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Abstract.

Background: The COVID-19 pandemic is impacting the physical and emotional health of older adults living with dementia
and their care partners.

Objective: Using a patient-centered approach, we explored the experiences and needs of people living with dementia and
their care partners during the COVID-19 pandemic as part of an ongoing evaluation of dementia support services in British
Columbia, Canada.

Methods: A survey instrument was developed around the priorities identified in the context of the COVID-19 and Dementia
Task Force convened by the Alzheimer Society of Canada.

Results: A total of 417 surveys were analyzed. Overall, respondents were able to access information that was helpful for
maintaining their own health and managing a period of social distancing. Care partners reported a number of serious concerns,
including the inability to visit the person that they care for in long-term or palliative care. Participants also reported that
the pandemic increased their levels of stress overall and that they felt lonelier and more isolated than they did before the
pandemic. The use of technology was reported as a way to connect socially with their loved ones, with the majority of
participants connecting with others at least twice per week.

Conclusion: Looking at the complex effects of a global pandemic through the experiences of people living with dementia
and their care partners is vital to inform healthcare priorities to restore their quality of life and health and better prepare for
the future.

Keywords: Aged, Alzheimer’s disease, caregiver burnout, carers, COVID-19, dementia, health services for the aged, pan-
demic, social isolation

INTRODUCTION priorities for health care services. The COVID-19
pandemic that surfaced in late 2019 has resulted in

In the midst of the current global health crisis, it governments being called to action to manage the

is especially important to capture the lived experi- spread of the virus by limiting travel and closing
ences of older adults and their care partners to inform businesses, disrupting the daily lives and routines of
everyone. Public health authorities have advised dras-
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distancing, limiting public gatherings, and restricting
outings outside of the home. With these measures,
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there is an urgent need to focus on restoring and
improving the quality of life and health outcomes for
all people, particularly those who are vulnerable.

The COVID-19 pandemic has had important neg-
ative consequences for the lives of older adults as
the virus has a significant impact on their physi-
cal and emotional health. According to the World
Health Organization (WHO), older adults are at a
greater risk of severe illness if they contract COVID-
19 due to “physiological changes that come with
ageing and potential underlying health conditions”
[1]. The Centers for Disease Control and Prevention
(CDC) reported that to date, 8 out of 10 COVID-19
related deaths in the United States have been among
adults aged 65 years and older [2]. For the province
of British Columbia in Canada, where the present
study was conducted, the first confirmed case was
reported on January 26, 2020, and a provincial state
of emergency was declared March 18,2020 [3]. Addi-
tional risk factors included being over the age of 50,
male, or having at least one chronic condition [4]. In
addition, older adults living in long-term care facil-
ities are at a higher risk for adverse outcomes due
to their close proximity to others [5] and daily care
needs [6]. With new regulations that have been imple-
mented rapidly with limited preparation time, daily
routines and activities have had to quickly adapt,
especially for people living with dementia and their
care partners. People living with dementia may be
more restricted and confined within the home without
opportunities to step out to get groceries, attend reg-
ular health care services, receive home care support,
or access community supports and social networks.
As in-person support has been temporarily suspended
or transitioned to a virtual setting, for many the only
option for social connectedness has been through the
use of technology such as video calls, where avail-
able. In addition, families and care partners may
encounter challenges in caring for a loved one liv-
ing with dementia, such the inability to physically
see their loved ones in a long-term care home.

This new and rapidly evolving context is leading to
important ethical and social issues in dementia care.
The rising rate of infected individuals puts a strain
on the number of available hospital beds, ICU bed,
and ventilators [7, 8], as well as available doctors and
nurses to provide care if they become ill or quaran-
tined [9]. Concerns have also been raised regarding
the allocation of resources including vaccines and
therapies to combat the virus [8, 10]. Social isola-
tion and feelings of loneliness have been reported in
older adults due to factors such as bereavement and

living alone [11], which puts them at a greater risk
of poor physical and mental health, higher mortality,
and dementia [12]. With the extreme measures imple-
mented as a result of the ongoing global pandemic,
the well-being of people living with dementia and
their care partners is of increased concern. For people
living with dementia, whether at home or in long-
term care facilities, they may feel heightened levels of
loneliness as families and care partners are kept from
visiting [13]. Beyond loneliness, limitations on visits
also impact representation and advocacy for this pop-
ulation, with important negative consequences, such
as instances where residents of long-term care facil-
ities have been treated with potential pharmaceutical
interventions without their consent [14]. As for care
partners who are practicing social distancing, they
may develop unhealthy coping habits due to isolation.

The impact of COVID-19 and associated health
policies on individuals living with dementia is the
subject of active research, including investigations
of effects on neuropsychiatric symptoms [15], pos-
sible biological interactions between COVID-19
and Alzheimer’s disease [16], access to COVID-19
treatment for dementia patients [17], and actions
that might mitigate harm to this group [18]. How-
ever, patient and provider perspectives on healthcare
decisions often differ [19]. Therefore, it is impor-
tant to develop pandemic-specific dementia services
together with the populations who will use them:
individuals with a lived experience of dementia and
their care partners. As part of an ongoing evaluation
of dementia support services in British Columbia,
Canada, we aimed to better understand the experi-
ences and needs of people living with dementia and
their care partners during the COVID-19 pandemic.

METHODS

All study protocols were approved by the Univer-
sity of British Columbia Behavioural Research Ethics
Board. In close collaboration with Alzheimer Society
of British Columbia, a survey instrument was devel-
oped for both people living with dementia and their
care partners around the priorities identified in the
context of the COVID-19 and Dementia Task Force
convened by the Alzheimer Society of Canada [20].

The survey was piloted by the research team and
persons with lived experience of dementia and refined
before launching using Qualtrics survey software on
June 8, 2020. Participants were recruited from the
Alzheimer Society of B.C. as well as through relevant
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Twitter accounts. Inclusion criteria for participation
in the survey were: 1) the ability to read and write
English, 2) aged 19 or older, 3) self-identifies as hav-
ing lived experience of dementia or is in a care partner
role for someone living with dementia.

Consent was obtained on the landing page of the
survey and in line with COVID-19-specific research
ethics protocols, participants were informed that the
survey consisted of questions regarding the COVID-
19 pandemic and were asked not to consent if they did
not wish to answer questions about the pandemic. The
survey instruments included questions around the fol-
lowing themes: 1) information and resource needs, 2)
caring for someone living with dementia during the
COVID-19 pandemic (specific to care partner sur-
veys), 3) mental health and well-being needs, 4) the
use of technology for social connection during the
pandemic.

Responses for a participant were excluded from
analysis if respondents responded to fewer than three
content (i.e., non-demographic) questions. Survey
data were visualized using the ggplot2 package in
RStudio software [21]. Where indicated in the results,
for simplicity of visualizations we sometimes col-
lapsed responses on 5- and 7-point scales into three
bins (e.g., a scale ranging from strongly disagree to
strongly agree collapsed down to three bins: disagree,
neither agree nor disagree, and agree).

RESULTS
Sample

A total of 498 participant surveys were collected
between June 8, 2020 and August 19, 2020. From
these, n = 81 were excluded for failing to respond to at
least three content (i.e., non-demographic) questions,
resulting in a final sample of 395 care partners and
22 individuals with lived experiences of dementia.
In addition, all responses were read by the research
team to ensure their relevance to the study. Where
percentages are reported below for both groups, the
order is as follows: (care partners, persons living with
dementia).

Participant information

Respondents ranged from their twenties to their
eighties, with the largest group in both cohorts (per-
sons with lived experience of dementia and care
partners) being those in their seventies (Fig. 1).
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Fig. 1. Age of survey respondents (when reported).

The care partner sample was primarily female (310
women and 84 men) while the lived experience sam-
ple was evenly split between male and female subjects
(n=11 each). The majority of respondents across
both groups were White/Caucasian (n=376), with
some respondents identifying as Chinese (n=15),
Indigenous Canadian or Native American (n =3), and
Japanese (n=3).

Information and resource needs

The most common sources of COVID-19 spe-
cific information that participants reported using were
news on television (68% and 77% of care partner and
live experience respondents, respectively), news web-
sites (65%, 77%), the British Columbia Ministry of
Health (56%, 41%), family and friends (29%, 41%)
(Fig. 2).

Participants were asked about the relevance of the
information that they accessed (Fig. 3). A majority
of respondents somewhat agreed, agreed, or strongly
agreed that the information that they had been able
to access information was helpful to them in main-
taining their own health (74% of care partners, 86%
of the lived experience group), and that they had
been able to access information helpful for main-
taining a period of social distancing (70%, 77%).
The care partner group was less likely than the lived
experience group to agree that they had been able to
access information helpful for maintaining a period
of social distancing (44% versus 63%). When asked
about the impact of pandemic-specific information,
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Fig. 2. Responses to the question “Where have you been getting
information about the COVID-19 pandemic?”.

| have been able to
| have been able to access information that
access information that : : :
: : R is helpful in managing a
is helpful in maintaining e ot ansial
my own health. pallc.olaocie
distancing.
1004
754
0]
o
(=)} 4
2 50
X
254
0-

.Care Partner
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information access questions.

Lived Experience

respondents indicated that, overall, they found this
information somewhat or very stressful (29%, 23%),
neither stressful nor reassuring (23%, 23%), or some-
what or very reassuring (48%, 54%).

Access to dementia-specific information was
important for care partners (Fig. 4). Over half of
care partners agreed that they had been able to access
information that was helpful in maintaining the health
of the person living with dementia that they cared for
(62%), that they had been able to access find infor-

mation specific to their needs as a care partner (56%)
and that they had been able to access information that
was helpful in doing so during a pandemic (48%).

We also asked participants about additional infor-
mation that they might like to receive. Care partners
prioritized learning about care options including
long-term care (37%), respite care (37%), self-care
(33%), and home care (32%) The lived experience
group expressed most interest in receiving additional
information about self-care (50%), followed by care
options like long-term care (23%), respite care (18%),
and home care (14%). The two most popular formats
to receive such information were written format. e.g..
email (77%, 86%) and via online dementia education
webinar (29%, 50%).

Concerns around caring for someone living with
dementia

We collected responses from care partners
caring for individuals across dementia stages
(early stage/managing independently: 9%, mid-
dle stage/requiring moderate support: 46%, late
stage/dependent on support: 40%). Respondents were
engaged in a number of different care arrangements,
including being the only carer (46%), receiving sup-
port within the home (13%), caring for an individual
in long-term care (27%), and caring for someone
receiving palliative care (1%; n=2). These care part-
ners were asked a series of questions in the survey
regarding their caregiving-specific concerns during
the pandemic. Note that some questions were not
posed to all groups (e.g., only those who indicated
receiving home care were asked about changing avail-
ability of home care).

Across care situations, there were a number of
items of high concern (Fig. 5). These included, in
order of importance: not being able to visit the person
that they care for in long-term or palliative care (98%
of all respondents, pooled across relevant groups), the
person they cared for being infected with COVID-19
(90%), access to therapy and/or a vaccine for COVID-
19 in the future (90%), the possibility that care staff
might bring the virus into their homes (87%), reduc-
tions in home care support (86%), that the person
they care for might have difficulty understanding the
virus or social distancing recommendations (85%),
changing levels of care available (83%), the possibil-
ity of becoming infected themselves (80%), increased
responsibilities as a care partner (80%), availability
of hospital resources for people living with demen-
tia (75%), being responsible for new home care tasks
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Fig. 4. Responses to items about the helpfulness of information that respondents had accessed.

as a result of the pandemic (64%), not being able to
connect with care teams (59%), developing unhealthy
habits themselves during COVID-19 (50%), and not
being present with the person they care for at the
time of their death (one of the n=2 palliative care
partners). Access to physical resources like medical
and household supplies and adequate financial sup-
port were also concerns for 33—41% of care partners.
An additional theme that emerged from respondents’
free-form comments was an inability to take a break
from providing care.

Mental health and well-being needs

The pandemic and resulting public health rec-
ommendations in place had an impact on the
participants’ well-being (Fig. 6). The majority of both
groups agreed or strongly agreed that the pandemic
had increased their stress overall (58%, 62%). Fewer
than half felt that they had been able to manage their
stress (34%, 38%).

Respondents engaged in a number of activities in
order to manage their stress and maintain their well-
being, including talking to friends and family (84 %,
77%), walking around the neighborhood (68%, 86%),
watching TV (60%, 59%), engaging in household
work (64%, 55%), using the internet (60%, 50%),
and exercising (51%, 55%).

A 3-item short scale on loneliness was adapted
from Hughes et al. and included in the survey [22]
(Fig. 7). In addition to the stress they were expe-
riencing, the majority of participants reported that
some of the time or often they felt isolated (74%,
81%), left out (63%, 81%), and lacking companion-
ship (70%, 76%). When comparing their current level
of isolation to their feelings before the COVID-19

pandemic, most reported feeling more isolated or
somewhat more isolated (89%, 83%).

Technology and social connection

As a result of social and physical distancing to
prevent the spread of the virus, many people had to
quickly adapt and transition to a virtual setting for
social connection. The majority (86%, 95%) reported
that they had been able to socialize and connect
with other people during the pandemic. They did so
via cell phone or smartphone (66%, 68%), in per-
son (58%, 68%), via devices like laptops and tablets
(73%, 59%), and home phones (63%, 55%).

In terms of frequency of social connection, the
majority of participants (79%, 75%) reported that
such connections occurred at least twice per week
(Fig. 8). However, 8% of care partners and 15% of
those with lived experiences of dementia reported
connecting with others less than once per week.

In terms of the quality of technology-mediated
interactions, 19% of care partners and 36% of the
lived experience group reported that using technology
to connect with others felt the same as interacting with
them in person. However, many reported that they felt
comfortable using technology to connect with others
(65%, 68%), and many indicated that they were inter-
ested in learning more about using technology in this
way (32%, 50%).

A majority of respondents reported using tech-
nology to connect with other during the pandemic
without technical issues (58%, 55%). When issues
did come up, they included problems logging in (5%,
36%), issues with sound (11%, 23%), not being famil-
iar with how the technology worked (11%, 23%),
issues with video (9%, 23%), internet quality (13%,
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9%), privacy concerns (10%, 5%), and battery issues
(1%, 9%) (Fig. 9).

DISCUSSION

The findings from this provincial survey highlight
the impact of the global pandemic on people living
with dementia and their families and care partners.
This survey outlined several actionable priorities for
this population surrounding additional information
resources, specific concerns that arise for caregivers
during the pandemic, and insight to their mental
health and well-being needs with a focus on social
connection and isolation during this time.

Respondents looked to a number of sources for
information about the COVID-19 virus. While the
majority of participants were able to access infor-
mation about the pandemic, many reported that the
information they found was stressful. The need for
additional information also differed between the two
groups we contacted; care partners wanted more
information about care resources while people living
with dementia were interested in learning more about
self-care. This provides an opportunity to improve the
access to quality information around the pandemic
and highlights the significance of learning from the
perspectives of those with lived experience. In the age
of social media and the internet, many people often
have access to misinformation that can be simul-
taneously circulated with information from reliable
sources. There has been a rapid increase of misin-
formation on social media platforms such as Twitter
regarding medical details and treatment of the virus
[23-26]. By learning where people find their infor-
mation, it provides better insight into the sources that
they may personally deem credible. From this, it is
important that high quality, evidence-based informa-
tion is delivered through the different channels that
people are already using. In addition, disseminat-
ing information to the dementia community requires
efforts from advocacy originations and health care
practitioners to tackle existing fake information and
support accurate understanding in these populations
[25].

We also identified care partners’ main concerns
during the COVID-19 pandemic. These reports can be
instructive for directing healthcare resources. Over-
all, care partners had a high level of concern across
all areas, as many were worried about having to
take on new additional tasks in their role. Some
reported burnout and needing time to take a break,
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Lack companionship
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Fig. 7. Responses to items on the loneliness scale.
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and for others their main concerns included the abil-
ity to visit the person that they care for in long-term
or palliative care, and the possibility of people liv-
ing with dementia being infected with the virus.
They furthermore reported a need for attention to
be directed towards resource allocation whether it is
for a future vaccine, emergency hospital beds and
ventilators, or treatment of the virus. The ongoing
pandemic has prompted important efforts in exam-
ining ethical resource allocation, with a focus on
excluding demographic factors such as age in these
decisions [27, 28]. Smith et al. emphasize the eth-
ical issues in distributing scarce health resources
during a pandemic, arguing that individuals with

dementia should be treated under the same frame-
works as those with other health conditions [8]. The
authors offer principles to consider such as basing
decisions for lifesaving resources around individual
characteristics, providing people with dementia with
the opportunity to express their goals around care,
and engaging those with lived experience of demen-
tia in developing protocols for allocation of scarce
resources [8]. Applying the ethical value of maximiz-
ing benefits in the context of the COVID-19 pandemic
should be aimed at saving the most lives and ensur-
ing the improvement of an individuals’ prognosis
[7,8].

Feelings of isolation and a lack of companionship
were apparent during a time where social distancing
was rigorously enforced. We found that care part-
ners were more stressed and less able to manage
their well-being during the pandemic compared to
the period beforehand, despite many reporting the
use of stress reduction techniques. The presence of
social support systems and engaging in social connec-
tion are therefore crucial during this time to maintain
the mental well-being of people living with demen-
tia and their care partners. While we found that both
groups were socially connecting with others using
technology, they reported that these connections did
not feel the same as they would connecting in person.
As technology was widely used as a source of social
connection, there is a need to understand the barriers
in its utilization. The primary issues reported by our
respondents were internet quality, video and audio
issues, and difficulty remembering login informa-
tion. These findings are similar to those of Emanuel
et al. who found that there were concerns around
internet connections and the limited capabilities of
older adults using the technology when engaged in
a virtual delivery of care with health care providers
[7]. This study did not include the exploration of
the specific applications and programs that partic-
ipants used, which could have contributed of the
issues that were reported. However, to participate in
this study, all participants successfully accessed and
completed the online survey, which likely reflects
a certain degree of baseline technical competence.
All findings, particularly the result that the majority
of participants did not report technical issues when
connecting with others, should be interpreted in light
of this fact. Identifying and addressing technological
barriers for older adults will allow the full potential
of social technology to be unlocked for this popu-
lation for both social connection and access to care
resources.
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Beyond the purpose of social connection, tech-
nology provides actual care in forms of telehealth
and other assistive technologies. Telehealth meth-
ods have successfully been used for assessments at
a distance [29], and assistive technologies have been
reported to enhance memory and support self-care
[30]. An existing body of literature focuses on the
usability of technology and applications for people
living with dementia [31-34]. In light of the find-
ings from the survey, a review of this literature as it
applies to existing and emerging forms technology
can help ensure that these solutions reach the high-
est standards for ease of use for people living with
dementia. We recommend that researchers continu-
ously review existing products for suitability for the
dementia community using established frameworks
[35-38] and provide guidance for the selection for
the given applications and platforms. User-friendly
guides on using technology and different applications
could be developed to provide guidance on how to
select suitable platforms and forms of technology for
end-users (see example in Supplementary Figure 1).

With the first case of COVID-19 in British
Columbia reported on January 23, 2020, public health
measures implemented starting March 12, 2020 [3],
and the surveys distributed between June 8, 2020 and
August 19, 2020, we acknowledge that the cross-
sectional design of this study could be a limitation.
During the time between the first reported case and
the time the surveys were completed, public mea-
sures, news coverage in the media, and the availability
of services and resources may have changed which
might have an impact on the results and experiences
shared by the participants. From this, it would be
interesting to compare results at a different time point
and observe any changes in needs and concerns over
time.

In this study, we learned from the community of
people living with dementia, their families and care
partners about their different areas of need. There was
an interest in additional information about the pan-
demic specific to their situation, and ways to better
support their social interactions and mental well-
being. The suggestions given from our participants
can inform the ways dementia programs and services
implement short-term and long-term changes to bet-
ter support the community during a challenging time
of increased social distancing and feelings of isola-
tion. This reflects the significance of looking at the
unintended effects of a global pandemic in order to
better manage the care of older adults and people
living with dementia at present and in the future.
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