centre (KHSC) 

Authors: Sandercock J, Marcinow M, Cadel L, Dowedoff P, Kuluski K. 

Kingston Health Sciences Centre (KHSC) was created because of the integration of Hotel Dieu 

Hospital and Kingston General Hospital (including the Cancer Centre of Southeastern Ontario) in 

April of 2017. KHSC is an academic tertiary regional hub for complex-acute and specialty care, 

serving a population of more than 500,000 people, across a predominantly rural area of 20,000 

sq km.11 As one of the regions’ largest employers, with close to 5,000 staff, 2,000 students and 

1,000 volunteers,12 KHSC is committed to a philosophy of partnering with patients and families 

to ensure compassionate and high quality care. PE is entrenched in the mission, is part of the 

organizational culture and part of the way KHSC operates – a historical legacy from each 

founding organization.  

Patient Engagement Activities Pre-COVID-19 
The Office of Patient and Family Centred Care sits at the heart of KHSC’s PE focus – a formally 

embedded single point of contact within the organization. Directly accountable to the Vice 

President (VP) of Mission & Strategy Integration & Support Services, the Lead for Patients and 

Family Centred Care acts as liaison between leadership, staff, patients, and caregivers, and is 

responsible to ensure that perspectives and interests of patients and families who are using the 

health system are heard by the organization and represented in decision-making. The program 

lead, a paid role, organizes and facilitates the recruitment, training, and implementation of 

approximately 60 volunteer patient advisors into a range of roles that includes involvement at all 

levels of organizational operations and supports optimal engagement with staff.   

Prior to COVID-19, an overarching Patient and Family Advisory Council (PFAC) made up of 12 

patient advisors provided guidance to KHSC leadership around policy-making and contributed to 

strategic decision-making. A broader group of patient advisors provided feedback about service 

level decisions and operations, education, communication materials, and messaging on 

electronic platforms, as well as offering program specific input via Child and Youth Mental 

Health, Renal and Oncology PFACs. Participants described patient advisor involvements such as 

providing input into working groups and research projects, sitting on hiring panels and 

welcoming new staff, or providing feedback to staff during Feedback Forums (i.e., where patients 

or families routinely review their care experiences with staff to reflect on what went well and 

what can be learned or improved following their care experiences). Patient and Family 

Experience advisors were full partners in the planning and preparation of the Ontario Health 

Team application that was in progress at the time of the first wave of COVID. Engagement 

usually required patients and caregivers to physically attend meetings and was therefore limited 

to those with access and ability to attend. In the past, relevant communications to patient 

advisors were email, phone, mail, or in-person meetings. Moreover, while PE has been an 

important commitment to KHSC historically and has been seen as an organizational leader in this 
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realm,11 the recent integration, leadership turnover, and other disruptions have impacted the 

consistent embracing and implementation across the organization.  

We completed four interviews with three people at KHSC – one with a Patient and Family 

Experience advisor; one with the Lead for Patient and Family Centred Care (PFCC); and one with 

the VP for Mission and Strategy Integration and Support Services.  

Patient Engagement Activities Post COVID-19 Onset 
COVID-19 altered PE at KHSC, reducing or suspending some types of activities but also increasing 

and creating new opportunities for patient advisors.  

Early anticipation by leadership allowed KHSC to quickly and responsively pivot PE. Leadership 

initiated an off-site informal meeting with a small group of experienced patient advisors with 

varied perspectives, referred to as the “Balzac group”, to discuss how potential infection-control 

measures might impact patients and families and to seek input into priorities and possible 

strategies. Balzac’s is a coffee shop and the place where this group would meet on occasion. A 

Patient Advisor shared: 

“Just as COVID was getting started, she [senior executive] pulled together a group of patient 

experience advisors, her Balzac group [coffee shop where they met] and have us meet to 

give her kind of our reactions to issues that she suspected that she might be heading into as 

the pandemic developed and that was the first time that I can think of, that a senior 

executive in the hospital, being proactive in terms of reaching out beforehand and not just 

reaching out for information, but obviously to create some relationships in the network that 

there were relationships there too. So I think that was really positive and I have sensed an 

attitude that patient experience advisors now belong at the table for just about every kind 

of discussion.” [Belle, Patient and Family Experience Advisor] 

The Balzac group offered ongoing rapid response input on issues related to family presence and 

revealed unexpected insights into issues around access to family support in mental health and 

addressing safety in diagnostic imaging: 

“It was the advisor for the program who knew that there was a policy in place about 

cellphone usage that would leave that population, the inpatient mental health population 

extremely vulnerable and extremely isolated if they couldn’t have family presence on the 

unit. And so because she was part of the program and they had been talking about the 

implications already of this policy, and she knew exactly what the policy was and exactly 

what the implications were on the patient program, we were able to go specifically to that 

program and say, in the event of restricted family presence, what will you do to change the 

policy in order to prevent further isolating this vulnerable group of patients? Without that 

input we wouldn’t – I wouldn’t have known that was an issue.” [Cher, VP] 

While some engagement was suspended temporarily, such as program-specific PFAC meetings, 

other opportunities became available for patient advisors to: 



Patient Engagement in the Era of COVID-19 
 

Page 14 of 69 

• Connect through virtual, combined meetings with all PFAC members 

• Sit at Clinical Operational readiness and Cancer Centre COVID-19 tables to provide input 

on the COVID response 

• Provide input to COVID-19 planning and processes regarding access and family presence  

• as members in Ambulatory Care and surgical program ramp-ups, providing input to 

working groups, councils, and bi-weekly huddles 

• Offer input on screening, communications, and policies 

• Inform rollout of virtual care 

The urgency of the timelines and decision-making accelerated the feedback loop where patient 

advisors provided input and then learned very quickly how that input influenced policies and 

care plans. Patient advisors felt a much greater sense of satisfaction as a result: 

“The other piece with COVID that’s helping with that is that things are happening fairly 

quickly from conversation to action. That was not my experience in the past. I was 

somewhat amazed at how many years a hospital project could take as it slowly meandered 

its way through everyone’s consciousness. But with COVID, I think we’re seeing something 

quite different. So there is a very quick turnaround from discussion and decision making into 

action and it’s very satisfying for the patient experience advisors to see what those 

outcomes are and then be able to position themselves, so they can continue to support 

those positive outcomes.” [Belle, Patient and Family Experience Advisor] 

In addition to finding engagement more rewarding and authentic, staff behaviour toward patient 

advisors had shifted during COVID, demonstrating increased respectfulness and inclusivity 

toward the patients and caregivers:  

“I'm intensely listened to, as opposed to summarily dismissed before I’ve said two or three 

words. So there's been quite an evolution. And again, I think it stems from the fact that 

everybody realises we have to do this together. And I think the staff, hopefully are 

appreciating some of the patient feedback, they're seeing how it makes their set of 

decision making a little more enlightened, maybe a little bit more easily made. And as 

advisors, we don’t always get what we set out to get but I think we are listened to 

respectfully now.” [Belle, Patient and Family Experience Advisor] 

Enablers and Barriers to Continued Engagement Activity  
KHSC benefited from well-established relationships between leadership and patient advisors, 

facilitated by an embedded Lead of Patient and Family Care - a single point of contact, who could 

directly and promptly link patient and family advisors to executive leadership to inform, discuss, 

prioritize, and plan the COVID response. The Lead shared Daily Incident Command updates with 

all Advisors ensuring timely communications and responsiveness: 

“One of the lessons learned in my opinion, was the importance of having a point of contact. 

So having the advisors being able to reach out, say to my office with feedback, concerns or 
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with what they wanted to do. Staff being able to reach out to my office to be able to say this 

is what we’re working on, how can you help? But also for me to have a point of contact – 

through [CHER, name of VP] to the incident command, making decisions about what was 

going to happen with COVID. For me to be able to very directly say this is a concern for 

patients and this is what we’re hearing from patients and families, that was sort of an 

informal direct contact to the decision making table.” [Angela, Lead PFCC] 

A key enabler for KHSC was its leadership culture and responsiveness to peoples’ needs. 

Leadership who seek out, expect, and support the inclusion of the patient voice create an 

atmosphere, intention, and environment that shifts a culture - where staff begin to insist on 

patients and family’s perspectives being included in every aspect of care:   

“I heard from staff that felt very supported when they came to the leadership with 

concerns - patient centred concerns - that they would be supported in addressing those, 

because they were patient centred... Right down to things like ‘we heard a patient say… I 

was dropping my loved one off at the Cancer Centre and I'm not allowed to go in and I'm 

from out of town, and everything’s closed and there's no bathrooms.’ Within a couple of 

days, there were Port-a-Potties outside of the hospital.” [Angela, Lead PFCC] 

Embedded routine practices, such as Patient Feedback Forums, where patient experience 

informs policy and process were used to identify issues as the pandemic evolved, allowing staff 

and caregivers a routine system to adjust care. For example, a family described the difficulty and 

frustration of convincing screeners that they had authorization to enter the hospital or to move 

between areas. This spurred leadership to work with Information Technology to create mobile 

and internal technological applications to reduce caregiver frustration, staff time, and resources:  

“Patients would come in or family members would come in who had been authorised to be 

with a patient, but every time they would come in, they’d go through this whole rigmarole 

with the screeners about whether or not they could be there. And so they actually created 

some technology to be able to communicate to the screeners who had been authorised to 

come in. And that followed the patient from program to program – like floor to floor. So if 

they moved from one area of the hospital to another in the hospital, instead of having to 

make your case all over again to be present, it was already in the system and they were 

supported in doing that. And it came from a combination of families being frustrated by 

having to do this over and over again and staff frustration feeling like they didn’t know who 

was supposed to have somebody with them and it was taking up their time.” [Angela, Lead 

PFCC] 

Enlisting in-house project management and Information Technology to develop an electronic 

screening/tracking system enabled KHSC to continue to adapt to new directives, develop 

automated “essential visitor” registration and allow easier contact tracing down the road if 

necessary. An online screening tool for family members of admitted inpatients was also 

developed to speed up visitor access, even as patients moved within the facility. Patients and 
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family advisors’ user-tested these applications, provided input on usability, and continued to 

provide feedback about screening and access. 

Attitudinal barriers that engagement would be too difficult and time-consuming were addressed 

at the start of the pandemic. By communicating the urgency of timelines and the necessity to 

respond quickly to patient advisors, the PFCC Lead facilitated their inclusion. Comfort, skill, and 

access to technology like Zoom or Microsoft Teams presented barriers for patient advisors to 

overcome but doing so enabled them to stay abreast of the constantly changing information and 

messaging, and to engage without restriction: 

“So it was finding technology, getting it up to speed, expanding our bandwidth so people 

could participate in all of those things. Teaching the advisors how to use those 

technologies and to participate, so those things were all challenges. I would say the 

constantly changing landscape and messaging coming from all over the place was clearly 

a challenge to stay on top of and could be a little overwhelming for people. So I think that 

was probably a bit of a challenge. And probably will continue to be a bit of a challenge 

depending on what happens next.” [Angela, Lead PFCC] 

“So I think that we have done a better job at consistent patient engagement through COVID 

than we maybe have been doing otherwise. So part of that is – there's no excuse not to 

have patient advisors. So we have technology now that we didn’t actually have and use 

prior to COVID. So we have teams, we have Zoom. It makes it very easy for people to join no 

matter where they are.” [Cher, VP] 

General Insights and Lessons Learned for Future Patient Engagement  
Sustained PE thrives even throughout disruptive events when there are established, embedded 

relationships and practices that support patient and caregiver voices and build trust. Initiatives 

like Patient Feedback Forums, expected of every program, encourage a culture of learning and 

listening to patients and families: 

“Something that we've done for years, have been feedback forums. And so there's an 

opportunity for patients to provide, to share their experience with a program team, out of – 

for lessons learned. So a program is expected to have these feedback forums where a 

patient will come in and talk about what their experience was. Talk about how it could have 

maybe been done better for them and what worked really well for them. And with the 

intention that the staff will hear that, listen for opportunities to improve, identify potential 

projects or reinforce behaviors or activities and learn from that patient experience. And I 

think that that is a unique program.” [Arielle, Lead PFCC] 

Champions at the leadership level are necessary to help establish and support embedded roles and 

opportunities for PE within the organization and to ensure ongoing sustainability:   

“Well I think the PFAC’s are really important at this point in time, because among other 

things, there are major communication networks with all the patient advisors. We have over 
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60 patient advisors I believe right now and only a small percentage of those actually sit 

down in PFAC. So we need to continue that PFAC cohort and keep it strong and healthy and 

communicating well so that those other advisors who are embedded in hospital work across 

the organization are also aware of some of the general things that are going on. So I think 

that’s really important. I think it’s critically important that we have an upper executive 

leader… [name removed], to continue to promote patient engagement.” [Belle, Patient & 

Family Experience Advisor].  
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Case 2: North York Toronto Health Partners 

Authors: Marcinow M, Sandercock J, Cadel L, Dowedoff P, Kuluski K. 

The North York Toronto Health Partners (NYTHP) was formed in January 2019 as one of the 

province’s first Ontario Health Teams (OHTs). The OHTs were introduced as a new model of care 

with the goal of groups of health care providers and organizations working together as one 

coordinated team to provide care to a defined population. While the goal of the OHTs is to 

provide care that is better organized and integrated for all within the defined locality, each OHT 

was initially focused on specific priority populations. NYTHP chose to focus on initiatives for 

complex and high needs patient groups within their first year as an OHT – specifically, senior’s 

health, palliative care, and mental health and addictions. The NYTHP has a backbone team, 

consisting of eleven members across various organizations and partners, such as family health 

teams, community organizations, and home care services, who help facilitate partner initiatives 

and projects. These team members are involved in various aspects of the OHT, including 

governance, strategic development and vision, supporting partner projects and patient-led 

initiatives, and incorporating new partners and members.  

 

Patient Engagement Activities Pre-COVID-19 
An integral part of the NYTHP is the continued involvement of patients, caregivers, and families 

from their partner organizations. When the OHT came together there were five patient and 

caregiver partners who already held patient and family advisor (PFA) roles with their respective 

organizations before joining the Patient and Caregiver Health Council (PCHC). The PCHC was 

actively involved in the development of the OHT application, including presenting to the Ministry 

of Health and other provincial agencies during a site visit. Once the NYTHP was considered an 

OHT candidate, members of the council helped plan and design a symposium to connect with 

the North York community to discuss how the OHT will create connections within the community 

to improve care. The PFA’s are not only key members of the OHT team, but continue to be key 

individuals who are embedded in all initiatives that are put forward by the NYTHP and its partner 

organizations. Members of the council meet weekly as a group, but individually they are also 

part of various committees and lead many initiatives with strong support from their peers, the 

NYTHP, and partner organizations.   

We completed four interviews with members of the NYTHP - two with patient and family 

advisors, one with the OHT lead, and one with a director from a partnering organization.  

Patient Engagement Activities Post COVID-19 Onset  
The formation of the NYTHP happened shortly before the onset of COVID-19. The pandemic has 

limited further evolvement of strategic and structural elements, such as determining a 

governance structure, design metrics, or performance management frameworks. However, PFA 

engagement and activities were not interrupted despite the circumstances. Instead, the NYTHP 

decided to focus on how they could bring the team together to support each other and their 

https://www.northyorktorontohealthpartners.ca/
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community during these uncertain times. Team members began weekly wellness checks with the 

PCHC that evolved into regular standing meetings. These meetings created a space for peer-to-

peer support, but also provided a frequent touch point for partner organizations to bring 

forward their initiatives for co-design input from the PFA’s. One team member reflected on the 

evolution of wellness checks into engaged meetings between peers and partnering 

organizations:  

“And so what’s happened is since the lockdown we have literally had weekly meetings 

every Thursday at two o’clock. I joke with them that, you know, it’s the best part of my 

week and it really is and what’s really been amazing is that group has kind of blossomed 

in terms of – and I think it sort of ended up serving multiple functions all of which was kind 

of – I would say it was not planned, it just sort of happened. They became I think closer 

with each other and with us as well in terms of just from a relationship-building 

perspective. They were able to support each other peer to peer even, able to be a little bit 

of a conduit in terms of they’re each part of their own sort of social and professional and 

other networks…And then the group became kind of an ad hoc and now becoming a more 

formal almost place for other partners to bring their initiatives for co-design input.” [Ivy, 

OHT Backbone lead] 

The opportunity to connect with each other and partnering organizations throughout the 

pandemic have provided PFA’s opportunities to stay active on projects that support the North 

York community. For example, the PCHC was invested in determining how the NYTHP could 

provide support for community members during COVID-19. The PCHC took initiative and led 

various dissemination activities, such as creating webinars for families who have been greatly 

affected by the pandemic (e.g., families of long-term care residents). One team member 

described that one of the partners asked the PCHC for feedback about how to design the 

webinar:  

“And what was great was he came to our meeting, presented, got a whole much of 

feedback and co-design in terms of what we needed to put forward as a webinar, and 

then we actually held the webinar. So we held a webinar with all the families of long-term 

care residents, not just in Yee Hong but also in the other long-term care facilities in our 

area, and we were able to bring together some different experts from across our OHT 

partnership.” [Ivy, OHT Backbone lead] 

Another example involves how the team worked with mental health and addiction partnering 

organizations to create a streamlined hotline access for people struggling with mental health. 

One team member described how the PFA’s were asked to provide feedback about how the 

hotline service could be further improved: 

“And then there were new initiatives like, you know, so just as an example the community 

support agencies all came together and created a single hotline for North York, anybody 

who needs community support can call this hotline and get some support. And actually, 
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our patient partners were some of the first guinea pigs of that hotline and they provided 

some pretty unvarnished feedback to the group who was doing it, and they’re going to be 

taking that into account as they think through the next generation of that work.” [Ivy, 

OHT Backbone lead] 

However, one PFA described that the hotline was not used as much as anticipated. They were 

able to provide feedback about why they thought the hotline was underutilized and suggestions 

on how to improve the service: 

“I said, yeah, yeah because they go back to the same question that I had before. Like, how 

do people know that these offers are out there? How do we get to people? And you 

cannot know what you don't know. And the best way to spread the news is to get all the 

primary care doctors involved, have them all linked up to the OHT and we communicate 

with them to send them the communication sheet, so they know that they have that in the 

office. And even though when they talk to a patient, do a telephone call, they will say that, 

“You know what? I have this information. You have this condition. Try to call them. This is 

what’s offered by the NYTHP.” [Lizzy, Patient and Family Advisor] 

Enablers and Barriers to Continued Engagement Activities 
The biggest barrier that the PCHC has identified was the need to grow the council in terms of 

both numbers and diversity. Currently, all five of the PFA’s were highly engaged across various 

projects and the number of opportunities to get involved as partners in projects is only 

increasing across the partnering organizations. Thus, the PCHC is focusing their efforts on 

recruiting more patients and family members to become PFAs. One PFA shared that because the 

PCHC only consists of a few members they are open to anyone who is interested in being 

involved. However, the PFA highlighted that diversifying the council is challenging because not 

everyone has the flexibility to commit their time:  

“But ideally, like I said, we like that diversity. We like to have younger people, we like to 

have people coming from lower income spectrum. But like I said, if your meeting is 8 

o’clock in the morning and some meeting is at 2 o’clock and a lot of these people, they 

have a lot going on. They go to school, they have a job and it’s difficult. I would say almost 

anybody that is in the prefect group, they don’t have a full-time job, paid job. They just do 

this as something they want to do.” [Lizzy, Patient and Family Advisor] 

One team member also highlighted that due to the unique nature of OHTs, there are no 

frameworks to help translate PE efforts from other jurisdictions to the NYTHP: 

“Having the frameworks to draw from are challenging because they don’t really – you 

know, there aren’t a lot that exist. Of course, you know, lots of other jurisdictions have 

done this work but how do you translate that into what might work here…A lot of it is 

we’ve been, you know, making it up as we go along and they’ve been very patient. But I 

think that has been a challenge because there isn’t really an official way to do it. I guess 
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that being said, the upside of that is that that means we can kind of do it however it 

makes sense for us, but then it also does mean that you’re often sort of trying to chart 

new ground and it may be – in some cases it would have been nice to at least have some 

tools to look at and decide how we wanted to adapt them.” [Ivy, OHT Backbone lead] 

Having said that, this participant later reflected on the following:  

“I think what’s been really interesting about the pandemic is it has taught us a lot about 

how we might want to build a governance structure now because we’ve been – sort of 

just, you know, let’s just get on with it, let’s just figure it out, let’s just do it and I think we 

found that we actually do that pretty well as a group. And so maybe we just formalize 

some of this now and that becomes, you know, the sort of working governance structure 

as we go forward.” [Ivy, OHT Backbone lead] 

A key enabler to continued PE activity identified was that the PFA’s were strongly supported by 

the NYTHP team members. One individual from one of the partner organizations described how 

it was important for PFA’s to feel that their voices were heard through team member actions: 

“What really resonated with people, like they really felt that you know, their voice was 

being heard and that when we ask for their opinion on something that we were taking it 

to heart. Actually like you know, really actioning suggestions and really, you know, 

working on things that seemed important to them, and supporting initiatives that – you 

know, that they came up with. So people really like just knowing that their voice is actually 

being heard. And I think also just feeling really supported by our – like our backbone team 

and just knowing that you know, they could email us or call us about something and that 

we’re responsive I think was important to them.” [Mary, Director]  

From the PFA perspective, Aurora shared the following: 

“I always felt that they [NYTHP] were interested in what they had to say. I always felt that 

once I said something they listened. They had me come in and speak to different groups, 

like including all the management groups; they had me come in and speak to them about 

my experience as a patient caregiver – not as a patient but as a patient caregiver because 

I took care of my mum. I just always felt very valued. I always felt very necessary; like I 

always felt like they weren’t going to move unless they had a patient caregiver 

perspective and it’s always been like that. Like they’re just all fantastic; right from like 

[name of CEO] who’s the CEO – like he always, when we were in the hospital, he would 

stop in the hall and he always, when I spoke to the management group, you could tell he 

was listening. Because he got up and he said a few words and commented on the things 

that I had said, so he was obviously listening. So it goes right from the top right down to 

the bottom, they all listen.” [Aurora, Patient and Family Advisor] 
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General Insights and Lessons Learned for Future Patient Engagement  
In reflecting on advice to others, one team member emphasized the importance of relationship 

building between team members and PFA’s, particularly as they reflected on the pandemic and 

the disruption it could have caused to PE:  

“I think consistency is really important. I think like one of the key – the success that 

particularly from the OHT perspective is that if anything, we met more frequently. Like we 

had weekly meetings. And so even though, as I said, sometimes a lot of that meeting was 

relationship building, I think that was so important for the work we’re doing now because 

now we’re kind of, as we’re in the recovery phase and we’re really starting to implement 

projects and things that have come due, we’re able to do that planning work now because 

we know each other. We trust each other. We built those relationships over those critical 

months. Like we’ve been through something tough together… I think sometimes like you 

tend to think like you really focus on, you know, metrics and strategies, numbers, and stuff 

like that and you forget that relationship building work too. So [laughs] keeping that in 

mind that that is part of the work and making – and really centring that I think is a key to 

success, I’m sure. Especially when you’re doing – because a lot of this – of the 

engagement is like really just forming a relationship with members of your community so 

that takes time.” [Mary, Director] 

One PFA echoed a similar sentiment in one simple statement when sharing advice for those 

leading PE activities within their organization: 

“Let your PFAs know that they’re appreciated, and do appreciate them. Like don’t just 

make them feel it; you should actually like listen to what they say, because they have lived 

it.”  [Aurora, Patient and Family Advisor] 

 

  



Patient Engagement in the Era of COVID-19 
 

Page 23 of 69 

Case 3: Bellwoods Centres for Community Living 

Authors: Marcinow M, Sandercock J, Cadel L, Dowedoff P, Kuluski K. 

Bellwoods is an accredited charitable, not-for-profit organization providing community-based, 

client-directed support services, including independent living education programs, and 

accessible, affordable housing, for individuals 16 years of age or older living in the Toronto 

Central region. Bellwoods provides personal support services to people living in the community 

with physical support needs, seniors, and those at risk of homelessness across eight housing sites 

in the City of Toronto. They also offer a range of Transition Programs that include a hospital to 

community reintegration program, in-home respite, attendant outreach, health education and 

care navigation to support client’s transition from hospital following an illness or a debilitating 

injury to their location of choice within the community.13  

Patient Engagement Activities Pre COVID-19 
Bellwoods has adopted a community philosophy, creating an environment where everyone 

across the organization, whether a client, caregiver, staff member, or leader, contributes to the 

health and safety of their community. As part of this philosophy, Bellwoods is actively working on 

increasing client engagement activities across their organization to improve the experiences of 

their clients. The overall goal is for clients and their families and friends to feel that they are part 

of, and contributing to, a larger community across the organization. Currently, there are formal 

and informal avenues for client engagement. For example, in spring 2019, a Community Advisory 

Council was launched including community members who act as advisors and make 

recommendations that aim to improve service experiences and quality of life for clients. 

Furthermore, Bellwoods engages their community through town halls and a regularly 

disseminated newsletter. The town halls provide a forum for community members to interact 

with members of the organization and engage in dialogue about their experiences with the 

organization, while the newsletter provides an avenue to keep community members informed 

about organizational updates. More informally, community events, such as an annual barbecue, 

are held to help their clients feel more connected to the larger Bellwoods community.  

We completed four interviews with people at Bellwoods – one with a family caregiver, one with 

a manager, and two with senior leadership.  

Patient Engagement Activities Post COVID-19 Onset  
In light of COVID-19, several policies and initiatives, ranging from considerations around personal 
protective equipment, personal support worker (PSW) scheduling, visitor policies, food security, 
and wellness check-ins, were put in place to ensure the health and safety of clients during the 
pandemic. The visitor policy is one example where client feedback helped shape the policy 
during the pandemic. Initially, Bellwoods implemented a blanket no visitor’s policy at two of their 
owned and operated sites following Ministry guidelines for the healthcare sector. As no sector 
specific guidance was available at that time for Bellwoods to follow, the senior leadership team 
quickly adhered to the guidance provided to hospitals, retirement homes and long-term care 
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within their care community. When staff met with clients to discuss what each client would need 
to support them during this time of restricted visitation, such as having someone to drop off 
medication or groceries, it became clear that shutting out caregivers was not sustainable: 

“And really when we went around and we were talking with clients about the types of 
things that people needed to support them, people were actually legitimately performing 
caregiver duties, not just dropping in to visit.” [Sunny, Senior leadership] 

A week later, when the Ministry of Health launched the redeployment legislation, Bellwoods 
quickly implemented a Caregiver Presence Policy that allowed caregivers to be considered 
essential visitors, similar to how volunteers and other types of workers across organizations in 
Ontario were being deployed into caring roles. The new policy allowed for a caregiver to visit 
their loved one once a week in blocks of three hours. A formal plan was developed to outline the 
care duties of each essential caregiver and a visitation schedule. The plan was provided to the 
front door screening teams so that they knew who was coming and going each day. One staff 
member described how this policy allowed the organization to see who had access to the two 
apartment buildings, while implementing a strategy that considered the safety of all building 
residents and staff during the pandemic. The policy also brought formal recognition to the role 
of the caregiver as part of the care team: 

“We formalized [the policy] into our service agreements and the caregiver would sign off 
on it and then we were able to provide that to our front door screening team to say these 
are the people that are deemed essential, and this is the schedule on which they come 
through the building. And that allowed us to have visibility to who was coming in and out 
and maintain some safety mechanisms to make that happen. This also provided greater 
formal recognition from even our PSW’s, that this person is a part of the care team... And 
you know it’s not a role that is typically formally recognized and I think us taking that 
stance and saying “No, they’re a really important part of us being able to support our 
community members to live independently and they are a part of our community and we 
need to accept them into our community” really set the tone, I think for how we can now 
move forward.” [Sunny, Senior leadership] 

Enablers and Barriers to Continued Engagement Activities 
Implementing new policies and strategies during the pandemic was not without its challenges. 

Although the Caregiver Presence Policy provided a means for caregivers to have access and 

provide support to loved ones, the policy still had limitations. For example, one staff member 

described how they had to plan how many caregivers were on-site and for how long to ensure 

that capacity limits were never exceeded: 

“They had to let us know like 24 hours in advance that they're coming. Like I'm the 

supervisor, they will let me know that they're coming. We put them on a list, sign them up. 

We also had to control the amount of caregivers coming into the building, because we 

didn't want to have like three or four caregivers coming in at the same time. So, that was 

a bit challenging for me, especially as a supervisor. It was heartbreaking for me also, 
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because telling these people when they can come, how long they can stay, etc. It was 

heartbreaking.” [Vivian, Supervisor] 

Another aspect that was challenging for staff was explaining to clients why they could not have 

an essential visitor deemed for the sole purpose of a social visit. Through the feedback survey, 

some clients indicated that they were feeling lonely and could have benefited by having an 

essential caregiver visit for social reasons. One staff member reflected that the policy was useful 

for providing essential supports to clients, but it didn’t address the social isolation that many 

clients were experiencing: 

“I remember a supervisor pointing out to me that people who would be able to go through 

the process of registering a caregiver to continue to support essential needs would benefit 

from the socialization that would be a side effect of the visit. So in some ways, our policy 

created an inequity, where those who had a caregiver would gain from socialization, but 

those who did not have a caregiver would remain more isolated. I am hopeful that if we 

were to ever experience a pandemic again that we would look back and question why we 

did not put more effort into prioritizing socialization during a time that we knew would be 

of great length. Certainly, with some purposeful thought and creativity we will come up 

with reasonably safe methods to enable social supports because we all agree and clearly 

understand their importance and that there are serious risks involved in restricting 

socialization.” [Noel, Senior Leadership] 

However, the staff all noted that having constant communication with clients throughout the 

pandemic helped them understand what their clients’ needs were, increased their clients’ 

awareness and comfort with the decisions being made: 

“We didn’t hear any huge rustling of the trees in terms of people getting really upset. I 

think once, you know we had implemented such an extreme stance to not allow visitors 

into our buildings, we were all getting acclimatised to as the general public like people 

were hearing about the situation in long term care and at other organizations in the 

community. They were hearing about things on the news and then we started to have 

clients that would come up to us and be like “Thank you so much, you’ve done such a 

good job clamping down. We’re so happy. You know we’re not seeing people coming in 

and out, we feel safe. Thank you. “We also were constantly communicating with our 

clients. We’d go door-to-door; we’d hand them the memo; we’d have a conversation in 

addition to handing it to them. We would take more of a personal touch where people 

could have a conversation with us about their anxieties versus like just slipping a memo 

under their door or putting a notice in the elevator. We were trying to take a real personal 

approach and determine what each client needed to meet their needs. We’d knock on the 

door and say “Hi, how are you managing? what are you feeling uncomfortable about? 

How can we help? What are you seeing? How do you feel about this?” [Sunny, Senior 

Leadership] 
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One caregiver shared that although difficult decisions had to be made by the organization, they 

felt overall that the community was kept safe with the measures put in place, particularly as 

there were no COVID-19 outbreaks at Bellwoods:  

“Well I would say it's better because they [staff] have more checks on her [client] right? 

Because she's there all day, they go there and they check, they have more staff. And also I 

was very happy they did not have any COVID cases, they were very strict. They had 

security at the entrance, and nobody was allowed to go in and – I mean there were tears, 

I saw some other clients sitting out in the wheelchair and they cried because they couldn't 

see – the one young lady, she said she couldn't see her mom. And so it's – it was tough 

right? But I guess now it's a bit looser and people adjust and it seems to be working. Like I 

must say they worked really hard, the management to have it so organized that 

everybody stays healthy.” [Blanche, Caregiver] 

Another challenge for Bellwoods was balancing client engagement with quick decision making. 
For example, a project to develop a new Support Service Worker (SSW) scheduling system that 
began prior to COVID-19 was accelerated because of the pandemic. Bellwoods needed to move 
quickly to implement the new system to streamline job assignments and minimize the number of 
workers moving across sites to decrease the potential spread of COVID-19 within Bellwoods. One 
staff member discussed how the Bellwoods Community Advisory Council had been in favour of 
the new project prior to the pandemic, but found the council was not as receptive to the change 
during the pandemic: 

“And so despite the fact that we had engaged clients, gathered feedback and input 
around our approach, and had excellent commitment to the rationale and purpose of the 
project, when it came time to launch, people’s backs got up and there became some real 
resistance. Upon reflection, I think this happened because the stress caused by the 
unknowns of the pandemic made people naturally focus inward on their own needs.  The 
gap between the support of the Patient Advisory Council for the vision and rationale for 
the change versus the individual experience of the clients widened drastically.  The 
conversation became more about “wait a minute, you’re going to change my PSW, and 
you’re going to change my time of service?  How dare you!”  But we knew we were facing 
difficult times and although it was not the best time to change, it was necessary for many 
reasons.  We needed to have people working for us full time and we needed to do 
everything we could strategically to reduce the chance of the virus spreading at our sites.   
So ultimately we just reiterated the vision and purpose and risks of not moving forward by 
sharing the reasons behind the decision over and over and over again, hoping that people 
would understand that they are a part of a system and when the system improves, their 
individual service would improve.  The fact that we couldn’t have in-person meetings 
made that incredibly challenging.” [Noel, Senior Leadership]  
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General Insights and Lessons Learned for Future Patient Engagement  

Moving forward, Bellwoods continues their work to increase meaningful engagement with 

clients and develop initiatives and policies that are inclusive of the broader Bellwoods 

community. A ‘one size fits all’ philosophy is not adequate to support the organizations’ mandate 

to adopt client-focused principles and support independent living across diverse program sites 

and the various services offered. Staff members discussed that they hope the Caregiver Presence 

Policy will continue beyond the pandemic, highlighting the importance of all caregivers (paid and 

unpaid) as being part of the care team: 

 

“My vision when I did that work was to set it up so that it could be something that would 

live on after the pandemic as well.  Not so much in terms of having so much structure 

involved in having caregivers on-site, but more so that the policy would act as a launching 

point to move us toward having caregivers partner with us even more.  PSWs and 

caregivers are ultimately doing the same role – it’s just that one is paid, and the other 

isn’t, and one might have different skills than the other.  So if we can build up the skills of 

the caregiver, but also make more room for and build in processes for enabling the 

caregiver to share their skills with our PSWs, it will become a win-win for everybody.  

That’s the future of personal supports in my opinion.”  [Noel, Senior Leadership] 

 “And the service agreement is something that we are 100% committed to moving 

forward because you know, I think it’s really important to realize the partnership that 

comes out of that is really pivotal you know, to supporting people’s success in the 

community environment. And most of those caregivers, I mean it was just amazing to see 

how the teams aligned. Like it really created what we keep saying we want to create. We 

want to create one Bellwoods, we want one community. But it really brought people 

together around that. You know when you’re in a time of great stress and challenge and 

unknown and nobody’s gone through that before, I think it really helped our paid 

caregiving staff see unpaid caregivers as part of their team.” [Sunny, Senior Leadership] 

However, staff members noted that the support of everyone is needed when developing 

relevant policies and strategies, particularly from the clients who are directly affected by the 

policies. One staff member advised that having a plan in place will help navigate future 

pandemics and disruptions, but that plan needs to include all voices at the table: 

“You have to be prepared. Always be prepared, because you don't – We never knew that 

this is going to happen and it’s going to be such a huge, you know, impact. We need to 

always have a plan in place. We need everyone’s support. It’s not only about us, but we 

also need to have the clients engaged.” [Vivian, Supervisor] 

As well, staff members identified the importance of leadership being responsible to learn how 

the decisions and policies they make directly affect clients they serve. One staff member shared 
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that it is okay for leaders to admit that they do not have all the answers and are looking to clients 

and caregivers to help problem-solve for the benefit of the whole community: 

“If I were to look at something that had the most impact particularly on me personally 

and as a leader in this organization we rotated around the sites and administrative staff 

helped out with managing the front door screenings. Even the senior leadership team took 

shifts at the front doors. And that opportunity was the best opportunity I’ve had and it 

made us feel a part of the community and I think it made our clients and caregivers see us 

as part of the community. And so what I would say to other organizations is as a senior 

leader, if you’re really committed to this, you walk the walk and talk the talk. Find the 

opportunity to be as involved as possible on the front line, like observe and listen, see for 

yourself what is happening within the community, have those dialogues and don’t be 

afraid to be vulnerable. Realize you don’t have to have all the answers and just listen. Ask 

them [clients and caregivers]. Be ok with saying “I don’t have the answer, help me solve 

this problem”.” [Sunny, Senior leadership] 
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Case 4: Centre of Excellence on Partnership with Patients and the Public 

(CEPPP) 

Authors: Sandercock J, Marcinow M, Cadel L, Dowedoff P, Kuluski K. 

Driven by the desire to change relationships in healthcare and informed by experiences involving 

patients in the education of medical students, the CEPPP was created in 2015 and represents the 

evolution of an idea developed by the Dean of the Faculty of Medicine at the Université de 

Montréal and a strategic management consultant with lived experience as a patient with chronic 

health issues. Today, the mission of CEPPP is to connect and support people who want to 

mobilize the experiential-based knowledge of patients and families to co-build with researchers,  

healthcare providers, and/or decision-makers, and to deepen the evidence base for patient 

partnership.14  

Patient Engagement Activities Pre COVID-19 
Led by a team of co-directors (three physicians, one patient partner, one manager), CEPPP is 

comprised of 12 paid employees (six of whom are patients) who mobilize a broader group of 

~300 patients and support their engagement in a range of activities across Quebec and beyond. 

With the goal of improving patient experience and effectiveness of healthcare and transforming 

healthcare decision-making, CEPPP promotes a model of partnership-in-care that includes the 

patient and family as full members of the care team and as critical actor(s) in the healthcare 

system. The model is put into practice through collaborations that create and implement 

partnerships with patients, families and citizens throughout various health care organizations – 

changing practices and cultures using co-design methods, research, evaluation, consultation, 

training and coaching, and by networking and public education. 

The cornerstone initiative of the organization involves 200 patients/families as co- trainers who 

teach patient partnership, interdisciplinary collaboration, communication, and ethics to 

Université de Montréal students across 13 different healthcare disciplines. Following the initial 

success of this patient co-training program, CEPPP has been invited by numerous regional, 

provincial, and national organizations to develop PE initiatives that support care delivery 

improvements, medical education, health research, and community development.  As a result of 

the efforts initiated and supported by the CEPPP and its collaborators, PE has been deployed 

across the province as a key function of integrated regional health centres (Patient Partnership 

Offices). PE in research is part of the organizational mandate and is facilitated by key 

partnerships with the Quebec SPOR SUPPORT Unit and other national research networks. Patient 

partners co-lead research projects and support all stages along the research continuum. CEPPP 

was also approached by the Ministry of Health to support the evaluation of patient partnership 

activities across the province, further solidifying their role as a “hub of patient partnership 

activity” and as knowledge creators in the area of patient partnership science. Knowledge 

sharing occurs via a monthly journal club, publications feed, knowledge series, as well as regular 
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webinars on patient partnership. Website resources include publications, links, and a Patient and 

Public Engagement (PPE) Evaluation Toolkit – a 2018 review of 27 available resources and 

accessible measures on the website that address rigour, patient/public perspective, 

comprehensiveness, and usability.15 The PPE Evaluation Toolkit development was led by two of 

the co-directors of the CEPPP in a collaboration with the CEPPP team and researchers from 

McMaster, McGill, Université de Montréal among others.  

We completed four interviews with two patient partners, a director, and the executive manager.  

Patient Engagement Activities Post COVID-19 Onset  
Unlike many of their provincial counterparts, CEPPP did not experience a pause or suspension of 

all PE activities. One of their leaders was approached immediately by key collaborators at the 

Ministry of Health and Social Services (MSSS) to join a tactical committee focused on ethics and 

COVID-19. To support this committee in developing policy and strategy around Intensive Care 

and Emergency triage of care, CEPPP leadership assembled a group of 12 experienced patient 

partners to focus on COVID-19 impact on care: 

“The CEPPP did not stop or take a pause through all of this, but they reinvented 

themselves by capturing patient experience through the striking of this group. And we are 

also involved with providing feedback to the Ministry of Health here in Quebec. … One of 

the first activities that we did back in April, was to review some documents from the 

ministry on the potential lack of resources if the cases became so large that we wouldn’t 

have enough equipment or health care professionals to take care of everybody. Who do 

you take care of first? How do you prioritize your cases? Already we were seeing the panic 

in Europe and we were looking at the prioritization that existed in the protocols here in 

Quebec.  We were asked to review that with patients' eyes.” [Louie, Patient Partner] 

This patient group provided direct feedback to support and inform the patient partner who was 

a full member of the Tactical Ethics Committee and joined sub-committees allowing them to 

contribute directly to policy, documents, and reports.  The group also provided governance level 

input to para-governmental organizations and hospitals around communications, virtual 

care/Telehealth, and various other policies: 

“And it was one after the other, and the really first three months were absolutely insane 

for all of us. Didn’t have time for dinner, didn’t have time to go to the bathroom, anything, 

it was one after another. All of us – all of it was really, like, in an emergency, there was so 

much. We were asked a lot by a lot of people, by a lot of organizations. We were trying to 

do our best, but for three months, it was really, like, twelve hours a day, five days a week.” 

[Roxanne, Patient Partner] 

This small, experienced group of patient partners increased their amount of engagement as they 

provided support or ‘check-ins’ with other patient partners in addition to providing rapid 

response feedback and input to government, university, and health authority committees:  
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“It continues, nothing’s stopped. It’s increased, the amount of calling, the amount of 

being there for them. Because some of them, you know, the patients that I see, most of 

them are sick, obviously, but they're living in so much poverty, precariously. Some of them 

are abused and so on. And it is such a difficult time, I just want to make sure that I was 

available for them when they needed me most.” [Roxanne, Patient Partner] 

However, our participants reflected that many other patient partners may have had a different 

experience as many organizations stopped engagement activity without warning or 

communication. Non-COVID research, accreditation activities, conferences, and other 

collaborations were cancelled or paused. The bulk of patient partners who co-facilitate at the 

university had no healthcare providers to co-train with due to re-deployment of providers to 

other priorities: 

“There were about 150 patient partners that co-facilitated at the university. All those 

people – most of them are inactive right now.  They became inactive in the spring and 

now, in the fall, we’re not sure how we’re going to re-integrate them. And so all those 

patient partners that were active - right now are on pause.” [Louie, Patient Partner] 

Enablers and Barriers to Continued Engagement Activities 
Leadership was the largest enabler of the CEPPP response to the COVID-19 crisis, mobilized by a 

powerful champion of PE who himself is a patient partner. CEPPP ‘pushed’ for inclusion at the 

decision-making level and was able to immediately mobilize a large network to ensure a place at 

decision-making tables: 

“But I know how much it’s important when you live such a crisis to be in action and to 

move on and to – you know, not to stop; just from the start you need to get into it and 

you need to show up. And if you show up it’s rare when, you know, you won’t find a place 

to be in action. So that was my belief, you know, from the first hours and days of the 

crisis, to say, “We have a place here”. So that’s why you see I moved very fast from the 

start to make sure that, you know, we’ll be recognized as partners and I pushed that a 

lot.” [Vincent, Patient Director] 

CEPPPs’ participation was sought after by the MSSS and other healthcare organizations to plan 

the health system COVID-19 response, enabled by strong pre-existing relationships and 

reputation built from earlier work: 

“So we were the only place – one of the only place having activities…– carry on and even 

grow during the crisis….Because we have a good reputation, because we have a network, 

because we know people – … because we have a network at the government level, we 

have network at the research level, we have – because there were also new – so what I 

forgot to tell you is in April I was nominated as the co-director of the new Quebec 

research network on COVID.”  [Vincent, Patient Director] 
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Provincial lockdowns and stay-at-home orders enabled CEPPP to respond quickly to government 

and organizational requests for input or engagement as patients/family partners who normally 

would be out of the house and busy, were suddenly at home and available, ready at their 

computers. Further, those 12 very experienced patient partners were able to rely on a larger 

network of patients across the province who were surveyed on issues and their perspectives, 

providing a strong foundation for whatever they recommended:  

“We have around 300 patient partners engaged across the province in different hospitals 

and we have access to all those patients because as the Centre of Excellence and with our 

SPOR SUPPORT Unit, we have so many activities that we know we have access to all those 

peoples. So what we did – so for instance for the ethic committee, I was on the 

committee, I had a group of 12 very experienced patients behind me and if there were 

bigger issues that we wanted to test with the larger group, we put in place a barometer. 

We were able to – how would you say that, to survey our group of 300 patient partners 

across the province and we did that many times during the crisis just to make – so just to 

make sure that if the committee was saying we think that is good, we were taking this 

proposition and asking the larger group of patient partners, the 300 patient partners 

across the province what do you think about that.” [Vincent, Patient Director] 

Access to a large network of patient partners requires systematic recruitment and retention 

strategies. In this case, a large group of paid patient partners are actively and regularly engaged 

with student/ medical education, where they are provided with remuneration, training and 

support. This allows CEPPP ready access to an engaged group of trained patient partners to 

support other types of activities as well:  

“We work a lot on recruitment, on the recruitment process and one of the key success 

factors is that we are patients recruiting patients. You know, I mean six people in my team 

are patients, that’s why they were hired. So I have patients inside my team who are 

recruiting patients and who are mobilizing patients and we worked a lot again on the 

recruitment process. We are very, very focused on that, you know, the criteria, how we do 

that, who we choose, how we match people, who we need to work together, you know, in 

co-leading or co-building a process or so on. And then to mobilize them and to keep them, 

I mean we have an amazing tool -  it’s our [annual] courses because our patient partners 

are regularly engaged in giving courses to medical students and to health science students 

[at University of Montréal]. So that’s what – they love to do that and it’s a way for us to 

maintaining ….the pace and there are trainings in that. You know, for instance, we have a 

training this afternoon because we have new activities with medical students starting in 

two weeks, and so we spend two hours together at noon for a new training. So each time 

we train them, each time it’s an opportunity to regroup.” [Vincent, Patient Director] 

Recruitment of patient partners is done by other patients who are provided with structured 

training from the organization but also understand the unique perspectives and issues that 

patients or caregivers might have: 
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“Okay, recruitment is fundamental. If you recruit the right person, it’s a charm. I mean, 

you know you don’t have problems and you just go with the flow.” [Roxanne, Patient 

Partner] 

A potential barrier to ongoing engagement, particularly of education activities, emerged during 

COVID-19. The education program, which powers CEPPPs’ patient partner recruitment, training 

and retention, was paused. The 150 patient partners who routinely co-facilitate student 

education sessions along with a healthcare provider were put on pause. A trial innovation to the 

student education process allowed patient partners to teach students how to take histories from 

patients; however, the ongoing lack of access to healthcare provider co-trainers continues to be 

a barrier to full engagement: 

“And so what ended up happening was the patients stepped in to do the history taking 

activity. We re-adapted it obviously and it gave us space - where the students talk to 

patients and do a history taking and patients give them feedback… It was really neat. It 

went super well. We got great feedback from the students who really appreciated the 

opportunity to have access to patients to do that. The patient partners loved it. And we 

were able to basically allowed, you know, we did it with the university so the university 

was very conscious of the fact that we were doing this, and it was them that kind of 

solicited us to help see if we could step in. And they [the patients] helped the students 

reach another step in their education process. But what I would say where there was a 

stop is that normally all of our education activities are done in duos with a patient and a 

healthcare professional as a duo. And like that’s kind of stopped right now because we 

can’t to mobilize the healthcare professionals.” [Gretel, Executive Manager] 

The use of technology also presented a barrier for some people to engage. The use of computers 

and various communication software programs and the need to interact with electronic or 

written communications can act as a barrier to patients with less experience and access to these 

tools, or whose first language is not French or English:   

“I can think of those who have difficulty with technology, either because they have a 

physical limitation or a financial limitation or just a computer knowledge limitation. Their 

communication may have been great face to face, but that may not happen through a 

screen. And I can think of one or two people –I myself know –true patients who were 

extremely involved pre-COVID, but during COVID communication over the screen is not 

possible. Any involvement becomes very difficult. Some of the patients can communicate 

and they can continue participating this way. Those who can’t use email or don’t have the 

writing skills may find themselves further isolated. So there will be people falling through 

the cracks for sure.” [Louie, Patient Partner] 
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General Insights and Lessons Learned for Future Patient Engagement 
PE organizations that can pivot quickly have to have foundational structures that support them. 

Strategic engagement directions have been mapped out, based on frequent review of priorities 

and resource capacities:  

“But essentially we’re making decisions about what collaborations we pursue… what kind 

of strategic areas we try to push for, - to kind of move forward …, not our own mission, 

but the movement of patient partnership, you know. What representation we have 

around different types of tables. We do a lot of that .. the future also of our mission and 

where it’s evolving, we do that all in literal co-partnership with a patient at that level. And 

then after that, that flows down obviously throughout the rest of our team. So all of our 

projects and collaborations usually have, they have a project manager and sometimes the 

project manager is also a patient, but for the most part it’s always a duo that’s assigned 

to every collaboration. So we have a duo of a project manager, or a project coordinator, 

and a patient partner that is there to also ensure that the experiential based knowledge 

and those reflections are being done in partnership at every level.” [Gretel, Executive 

Manager] 

High functioning teams are another support structure that enables rapid action. Teams that can 

work together effectively, quickly, and provide quality input to decision-makers, allow 

organizations to pivot, plan, and make new priorities very rapidly:  

“You know, when this started, there was no plan. We never thought that this thing would 

happen – no one. But right away […] we made some plans – you know, what were the 

most urgent things to do, and so on, and then we worked all together. But it think that in 

fact, we should make a plan in case there’s something else that happens. But what it 

made us realise also is that as a team, we are very strong, we work well together, there’s 

no animosity, there’s no – no competition, so it works very well.” [Roxanne, Patient 

Partner] 

Strong leadership is essential, allowing PE organizations to identify opportunities and to instantly 

mobilize teams. As noted in the following quote the window for engagement may need to be 

pushed open by a leader: 

“When you have leaders who are ready to move.. and ready to take the lead and to push 

and to push the doors, you know, … you need that to be able to move. If you don’t have 

that, you can’t even start.” [Vincent, Patient Director] 
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Case 5: Saskatchewan Health Authority 

Authors: Cadel L, Kuluski K, Dowedoff P, Sandercock J, Dowedoff P, Marcinow M.   

In Saskatchewan, patient, family, and caregiver engagement is formally embedded within the 
Saskatchewan Health Authority. Patient and Family Centred Care became a high priority within 
Saskatchewan following Commissioner Tony Dagnone’s Patient’s First Review conducted in 2009, 
which called for better recognition and engagement of patients and families in the health care 
system.16 In 2017, the Saskatchewan government amalgamated its 12 regional health authorities 
into one central organization, which is now called the Saskatchewan Health Authority (SHA). The 
SHA is the largest organization in Saskatchewan, employing over 40,000 people.17  The SHA is 
responsible for care and service delivery of all hospitals, long-term care homes, and community 
health organizations. In 2018, an Organizational Values Working Group was struck where 
employees, patients, families, communities, Indigenous partners, health providers, and other 
external stakeholders were consulted on core values that should drive SHA. In their values survey 
and engagement work, patient and family-centred care was a top ranked value (defined as care 
that is accessible, adaptable, collaborative, dignified, and culturally safe).18  PFCC was later 
defined as a philosophy of care and was positioned in the centre of the values framework. One 
of the strategic priorities of the SHA is called Connected Care, which consists of developing local 
teams of providers and community partners to improve access to health care, so all citizens can 
get what they need, no matter where they live in the province.19 
 
We conducted five interviews at the SHA; three with patient and family partners (PFPs) and two 
Patient and Family Centred Care (PFCC) Leaders employed at the SHA.  
 

Patient Engagement Activities Pre COVID-19 
The SHA has a central resource of 600 patient and family partners from across the province who 
work on a variety of activities and initiatives, such as research projects, participating on patient 
advisory councils, developing patient and family engagement tools, and making information tools 
(forms, guidelines) in the health care system more patient friendly. The SHA runs an online 
website where patient and family engagement activities are advertised. From here, patient and 
family advisors can choose the activities they wish to be involved in. Once a patient/family 
partner reaches out to the SHA, the SHA connects them to the team lead of that activity. The 
SHA also holds an orientation session for patient and family partners and follows up with them to 
discuss any challenges they experienced during their patient/family engagement activities.  
 
The SHA drives patient-centred care in several ways including work with Accreditation Canada to 
ensure standards for people-centred care are embedded in the health care system. They also 
have an experience measurement team that develops patient reported outcome and experience 
measures and engagement tools. The SHA Patient and Client Experience team is working with 
First Nations and Métis Health and Population Health portfolios to develop an engagement 
framework and other tools that can be used across SHA’s portfolios. The SHA has its own Patient 
and Family Leadership Council, which is a group of advisors that collaborate directly with senior 
leadership and their Board of Directors. 
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Patient Engagement Activities Post COVID-19 Onset  
When the COVID-19 pandemic occurred, the SHA established an Emergency Response Structure, 

which included a provincial Emergency Operations Centre (EOC) and four Integrated Health 

Incident Command Centres (IHICCs) that provided regional planning and response in four areas: 

North, Rural, Regina, and Saskatoon. Once the EOC and IHICCs were operational, they formally 

linked their PFPs into these structures to ensure they had a role in planning and a number of 

activities including the development of family presence/visitor policies in acute care facilities and 

long-term care homes.  

However, engagement activities were initially paused as the organization was restructured to 

support the pandemic response. The PFCC leaders noted that PFPs were informed of a pause in 

ongoing committee work and engagement activities due to the pandemic and from there weekly 

pandemic related updates were provided. PFPs felt there could have been more communication 

and involvement during the early stages of the pandemic. They were anxious to help but many 

unknowns were still being navigated. The level of engagement with PFPs was primarily to keep 

them informed during this time.   

The drop of engagement activity was felt by PFPs. Marcel explained: 

“COVID hit and everything went kind of dead. Radio silence. We didn't hear anything from 

anybody. Obviously all of our events got cancelled, temporarily, or put on hold. And then 

very little communication was coming out.” [Marcel, Patient Advisor] 

Tricia, a PFCC Leader noted the initial pause to engagement as new structures were being 

formed, roles were changing and then engagement pivoted to support pandemic planning and 

response.   

“So I would say probably the middle of March till May [2020], very little patient 

engagement.” [Tricia, PFCC Leader] 

With a strong desire to remain involved existing PFPs began reaching out to demonstrate their 

commitment. Marcel explained: 

“Unfortunately, the patient and family involvement was forgotten… So I was reaching out 

to, you know, personally to the contacts that I had, the individuals that I've met over time, 

and you know, just say, you know, I'm available to volunteer for anything happening. You 

know, I'm here and ready to help and just let me know.” [Marcel, Patient and Family 

Partner] 

To that end, PFPs wanted to have a voice during emergency response and wanted to be involved 

in decision making, especially on policies that would have an impact on their lives. Engagement 

activities transitioned from primarily in-person to virtual by using Webex, Facebook and email. 

Webex was the platform used for meetings, Facebook was used to share weekly updates about 

COVID-19 projects and existing engagement activities and email was used to communicate with 
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patient partners. Webex training was provided to PFPs to increase comfort with virtual 

engagement. 

Marcel described the shift to a virtual environment for meetings: 

“All of a sudden, everyone was virtual. Whether they're isolated to their own office talking 

to someone on a webcam who's a couple of offices over, everyone was now virtual. And 

those meetings worked better than ever.” [Marcel, Patient and Family Partner] 

As SHA adapted to the ongoing pandemic, their focus pivoted allowing them to re-engage 

patients and families in projects. Holly, a PFCC Leader at SHA noted the following:  

“Like one of the areas we wanted to enhance was education with our patient and family 

advisors, well we did that, but we did that in a different way, because we were more 

focused on COVID-19 and virtual engagement… it is interesting to see that, you know, 

even though it feels like our work was really… realigned and did a bit of a 180, it really 

didn’t, it just had a different focus and we were still able to, for the most part, move what 

we wanted to forward.” [Holly, PFCC Leader] 

Holly also described how COVID-19 presented the opportunity to accelerate projects that were 

underway prior to the pandemic: 

“And then it some situations, like our community engagement framework, we were 

actually able to accelerate that work... it’s interesting how that COVID environment 

actually helped to continue to move our work forward, but in a different way and in some 

examples actually accelerated the work.” [Holly, PFCC Leader] 

In addition to re-focusing and accelerating previous projects, COVID-19 created new 

engagement opportunities for patient partners and advisors. Pandemic-related teams, 

committees, groups, and task forces were developed to work on projects specific to COVID-19. 

PFPs were recruited to each of the four Integrated Health Incident Command Centres (IHICCs) 

that were established during the pandemic and assigned to planning work streams (e.g., 

communications, testing and screening, mental health and addictions, etc.)  

The intent of the PFP engagement on work streams was to further engage PFPs, but as 

expressed below during the initial stages of the COVID crisis the focus was on consulting and not 

on co-design. Brenda, a PFP with the SHA, talked about hers (and others) experience of being 

part of the IHICCs: 

“For me, being at the table was the most exciting thing that happened. But by being in the 

IHICC – and I was on three different [work streams] I was observing. And when you can 

see the transparency of what is going on behind the scenes that gives me comfort. That 

gives me hope. That gives me a sense of, OK, yeah, they’re on the right track, or they’re 

not on the right track.” [Brenda, Patient and Family Partner] 
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A Family Presence during COVID-19 Expert Panel was created to provide guidance on policies, 

resources, and materials through co-design work. This panel had members from all service lines 

and four PFPs. A Family Presence Support Team was also formed with PFP representation to 

respond to questions from teams regarding the policy. This team also worked with families who 

were not happy with their presence/ involvement in care to appeal the process and improve 

their capabilities and experiences. The support team met twice per month and consisted of 

patients, families, community members, physicians, and executive leaders. Linda, a patient 

partner, described the role of this Expert Panel and how the Panel was able to develop resources 

to further clarify the Public Health Order restriction to compassionate care family presence and 

later successfully advocated for a change to the Public Health Order that facilitated more 

consistent and safe family presence: 

“It's an expert panel on family presence during COVID-19… so we've been able to make 

some changes, especially [around the definition of] compassionate care… – you know, 

ensuring that there's two caregivers that can be coming, and not just for end of life but 

for, you know, serious – you know, illness or injury of someone's in ICU, or giving birth, 

that they have support people. So you know, very excited and proud of that work.” [Linda, 

Patient and Family Partner] 

A COVID Rapid Response/Fast Feedback Team was developed and consisted of a group of PFPs 

who reviewed communications and announcements prior to release to ensure they could be 

understood by the public. Holly described how the SHA created a team of PFPs who had the 

capacity to provide fast feedback (i.e. within a two-hour time frame) to ensure patients were still 

engaged in the process: 

“So, we worked with our patient and family advisors to identify some that would be 

available to provide fast feedback to inform planning and the development of resources.  

This included working with communications when they were developing messages or 

news releases. So, that was one way that we adapted to certain needs and were able to 

continue with that engagement.” [Holly, PFCC Leader] 

In addition to these examples of patient and family engagement, SHA also engaged with 

residents and family members through town hall meetings with long-term care homes: 

“So thinking about how do we engage with the broader public including patients, 

residents and families in our work? And we’ve dabbled a little bit in it; we’ve done some 

town halls with long-term care homes where we’ve invited all of the residents and families 

to come. And that was pretty cool; like that’s a new thing that we’ve done since COVID… 

We had over 40 families call in for one Long Term Care Home town hall.  People want to 

be heard, to be engaged in planning, and they want to share their stories.” [Tricia, PFCC 

Leader] 

Despite a pause on most pre-COVID engagement activities at the beginning of the pandemic, 

SHA was able to pivot their focus and re-engage patients and families in previous and COVID-
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specific projects. Linda described patient partners’ drive to be involved on projects even if that 

meant changing from the norm because they could provide valuable input and have a positive 

impact:   

“We don't mind meeting on a WebEx. We don't mind meeting on a phone. We just want 

to help. And like the improvements we've been able to make in this short amount of time 

since we're really opened the door and allowed that voice to be in, is so much more 

positive than when we shut it right down.” [Linda, Patient and Family Partner] 

Enablers and Barriers to Continued Engagement Activities 
COVID-19 presented many challenges, especially in terms of PE. During the initial transition to 

emergency response, team meetings, improvement work, council meetings, and other ongoing 

opportunities for engagement were initially put on hold:    

“COVID changed everything. And you know, when we first started, Zippo. No engagement. 

It was – we went back and I – I feel bad to say this, but we went back to some real 

paternalistic ways of thinking where patients and families weren't included.” [Linda, 

Patient and Family Partner] 

As noted, when structures and supports were initially put in place to deal with the pandemic 

response, PFP engagement started to transition with a pause to most pre-COVID engagement 

and new opportunities for engagement as local pandemic structures i.e. IHICCs were formed.   

The impact of this was described by Tricia: 

“I think that we lost some trust with our communities and our patients and families 

because we weren’t engaging initially. And as someone who does patient engagement as 

my job, I was so wrapped up in the demand of getting the COVID plans and structures in 

place and working in that redeployment role that I thought about having patients and 

families there, but at the time, just being so overwhelming to even think about starting to 

put them in this structure.” [Tricia, PFCC Leader] 

Decisions had to be made quickly and were focused initially on the urgent emergency response 

needs such as securing Personal Protective Equipment and ventilators, ensuring that there was 

capacity in critical care units, and redeploying staff. As the focus shifted to the development of 

plans such as community surge, acute care surge and field hospital development, there was an 

initial concern voiced by some that because of the quick turnaround, it may be difficult to 

engage patients.  

The PFCC leaders explained how focus changed from engaging only with PFPs to engaging more 

broadly with external stakeholders and communities through the Liaison role. In this way, SHA 

was able to be more strategic about diversity by engaging with additional partners beyond the 

general pool of PFPs; however, this resulted in some experienced PFPs not having as many 

opportunities for engagement. This shift to more broad engagement, with limited understanding 
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of this enhanced approach, had a negative emotional impact on some PFPs who experienced 

feelings of frustration, confusion, and a loss of trust. Holly reflected on this shift:  

“[We are] trying to promote more inclusive and diverse patient and family advisors. So 

recognizing that we need to really look at how we’re recruiting new patient and family 

advisors and that we need to do that differently, so that we can continue to hear all voices 

and that everyone can contribute to the level that they want.” [Holly, PFCC Leader]  

Marcel also expressed concerns when PE activities resumed, as patient partners were not 

involved at the government level, where some decisions were being made:  

“So a big concern I'm having with patient engagement right now in the Province of 

Saskatchewan, is the link back to government. I'm actually with a couple of different 

groups with government as well with the Ministry of Health, and you know, they're 

awesome, and I like my involvement with those specific groups. But right now government 

is playing a pretty key role in the province due to the public health orders. Due to the 

pandemic. And there is no patient and family involvement at that level.” [Marcel, Patient 

and Family Partner] 

The SHA, as an organization, was able to adapt quickly to working in a virtual environment.  

However, some patient partners did not have a computer or smart phone and did not have 

experience using Webex. It was recognized that some patient partners would require additional 

training, which was coordinated through the Patient and Client Experience team. Training was 

provided on virtual meetings and platforms including Webex: 

“I would say probably the biggest barrier, but also the thing that worked to our 

advantage, was having everything go virtual. So obviously with that the downside would 

be that some advisors don’t have computers, some are not comfortable using a computer 

and some just don’t want to. They would rather be in-person. For other advisors, they 

adapted quickly to virtual engagement. SHA hosted training sessions for advisors on how 

to use Webex and manage calendar invitations virtually.” [Tricia, PFCC Leader] 

Despite the virtual environment being a barrier and challenge for some PFPs, it opened the door 

for others. As Tricia continued to explain: 

“But on the flipside of that I would say that [going virtual] also gave us the biggest 

opportunity because now you do not have – it doesn’t matter where you’re from in the 

province, you can join a group. Because you’re just dialing in from WebEx. So you’re not 

driving six hours from rural Saskatchewan into one of our urban centres so that you can 

take part in a two-hour meeting, right? … So I think it really allowed for greater 

engagement to happen that’s more representative of the people of this province because 

they can call in from anywhere.” [Tricia, PFCC Leader] 

Despite numerous challenges and barriers, there were additional facilitators that allowed PE 

activities to resume and new projects to commence. Firstly, as Holly explained, a strong culture 
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that embeds PE and commitment from senior leadership can facilitate engagement through 

organizational disruptions:  

“I think what worked well is our strong commitment to patient-and family-centered care 

and we modelled right from our senior leadership to even in the board. And having that 

dedication to patient partnership, so I think that we’re at a point where it’s almost, the 

culture is so strong that it’s just a given that we will work with patient partners on the 

work that we do and that there is that commitment to co-design. So, when there is a new 

committee, a new initiative, a new quality and safety work that’s being put forward, we’re 

always considering how we’re going to work with patient and family advisors. And we 

have a good process in place for recruiting and selecting patient and family advisors, so I 

think that’s a, that’s been a strength.” [Holly, PFCC Leader] 

Second, new opportunities for engagement were created by reaching out to external 

stakeholders and asking how they would like to be engaged. Holly explained the importance of 

connecting with patients and families to understand their wants and needs for engagement: 

“So, that’s where we really like saw engagement accelerate, we were doing… we were 

doing proactive reach out to community partners and asking them, you know, how do 

they want to be engaged. And thinking about that through the lens of the patient 

engagement framework, do they just want to receive information, do they want to be 

more involved, do they want to actually collaborate on the work that we’re doing. So, we 

were able to really kind of formalize and build some of those partners that we hadn’t been 

able to in the past.” [Holly, PFCC Leader] 

Third, having an open mindset to an adapting, changing environment facilitated engagement 

during the pandemic. PFPs discussed the importance of not placing blame, and instead, 

empowering each other and seeing where the organization could grow. As a PFP explained: 

 “You know, it’s that taking responsibility for yourself and your own care… And it’s not 

that that [involvement] isn’t real and painful and full of grief, it is, but how do you move 

that to the next place where you can use that for empowerment, not for the negative.” 

[Brenda, Patient Partner] 

Despite the initial pause in PE activities, COVID-19 opened doors for new projects, new 

connections and new relationships. Through strong culture and leadership, proactive outreach 

and having an open outlook, after a pause in activity, SHA was able to continue with PE during 

the pandemic. 

General Insights and Lessons Learned for Future Patient Engagement 
Through the pandemic, shifting projects and adapting to ongoing challenges, individuals with 

SHA have reflected on several lessons learned. Involving patients and families, (not losing the 

patient voice, and improving communication and relationships) were lessons learned that 

participants reflected on. As Linda explained: 
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“I think if anything that we've learned is that you know, we've – we know the value of that 

lived experience voice and even in times of uncertainty and confusion and chaos, nothing 

– like don't forget that voice. Even in the early days.” [Linda, Patient Partner] 

This statement was echoed by the director, Tricia, when she said: 

“And when I look back, that was probably like the biggest lesson learned. If we could go 

back and change something we would’ve had patients and families as part of those 

Integrated Health Incident Command Centres right from the start. Part of the planning, 

part of the work that went into COVID preparation.” [Tricia, PFCC Leader] 

Importantly, as Tricia reflected on lessons learned, she described improvements that have 

already been made by involving patients in key pandemic-related decisions: 

“So I think – we always joke that when the next pandemic hits we’re going to be well 

prepared from the get-go on what patient engagement looks like. In the fall of 2020, SHA 

went back to emergency reporting structures. This time around, the chief of one of the 

command centres reached out and said ‘We want to have a patient/family advisor as part 

of our command centre. 'They’ll have a seat that the table.’ So that was a win.” [Tricia, 

PFCC Leader] 

PFPs and PFCC leaders also reflected on the importance of improved communication and 

relationship building with patient partners, especially during times of disruption. PFPs described 

how communication could have been enhanced during the first few months of the pandemic, 

and how important it is for building connections and strengthening relationships: 

“It’s about communication, it’s about listening, it’s about establishing relationships, and 

it’s about being respectful. I used to say, you know, there are three things in a 

relationship; one is trust, another is truth, and the other is just respect. You know, the 

ability to have a conversation, to start one, to acknowledge that one has to happen, and 

then to actually have it. Not so much that again you’re coming with an agenda, but that 

you can come to that ethical space in the middle with that difficult conversation.” 

[Brenda, Patient and Family Partner] 

Despite reflecting on the work that was done to provide regular updates to PFPs, Holly also 

described how communication with patient partners and providers could have been improved: 

“I think other lessons learned we did a fairly good job of communicating with our group of 

patient and family advisors, but looking back, we could have done even more … There 

were also some opportunities and lessons learned about continuing to communicate with 

our providers and offer them support around patient-and family-centered care during 

COVID and thinking about how to provide this support in a fast paced crisis environment. 

Things that worked well included the partnerships that were created to support family 

presence including education sessions with providers and leaders that were co-led with 
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Patient Family Partners, and training our Patient Family Partners to engage differently to 

support the pace of pandemic planning and response.” [Holly, PFCC Leader] 

Some more general insights on improving PE in the future (not specific to the pandemic) were 

also mentioned by participants. These included being transparent with patient partners about 

what their involvement will entail (What are the outcomes? Why are they involved? What is the 

work informing? What is the end goal?), promoting inclusion and recruiting a more diverse group 

of patient and family partners while ensuring that existing patient partners still have 

opportunities to engage.  
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Case 6: BC Renal 

Authors: Dowedoff P, Marcinow M, Sandercock J, Cadel L, Kuluski K. 

Founded in 1997, BC has the only renal network of its kind in Canada. Through linkages to other 

healthcare organizations, BC Renal coordinates all aspects of kidney care related to service 

delivery, funding, research, patient support, and government liaison.20  

More specifically, BC Renal plans and monitors the delivery of province wide kidney care 

services, develops province wide clinical standards and guidelines, quality measures and reports 

on patient and system outcomes, and supports knowledge development through research and 

teaching.20  BC Renal serves three main groups—people in BC and Yukon who have kidney 

disease, kidney disease caregivers and researchers interested in kidney disease. A virtual 

network of provincial committees supports their work. These include an executive committee 

that provides direction to regional renal programs to ensure consistent delivery of services 

across the province and other modality-specific committees that provide guidance to all aspects 

of chronic kidney disease by facilitating the development of provincial standards, guidelines, 

tools, research, and quality indicators.20  

Patient Engagement Activities Pre COVID-19 
Patient partners have been involved in some of the BC Renal committees (e.g., including 

feedback and design of guidelines and services) but no formal structure of patient partnership 

was in place until 2019. In 2019, a working group comprised of patient partners and health care 

professionals developed a provincial patient and family engagement framework which outlines a 

7-step approach for patient and family engagement in kidney care and research.21 BC Renal has 

also set up a website for patient and family engagement where anyone interested in getting 

involved can contact the network to indicate interest in participating (on a volunteer basis) in 

various opportunities as they arise. From there, BC Renal screens and matches people to 

opportunities that suit their interests and skills and provides an orientation.  

We conducted three interviews at BC Renal: one with the Quality Lead, Patient-Centred 

Performance Improvement and two with patient partners who have lived experience with kidney 

disease.   

Patient Engagement Activities Post COVID-19 Onset 
When COVID-19 hit, a working group was struck, with health professionals and patient partners, 

to discuss the allocation of dialysis services across BC health authorities in the event of shortages 

related to either equipment or, more likely, human resources (i.e. specialized nurses). The 

Quality Lead noted: 

“We didn't know how bad it would be or how tight resources could become if we had a 

surge in the pandemic. People with COVID-19 may develop organ failure and may need 

dialysis. But then we also have existing patients who require chronic dialysis care. So, how 
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do we make sure there is enough capacity for dialysis to provide this life support care to 

everyone who needs it? And if we run out of resources to do so, who would get what? […] 

we have a couple of patient partners who worked together with health professionals and 

ethicists to develop an ethical framework to support the decision making.”  [Helen, 

Quality Lead] 

A patient partner involved in this work spoke about the sensitivity of the topic, resource 

allocation in a pandemic plan. As a kidney patient currently living with a transplant but having 

done many years of dialysis, she felt comforted that a plan for resource allocation was being 

reviewed in a thoughtful manner to be put into place, should it be required during the heat of a 

pandemic crisis. The working group was very aware of the sensitivity of the project and took 

extra care to check in with the patient partners: 

“As a patient partner it can be a little scary working on these types of projects, but for 

myself personally, it made me feel comforted that there was a plan to manage the dialysis 

resources if the need were to surpass availability. The fact that I was able to work on this 

project; that they were thinking and acting that quickly; and putting a plan in place just in 

case; gave me purpose and reassurance during the early months of COVID-19. For that 

kind of project to happen --that was really key, really sensitive, it was very important for a 

patient to be involved.  They really made sure we were comfortable, that everything was 

OK, and that we knew what they needed from us, if you will. I think that kind of set the bar 

for them in where they’ve gone.” [Teresa, Patient Partner] 

Patient partners were also involved in reviewing patient resources in multiple languages during 

the COVID-19 pandemic. For example, BC Renal worked with Chinese patient partners to review 

related patient resources: 

“We work with some of the Chinese patients to make sure that the translated resources 

make sense and are understandable to them.” [Helen, Quality Lead] 

Enablers and Barriers to Continued Engagement Activities 
A key enabler to the continuance of BC Renal PE activities during COVID-19 was the baseline 

work and creation of the Patient Engagement Framework that the organization developed a year 

prior:  

“I think having patient and family engagement more formalized last year helped with the 

rapid response with patient partnership in the pandemic. There is already a structured 

way of doing things, and we have had a year to establish a patient partner network.” 

[Helen, Quality Lead] 

She went on to say:  

“…we have patient partners who are more familiar with what we are doing and know how 

we work, and are open to step in when needed. We are well connected with the Kidney 
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Foundation, BC & Yukon Branch […] So together I think we're able to respond very quickly. 

Because we have the relationships already established, it also makes it easier for us to 

approach specific individuals who now know how BC Renal works and how the kidney 

health system works and are able to have them involved with their expertise right away.” 

[Helen, Quality Lead] 

Helen emphasized not only the pre-established PE approach and network of patient partners, 

but the established relationships with key sector partners and how this supported a quick 

response when COVID-19 hit. 

Using virtual platforms like Zoom was another key enabler to engage, and in some ways, made it 

easier for some patient partners to stay involved:  

“It allows us to have a wider variety of people participating in projects. Prior to COVID-19 

– one of the examples I would give – is a research project wanted my input but when I 

didn’t live in Vancouver that wasn’t cost effective for them to include me. Therefore, they 

didn’t use me and get my input. Whereas now, it doesn’t matter where anybody lives; you 

can hop on a zoom meeting and it doesn’t add costs to a project.” [Teresa, Patient 

Partner] 

Helen concurred, noting that virtual options have become a way of life, making adoption much 

easier: 

 “…before the pandemic, it may have been harder to convince someone to join a Zoom 

call. But now you're going to your community event, your church event, and everything is 

on Zoom, so it's just so much easier […]. Because they are already familiar with it, or you 

just need a brief testing session to get that going for certain individuals. I find that people 

are more open to connecting virtually now than they were before.” [Helen, Quality Lead] 

That said, virtual options do not work for all. Recent efforts had been made by BC Renal to 

engage harder-to-reach populations, but it is challenging to engage virtually for some groups:  

“For some groups, they have less of a chance to be connected because they typically 

would gather in the community in person.” [Helen, Quality Lead] 

General Insights and Lessons Learned for Future Patient Engagement  
In reflecting on what constitutes meaningful PE, providing preparatory tools and following up, 

particularly when topics are sensitive, was emphasized by this patient partner: 

“It doesn’t work for anyone, if you’re on a committee and don’t say anything nor does 

anyone asks you for input. It’s a lot of information to take in and sometimes it’s critical 

information like patient safety, as an example. The information may cause you to become 

anxious. It’s sensitive information, so you can’t really talk about it with just anybody. This 

is something I find BC Renal has done very well. They often will give you the pointed 

questions upfront, they will follow up individually and make sure that, you understand, 
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you’re doing OK with your participation and not being overwhelmed by the sensitivity of 

the information.” [Teresa, Patient Partner] 

Another patient partner provided similar insights while also emphasizing the need to mentor 

new patient partners: 

“As an experienced patient partner, it’s probably useful for that person to be involved in 

trying to orient the new patient partners. I think it’s necessary for a chair to be, you know, 

proactive in soliciting information; one, to make the patients feel more comfortable and 

two, to make the room.” [Dennis, Patient Partner]  



Patient Engagement in the Era of COVID-19 
 

Page 48 of 69 

Case 7: British Columbia (BC) Patient Safety and Quality Council and 

Patient Voices Network (PVN) 

Authors: Dowedoff P, Kuluski K, Cadel L, Marcinow M, Sandercock J. 

Under the jurisdiction of the BC Ministry of Health, the BC Patient Safety and Quality Council 

(referred to herein as “The Council”) has a mandate to build a foundation of care quality 

throughout BC. The Council provides advice to the Minister of Health on matters related to 

patient quality and safety and promotes patient-and-family-centered approaches across BCs 

health systems.22 The Council consists of nine members: the Chair and six additional members, 

all of whom are appointed by the Minister of Health, as well as two ex-officio members: a 

Ministry of Health representative and the University of British Columbia Academic Chair for 

Patient Safety. 

The Council administers the Patient Voices Network (PVN), which was created in 2009 by the BC 

Ministry of Health as part of its Patients as Partners Strategy.23 PVN is a community of over 1,200 

patients, families, and caregiver partners. The Council is the ‘connector’ between the PVN 

patient partners and health organizations where patient partners are matched to health care 

organizations seeking to include the patient voice in their health care and quality improvement 

initiatives. PVN recruits and supports patient and caregiver volunteers while working with health 

care partners to identify and promote local, regional, and provincial opportunities for engaging 

the patient/caregiver perspective. The requests for PE support are generated from the health 

care organizations and research institutes. 

The Council is currently collaborating with the First Nations Health Authority (FNHA) to bring 

more Indigenous voices into the network. Increasing diversity within the network is an area of 

focus in their latest strategic plan so that all citizens of BC have equal opportunity to have their 

voice heard.23  

In the early days of PVN, there were very few PE advisors in health care organizations across BC; 

now many health care organizations have their own patient experience or PE teams. The Council 

considers this as a sign of success because one of its core mandates is to build PE capacity and 

capability within health organizations across BC. Currently about 40% of PE activities occur 

internally at the Council and 60% occur with partner organizations.  

Patient Engagement Activities Pre COVID-19 
Patient partners are involved in a range of activities including guideline development, 

governance, quality improvement projects and research (through their ties with the BC Support 

Unit for patient-oriented research). There are also internal PE activities within the Council to 

support PVN (including the PVN Oversight and Advisory committee, working groups with a focus 

on diversity and inclusion, and cultural safety and humility spearheaded by patient partners, 

among other committees).  
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The Council provides training and resources for both patient partners within the PVN and health 

care organizations. Patient partners receive an orientation when they join PVN to build their 

capability and capacity to engage with health organizations. They learn what it means to be 

authentically engaged, share their lived experiences and how to provide and receive feedback in 

a way it can be heard. Specific tools that PVN has developed to support both patient and health 

care partners include, a “Guide to Having Conversations about What Matters”24 consisting of 

practical sets of questions that care providers and patients and caregivers can ask each other. 

The most critical questions recommended of health care providers are “What matters to you?” 

and “How can we best support you today?” In doing so, providers can develop trust with 

patients and families and show empathy while, for patients, it means that care and 

conversations are directed to what is most important to them.  

The guide provides support for both providers and patients on what questions to ask, how to ask 

them, and how to listen intently (“listening with the intent to understand instead of listening 

with the intent to reply.”)  The user-friendly document also covers important concepts like 

empathy, cultural safety and cultural awareness. The practical tips and example questions help 

both the provider and the patient to develop the tools for a more person-centred care 

experience. Another example of a resource developed is “10 steps to closing the loop”25 in light 

of the importance of informing patient partners how their work/ideas/participation was used 

and what impact their engagement had on a program or activity.  

The Council also works with organizational partners the same way, by sharing the principles of 

authentic engagement and the things they need to consider before they engage with patient 

partners, including a readiness checklist to a ‘closing the loop’ on PE activities so patient partners 

know the impact and outcome of their efforts. If partnerships become challenging or extra 

support is required for either the patient partner or the health care organization, the Council 

provides additional resources and will facilitate a conversation between the patient partner and 

the health care organization to discuss their engagement challenges.  

We conducted four interviews at the Council: one with a Patient Engagement Lead, three with 

PVN patient partners and one with a patient partner who has volunteered with PVN in the past 

and currently works as a consultant with various health care organizations.  

Patient Engagement Activities post COVID-19 Onset 
While some new projects emerged during COVID (e.g., the BC Emergency Network developed a 

patient portal with patient partners and the BC Ministry of Health developed the Thrive COVID-

19 Self-Assessment & Support App with patient partners), things generally slowed down. 

Most projects within health care organizations collaborating with PVN partners halted when 

COVID hit, as they needed to focus their attention on responding to the pandemic. Ann, one of 

the Directors at the Council noted: 

https://bc.thrive.health/
https://bc.thrive.health/
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“We’re not a direct health care provider, so we did not need an emergency operations 

committee to look at how to provide direct care in the face of a pandemic. So we didn’t 

have to do that. We’re more of a support, so it’s really about what do our patient partners 

and what do our health care partners need right now that will actually add value and not 

cause unneeded noise in the system […]. So what we saw was a huge decrease in 

communication from our health care partners both directly, but also to their patient 

partners that they might have already been engaged with. Definitely a pause or a 

complete stop on any engagements that were happening, because their attention needed 

to be 100% focused on preparing for and responding to COVID. Huge reduction in any new 

engagement, and then any engagements that were happening, there was a need to shift 

and support virtual engagements.” [Ann, Director] 

Similarly, Beverley, a patient partner with the PVN echoed the reduction or complete halt to PE 

activities with health care organizations in BC. She noted: 

“I don’t think anybody excels at patient engagement during COVID. And it is not to say 

that PVN isn’t good at patient engagement, they are, but being a Ministry of Health 

initiative, their hands were tied […] so if there is no opportunity within these hospitals or 

organizations, where they’re opening up patient engagement, or that patients and 

families are included, then PVN had no choice.” [Ann, Director] 

She reflected that, the pause in PE activities within health care organizations signalled that the 

culture had not shifted: 

“The health authorities, they just kind of fell back on their heels to old ways of thinking, 

you know? And obviously we haven’t really shifted the culture because it was just so easy 

for people to fall back on the idea that patients are patients […]. The biggest things that’s 

come out of it is now is this sort of distrust of health care organizations and health 

researchers, and of patient-oriented researchers in that we thought we had gotten to a 

certain point and then COVID made us realize that culture hasn’t really changed, and 

patient engagement and having patient and families involved in health care decision 

making really is a nice-to-have, not a have-to-have.” [Ann, Director] 

After the health care system took a pause, things eventually picked up again and the Council 

responded accordingly by keeping their patient partners informed and connected. Ann noted: 

“And then, as we started going along, after probably about the first month, then we 

started getting engagement requests. Not a lot, but some engagement requests for 

immediate participation of patient partners in developing responses to COVID or 

engagements related to COVID. So we really had to look at our processes that used to be 

quite thorough and extensive and would take a bit of time and we had to expedite our 

own processes in order to support our health care partners in finding timely access to 

patient partners. So some of the things that we did was we tried as best we could to keep 

our network members informed. So anything that we were hearing, we would share out to 
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our Patient Voices Network partners. We changed our processes so we would be able to 

expedite our engagement support.” [Ann, Director] 

A patient partner at PVN reflects on what it was like when opportunities picked up again. Pamela 

said: 

“So a lot of engagements were put on hold in the beginning to focus on COVID itself, and 

things are changing now that it’s been around for a while and the engagements are 

starting to come back online. So every week I get an email from Patient Voices Network 

and it lists all the opportunities that are available, either provincially, regionally, or 

outside of the province. And it gives me the choice of picking and choosing whatever I'm 

interested in, if I want to be involved in something new.” [Pamela, Patient Partner] 

Enablers and Barriers to Continued Engagement Activities 
The Council did not facilitate as many linkages between patient partners, health care 

organizations, and researchers across the province following the onset of COVID as health sector 

partners were initially redirecting their efforts away from some of their existing projects. Instead, 

the Council focused on what they could do internally as an organization which included taking 

time to reflect on how they could move forward with PVN members during the pandemic. They 

took this time to reconnect with their patient and health care organization partners by asking 

“What do you need from us right now?” and “What’s the most important thing for you?”  As Ann, 

one of the Directors of the Council noted: 

“So some of the things that we did was we tried as best we could to keep our network 

patient partners informed. So anything that we were hearing, we would share out to our 

PVN network partners. […]. We also thought with this slowdown with our health care 

partners, it is a good time to pause and take stock of our own work and how we can do 

this better and getting the voice of our network involved because we don’t want to create 

processes based on what we think should happen […] we were worried about the health of 

our network members and how they were feeling. So we went out with a survey and said 

“what do you need most from us right now? What’s the most important thing for you?” 

[Ann, Director] 

The results of the survey with their patient partner network illustrated that they really wanted 

connection with their fellow patient partners. Ann further adds: 

“They wanted connection. We are forming a patient partner working group on connection 

and will hear from [patient partners] what that looks like and implement it.  We’re going 

to put together a working group on PVN patient partner ambassador program because 

we want to hear what it means to be an ambassador and what support is needed for that.  

We also wanted to hear about our orientation process. This was an opportunity for us to 

take stock of what’s working, what’s not working and how we can improve it.” [Ann, 

Director] 
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General Insights and Lessons Learned for Future Patient Engagement 
In reflecting on general insights of what constituted meaningful engagement, three key points 

were drawn from the interviews in BC. The first insight was the need for real leadership and 

stewardship to incorporate PE.  

Beverley, a patient partner argued for patients and families to be in positions of leadership and 

for organizations to foster a culture of stewardship where leadership builds an environment in 

which PE can flourish: 

“And my big one is having patients and families in positions of leadership where they can 

influence decisions at different levels of organizations. We really need stewards of 

patients and families and patient engagement leaders—in positions of leadership and 

decision making […]. But stewardship is creating an environment for patient engagement. 

They have people that are doing patient engagement, or managing patient engagement, 

but stewarding it, and creating that environment is something entirely different.” 

[Beverley, Patient Partner] 

The second insight was the importance of focusing on diversity and inclusion among patient 

partner networks and engaging in trauma-informed practice. Diversity of voices among patient 

partners that reflect different ethno-cultural groups, abilities/disabilities, socioeconomic status, 

Indigeneity, and sexual identities was desired. Beverley reflected on the importance of taking 

diversity, inclusion, and equity seriously informed by trauma-informed practice and training:   

“We talked a little bit around the equity, diversity, inclusion, and that’s a huge piece that 

is missing in patient engagement. I don’t think we know how to do it very well […] like the 

people we’re engaging with in these organizations, none of them have diversity and 

equity training so you don’t know how to facilitate that and none of them have trauma-

informed practice training.” [Beverley, Patient Partner] 

The third insight, which related specifically to the pandemic, was to try to keep things as normal 

as possible. This patient partner talked about the importance of staying connected during times 

of disruption: 

“And I think at a minimum, it’s important, like I say, for routines to try and stay as normal 

as possible. So there’s no reason why a group can't get together using Zoom. And having 

those relationships, you know, on a regular basis, I think is really important as well. So 

you're still talking to people, you know, you're not kind of sitting at home and feeling 

isolated from everybody. You can still be in touch with people and in contact with people, 

and I think that’s really important.” [Beverley, Patient Partner, PVN]. 

Related to staying connected, the Director of the Council noted that authentic engagement, and 

creating a platform to engage, must be realized virtually as well: 



Patient Engagement in the Era of COVID-19 
 

Page 53 of 69 

“What COVID has shown us is actually now there is a need for health care partners and 

patient partners to understand better how to maintain those principles of authentic 

engagement virtually and build those relationships in a virtual environment. So it’s 

…constantly changing and shifting, but really at the core of it, our role is to ensure that we 

have a platform for those with lived experience that want to use that to improve the 

system have access and the ability to do that and that those that want to access that lived 

experience are set up to do that successfully.” 

Eva, a Patient Partner who also works as a consultant with various health care organizations, 

noted the following key lesson regarding the consequences of not engaging communities: 

“ [if you] don’t engage patients, you’re going to lose out on the opportunity to sort of 

understand what those communities are facing, and, like, what is the impact of patient 

experience as well? And what are the challenges that people are facing? What’s the 

communications that are going out or lack of communication or wear a mask don’t wear 

a mask. And also the impact of the decisions, I think, that were being made. And also 

what I thought potentially people – the health care authority would be missing out on was 

I felt like this [was] an opportunity to actually see innovative sort of finds, and areas for 

improvement that would actually come from the communities. But if they don’t reach out 

to them then they won't find them…” [Eve, Patient Partner] 
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Case 8: Nova Scotia Health Authority 

Authors: Sandercock J, Desai A, Cadel L, Marcinow M, Kuluski K. 

Nova Scotia Health Authority (known as NS Health) provides acute hospital care, surgical 

services, primary care, public health, mental health, and long term/continuing care services for 

Nova Scotias’ residents. In 2015, NS Health amalgamated from nine district health authorities 

and became a single provincial authority divided into four regions. During this centralization, in 

response to national accreditation standards, the need for PE was identified and promoted 

within NS Health. While many local hospitals and organizations had been engaging patients and 

families in the development and evaluation of direct care approaches prior to this re-

organization, the amalgamation formalized the requirement for engagement across the 

organization.   

Patient Engagement Activities pre COVID-19 
PE is cross-supported by the portfolios of Quality Improvement and Patient Safety as well as 

Public Engagement. A quality improvement and safety advisor leads the provincial focus on PE 

(including leading the Patient and Family Advisor, or PFA program) and patient relations, working 

collaboratively with the Public Engagement team who are responsible for engagement with staff, 

patients and the general public. Using a consultant model of service, they support staff and 

departments/programs seeking to engage patients/caregivers or members of the public by 

providing guidance, education programs, resources, and toolkits. They also recruit, support, and 

organize the integration of PFAs across the organization. In 2020, NS Health was recognized for 

its public and PE efforts by winning the International Association of Public Participation (IAP2) 

Organization of the Year in Canada and the International Organization of the Year awards.  

The initial engagement goals of NS Health were to build capacity within the organization to 

foster public, patient, and caregiver engagement across the organization. This included skill 

building, resource deployment, and recruiting staff to provide them with information and 

resources on how to engage with patient partners and family members. These goals were 

supported through various initiatives, such as Lunch and Learns (1 hour online webinars called 

Engagement Hour) covering a range of engagement topics and in-person workshops held twice a 

year covering engagement basics (now called ‘Engagement Essentials’). Tools and resources such 

as planning guides and quick tip sheets were also developed and disseminated among staff. PE 

Leads also led multimedia projects to educate staff and leadership on patient and caregiver 

experiences. For instance, members of NS Health’s Public Engagement, Quality Improvement 

and Safety, and Communications teams produced the Patient and Family Stories feature - audio 

clips of patients/caregivers sharing their experiences with NS Health. The Leads disseminated 

them among staff, encouraging the clips to be played during meetings, conferences, and forums. 

Staff learning and reflection are supported by considering the following two questions: what 

does this story tell us; and how can we apply what we’ve learned from this experience to our 

work?  



Patient Engagement in the Era of COVID-19 
 

Page 55 of 69 

Recruitment of interested patients, families, or members of the public who want to volunteer 

with NS Health contact PE and apply to become a PFA, reviewing a list of current opportunities 

posted publicly online. Existing PFAs are notified of additional opportunities via an online 

webpage and monthly newsletter and can access a range of opportunities that fit their interests 

and availabilities. Prior to COVID, there were approximately 200 PFAs participating in 160 

different quality and redevelopment committees and councils throughout the organization. In 

addition to the quality councils, redevelopment committees and other department-specific 

engagement opportunities, there is a separate corporate Patient, Family, and Public Advisory 

Council (PFPAC) comprised of 12 PFAs and a small number of support staff to provide input to NS 

Health leadership. There are also specific Patient Family Advisory Councils for the Mental Health 

and Cancer Care departments.  

PFAs provide input into various initiatives such as research projects, policy, and redevelopment 

of units/clinics within hospitals (including cancer clinics). PFAs who support Mental Health and 

Cancer Care departments, also supported in-hospital activities for those respective departments, 

such as assisting nurses and care providers with clerical work and assisting patients during clinic 

visits and hospital stays.  Before the onset of COVID, the PFAs, along with the PE Leads at NS 

Health were planning the first ever PFA conference, which was going to take place in May 2020, 

bringing PFAs together from across NS for learning and networking for the first time. Most 

engagement activities at NS Health were done in person prior to the pandemic. Few individuals 

attended meetings virtually, as internet connectivity and access to hospital meeting platforms 

(e.g., Skype) is inconsistent across NS. 

In order to learn more about NS Health’s engagement efforts, particularly through COVID-19, we 

conducted five interviews, two with PE Leads and three with NS Health Patient Family Advisors 

(PFAs).  

One PFA described staff receptivity and appreciation for PFAs’ ideas and contributions:  

“So the staff I’ve been involved with, they’re exemplary, they couldn’t be better, you know. 

They were always – inevitably say thank you. They’re always asking for input and they’ll let 

you know right away this is great or no, we can’t do that or we disagree with you, you 

know, they’re very open about it, which is great, you know. The feedback is exemplary and 

their appreciation, same thing, you know.” [Wally, PFA] 

However, all informants described the evolving culture of engagement in NS Health, highlighting 

the need to improve awareness and uptake of engagement input. A report characterizing the 

state of engagement in 2020,1 indicated that only 18% of staff in leadership positions were 

aware of the contributions engagement activities had made to the organization’s decisions and 

priorities, and only 10% agreed that the organization’s program/department leaders routinely 

used input from engagement. 
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Patient Engagement Activities post COVID-19 Onset 
At the onset of the NS Health pandemic response, PE activities in the health system were largely 

suspended, with the exception of a few pockets of care where pre-existing engagement had 

been very well established. For example, the cancer centre engaged with their PFAs in pandemic 

planning, contributing to contingency planning, script writing, and educational resources specific 

to COVID-19. Redevelopment working groups for the new cancer center continued remotely via 

Zoom. The fact that many of the attendees at these meetings were joining virtually pre-COVID, 

made the transition to Zoom relatively seamless post-COVID onset. When other in-hospital 

activities had to be halted because of the pandemic, the cancer center kept in touch with its 

PFAs to keep them informed as to what was happening:  

“Every once in awhile I know the program secretary would send us an email [to see] how 

things are going. And the volunteer coordinator in the hospital, she would contact once in 

awhile and ask how things were going. We're looking forward to getting you back and so 

on, yeah. No, they kept in touch.” [Wally, PFA] 

However, in many other areas of NS Health, engagement activities were initially halted. NS 

Health complied with directives from the province to close access to the hospitals to everyone 

but staff and people seeking care. Re-deployment of one of PE Leads disrupted the chain of 

communication between the PE Leads and to the PFAs. Some PFAs reported that they did not 

know what was happening as their teams did not always communicate with them.  However, a 

small group of PFAs initiated contact with leads about the level of upset and dissatisfaction 

amongst advisors, highlighting the negative impact of the lack of communication and 

engagement had on people: 

“…COVID really created quite a bit of havoc. A lot of those quality teams I mentioned, they 

stopped meeting on a regular basis because they – of course, the staff were involved in 

frontline care and maybe they were redeployed, you know, all manner of things, so a lot of 

those quality teams stopped meeting…And our Patient and Family Advisors told us that 

they felt like they were ignored, and that things came to a crashing halt.  And, you know, 

relationships are pretty important in the engagement world, and we did not do a very 

good job of communicating.  I think there was an opportunity that was missed to really 

think that part through, and be strategic, and come up with a plan.” [Terry, PE Lead] 

PFA conference organizers reached out to PE Leads and to each other to find out what was going 

on to try and stay engaged:  

“Initially everything was just shut down, I mean we were dropped like hot potatoes, 

whether it was the health system or research, we were shut out. A few of us PFA’s, got 

together and began brainstorming how we might connect and support each other.  

Instead of focusing on what we can't do, we explored what could we do?” [Vienna, PFA] 
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Towards the end of the first wave of the pandemic, the engagement team sent out a survey to 

all the PFAs to assess how they were doing. The Leads received an overwhelmingly positive 

response to the idea of resuming engagement activities using virtual methods. In turn, the PE 

Leads organized virtual coffee chats, allowing PFAs across the province to connect with one 

another:  

“And once a month we would all connect, not as PFAs and staff, but as Nova Scotians.  

And we would not have a set agenda, we would just talk, you know, “How’re you doing?”  

We started out talking about hobbies, people were baking bread, people were knitting, 

people were doing all sorts of things at home, and it was just a – it was even good for us 

as staff to just kind of take a break from all the shenanigans going on in our work life and 

just connect with people, virtually, but still it was really successful actually.” [Utred, PE 

Lead] 

A core of PFAs began mobilizing their own networks, suggesting topics to make sessions more 
meaningful and brainstormed ideas to drive engagement activities in different ways, such as 
webinars, to meet PFA needs: 

“And one of the things that really opened the door to new possibilities was the virtual 
platform because all of a sudden you could connect with and bring together people you 
couldn't reach before. So we came up with the idea of starting a virtual webinar series. 
Everything about the series was driven by what we heard from the PFA community” 
[Vienna, PFA] 

PFAs initiated and organized interactive webinars around the lived experience of PE 
implementation. One session, focused on building meaningful connections between staff and 
PFAs, was very successful and included almost 120 attendees from across Canada. Participant 
feedback validated this method of engagement as an area of interest and value to both PFAs and 
staff. Thus, leveraging the leadership and planning skills of the PFAs expanded the reach and 
impact of the session and resulted in increased interaction between leadership and PFAs, 
enabling a PFA-led approach to partnering for engagement. An evaluation report of the series to 
date, including recommendations was shared with leadership with the hope of furthering 
communication and engagement within NS Health. 

A triage system called Fast Feedback was launched in December 2020, after PE Leads realized 
that patients had no voice at the Emergency Response level to provide input on policies put in 
place during COVID. Modelled after a similar approach implemented in the Saskatchewan Health 
Authority, the system enabled organizational leaders at the Emergency Operation Center (EOC) 
to get timely feedback from PFAs on COVID-related policies and guidelines. PFA members of this 
Fast Feedback group were emailed relevant documents and had a specific timeframe to respond 
electronically. While PFAs received the summary of their input, they did not receive follow up 
feedback on how their input was used in the end, leaving PFAs uncertain about how their input 
influenced policies: 
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“That’s one thing they could do - I think they could send us, to everybody who participated, 

‘here's what the changes were.’” [Wally, PFA] 

Overall, the PFAs expressed that their PE experiences have not recovered to the same levels as 

that of pre-COVID.   

Enablers and Barriers to Continued Engagement Activities 
Prior to COVID, NS Health was a relatively new organization, where PE Leads were just starting to 

gain some momentum to carry out meaningful PE activities:  

“And we were on a really good clip and really improving what we were doing, and then 

that pandemic hit and almost derailed it.  So instead of us being kind of at a low before, I 

feel like we were growing exponentially year after year, really getting some fun 

engagement projects going.  Not that we were engaging perfectly and that we were doing 

it all right, we still had some room to grow, but I really feel like we were on a good – we 

had good momentum.” [Utred, PE Lead] 

However, the small size of the engagement team made it vulnerable to disruption when one the 

key members got re-deployed. There was no plan to support engagement activities in the face of 

staff re-deployment. Further, the divided accountability structure of the engagement team, 

between Quality and Public Engagement departments, created gaps that impacted 

communication. When an engagement lead became aware that PFAs were upset with the lack of 

engagement, she was unable to reach out to the PFAs directly as she did not have access to the 

mailing list to connect to the PFAs:  

“Again, some teams did OK, but we did not think this through and come up with a solid 

plan for everybody to be able to tap into.  You know, engagement for us is – you know, a 

big underpinning is trust-based relationship, and if we say engagement is the foundational 

pillar, and Patient Family Advisors are really important, we didn’t do a very good job of 

communicating with them, and so they felt unimportant.” [Terry, PE Lead] 

Another barrier which contributed to a prolonged halt in engagement activity was not having a 

patient voice/patient perspective embedded at higher executive leadership levels. Having 

someone to advocate for continued PE during the pandemic, even in the midst of redeployment 

of staff, may have buffered against the disruption of activity and allowed staff who were not 

redeployed to strategize and remobilize activity. As one of the PFAs mentions, having a patient 

perspective/voice at the leadership table would have been advantageous for the organization, 

especially during times of crisis: 

“With the pandemic, or any kind of crisis, – it's scary bringing in somebody who's not part 

of the regular inner circle. I get that we don't fit in the traditional structure, but that is a 

lost opportunity. With complex issues, there is tremendous value in bringing a different 

lens.” [Vienna, PFA] 
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PFAs also noted the absence of a communication loop, which denied them the opportunity to 

see the impact of their contributions towards projects they spent a lot of time and energy on. 

The lack of recognition for their input sometimes left people feeling unvalued and discouraged 

them from contributing further:  

“I think that’s really important. That’s one of the things that missing here, that you 

participate in something and then you never see it again. I think I’ve spent about six hours 

going over a questionnaire with – that is designed to take the pulse of patients. I asked if I 

could see a copy of it before it went out, but I’ve just not even had any response.” [Yvanka, 

PFA]  

Despite these barriers and challenges, PE Leads and PFAs worked together to resume some PE 

activities and enable new, innovative projects to commence. For instance, when the PFAs were 

disappointed with the prolonged halt of activities, they connected to strategize ways to continue 

engagement. Their ability to reframe the pandemic as an opportunity to improve engagement, 

coupled with their leadership skills, eventually resulted in the initiation of innovative activities 

such as the webinars: 

“While I am passionate and believe my views have value, I don’t represent all PFA’s.  We 

need more than VIENNA, a mix of Nova Scotians that don’t all look and sound like me. 

There’s potential we are not tapping into from the broader community of people with lived 

experience. Quite honestly I'm not sure the system knows how to tap into that. So we 

started talking locally and I started connecting with people across Canada to get ideas and 

just to be inspired. Building these connections is important – including a network to share, 

learn and speak and support PFA’s in their ability to contribute. The healthcare system can 

only benefit from this.”  [Vienna, PFA] 

Furthermore, the PE Leads’ willingness to respond to the needs and desires of the PFAs (once 

structural and communication issues related to redeployment were resolved), and their ability to 

optimize the use of technology, enabled the initiation of the virtual coffee chats, paving the way 

for other innovative activities:  

“So we thought “OK, what can we do that would be quick to set up, but would at least 

connect us just to get started?”  So we came up with what we called our PFA Coffee Chats.  

Nova Scotians, Maritimers, Canadians all love their tea and coffee.  We thought, “Why 

don’t we tap into that and just have a real informal Zoom-based thing?”  We started on 

WebEx actually, but we moved to Zoom quite quickly, just we found that it worked out a 

lot better.  And we just set up an hour; it actually ended up turning into an hour and a half 

because we went over time so many meetings.” [Utred, PE Lead] 

Thus, the Leads provided PFAs with the virtual space, opportunity, and support needed to run 

subsequent activities, such as the webinars. The PE Leads were also quick to recognize the lack 

of a patient voice at the leadership table (especially during times of crisis like the pandemic). This 
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recognition, coupled with their ability to adapt initiatives from other jurisdictions to their own 

healthcare authority, allowed them to implement projects like the Fast Feedback Form and have 

the patient voice reach critical decision-making tables.  

General Insights and Lessons Learned for Future Patient Engagement 
Our participants reflected on a number of lessons learned as a result of the pandemic, which 

they hope to build upon and improve existing PE culture and practices at NS Health.  

The first lesson which emerged was the importance of having someone with a patient 

perspective embedded at the highest level of leadership to advocate for and prioritize consistent 

and authentic engagement, even in times of crisis. Having a patient voice embedded would 

enable more sustainable PE activity and serve to protect against disruptions and issues caused by 

things like staff redeployment. Learning from a similarly structured health authority in another 

province (Saskatchewan Health Authority) whose staff were also redeployed, Terry felt that NS 

Health should try to adopt this health authority’s model and embed someone with a patient-

oriented lens higher up in leadership: 

“I can't say for certain, if they left anyone behind to keep the lights on, I can't recall right 

at this moment.  But if you don’t have someone with an engagement lens at that decision-

making table you’ve got to find some way to link up.  But, again, if all the staff who 

support this and make this happen are redeployed, it’s just basically not going to happen.” 

[Terry, PE Lead] 

PE was not an organizational priority during the COVID pandemic as NS Health stopped all PE 

activities, re-deployed staff and did not make formal efforts to communicate with PFAs. Being so 

quickly and abruptly disengaged from the organization made people feel frustrated and de-

valued, damaging the trust and relationships with PFAs, causing them to question organizational 

commitment to engagement and to consider moving on: 

“Well I think what we heard was a lot of frustration, a lot of – a sense of we don’t know 

where this is going. Exit interviews were developed, to just get a sense of why people, 

having joined up because they feel they have something to contribute, have decided to 

leave. And for some people– they have a health issue. –But for the people who are so 

frustrated because they just don’t feel valued at all, that’s pretty damning.” [Yvanka, PFA].  

Open, two-way communication practices can go a long way toward beginning to establish 

dialogue and trust. As seen in a subsequent part of the pandemic, supporting PFAs with 

opportunities to connect, share, lead, educate and support each other using methods such as 

regular check-ins, coffee-chats, webinars and updates can allow people to have a voice, identify 

new ideas and mobilize their collective skills and networks to drive new innovations.  

Another important aspect of communication includes ensuring a closed feedback loop. Many of 

the PFAs expressed the desire for project leaders/staff members leading their teams to provide 
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follow-up about the impact of their contributions. Providing updates to PFAs on the progress of 

the work they have contributed to demonstrates that their time and effort was valuable, further 

motivating people to continue contributing to projects.   

A final important lesson identified was to not underestimate the leadership skills, qualities, and 

passion for engagement that many PFAs possess, especially during times of crises:  

 “I think one of the major things I’ve learned is just to kind of leverage – you know, and not 

assume that the PFAs, or the public that you’re trying to engage, are the same mindset as 

you during the pandemic.  So they were telling us in the surveys – if we didn’t ask them, and 

we just assumed that they were panicked at home, they wanted to stay home, they didn’t 

want anything to do with the PFA role, we’d be completely wrong.  Because we’ve surveyed 

them, and almost all of them came back saying, “Yeah, I would love to still engage.” 

Lessons learned- the importance of not making assumptions about how/if PFAs want to be 

involved.” [Utred, PE Lead] 

The PFAs acknowledged that PE Leads and other individuals at the leadership table had other 

important priorities amidst the pandemic; however, the PFAs also recognized that the pandemic 

presented a window of opportunity to strengthen engagement and any efforts brought forth by 

the leadership table:  

“I think in any crisis situation, like COVID, there's an incredible amount of energy, interest 

and capacity in the patient advisor community that is not tapped into. This is a tremendous 

lost opportunity and it's a loss to the benefit of the system and public. I realize in a crisis 

mindset people go to what they're comfortable with and what seems least complicated.  

Bringing patient family advisors into the fold may seem like a burden… yet can help in terms 

of effective implementation, whether it's policy design or application. The payoff will come.” 

[Vienna, PFA] 

The success of the virtual coffee chats, PFA-led webinar series, and Fast Feedback forms, among 

other initiatives, proved the existence of many in-house PE champions at NS Health. Many of 

these PFAs drew on their own personal and professional experiences to plan and successfully 

execute many of these activities. Recognising these PFA leaders and providing them with the 

right environment, support, and opportunities to flourish fosters engagement. Although 

providing support and training to PFA leaders may require upfront effort from staff, the effort 

pays off in the long run, as Vienna demonstrates with an apt metaphor:  

“If we think about starting a garden, preparing the ground properly takes a little extra time. 

If you do it properly and then nurture those little seeds, the extra effort shows payoff later 

on.  Once the plants take off – they need less effort and maintenance is much less time.   As 

well our maintenance plan varies depending on the particular plant- different types of 

fertilizers and watering. The same applies to patient advisors. While standard guidelines are 

useful starting points, it's not a Betty Crocker one size fits all.” [Vienna, PFA] 
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By investing time and energy to provide PFA leaders with more support upfront, engagement 

can become a truly shared endeavour and allow PFAs to contribute more valuably to the 

organization.  

Discussion 
In this project, we endeavoured to understand how healthcare organizations pivoted or adapted 
their PE activities following the onset of COVID-19. We specifically sought out organizations from 
a variety of healthcare settings and jurisdictions who had appeared to maintain or re-start PE 
activities (sometimes after an initial pause) when the pandemic took hold. The report takes a 
deeper dive into specific organizations: Kingston Health Sciences Centre; North York Toronto 
Health Partners; Bellwoods Centres for Community Living; Centre of Excellence on Partnership 
with Patients and the Public; Saskatchewan Health Authority; BC Renal; BC Patient Safety and 
Quality Council/ Patient Voices Network; and Nova Scotia Health Authority. We outlined their 
core PE activities before COVID-19, adjustments to PE activities post COVID-19 onset, enablers, 
and barriers to continued PE activities, as well as overall lessons learned. In this discussion, we 
present a synthesis of findings from across the case studies.  
 
Within this synthesis, we map our results onto the Engagement-Capable Environments 
framework -- a concept defined as “organizations or networks that build the necessary 
infrastructure and support the underlying values that encourage an active, ongoing and 
meaningful engagement of patients and families/caregivers with staff and leaders.”2 (p.20) 
Studying PE activities during the pandemic helped us to unpack the core components of PE that 
need to be in place, particularly when health systems are under high stress. The core 
components of PE that helped health systems and organizations withstand the stress of COVID 
illuminates core enablers to PE activities that are important to understand and implement in our 
post-pandemic world.  
 

Patient Engagement Activities following the Onset of COVID-19 
Most of our case study sites had an initial pause of activities following the onset of COVID-19. 
This pause, in most cases, was perceived to be too long from the perspective of our patient and 
caregiver partner participants. While it was described as necessary by some of our other 
participants in decision-making/management roles, it was later realized, in hindsight, that 
patient and caregiver partners could have been involved sooner. Once patient and caregiver 
partners were re-connected to partnership activities, there was overwhelming support regarding 
the value and necessity of this engagement. In many cases, it was the patient and caregiver 
partners themselves who leaned in to say, “Hey, I’m here, let me help” (as we saw in 
Saskatchewan). In places like the BC VOICES Network and NS Health Authority, leaders were 
pleasantly surprised, when they reached out to patient partners to check in, how many wanted 
to stay involved and participate in the pandemic response. In other cases, with longer, more 
embedded, PE cultures and infrastructure, the pivots happened quite quickly as we saw in CEPPP 
(Quebec) and KHSC (Ontario). The built-in PE infrastructure at the organization level, and longer 
history of doing PE and being recognized as such among provincial decision-makers, seemed to 
enable this shift.  
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PE activities that occurred post COVID-19 onset included participating as members of decision-
making tables to: determine the allocation of resources; develop or adapt new policies, including 
policies related to family presence; provide feedback to provincial governments and participate 
as members of government committees; support the COVID response through Incident 
Command Tables and COVID Communication Teams; linking patient and caregiver partners to 
health system partners for emerging projects, many of which were COVID related; co-designing 
and providing feedback on resources to support people in the hospital and community; general 
updates to patient and caregiver partners which often doubled as wellness check-ins; and 
community facing engagements and webinars to provide information and updates. Importantly, 
these wellness checks and webinars were initiated and led by patient partners (as we saw in the 
NS Health Authority and North York Health Partners).  
 
In summary, activities crossed the entire spectrum of PE ranging from sharing information and 
peer support to co-design and decision-making at the organization and provincial levels. More 
seasoned patient and caregiver partners who were more embedded in their respective 
organizations tended to take on leadership PE activities (decision-making at the organization and 
provincial levels) and, in many cases, liaise with other patient and caregiver partners through 
updates and check-ins. It appeared that patient and caregiver partners who did not occupy 
leadership positions felt the brunt of the initial pause in PE activities, which occurred 
immediately following the onset of COVID-19. In some cases, patient partners pushed ahead and 
made space for themselves, which was later welcomed by organizational leaders.  
 

Key Enablers 
Our analysis revealed a number of core enablers for PE activities during the pandemic. We 
mapped these core enablers onto the three components of the Engagement Capable 
Environments (ECE) Framework. There are key components to this framework as reflected in the 
first column of Table 1 below: Enlisting and preparing patients; engaging staff to involve patients; 
and ensuring leadership support and strategic focus.2 Below we illustrate how our findings 
mapped onto these 3 components, depicting what an Engagement Capable Environment can 
look like during exceptional times like pandemics.  
 
Table 1: Engagement Capable Environments in Pandemics 

Engagement Capable 
Environments 
Framework 
Component 

Examples from our Study 

Enlisting and 
Preparing Patients 

- Proactive planning and expectation management (sharing early 
on that the situation is changing and work styles and activities 
will shift) 

- Wellness checks/ongoing communication (immediately when 
the pandemic hits and then ongoing)  
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- Keeping patient partners informed and checking in on what 
they need 

- Involve patient partners in meaningful activities 
- Providing the tools to engage (tailoring communication and 

engagement approaches to suit different needs and learning 
styles via virtual platforms, phone calls, mail-outs, etc.) 

- Having patient partners mentor other (new) patient partners 
- Having dedicated patient partners (i.e., patient leaders) who 

can keep other patient partners in the loop/engaged 

Engaging Staff to 
Involve Patients 
 

- Creating spaces and venues for check-ins (such as virtual 
weekly meetings) 

- Openly valuing patient partners and asking for their help 
- Reaching out to patient partners to check in, see what they 

need and seek their advice on how to move forward 
- Closing the loop (following up and explaining how feedback was 

used) 
- Not excluding patient and caregiver partners just because 

feedback is needed quickly 
- Trusting patient and caregiver partners as leaders (not pushing 

back when they take the lead and providing opportunities to 
lead) 

Ensuring Leadership 
Support and 
Strategic Focus  
 

- Continuous leadership buy-in  
- Distributed leadership (patient and caregiver partners situated 

across the organization, with at least one patient partner 
having a direct line to organizational leaders) 

- Having an adaptive mindset (accepting imperfection as the 
norm) 

- Having embedded practices within the organization to facilitate 
ongoing PE activity  

- Leadership listening to and acting on the requests of staff 
related to patient and family needs  

- Having enough staff available to continue to support PE 
activities in the event of re-deployments 

 

Key Barriers 
Key barriers to PE activities were highlighted by our study participants. Some of the key barriers 
that were shared included:  

1. Virtual options not working for all patient and caregiver partners (as some preferred in-
person or didn’t have computers) and for others upfront training was required to get 
comfortable using technology as the primary form of engagement. While initially thought 
to be a much larger barrier, connecting virtually worked well for many patient and 
caregiver partners and in some cases, made it easier to stay connected.  
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2. Some organizations indicated feeling overwhelmed upon COVID onset and paused PE 
activities completely (albeit not indefinitely), which caused some residual issues 
(frustration and broken trust) with patient and caregiver partners.  

3. Visitor restrictions were adapted by some of the organizations in our study (e.g., 
Bellwoods) but still had some restrictions attached which limited the amount of contact 
that clients/patients had with their family members and care partners. Also, support with 
physical care needs superseded those with primarily psychosocial needs.  

4. PE activities that relied on healthcare providers and sector partners were initially paused 
to deal with the COVID response leaving some organizations (e.g., BC Quality 
Council/Patient Voices Network) having to look inward for new creative ways to engage 
with their patient and caregiver partners.  

5. A new emerging organization (North York Toronto Health Partners) talked about having 
no guiding engagement framework in place. While initially this was thought of as a 
barrier, the OHT found their way by staying connected to their patient partners through 
weekly wellness checks.  

6. Many organizations did not protect staff time who had focused on PE prior to the 
pandemic so momentum and PE focus was lost once redeployed. Other organizations 
(e.g., KGHSC, who had protected PE positions fared better). 

7. An ongoing barrier, which pre-existed COVID-19 for many of the organizations in our 
study was engaging a more diverse group of patient and caregiver partners (including 
people from a variety ethno-cultural groups as well as marginalized populations). Some 
of the organizations in our study (e.g., Saskatchewan Health Authority and Patient Voices 
Network) were tackling this challenge head on as evidenced through targeted 
partnerships and strategies to create a more inclusive engagement community. The key 
was to broaden engagement with different populations while ensuring that current 
patient partners still have access to opportunities.  

 

Overall Lessons Learned 
Each of our study participant’s shared lessons learned regarding PE in the context of the 
pandemic. These lessons learned clustered around seven key factors. First, the importance of 
engaging patient and caregiver partners right at the beginning was noted, with some 
organizations reflecting that in future crises, there should be no pause in patient and caregiver 
engagement activities. Once brought into the circle, our study demonstrated that patient and 
caregiver perspectives were crucial in guiding the pandemic response and providing an 
important, nuanced understanding for what was needed for patients and families in the health 
system. As our study showed, successful pivots were made possible through virtual platforms 
and seeking rapid feedback - factors, which some had assumed would be barriers. Second, 
keeping things as normal and consistent as possible (continuing to meet with patient and 
caregiver partners and touch base, even if just as a wellness check-in at the very least) was 
deemed important and often created the basis for further engagement activity. Third, pivoting to 
maintain/re-start PE activities required the infrastructure and leadership buy-in to allow for 
quick mobilization of teams and responses. This leadership buy-in was more likely in 
organizations that had a history of PE activity as well as infrastructure to support it (dedicated 
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roles within organizations and frameworks to guide their activities). Importantly leadership didn’t 
just come from “upper management” but from patients and families themselves who leaned in 
and created momentum for change. To that end, it is important for patients and caregivers to 
hold real positions of leadership and be stewards of PE within their organizations and 
communities with direct linkages to organizational leaders, as well as other patient and family 
partners to provide input and keep the communication chain strong. Organizations need to 
create these opportunities for patient partners. Fourth, our participants reflected that it was 
important for organizational leaders to spend time interacting directly with patients and 
caregivers at the front lines of care (e.g., screening, meeting with residents to share information, 
or working side by side with patient and caregiver partners to partner, plan and collaborate). 
Working alongside organizational leaders helped patient and caregivers feel valued and have 
their voices heard while keeping organizational leaders grounded and engaged with their 
communities. Fifth, providing preparatory tools (insight on meeting content) and following-up 
with patient and caregiver partners (to check-in and loop back) were critical PE practices, 
particularly when working on sensitive topics. Sixth, showing vulnerability and transparency, by 
admitting that some answers were unknown and openly stating that patient and caregiver 
perspectives were needed and valued was shared. In terms of overall lessons, not necessarily 
tied to the pandemic, was the importance of building a more diverse group of patient and 
caregiver partners. Patient and caregiver partners, particularly those who were seasoned and 
were part of decision-making tables, felt like they were the ‘usual suspects’ and that efforts 
would have to be made to create and support a more diverse pool of patient and caregiver 
partners across ethno-racial and Indigenous groups and those with lower incomes. Some 
organizations were actively working on this in their portfolios, but much work remained to be 
done, from the perspectives of our participants. Therefore, additional thought will also be 
required to consider how tools for the engagement during the pandemic (virtual platforms, rapid 
feedback) can be made accessible for all populations.  

Limitations 
While we endeavoured to capture PE practices during COVID-19 across a range of health and 

social care sectors, many are missing, including long-term care and primary care, to name two 

examples. Certain models of primary are (e.g., Community Health Centres in Ontario) are 

historically rooted in strong community governance and approaches to care; thus, their inclusion 

would have provided important insights on how PE practices, within sectors with long histories 

of community engagement, played out during the pandemic. As for the exclusion of long-term 

care, this sector is a major focus in other work. For example, Healthcare Excellence Canada, our 

partner in this research, are leading a large program of work on improving patient and family 

engagement practices in the long-term care sector, including funding quality improvement 

teams to implement and measure changes over time.  

Our cases are also missing important population perspectives, including from indigenous 

communities. For example, there are examples of strengthened community engagement, 

including a youth mental health organization in Nova Scotia which we hope to feature in future 

work. Also, our participants were mainly in organizational leader roles or patient partner roles. 
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We did not focus recruitment on front line care providers, which would have offered important 

additional insight to help us understand the “staff” component of engagement capable 

environments. There are also examples of patient-oriented research projects which successfully 

pivoted to new areas of focus to align with changing population needs during COVID which are 

not included here, but contain important insights which we need to learn more about. Finally, 

there is a lot to learn from organizations that did not pivot PE practices, at all, during the 

pandemic. Unpacking these barriers are critical in order to determine how to turn our broader 

health and social care systems into engagement capable environments. These are important 

areas for future work. 

Conclusion  
Patient and family engagement during major disruptions like pandemics is critical to ensure that 
the lens of lived experience continues to inform policies and practices. Continued engagement 
also demonstrates to patient and caregiver partners that we truly value partnerships and have 
shifted the culture away from “top down” practices. PE was enabled by organizational leaders 
who saw and openly expressed the value of patient and family partners. Having embedded 
structures (protected leadership roles for patient partners) enabled ongoing participation. Being 
open about the uncertainty and coming together, initially just to check in, was foundational for 
subsequent structured activity. Patient and caregiver partners that occupied key decision-making 
roles during the pandemic tended to be from organizations that had a longer history of PE and 
were well known in the policy community. We also unpacked some of the key differences 
between patient leaders (built into the organizational structure, often in a paid capacity, with key 
links to organizational leadership) and patient partners (involved in partnership activity on a 
volunteer basis which might be specific to a certain project or initiative). All these variations in 
partnership roles were important with the patient leader role serving as the conduit to both 
organizational leadership and a larger group of (less involved) patient partners. Not everyone’s 
voices were at the table though as organizations continued to struggle to diversify the 
perspectives of the patient and caregiver partners who were “part of the circle”. Perhaps, this is 
our biggest challenge and opportunity going forward. We know that PE does not have to pause 
when major disruptions like COVID-19 occur, but we have more to learn about how to be 
inclusive in a rapidly changing environment.  
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