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Staying Safe & Well During COVID-19: What’s your experience?
Engagement Report

The work reported on below demonstrates an opportunity to use a citizen lens to reflect on our
public health supply chain management. It also highlights the opportunity to listen to and hear
people’s experiences, to gather and share their insights as we seek to make meaning of our
experiences and to also explore what we can learn from our individual and collective COVID
journeys.

Supply Chain Advancement Network in Health (SCANH) is undertaking research and analysis in
British Columbia, Alberta, Manitoba, Ontario, Quebec, Nova Scotia, and Newfoundland to
develop an Implementation Framework to Advance Provincial and National Health System
Supply Chain Management of the COVID Pandemic.

The purpose of this project was to engage with citizens in Alberta and other provinces to better
understand their experiences and challenges during the COVID pandemic and to build and
reflect on those experiences through a supply chain lens.

This engagement process was undertaken through March 2021. The backdrop of the
conversations reflected a race between getting people vaccinated and the potential of a 3rd
wave related to variants - all the while, the media shares news regarding the AstraZeneca
vaccine that is concerning to many. A total of 38 individuals from across Canada participated.

Engagement began with 22 semi-structured, one-to-one or paired interviews with 25 people
from Alberta, Saskatchewan, British Columbia, Ontario, Nova Scotia and Newfoundland.
Building on the interviews, IMAGINE Citizens then conducted five online discussions with
various audiences representing shared experiences or locale, including groups of: individuals
supporting loved ones in long-term care, parents supporting children with disabilities, and
ethnocultural healthcare navigators and their clients.
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We asked participant about: the challenges they faced; their experiences accessing needed

supplies and services, along with their future needs; their insights on supply chain issues, the
governments’ handling of the pandemic and the public health measures put in place; and

finally, their hopes for the future.

Challenges to staying safe and well: what
participants said

Through discussions, it became clear that
everyone was encountering multiple layers of
challenges to staying safe and well - with COVID
touching each individual and family in a myriad of
diverse and intertwined ways. While many of the
challenges are seemingly unrelated to public
health supply chain management, they are
important as they reflect the context of our lives
that can help inform our supply system. Five
interconnected and linked themes around
experiences and challenges surfaced in
conversations. These five themes include:

Isolation and loneliness

Loss of care and services

Mental health concerns

Health risk factors & heightened fear

Income insecurity

Challenges: five interconnected
themes

Health risk
factors & “__“_Mental health

heightened concerns
fear

Income Loss of care,
insecurity services &
support

Isolation &
lonliness

Participant challenges: access to supplies or products

COVID places a spotlight on the critical nature of the supply chain behind our healthcare and
public health system —an importance that until February 2020, most of our participants said
they’d never thought about. The engagement process was undertaken in the midst of Canada’s
vaccination roll-out, so it is no surprise that it was the most common discussion point and area

of concern when it comes to staying safe and well. Testing was also a prominent focus of
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discussion and concern for a participants. Insights regarding participant experiences and
thoughts related to getting the supplies and products they needed during the pandemic are
shared in Table 1 below.

Participant experiences accessing products and supplies: an overview (Table 1)

THEME

DESCRIPTION

PPE, CLEANING AND
MEDICAL SUPPLIES

SUPPLIES REQUIRED
FOR PEOPLE WITH
COMPLEX CARE
NEEDS

GROCERIES

PRESCRIPTIONS

IN-STORE SHOPPING,
ONLINE SHOPPING
AND DELIVERY

TESTING

VACCINATIONS

Masks, hand sanitizer and cleaning products were commonly sought out at the
start of the pandemic, with access generally improving over time
Over-the-counter cold and flu medications were stocked-up on early on
Concerns emerged about availability and quality, as well as information about
what PPE to use, and how to use it properly

In addition to the supplies noted above, additional supplies were often needed
such as: feeding tubes, oxygen supplies, and suction supplies

Medical ‘families’ are often adept at being prepared, so many were able to
acquire these needed ‘extras’ early on

In terms of staying safe and well and thinking about the supply chain,
groceries were often discussed; with access being more difficult for those on
limited incomes and/or relying on public transit

Limits on prescription refills (i.e., only able to get one month supply) created
hardship for many: increased delivery and dispensing fees; increased anxiety
re “running out”; and/or increased fear about exposure to COVID due to more
frequent visits to the pharmacy

People used a variety of strategies to get what they needed, including taking
advantage of ‘seniors’ shopping hours, getting groceries delivered or using
curb-side pick-up, and ordering products ‘online’

Testing or lack of testing was a frequent topic
In LTC: mixed reviews - some observed good level of staff and patient testing,
others did not. Some felt there was not enough transparency about how many
staff and patient tests were completed and when.
Public testing: Again, mixed reviews. But people with bad experience pointed
to:

- Longlines

- Feeling unsafe, due to the need to wait in busy public spaces

- Confusing information about timeline to get test results back

- Aslow start to testing at the beginning of the pandemic
People were also interested in more rapid testing, asymptomatic testing, and
availability of anti-body testing.

Prioritization was a prominent concern including:
- Widely different approaches to implementation and prioritizing across
provinces adding to confusion about criteria being used.
- High risk factors to infection, beyond age, have not been considered in
all provinces.
- A lack of public consultation. Participants felt there was adequate time
and notice to talk to citizens to understand what matters to us regarding
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who should be vaccinated when as well as to leverage the capacity and
the expertise of the community to assist with roll-out.
There is an overwhelming volume of information, but people do not feel they
have the information they need. They go to sources such as family and friends
instead of public health or Chief Medical Officers. Information is ineffective on
two levels: 1. effectiveness and safety of vaccines, and 2. vaccination
timelines, sign-up procedures, and locations.
Participants are dismayed with the planning and roll-out of vaccinations
federally and provincially. They noted: long, non-socially distanced line-ups;
challenging online registration systems that do not account for technology
barriers; and poor choices for vaccination locations that made some feel they
were potentially exposing themselves to the virus.
People questioned if the right people were in place to plan and coordinate
vaccination roll-out.

Throughout the engagement process five overarching,

Information &

key themes arose from discussions about both e

participant experiences, and our public health supply

chain. The themes of lack of trust, information and

communication, a one-size fits all approach, citizen
input, and pre-existing health system issues build off
each other and are connected, with lack of trust fueled
by the other four. These themes are outlined in Table 2.

A one-size
fits all
approach

Citizen
input

Pre-existing
health
system
issues
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Participant experience themes: overview (Table 2)

THEME DESCRIPTION
LACK OF TRUST A lack of trust emerged as the dominant theme, with contributing factors in these four
areas:

INFORMATION
AND
COMMUNICATION

A ONE-SIZE FITS
ALL APPROACH

CITIZEN INPUT
AND
INVOLVEMENT

PRE-EXISTING
HEALTH SYSTEM
ISSUES

Government: The government’s handling of the pandemic, including the
procurement and delivery of vaccines, and the perception they valued the
economy over people’s lives (and some lives more than others).

Public health: Confusion about and politicization of public health messaging;
information, along with problems with COVID testing and the vaccine roll-out.
LTC: Family caregivers being shutout of facilities, the mental and physical of
deterioration of residents caused by isolation, staffing problems, and the often-
poor quality of care.

Others: Encounters with anti-maskers and people aggressively not ‘socially-
distanced’ contributed to distrust of others.

This is deeply inter-twined with trust:

A lack of clear, transparent communication and information contributes to distrust
An inability to trust info provided by government or public health officials leads to
people turning to other sources

Factors contributing to distrust in info include: statistical info not balanced with
personal info; not being honest about what they know and what they don’t; lack
of commitment to communicating to diverse communities; changing and/or
inconsistent info; a lack of transparency.

Restrictions, service cancellations and vaccination priorities were perceived to be
made without considering consequences for people with different needs.

Mental health, day programs, and school supports were cancelled, for example
Healthcare services were curtailed impacting health and increasing anxiety.
Across-the-board travel restrictions made supporting family challenging.

Citizens and communities were rarely involved in supporting pandemic planning,
decision-making or delivery of services (e.g., COVID testing, vaccinations)
Many felt their input and involvement could have made a positive difference

COVID revealed the cracks in our health system, including:

Systemic racism, and a lack of cultural competency; ageism and ableism

Not treating patients and their families with compassion, dignity and respect
Longstanding challenges regarding how we support senior’s health, wellbeing and
carein LTC

Not recognizing family caregivers as essential partners in care
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Reflecting on the implications for health system supply chain management

This engagement process shed light on what would be helpful through future phases of the
COVID-19 pandemic, and for future pandemics to address many of the experiences and themes
described above, and ultimately support people’s access to the products and services they need
to keep themselves, and others, safe and well. All the themes highlighted above fuel distrust
but with respect to health system supply chain management, information and communication
was most central in conversations.

e People want to be able to access clear, useful information from a trusted source. Ideally
this trusted source should be our governments and our public health professionals. This
information should be:

o Honest
o Transparent
o Available through multiple channels

e Discrimination on many levels impacts our trust in information.

e Seeking input and involving citizens and communities in the development of messaging
and communication strategies as well as delivery strategies for important supplies and
products could alleviate trust and information issues.

In addition to effective communication approaches and strategies, people need to trust we can
have what we need as a country to get through a public health emergency. Building our in-
house capacity to make the products and services we need to support our public health was
highlighted through the engagement.

Having the cracks in our health systems revealed by this pandemic provides an opportunity for
us to see more clearly. Should we choose to take advantage of what have learned, people
envision a healthcare system, where they are listened to, and treated with compassion, dignity
and respect; where there is an approach to care that values physical and mental health equally
and recognizes their interconnectedness.

A key learning is that we can no longer ignore the valuable lived experience that people bring.
As this work demonstrates, a powerful way of sharing lived experiences is through stories.
Participants commented on the value of being able to tell their stories, and to hear the stories
of others. Many participants said they want their values, what matters to them, to be reflected
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in decisions being made. They also want to contribute their community knowledge and
expertise, and even their time, to inform practice and policy decisions that impact people.
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Canada who took the time to share their stories, ideas and insights. Your candor, your open,
respectful and honest dialogue was very much appreciated. You filled our hearts and we at
IMAGINE Citizens are inspired by you all.
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Staying Safe & Well During COVID-19: What’s your experience?

Engagement Report
March 31, 2021

1. Introduction

After more than a year of pandemic fears, restrictions, uncertainty, illness and grief, COVID
vaccines are slowly opening the door to hope and recovery. We all look eagerly to the future,
yet this is a critical time to look behind us to reflect on, share, story-tell and learn from our
COVID experiences.

As our communities and country examine our response to COVID we will undoubtably explore
how our many public systems responded to the pandemic. With citizens ideally at the centre of
these systemes, it is important to ensure our voices are included in the dialogue. The work
reported on demonstrates an opportunity to use a citizen lens to reflect on one such system —
our public health supply chain management. It also highlights the opportunity to listen to and
hear people’s experiences, to gather and share their insights as we seek to make meaning of
our experiences and to also explore what we can learn from our individual and collective COVID
journeys.

This report gathers insights from multiple one-to-one interviews with individuals from Alberta,
British Columbia, Ontario, Nova Scotia and Newfoundland as well as group conversations
connecting people who have related yet unique kinds of experiences.

The report begins by providing background and context on the project including our
engagement approach. It then outlines what we heard through our engagement processes with
a focus on the themes related to participant’s experiences and challenges, and then their
experience of and perceptions of our health supply chain. Next, we explore four key
overarching themes that surfaced in the discussion. Finally, we look at what we learned
regarding changes for the future. Throughout the report individual participant stories are
shared to reflect and demonstrate the information and themes we shared.
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2. Project background

IMAGINE believes that when citizens come together, to share their knowledge and experiences
they can help make our healthcare system the best it can be. At this critical juncture in the
COVID pandemic, we recognize patients as valued partners in all aspects of healthcare,
including the development of public health supply chain that works for people.

Health system supply chain insights

Supply Chain Advancement Network in Health (SCANH) is undertaking research and analysis in
British Columbia, Alberta, Manitoba, Ontario, Quebec, Nova Scotia, and Newfoundland to
develop an Implementation Framework to Advance Provincial and National Health System
Supply Chain Management of the COVID Pandemic.

The research being undertaken by SCAN Health and collaborating partners will primarily
leverage the insight and expertise of health system stakeholders including supply chain teams,
procurement teams, C-suite leadership, physicians, clinician teams, public health, long-term
care (LTC), hospitals, residential care, lab services teams, pharmacy teams, policy makers,
provincial partners such as GPO’s, distributors, and government stakeholders.

With citizens at the very core, the end-users of the health system supply chain, insight into their
experiences, perceptions, knowledge, needs and values can provide key context and ‘the why’
behind public health supply chain infrastructure and processes that contribute to improving
health system outcomes. Citizen experiences during the pandemic, even those seemingly
unrelated to the public health supply chain, help frame the conversation and provide an
important lens for supply chain planning and decision-making. Recognizing this, SCAN Health
asked IMAGINE Citizens to develop and conduct a process to tap into the lived experiences of
these core stakeholders to inform their ongoing program of research.

Our COVID experiences: what we need to stay safe and well

While the impetus of the project was to support the SCANH supply chain program of research,
this engagement opportunity also aimed to broaden our understanding of our COVID
experiences. Beyond supplies, IMAGINE Citizens wanted to know about the kinds of care,
services, supports we need to stay safe and well, the challenges or barriers we faced in
accessing them and how, if at all, we overcame those challenges.
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This project built on previous steps undertaken by IMAGINE Citizens to amplify the citizen and
patient voice during COVID, recognizing the value of lived experience. Information from our
cumulative engagement work helps shape the future work of IMAGINE and prioritize our
projects to bring the citizen voice to transforming our health system.

The purpose of this project was to engage with citizens in Alberta and other provinces to better
understand their experiences and challenges during the COVID pandemic and to build and
reflect on those experiences through a supply chain lens. IMAGINE connected with citizens to
listen and learn about their experiences, and explore:

e Hands-on experiences, and the stories behind them, including challenges and
opportunities to protect themselves, their families and others; including playing a role in
caring for a loved one in a healthcare, long term care (LTC), or other congregate living
setting.

e Knowledge, attitudes and perceptions including confidence in the system and the
policies developed federally and provincially.

e Values - what really matters and why.

This report is intended to support the research behind the development of a health system
supply chain framework by providing patient-focused perspectives, stories and context related
to protecting ourselves and our families as well as doing our part to protect others.

2.2.1. What we know from previous engagement

As noted previously, a priority for IMAGINE Citizens over the past year is to amplify the patient
and citizen voice during COVID, recognizing the value of lived experience. As an initial step in
August-September 2020 we conducted a short survey based on policy areas that we believed
could benefit from more citizen and patient involvement. The 226 survey respondents,
members of the Alberta public with an interest in health and healthcare, ranked the following
four areas as most important:

e How to re-open schools, businesses and events

e How to manage restrictions on family caregiver access to patients (in hospital) or

(residents (in long term care or congregate care facilities)
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e How to access virtual care
e How to design long term care facilities

The survey respondents were also asked if there were other issues related to the pandemic
important to them. Four key themes emerged: clear communication; protecting those
potentially at higher risk; addressing mental health issues; and access to essential services.
Finally, we asked their views on whether ‘people living in Alberta’ should have a voice in health
policy decisions. Over 90% either strongly agreed or agreed that it is important for Albertans to
have a voice in decisions that affect our health and health services, both overall (99%) and
during a pandemic specifically (92%). IMAGINE Citizens has also been involved on a research
team exploring the impact of restricted visiting policies in hospitals on patients and family
caregivers.

A follow-up online community conversation was held in September to discuss these survey
findings and engage in a deeper dialogue about people’s experiences during COVID. The
overarching theme emerging from this dialogue was that many of the policy and health practice
related decisions surrounding COVID resulted in a cascade of unintended consequences
affecting health and well-being. While most acknowledged the decisions were necessary, made
quickly, and with the best intentions, participants felt their experiences pointed to a need for
review and adaptation taking into account lived experiences. This body of work proved to be a
good foundation for this project.

2.2.2. Where we are in March 2021

IMAGINE Citizens undertook this engagement at a time when vaccinations and variants were
the prominent backdrop. Provinces across Canada were under various and differing stages of
restriction levels as we recognized a whole year since restrictions began in our country. We are
in a race between getting people vaccinated and the potential of a 3rd wave related to variants
while the media shares news regarding the AstraZeneca vaccine that is concerning to many.
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3. Engagement: what we did

IMAGINE has a commitment to citizen engagement and dialogue that emphasizes sharing,
mutual respect, inclusion and reciprocity. Balancing this approach with the realities of time and
resources, IMAGINE planned and rolled-out a multi-stage process of engagement in under three
months. The project was implemented by a team from IMAGINE Citizens with complimentary
skills in facilitation, engagement planning, qualitative research and analysis and project
management. It was overseen by a Project Steering Committee comprised of three individuals
with extensive backgrounds in supply chain management, health system strategy and policy,
and patient-oriented research.

Individual interviews

Engagement began with 22 semi-structured, one-to-one or paired interviews, with 25 people
from Alberta, Saskatchewan, British Columbia, Ontario, Nova Scotia and Newfoundland.
Interviews explored individuals’ challenges during COVID and their experiences accessing what
they and their loved ones need to stay safe and well. The discussions helped identify
connections to the public health supply chain and informed and shaped the design of the next
phase of engagement.

A limited number of interviews were possible, so to ensure a broad range of perspectives,
interviewees were selected based on a number of factors including, age, location and personal
or family experience with the healthcare system.

Group dialogues

Building on the interviews, IMAGINE Citizens conducted five online discussions with various
audiences representing shared experiences or locale. The people interviewed were also invited
to participate in these group dialogues, and many chose to do so. These group dialogues
provided an opportunity for people to share their experiences and perspective, and to learn
from each other.

Some group sessions had a general audience while others were specific, including a group of
individuals supporting loved ones in long-term care and another of parents supporting children
with complex health challenges. IMAGINE Citizens collaborated with the Multicultural Health
Brokers Cooperative of Edmonton. This organization pairs newcomers and/or settled
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immigrants to Canada with health brokers who help them navigate the health system. IMAGINE
Citizens connected with two clients and seven health brokers of varied ethnocultural
backgrounds who brought a range of personal or advocacy experience with the health system
into the discussion.

The primary recruitment mechanism was a social media campaign delivered on multiple
platforms. A newsletter article and an email blast were also sent to IMAGINE’s members and
subscribers, and in-turn passed along to family, friends and colleagues. Project team members
leveraged their networks and reached out to individuals and organizations in Alberta and across
the country who helped spread the word. People were invited to register for the project at
imaginecitizens.ca where they were directed to an online form that asked for some
demographic information and allowed participants to express their preference in being part of
both, an interview and a group conversation or one or the other.

4. Who participated?

We are each touched by COVID.

Project participants and their 38 participants
stories reflect a range of 25 from Alberta
2 from British Columbia

experience and touchpoints. 1 from Saskatchewan

IMAGINE was fortunate to hear 4 from Ontario

from people from all walks of life > from Nova Scotia
. 1 from Newfoundland
- from a young front-line worker

to a gentleman living with his Ages 7 people with disabilities

L . . 1828 = 1 23 people supporting someone
wife in LTC to young families with 30394 requiring complex care
newborns, and sandwich 4049 =5 11 people supporting someone

. . in long-t
generations worrying about both 50-59=9 M long-ierm care
) ) i 60-75=12 27 people with extensive

their children and aging parents. 754 =3 experience using the health

Note: participants were not required to provide System
demographic details so data is not fully representative

Being part of a conversation

about staying safe and well during COVID particularly appealed to those with patient and
patient-family experience. As LTC and seniors were significantly and disproportionately
impacted by the pandemic, it was important to ensure we connected with people supporting
loved ones in LTC or in the community. As well, we wanted to hear from people who were living
with significant health issues and/or disabilities themselves and/or supporting loved ones in this
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situation. We also sought to understand the pandemic experience in the context of
ethnocultural communities.

Demographics

The project was open to all but given time constraints and a realistic engagement scope, the
project could not capture an accurate demographic representation of our society. It was not
possible to respectfully and effectively connect with key groups including First Nations, youth,
those experiencing housing insecurity, and a proportionate number of rural Canadians. And
there were significantly more female participants than male. Collaboration with the
Multicultural Health Brokers in Edmonton supported ethnocultural representation.

5. What we asked

As noted previously, the purpose of this project was to engage with people in Alberta, and
across Canada, with the goal of understanding their lived experience trying to keep themselves
and others safe and well during the COVID pandemic, and to build and reflect on those
experiences and challenges through a supply chain lens.

We began each interview and focus group with a broad question, asking people to say a little
bit about themselves and their circumstances, and to describe briefly what their life has been
like for them during COVID. We then explored: the challenges they faced; their experiences
accessing needed supplies and services, along with their future needs; their insights on supply
chain issues, the governments’ handling of the pandemic and the public health measures put in
place; and finally, their hopes for the future. See Appendix A for more detail.

6. What we heard

“Everything just went boom!” “life changed dramatically,” and “our world was turned upside
down,” are just a few of many similar introductory descriptors people offered when asked
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about their experiences over the last year. Others described it with words like challenging,
terrible, unsettling, frustrating and demoralizing.

Through our discussions, it became clear that everyone
was encountering multiple layers of challenges to Five Interconnected Themes
staying safe and well - with COVID touching

each individual and family in a myriad of diverse

and intertwined ways. While many of the Health risk

hall d . inol factors & m"_.MentaI health
challenges and experiences are seemingly heightened Concerns
unrelated to public health supply chain fear

management, they are important to share. They

reflect the context of our lives in a pandemic
and that context can help inform our supply Income Loss of care,
system. There were examples of overcoming insecurity services &
challenges (these are captured in Appendix B), support
however, as participants are still in the midst of
COVID navigation, conversations were

dominated by challenges. Isolation &

lonliness

Each participant has a unique experience and a
unique story. However, five key interconnected
and linked themes around experiences and challenges surfaced in conversations. These themes
are explored below.

Theme 1. Isolation and loneliness

“What mom needs is what we all need,” said one participant about her mother in LTC and the
loneliness and lack of connection that pervades the pandemic. All participants spoke of missing
their family and friends, missing hugs and as one participant put it, “the general hub-bub of
people around you and that feeling of belonging.”

Long-term care

For those supporting loved ones in LTC, isolation was naturally a significant concern. “For
months she only saw a few people a day with masks on,” said one person. People not only
missed visiting their loved ones but were also concerned about the physical and mental impact
on the person they care about. Some expressed frustration at seeing LTC staff being able to
come and go, adding to the virus threat, while they or their loved ones were confined.
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Someone noted that two staff members at her mother’s LTC residence chose not to be
vaccinated, leading to a new outbreak and lock-down for her mother.

Youth, children and young adults

Many participants were concerned about the impact of isolation on children and youth, and
challenges faced by families with children. One participant questions the common refrain she
hears that “children are so resilient” and worries about the long-term impact on her own son
and others. Others noted that young adults have been significantly impacted too with loss of
jobs, working front-line and attending post-secondary online.

High-risk concerns

Isolation impacts and challenges were compounded for people with disabilities and for those at
a high risk for infection; again, including children and youth. Heightened fear and the need for
higher caution levels impacted whole families in many cases.

Patient-family partners and access

Being unable to spend time with loved ones in LTC or in hospitals was a source of grief and
frustration for many and compounded the sense of isolation on both sides. People felt they
should be empowered to support their loved ones and trusted to learn how to properly use
PPE. “We can manage it and we are motivated to do it right,” said one participant. Another felt
that family members were perceived only as “vectors of disease,” rather than essential partners
in care. Some questioned the logic of having staff come and go, sometimes working in multiple
places, while they could not visit at all. Also, a few participants expressed their concern about
people who may have avoided a necessary hospital or medical appointment for fear of having
to go alone.
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Participant experiences: a snapshot

(Isolation & loneliness)
note: real names are not used

Carol has a young adult son with complex health issues and disabilities living in a medical group home. For
the majority of 2020, she could not see her son because they did not allow anyone but staff members in -
including essential family caregivers. She could not find good infection prevention and control (IPAC)
information developed for family caregivers. She felt that providing IPAC training, along with PPE, would
allow facilities to welcome family caregivers and for family caregivers to feel they could safely be present -
in turn, this could have prevented the isolation and loneliness experienced by facility residents.

Grace’s mother lives in a LTC home in Newfoundland. Grace lives in another province so she has been
unable to visit her due to the Maritime travel bubble. Her mother was ill over the year and she would
normally have travelled to be with her. “Even if | could go to Newfoundland, | wouldn’t be able to get into
the building,” she said. As the staff in her mother’s home seem extra busy, she finds it challenging to
connect with someone to talk to about her mother and Grace sometimes feels left in the dark.

Jack lives in a supported living setting in the same building as his wife in LTC. When the implications of
impending lockdowns became apparent, he strongly advocated as an essential caregiver to spend the
lockdown with his wife in her room. He spent three months in isolation helping care for his wife and
experiencing first-hand one of the largest facility outbreaks in his province. Jack saw the impact of
isolation on his wife and felt frustrated with the situation. “My impression was that we were being
punished. We were locked up in our rooms whereas the staff got to go home with their families. There
was a disparity. We were stuck in isolation in our rooms, and we didn’t do anything.”

Theme 2. Loss of care, services, and support

Compounding isolation and creating distress for many families is the loss of services, programs

and care. For people supporting children or adults with complex health or cognitive challenges

many critical services disappeared including:

Day programs for seniors (particularly those with dementia) and people with disabilities.
Complex care in-home supports.

Physiotherapy and physical activity programs.

Clubs, activities, social programs.

Physician services, including specialists.

Diagnostic imaging and laboratory services (e.g., bloodwork).

Mental health services.

Many services and programs that were accessed through schools (with many high-risk
students unable to return to school for safety-sake, they are missing these programs).
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These losses have a huge impact on the lives of individuals and families. Not only is it
distressing for the individuals who lose access to the programs or services they enjoy or need,
but caregivers experience added workload, job implications and anxiety.

Some felt ignored or forgotten. “Care for my son just disappeared. Nobody checked in, we were
entirely on our own,” said a mother of a son with disabilities. Another mother with a child with
complex health issues who is unable to return to school reflected that, “it would have been nice
if the school had called and checked in on us.”

Health routines and health care

Maintaining regular health appointment schedules, accessing specialists, tests and laboratory
work has been a challenge due to eliminated or reduced hours and service, inability to make
appointments ahead of time, long line-ups, and the fear of exposure. Participants described
how this increased their anxiety and impacted health.

Grief and other losses of family support

Many of our participants suffered deep family losses, including deaths, over the course of the
year. The typical supports, family and friend connections, and traditions that might help
someone navigate grief were gone.

Having a newborn during a pandemic was described by a participant as more stressful. This was

compounded by the fact that grandparents and other family members could not be there to
provide extra support.
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Participant Experiences: a snapshot
(Loss of care, services & support)
note: real names are not used

Janet is a mother of a daughter with disabilities and complex health needs and two other children. When the
pandemic hit their lives changed dramatically. “For a kiddo with complex physical and cognitive disabilities
she was out in the community a lot. All her day programs and support programs shut down when COVID hit.
Her whole life just stopped at that time.” As well, without home care, “I had to be the caregiver and | had to
really navigate that alone,” said Janet.

Allan’s wife suffered a major stroke in the summer, culminating in her move to a LTC facility in a major city a
distance from their home. His wife had experienced a long delay in getting access to an appointment with her
specialist, as the office had been closed for a number of months early in the pandemic. He believes that had
his wife been able to access this specialist sooner, she may have had a different outcome would still be living
in their home with him.

Jasmine and her husband live close to their daughter and her family, who they’ve supporting over the past
year. Their daughter is living with a mental illness, and at the start of the pandemic her mental health
services stopped completely, leading to a deterioration in her condition. After some months they were able
to get some counselling services in place, but only because they had the funds to pay for these. It took more
than six months for psychiatry services to resume.

Amelia’s husband is living with multiple sclerosis and uses a scooter to get around. He needs to go for
monthly infusions to help manage his symptoms. These infusions mean that he is immune compromised,
putting him at risk of getting seriously ill with COVID. He needs bloodwork done prior to these infusions, but
there have been huge backlogs in lab services making this very difficult to access. He needs to take transit for
the disabled to get to his lab, and then has experienced waiting in long line-ups. This does not feel safe to
Amelia or her husband.

Theme 3. Mental health concerns

Mental health is “the collateral damage” as one participant described. Almost all participants
noted concerns for either their own mental health or others’. Mental health is a two-pronged
challenge in the COVID context as it is impacted by isolation plus multiple layers of pandemic
stress. At the same time, services and supports for mental health have been reduced or
eliminated. Many expressed their concern about managing what was described as “the tsunami
of mental health issues” to come given the need for mental health supports seems to be poorly
recognized by provincial health systems.
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Participant Experiences: a snapshot
(Mental health concerns)
note: real names are not used

As the primary caregiver for her mother with Alzheimer’s, Tara continually worries about home-care staff
or herself bringing the virus back to the home she shares with her mother. This fear is heightened when she
uses public transit to get where she needs to go. The mental health supports and a program, her “second
home,” that helped her manage her clinical depression disappeared or changed dramatically. Tara finds
virtual sessions with her psychiatrist are less effective and she cannot afford any extra mental health
supports.

Angela is an active community member in a large town. She is mourning but adapting to her loss of
freedom and connection. Multiple high-risk health factors have kept her isolated in her home for the
duration of the pandemic, impacting her mental health. She misses her church and seeing her friends and
her daughter. Costs are a consideration, but she is paying for a therapist who she meets with online. She is
worried about how she will adjust post-pandemic.

Kelly is a health care navigator who helps newcomers to Canada journey through the healthcare system.
Kelly and her colleagues observe their clients are increasingly in need of mental health support. Kelly
recently spent a night in Emergency at the side of a client experiencing a mental health crisis. They felt
dismissed, disrespected and hurt by lack of both cultural and mental health awareness. Kelly felt that the
poor manner in which they were treated in Emergency was due to discrimination based on their race.
Shortly after, Kelly again faced this kind of discrimination personally during an Emergency room visit
following a car accident. She was in severe pain and distress but was told by an emergency responder to
stop crying as she was “shaming herself.” She described feeling “emotionally and mentally abused and
physically neglected.”

Theme 4. Health risk factors and heightened fear

A person’s caution level in the pandemic is tied to the level of risk of infection for themselves or
someone they care about. People who are at risk of severe virus outcomes, because they are
immuno-compromised or have another health condition or disability that puts them at risk,
have a heightened sense of fear as do those that support them. Day-to-day activities like
grocery shopping or a trip to the pharmacy are stressful and out of the question for some. And
protecting one family member may mean isolation for the whole family.
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Participants supporting those with complex needs or at high risk themselves felt that others,
including friends and family, often do not respect or understand their situation. They said this
situation creates distrust of others and increases their fear of going outside their homes.
“People don’t have that lens of understanding,” said one participant.

Families with loved ones in LTC or a congregate environment, such as a group home, worry
about the safety of staff coming and going and the risks they bring with them. Participants that
rely on home care often have the same fears around staff entering their home.

Alberta and Ontario participants felt that contact tracing was poor in their province which
added to their anxiety about going into the public. Others felt that their provincial governments
and/or public health officials were not providing the detail about case numbers and outbreaks
they felt they needed to make informed choices about what was safe to do in their local
contexts.

Participant Experiences: a shapshot
(Health risk factors and heightened fear)

note: real names are not used

Kathy has two daughters and a son-in-law each with Down Syndrome. She says, “with their risk level her
biggest challenge is dealing with the fear of her children getting COVID.” She feels she is constantly asking
for understanding and “policing” other people to do the right thing. Her oldest daughter had a psychiatrist
appointment. “I am told they have masks and hand sanitizers. But here | am going with my daughter in a
small, tiny room. Could they not find anything bigger with maybe a window to open? Just because you
have hand sanitizer and a mask it doesn’t mean it’s safe.”

Judy lives has a daughter with a rare disorder and complex needs. She does not trust that her daughter will
be safe at school. Judy is staying at home to care for her daughter but struggled to convince her employer
of her daughter’s risk and the need for her to stay home as an essential caregiver.

Theme 5. Income insecurity

For the majority of participants, overcoming challenges like loss of services or programs means
spending money to find alternatives. For other participants this is not a financial option.
Increased costs of groceries and other supplies during the pandemic, loss of jobs and
uncertainty about the future add to pre-existing financial worries and food insecurity. Many
participants expressed gratitude that they were in a financial position to adjust as needed to
the pandemic, but they worried about those who cannot.
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Participant Experiences: a shapshot
(Income Insecurity)
(note: real names are not used)

Claire is a grandmother living in a trailer park community on the outskirts of a large city who takes

care of her granddaughter with disabilities. Her community is very supportive, but she misses her

church programs and dinners that were part of their social life and helped her stretch their food

budget over the month. She finds that the cost of groceries is increasing and sometimes she does

without to ensure her granddaughter has what she needs.

Sonja is a young mother whose husband lost his job due to COVID. She is caring for a toddler and an

infant, and this year also navigated pregnancy and a newborn in a new country and health system. She

is concerned for her family’s economic future.

6.1.1. Participant experiences overview table

(Table 1.)

THEME

DESCRIPTION

ISOLATION AND
LONELINESS

LOSS OF CARE,
SERVICES AND
SUPPORT

MENTAL HEALTH
CONCERNS

Engagement insights:

LTC residents: Concerns expressed about the physical and mental impacts of isolation;
participants also missed being with their loved ones.

Essential partners in care: The view that family caregivers are “vectors of disease”, and
not essential partners in care, increased the isolation for patients & LTC residents.
People at high-risk (of infection &/or severe iliness): The need for caution increased fear
and isolation, impacting whole families.

Youth and children: Concerns expressed about the impact of isolation on kids and young
people, and challenges faced by families with children - including those with complex
needs.

Children or adults with complex health or cognitive challenge: Many services they
needed “disappeared” during the pandemic or were slow to return.

Health routines and healthcare: Accessing specialists, tests and lab testing has been a
challenge for many due to eliminated or reduced hours of service.

Losses of family support at critical times: Families experiencing deaths and births,
deeply missed the traditions that help with navigation, and the support provided by
friends and families.

A one-size-fits all approach: Given the unequal impact of public health restrictions,
some wondered whether more tailored approaches were required.

Heightened concerns with mental health: Both fear about COVID infection, and the
impacts of the public health restrictions, have increased anxiety, stress and other
mental health concerns.
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HEALTH RISK
FACTORS AND
HEIGHTENED
FEAR

INCOME
INSECURITY

Lack of access to mental health services: Many people lost existing services, and others
struggled to find new services during the pandemic; mental healthcare seemed to be
viewed by our systems as less essential than physical healthcare.

People who are at increased risk of infection &/or severe virus outcomes have a

heightened sense of fear as do those that support them. Situations that heighten this

fear include:

- Lack of understanding by friends, families and public that they are at increased risk

- Worry that staff providing care in facilities, or in the home, may put them at risk

- Lack of transparency of, and trust in, information needed to feel safe (e.g., contract
tracing, cases numbers, outbreaks)

Income insecurity increases challenges of accessing needed services and supplies, such
as:

- Private services (e.g., psychology, respite)

- Needed PPE

- Groceries and other products that have increased in price during the pandemic

COVID places a spotlight on the critical nature of the supply chain behind our healthcare and
public health system —an importance that until February 2020, most of our participants said

they had never previously thought about. From lack of hand sanitizer, cleaning supplies, masks,

food, to rapid COVID tests, prescription restrictions and vaccine roll-out and priorities,

participants shared their experiences and thoughts related to getting the supplies and products

they needed during the pandemic.

6.2.1.Accessing supplies and products

PPE, cleaning and medical supplies

Participants most frequently cited items such as masks, hand sanitizer and cleaning products as

items they initially sought out when the pandemic began. Many people mentioned buying

handmade masks and making them or receiving them from friends and neighbors. One person

was glad to see that the government of Alberta supplied a few free masks to everyone and

made access easy via fast-food drive-thrus. Further into the pandemic, some accessed K94

masks. Others mentioned stocking up on extra over-the-counter cold and flu medications.
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Concerns that surfaced about PPE include:

e Lack of PPE available initially for staff at LTC residences and other congregate care
settings.

e Poor quality of masks for the public including lack of certified safety standards for
masks. “You can buy a two-dollar mask at the Dollar Store and think it’s safe but is it?”
asked a participant.

e Lack of training and follow-up monitoring for LTC staff for proper use of PPE. “You can
give them all the PPE you have but it doesn’t matter if they don’t use it properly,” said a
participant who took the Red Cross Preventing Disease Transmission course online two
times to ensure he was using his PPE properly in order to care for his wife.

e Lack of training and then trust for the public to use PPE properly so they can be with
their loved ones in hospitals, LTC or other congregate settings.

e Businesses needing to jockey for priority in both PPE and cleaning supplies to keep
employees safe.

e Confusion about the best mask to wear and if two masks are required with variants on
the rise.

Supplies needed for people with complex care needs

Caregivers of people with disabilities generally had the same shopping list as others. One
participant said there were concerns initially about having home-care supplies such as feeding
tubes, oxygen supplies, and suction supplies. But she felt those concerns abated over time
while another expressed concern about access and home-care supply support for those living in
remote locations. She also said they were relieved to have an oxygen condenser as part of their
home-care supplies as she knew they were in low supply with patients leaving the hospital with
them after COVID treatment. Another parent purchased an oxygen saturation monitor so they
could avoid trips to the hospital. Other participants commented that “disability moms” are
adept at being prepared and paying attention to the situation. Some mentioned that they had
masks and supplies long before most others were concerned.

Groceries

In terms of staying safe and well and thinking about the supply chain, groceries were often
discussed. Some admitted to overbuying pantry items in the beginning of the pandemic. Others
noted an increase in grocery prices and struggles related to that. For those who relied on public
transport to get around, going to more than one store to find needed groceries was described
as both time-consuming and risky; in that they increased their exposure to the virus.
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Prescriptions

A number of participants commented on limits to prescription refills. Early on the pandemic,
many pharmacies were no longer able to provide three-month (or longer) supplies of
prescription medications. Many now need to be filled monthly which is not only inconvenient
but adds dispensing and delivery fee expenses. Those unable to afford delivery fees
commented on how needing to go to into a pharmacy more frequency increased their potential
exposure to the virus. Some participants with chronic health issues suspected restrictions might
occur so they stocked-up before these restrictions were imposed. Others have good
relationships with their doctor or pharmacist who alerted them prior to stock-up on
prescriptions.

In-store shopping, online shopping and delivery

Most participants said they shopped online more. One participant said, “l buy from Amazon. |
swore | would never do that, but | am now, and I'll probably keep doing it.” Others also took
advantage of pick-up services and food delivery but some with limited incomes mentioned that
delivery fees added to their increasing costs. One participant commented on how much he and
his wife appreciate and use the designated senior’s hours that many grocery stores
implemented.

Participant Experiences: a snapshot
(note: real names are not used)

Once masks were recommended, Max could not find any for his family in Ontario. He ordered 500
online from China, they arrived a month and a half later. He also noted that the bottle of hand
sanitizer he bought in January 2020 was $3.00 and in March 2020 it was $15.00.

Liza noted that there were many scams online for sought-after items. She tried to buy masks online.
When her orders arrived she found they were all poor quality and far below the quantity she ordered
and paid for.

One participant described grassroots community outreach she is involved in to support seniors in her
neighbourhood. Community members use a buddy system, connecting with seniors to shop for
needed groceries and supplies including pharmaceuticals.

Nancy has severe asthma and a heart condition. During the pandemic her prescription refills are

limited to a one-month supply. She feels anxious at night, concerned that if she has an asthma
attack, her inhaler might run out and pharmacies will be closed for help.
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6.2.2. COVID testing and vaccinations

COVID tests, or lack of tests were frequent topics of discussion in interviews and group
conversations, and vaccinations were at the forefront of conversations. These topics and the
experiences behind them are particularly important from a supply chain perspective as they
reflect the planning and processes behind the last step of the supply chain — getting tests and
vaccines to the citizens who need them.

COVID testing

In long-term care

For people supporting loved ones in LTC there were mixed reviews depending on the facility.
Some said they were impressed and pleased with regular asymptomatic testing for patients and
staff. Others said there was not enough scheduled and consistent testing in the setting where
their loved one resided. One person was told there was regular testing but saw no evidence of
it. “The outbreak results speak for themselves,” he said. He would like to see facilities provide
more transparent information about facility testing numbers and schedules.

Public testing
People in the community who required COVID tests also had mixed reviews. Some felt the
testing process was accessible and easy and had good experiences. Others shared challenging
experiences including:

e Longlines

e Feeling unsafe, due to the need to wait in busy public spaces

e Confusing information about how long you have to wait to get test results back

e Aslow start to testing at the beginning of the pandemic

Asymptomatic testing was something participants said they would like to see more of for the
general public. This seemed to be an issue particularly for those who are working frontline jobs,
and those who are at increased risk or supporting someone at increased risk. “It’s just more
information. Wouldn’t having an asymptomatic test available make someone at risk feel
better?” asked a participant.

Rapid tests were brought up by many who wondered why they were not more readily available
and if they could make a difference in tracking and reducing infection. Those with loved ones
living in LTC or group homes, wondered if they could have helped the dire situation in many
care homes.
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Anti-body testing and its availability was questioned in one group discussion. Some participants
felt they may have had COVID very early in 2020 and would like to be able to verify that. In an
interview, one participant from Saskatchewan said she paid for COVID anti-body testing
through a private laboratory.

Vaccinations

Given this engagement process was undertaken in the midst of Canada’s vaccination roll-out, it
is not a surprise that the most common discussion area of concern, with respect to what people
said they needed to keep them and others safe and well, was access to vaccinations.
Conversations typically focused on prioritization decisions made by governments, information
and communication, and roll-out planning and logistics.

Prioritization

“l would gladly step aside and give up my vaccination spot for someone like a teacher or a
fireman or EMS or someone who needs it more. It bothers me that these people that we really
depend on are being forced to wait.” said a 71-year-old participant from Alberta. Across all
provinces, participants questioned the decisions made about who gets vaccinated when. While
everyone agreed that people living in LTC settings and seniors over 80 living anywhere should
go first, most people feel conflicted, confused, and in some cases angry about the criteria used
to prioritize the groups to follow. The widely different approaches to implementation and
prioritizing across provinces adds to the confusion about the criteria being used. If it was based
on evidence, shouldn’t the criteria being used for prioritization be the same across Canada?

High risk factors beyond age have not been considered in all provinces. “The message doesn’t
seem to be getting through that these young people are at risk,” said an Ontario mother with a
son with complex health needs. “By basing vaccination priority solely on age, they are
discriminating against younger, disabled people. Access is not equitable, as it not based on true
risk,” said one mother of child with Down Syndrome.

A lack of public consultation was noted by participants as an issue. They felt there has been

adequate time and notice to talk to citizens in order understand our values regarding priorities
for vaccinations.
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Information and communication

People said they feel overwhelmed by the volume of information about vaccines, yet they do

not feel they have the information they need. Rather than provincial health services’

information sites and sources, some are getting their information from other sources they trust

including epidemiologists and infectious disease specialists on social media, their own doctors

and pharmacists, friends, family and experts from other countries such as Dr. Fauci.

Information is primarily ineffective for participants on two levels:

e Effectiveness and safety of vaccines

o

People hear contradictory information about the AstraZeneca vaccine from media
and are concerned about it.

People wonder if one vaccine is better than another given their particular health
situation.

Information does not reflect the ethnocultural nature of our society. Much
information is not translated and is rarely accessible to people who may also be
illiterate in their first language. One outcome is that newcomers to Canada are often
getting their vaccine information from ‘home’ where information about
effectiveness and safety may not be correct.

One participant said he received no information about the potential side effects of
the vaccine when he received it. After feeling unwell the next day, he reached out to
medical connections to confirm what he was experiencing was a side effect.

e Vaccine timelines, sign-up procedures, and locations

o

o

Online information is hard to navigate, or may not be accessible at all

Information provided to residents in LTC is not adapted for a range of cognitive
levels, and there is a lack of information provided to families

Confusion about how to know when it is ‘your turn’ to get a vaccination. Some, for
example, thought that someone would call them when it was their turn, and so were
waiting.

Confusion around multiple locations and types of locations (e.g. health centre or
pharmacy)

Confusion about different methods and rates of roll-out across all provinces
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Mass vaccinations - planning and logistics

With the exception of those in Nova Scotia, participants are generally dismayed with the roll-
out of vaccinations federally and provincially. They are concerned about the number of people
vaccinated to-date. “Explain to us why other countries who also do not have vaccine factories
are doing better than us?” asked a participant. Another participant said, “l worry that there
may be a little too much effort on Alberta Health to make sure the wrong people aren’t
vaccinated, and it gets in the way of just getting the vaccine out.”

Participants acknowledged that the vaccination situation is challenging, “I realize that the
demand is much higher than the supply and that the manpower might not be there either,”
said a participant. Still, the mass vaccination coordination made some participants question “if
the right people are in place to be planning these kinds of things,” as one participant put it.
Concerns around the organization of mass vaccinations include:

e Surprise at underestimating the demand for online registration systems and opening
registration using systems that could not handle the load. One participant said it took
her 450 tries to get an appointment for her mother.

e Emphasis on online registration for seniors when computers are a barrier for many. “It’s
like asking my mother to run a marathon to use a computer,” said one participant of her
mother with dementia.

e Questioning vaccination location choices that seem inappropriate; long distances to
travel for some, not senior or people with disabilities-friendly (e.g. convention centres),
and not conducive to social distancing.

e Having to stand in line-ups where social distancing was difficult was a big concern for
many.

Participants thought improvements to the vaccination roll-out could be made by:

e Gaining a better understanding of citizen needs and optimal processes through
engagement with the community and pilot testing in communities

e Starting with smaller groups in the beginning of registration rather opening up to a large
demographic range

e Empowering the community and asking for help. “How can we help? If you want to do
this safely why aren’t you engaging the community to help?... If you want a building and
an event so people are safe, just ask a Rotarian, engage people,” said a participant.
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Participant Experiences: a shapshot
(note: real names are not used)

COVID testing

Mandy’s husband was very ill over the summer and fall and it took some time for doctors to diagnose him. He
needed to get a test to rule out if he had COVID, prior to a hospital appointment. In the middle of the
summer, on a very hot day they stood in line outside for four and a half hours to get his test. As far as they
knew, it was the only way to access a test at the time.

Jake is 23 and works on the front-line in retail in Alberta. He was excited to begin a new job in late March
2020. However, he woke up with a bad cough on his second day of work. He was advised by health services
that there were not enough tests available, and he needed to quarantine. He remained home for 14 days
without pay and felt his new employer believed he was taking advantage of COVID to skip work.

Betty lives in Nova Scotia and works with youth. She is able to get asymptomatic testing easily and took
advantage of that a couple times when activities were allowed. She is pleased to see they have recently
opened rapid testing and appointment only regular testing sites for people who are asymptomatic.

Vaccinations

“It is like the wolf outside our door” says Elena, a mother of five. Her teen-age son has a type of disability that
puts him at a much higher risk of getting extremely ill or dying from COVID. He had an active social life in his
final year of school prior to COVID, but he has not been back to school since March 2020. His family does not

trust that schools are safe for him. He says he “feels trapped.” For Elena, the fact that people with disabilities
and high risk have not been prioritized for vaccinations in her province is a reflection of the value government
places on the lives of people with disabilities.

Leslie lives in Alberta. She is concerned about her 83-year-old mother in Toronto who needs to go to the
Toronto Convention Centre for her vaccination. Her mother uses a walker and Leslie knows that getting to the
vaccination site will take a lot out of her mother.

Mike was recently vaccinated in Alberta. “I participated in the Alberta experiment on how to insufficiently
prepare,” he said. Mike spent all day trying to register for his vaccination online after many system failures,
repeatedly getting redirected back to the start. He finally was able to book an appointment at 11 pm that
night. “They had to have known all of us would try to get on.”

Cora went for a vaccination and found a long line-up and no social distancing. She observed that while all
stores now have space markers on the floor to remind people to keep a distance, there were none at the
vaccination site. “It was just helter-skelter.”

Jenna lives in Nova Scotia. Her mother is in a private LTC setting that is connected to a public one. The

residents on the public side got their vaccination on-site but those on the private side did not. Jenna will have
to make an appointment for her mother and drive her to a community vaccination clinic.
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6.2.2. Perceptions of the health system supply chain: our vulnerability

“I am used to getting whatever | want when | want it,” said a participant, For the first time,
many participants realized that we are vulnerable. They saw that there are times when getting
the things we need is challenging. “I realize how vulnerable we are now. | realize how important
people like truck drivers are,” said one participant. People often reflected on the health system
supply chain in relation to supply chain in general. For example, in the early days of the
pandemic they recalled the impact of seeing empty grocery store shelves and the fear and
alarm that raised. Others reflected on the supply chain in terms of the impact to their work and
the challenges of getting the supplies they need for themselves and their customers.

For some, watching the news of potential supply shortages in hospitals and seeing what other
countries were going through ahead of us was frightening, particularly for those supporting
people with special care needs. However, most acknowledged that they got the supplies they
needed eventually albeit often at a greater cost. People with experience with chronic health
conditions were more likely to prepare further in advance than others.

While there were examples of delays in getting supplies such as PPE in LTC and home care in
early stages, most felt confident that those services had the supplies they needed soon-after.

Participants also expressed their new awareness and concern about our vulnerability and
reliance as a country. “What | have learned is the importance of essential services and supply
chain, and having national origin of health related services from PPE to vaccines,” said one
participant. Another added,” It makes me believe that our system is more fragile than
promoted. We in Canada always hear that the public health system is strong, that it’s better
than the United States, but we now know its fragile. We know you need a strong backbone, a
strong production of PPE, vaccines and drugs in general in order to support the system. We
transferred everything to China and to the U.S. and we don’t produce any medicine. That is
something to think about for the future.”
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7. Participant experience & implications for the health system
supply chain

Through the engagement process five overarching, N
key themes arose from discussions about both \ o
participant experiences and our public health supply A
chain. The themes of lack of trust, information and o P
communication, a one-size fits all approach, citizen /" Aonesize
| fits all |
input, and pre-existing health system issues build off | approach
each other and are connected. S
1. Lack of trust ’ -

. . [ §|t|zen |
Of the five themes, lack of trust revealed itself most . input
prominently and is fueled by the other five themes. It N
was an underlying factor in conversations with po N

/ Pre-existing

participants who expressed their levels of trust in a “’ :‘yes:m \

number of areas: issues

/

e lack of trust in government

o Participants felt “the lines were blurred” between public health and politics. “They

started off responding OK but then the politician’s political stripes started to show
through,” said one participant.

o There was a view that government does not value lives. They saw a tension between

lives and the economy. Many felt the lives and freedoms of seniors and those with
disabilities were particularly undervalued - highlighted through vaccination
priorities.

People questioned the safety of schools.

Participants questioned the federal government’s vaccine procurement as well as a

lack of a cohesive national response.

o Participants in Nova Scotia were exceptions. They trusted their government and felt

they were doing a good job.

e lack of trust in public health

o Confusing, statistical information, delivered robotically (as one participant described

it) did not inspire or instill confidence.
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o People questioned how much influence the government had over Chief Medical
Officers in various provinces.

o There was confusion over the widely different provincial responses to the pandemic,
from restrictions to vaccinations. This made participants question which approach
made more sense and what evidence decisions were being made with.

o Problems with testing and vaccine roll-out decreased overall trust in the health
system.

o Concern over our vaccination supply and reliance on other countries.

e Lack of trustin LTC
o Seniors suffered mentally and physically through isolation not to mention outbreaks.
o Lack of access to their loved one.
o Lack of staff training and monitoring, poorly paid staff and lack of continuity of staff
pervades they system.
o Ageneral sense that in some residences, seniors do not get the care, emotional
support or observation they need.

e lack of trust in others
o Encounters with anti-maskers or having their caution level be put into question by

others was a challenge for many participants. Many felt unsafe in public and did not
trust that others were taking the right precautions or took into account their
heightened need for safety. “We aren’t all in this together,” said a participant.
Another participant recalled an experience of, “someone verbally attacking me
when | asked him to please stand back six feet. It scared me and | have not gone
back to a grocery store since.”
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Has your trust in the health system
increased or decreased since the start of
the pandemic?

During group
conversations we
polled participants
about their

satisfaction with the Stayed the same

federal government 34%

and their provincial

government. We also

asked about their

. Decreased
trust in our health 62%
system. Increased
4%
How satisfied are you with how the How satisfied are you with how your
federal governement managed the provincial governement managed the
pandemic this past year? pandemic this past year?

Very unsatisfied
19%

Very unsatisfied
11.9%

Neither satisfied of unsatisfied
27%

Neither satisfied of unsatisfied
22.8%

Unsatisfied
15%

Satisfied
7.9%

Very satisfied

Very satisfied
7.9%

8% Unsatisfied

S satisfied 49.5%
31%

2. Information and communication

“Information is its own supply chain,” said one participant, but the critical chain of information
was not effective for most participants creating a lack of trust in the information they heard.
Instead of government, public health or traditional media, many turned to trusted
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epidemiologists and physicians on social media, personal contacts in health care, and friends
and family for information.

Information and communication issues participants shared included:

e Too much statistical information that was not balanced with stories and personalized
information. “There are people behind those numbers,” said one participant.
e The unwillingness for leaders to be honest and show vulnerability by just saying ‘we
don’t know.’
e The lack of understanding of and commitment to ethnocultural communication needs.
And the lack of will to connect with ethnocultural communities to better understand
their needs.
e The feeling that government and public health are withholding information because it is
beyond our understanding or we don’t need to know; that is, they don’t seem to trust
and respect members of the public to be able to use this information.
e Information changing day-by-day giving the impression that “experts weren’t really
experts anymore,” said a participant. The initial strong denial by public health leaders
such as Theresa Tam that masks were ineffective and then the drastic change of
message put into question information to come. This example was frequently brought
up by participants.
e The assumption that everyone can get their information online.
e long-term care
o The feeling that information is being withheld because setting managers in LTC don’t
want to share the information or they think people can’t handle it.

o Families were sometimes left in the dark as to their loved ones’ situation and could
not reach people to get updates on their loved one.
For some, there was little transparency about staff testing and screening.
Information was not provided in a way to accommodate people with cognitive
challenges.

Information and communication issues help fuel lack of trust. Interestingly, some families with
loved ones in a LTC setting did not trust the management of the facilities nor the care their
loved one was receiving. In those instances, participants said communication and transparency
was poor. However, those that had loved ones in a facility with good communication such as
weekly town halls with management and regular access to floor nurses felt more confident in
the care of their loved one.
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3. A one-sized fits all approach

Measures to reduce the spread of COVID such as cancelling essential programs, services and
healthcare resulted in unintended consequences and challenges for many. Some participants
wondered if a one-size fits all approach makes sense and how we could better address the
unique situations of others by adjusting or removing restrictions as appropriate in a timely
manner. For example, rather than simply cancelling all mental health day programs, might it be
possible to keep them open and adjust how services are delivered? Could families travelling to
attend funerals and births be treated differently than those travelling for ‘pleasure’?

Participants understood that at the beginning of the pandemic there was much uncertainty.
However, they felt decisions to adjust restrictions could have been made more quickly once
unintended consequences became apparent.

Questioning a broad-sweep approach applies to communications as well, with many
participants not relating to the information provided or seeing themselves in it. Or, they simply
cannot access it due to technology barriers, lack of plain language, and lack of language or
cultural translations.

4. Citizen input and involvement

Participants understood that public health and government are “flying by the seat of their
pants” in many respects. They acknowledged that this is a new, extremely challenging situation.
However, many felt that as the pandemic progressed there were opportunities to involve
citizens and communities in planning and decision-making, particularly those related to the
freedoms of LTC residents and decisions related to vaccination planning and prioritization.
Many wanted and felt they were able to help in some capacity, either by providing insight or by
volunteering in a particular role. Reflecting back on the one-size-fits-all approach theme above,
is the importance of engaging diverse groups of people and communities in helping to
determine what would work in a variety of contexts emerged strongly.

5. Pre-existing health system issues

COVID revealed the cracks in our system. Many underlying, long-existing issues imbedded in
our healthcare system have been spotlighted and compounded by the pandemic, including:

e Seniors’ health, wellbeing and care. Participants spoke of:
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Inadequate training of staff.

Poor pay for staff resulting in the need to work in multiple locations.
Lack of staff continuity impacting care

Few emotional supports for residents

Inadequate communications with residents and their families.

o Disrespect of families and their role as patient partners

e Alack of embeddedness of the concept and practice of patient and family-centred care,

including:

o

o

A disregard for patient family caregivers and their critical role in caring for,
advocating for and supporting their loved one.

An inability to treat patients and their families with compassion, dignity and
respect.

Systemic racism, and a lack of cultural competency; ageism and ableism

e Bureaucracy

¢ Mental

(Table 2.)
THEME

health and its low priority in our system.

DESCRIPTION

LACK OF TRUST

INFORMATION
AND

A lack of trust emerged as the dominant theme, with contributing factors in these

four areas:

- Government: The government’s handling of the pandemic, including the
procurement and delivery of vaccines, and the perception they valued the
economy over people’s lives (and some lives more than others).

- Public health: Confusion about and politicization of public health messaging;
information, along with problems with COVID testing and the vaccine roll-out.

- LTC: Family caregivers being shutout of facilities, the mental and physical of
deterioration of residents caused by isolation, staffing problems, and often poor
quality of care.

- Others: Encounters with anti-maskers and people aggressively not ‘socially-
distanced’ contributed to distrust of others.

This is deeply inter-twined with trust:
- Alack of clear, transparent communication and information contributes to

COMMUNICATION distrust

Engagement insig

- Aninability to trust info provided by government or public health officials leads
to people turning to other sources

- Factors contributing to distrust in info include: statistical info not balanced with
personal info; not being honest about what they know and what they don’t; lack
of commitment to communicating to diverse communities; changing and/or
inconsistent info; a lack of transparency.
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A ONE-SIZE FITS Restrictions, service cancellations, patient-family visiting restrictions, and vaccination
ALL APPROACH priorities were perceived to be made without considering consequences for people
with different needs.

- Mental health, day programs, and school supports were cancelled for example

- Healthcare services were curtailed impacting health and increasing anxiety.
Across-the-board travel restrictions made supporting family challenging.

CITIZEN INPUT - Citizens bring a diversity of lived experience, along with additional knowledge
AND and skills; yet citizens and communities were rarely involved in supporting
INVOLVEMENT pandemic planning, decision-making or delivery of services (e.g., COVID testing,

vaccinations)
- Many felt their input and involvement could have made a positive difference,
including helping to mitigate the failure of a one-size-fits all approach

PRE-EXISTING COVID revealed the cracks in our health system, including:
HEALTH SYSTEM - Systemic racism, and a lack of cultural competency; ageism and ableism
ISSUES - Not treating patients and their families with compassion, dignity and respect

- Longstanding challenges regarding how we support senior’s health, wellbeing
and care in LTC
- Not recognizing family caregivers as essential partners in care

A better future for health system (health care and public health) supply chain
management

Thinking of supply chain management as the broad range of activities required to plan, control
and execute a product’s flow, through delivery to the final customer, information,
communication and trust emerged as essential to this flow. This engagement shed light onto
what would be helpful through future phases of the COVID-19 pandemic, and for future
pandemics to address many of the themes highlighted above - ultimately supporting people’s
access to the products and services they need to keep themselves, and others, safe and well.

People want to be able to access clear, useful information from a trusted source. Ideally this
trusted source should be our governments and our public health professionals. This information
should be based on the current science, and be shared in an honest, transparent, and
consistent manner. Many participants described the importance of using multiple channels of
communication, so that the information gets to everyone in ways that works easily for them.
Many people see their family and community as their most trusted information sources, making
it important to ensure that information is communicated in ways that can be easily shared with
others.
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Racism, ageism, ableism, and other kinds of discrimination are endemic in our health systems. If
we believe that our life or the life of someone we love is less valued by governments, public
health or LTC, we are not likely to trust the information or public safety measures they put in
place.

Seeking input from and involving citizens and communities in the development of messaging
and communication strategies could be a valuable mechanism for building trust. In addition to
information and communication, involving citizens and communities in the development of
delivery strategies for important products like COVID tests and vaccines, could help to ensure
both that the information about how to access these products is useful and the delivery
mechanisms developed work. Many participants shared innovative solutions to some of the
problems they and others experienced in getting access to COVID tests and vaccines. They also
expressed an interest in being involved to ensure that members of their communities could
easily access the products and services they needed. They are the experts in their community
and have a good understanding of what will work.

Finally, people need to trust we can have what we need as a country to get through a public
health emergency. Some people eloquently described the importance of building our in-house
capacity to make the products and services we need. This includes the ability to produce PPE,
equipment such as ventilators, COVID tests and related supplies, and vaccines.

7. What we've learned to create a better future

Moving to a new normal, one that’s better for all

Having the cracks in our health systems revealed by this pandemic provides an opportunity for
us to see more clearly, creating a sense of urgency to make needed changes. COVID did not
create these cracks, but we can no longer claim we do not know they exist. Many participants
either live with health conditions that put them at increased risk of COVID infection and/or
serious illness or are supporting others at-risk. They value government and public health
policies and decisions that clearly value people’s lives, and all people’s lives equally.

Stories participants shared about their experiences accessing healthcare services, and more
generally trying to stay safe and well over this past year, illustrated bias and discrimination
based on race, age, disability, weight and gender. Another crack made more visible is the lack of
the person-centred care in our healthcare systems. We need to build/rebuild trust in our
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governments and in our healthcare system (including LTC) at multiple levels: people to people,
organization to people, government to organizations and people.

Should we choose to take advantage of what have learned to create something different,
participants envision a healthcare system, where they are listened to, and treated with
compassion, dignity and respect; where there is an approach to care and service delivery that
values physical and mental health equally and recognizes their interconnectedness.

Participants shared some specific innovative ideas, focusing in two key areas, a person-centred
healthcare system, and healthy aging and seniors. These are summarized below.

Table 3: Ideas for a ‘new normal’

Focus area Description
Person-centred health - Embed virtual appointments, along with in-person appointments, in an
care system appropriate way

- Establish a team-based approach in healthcare, including LTC, where family
caregivers are seen as valuable members of these teams

- Good communication is a foundation of teamwork; family caregivers need
to be able access info when we need it (e.g., through shared digital health
records)

- The norm of care experiences should be compassion, dignity and respect

- Cultural competency requires both a willingness and the ability to provide
culturally competent services

Healthy agingand care | - LTC: more, better educated, well trained, and skilled staff; private rooms

for seniors - Keeping people in their homes longer, with new approaches to homecare
- Involving seniors, family caregivers and communities in this work of creating

a new approach

A final learning is that we can no longer afford to ignore the valuable lived experience that
people bring - knowledge that we need to use to inform practice and policy decisions that
impact people. Some stressed the importance of finding creative ways to get public input, to
engage citizens and communities in our planning for the next pandemic and of ongoing efforts
to create systems that work better for all people.

As this work demonstrates, a powerful way of sharing lived experiences is through stories.
Participants commented on the value of being able to tell their stories, and to hear the stories
of others. Some expressed hope for more opportunities for people to share their stories.
People on the frontlines of healthcare, and other service settings, can also share their stories.
Stories allow us the opportunity to make meaning of our experiences and foster a common
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language that we can use to talk to each other, helping to remove barriers to communication
and understanding.
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Appendix A

Guiding questions for interviews and/or group conversations

1. Life during the past year of this pandemic

- Living with chronic health issues putting them at increased risk of COVID, or supporting others at-risk?
- Living situation (i.e., housing, alone or with others)?

- Going to work or school, or doing so virtually?

- Using public transportation?

2. Challenges experienced staying safe and well during COVID
- How did they try and deal with this situation?

- What might have helped?

- Consequences of these challenges?

3. Accessing needed services and supplies

- Could they access what they need/ed?

- Barriers to accessing what they need/ed, and overcoming these?
- Consequences of not accessing what they need/ed?

4. Insights on supply chains for health and healthcare
- Government and health system leaders’ handling of supply chains?
- Actual and desired information sources re supplies and services?

5. Looking ahead, what is ‘top of mind’ re continuing to stay safe and well
- Whatis needed, and confidence re being able to access this?
- Access to vaccines, and views on prioritizing who gets access and how?

6. Hopes for the future
- What have we learned over this past year that we can build on to make things better?
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Appendix B

Participants faced significant challenges but many also commented on their resilience and the
resilience of others. Participants shared the approaches they took to help with some of the
challenges they faced. These include:

e Leveraging technology to maintain connections. Most agreed technology was not a
proxy for face-to-face connections or hugs, but it helped.

e Maintaining community connections by reaching out to neighbours and helping others.
For some, maintaining those community connections also meant going outside of their
comfort zone to ask others for help.

e Getting outside as much as possible and walking. One participant described her deep
gratitude for the large nature park near her home.

e Staying informed by finding and accessing trusted sources of information. This helped
ease anxiety for some while others felt overwhelmed by information and news so chose
to limit their exposure.

e Starting advocacy campaigns and contacting government representatives to express
concerns and seek answers.

e Staying as informed as possible about actions and events in their loved ones’ LTC
setting.
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