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best practices in item writing, removes these errors [5-7]. The specific aim of this study was to compare exam scores of ESL to non-ESL nursing
students on a standard format multiple-choice exam (as provided by a publisher) compared to a linguistically modified exam.
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Abstract 

COVID-19 has increased burden on family caregivers for people living with dementia, while simultaneously limiting the resources available to them.
Our study surveyed family caregivers to assess their needs and generate recommendations to inform policies about access to essential resources and
support services during a global pandemic. Using community-based research strategies, we engaged key community stakeholders across a Western
Canadian province. The study used mixed methods with a sequential triangulation design, in which survey results informed the qualitative data collected from
focus groups. A total of 284 family caregivers participated in the survey, with an average age of 57 years. The majority of family caregivers were
women (78.2%), 37.8% were spouses and 53.7% were adult children. Respondents reported feeling more isolated (71.4%), more strain (62.9%),
decreased quality of life (67.8%), and worse physical health (47.3%) and mental health (59.1%) compared to pre-pandemic. The main challenge to
the caregiving routine was the restriction of resources such as respite and home care, which were no longer available. Family caregivers reported
an increase in caregiving responsibility and less access to services resulting in their family member living with dementia experiencing a decline in
overall wellness and function. Three main themes emerged including: 1) the impact of COVID-19 on caregiving; 2) caregiving dyad outcomes; and
3) challenges with system navigation. Our study provides foundational knowledge to generate evidence-informed practices to address the gaps in
resources and services that best support care provision beyond the COVID-19 pandemic and in future public health emergencies.
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Background

COVID-19 and its resulting public health measures led to considerable changes in care provision across the care continuum in the community, sup-
portive living and long-term care. Those significantly impacted by the changes were family caregivers and people living with dementia for whom
they provide care (the caregiving dyad). Dementia is a broad term utilized to identify people who have progressive neurocognitive impairment. It is 
a disabling and challenging disease as well as one of the most prevalent chronic conditions, currently affecting an estimated 564,000 Canadians
[1] and approximately 51 million people worldwide [2,3]. Women are disproportionately impacted by dementia as they represent two-thirds of
clinically diagnosed cases [4]. Over 90% of people living with dementia experience responsive behaviors including apathy, depression, anxiety,
aggression, agitation, and psychosis [5]. These symptoms can result in declines in physical and cognitive functioning, poor quality of life, burden
for their caregivers, and an increased risk for physical abuse for the person living with dementia [5,6].
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The costs of dementia to the Canadian health care system are staggering, with combined health care system and out-of-pocket costs being 
$10.4 billion per year with this cost expected to increase by 60% to $16.6 billion by the year 2031 [1]. This figure does not include the ad-
ditional system costs associated with managing COVID-19 nor the unpaid labour of family caregivers, who are estimated to contribute $97.1
billion yearly, which represents 32.2% of national expenditures on health care [7].

Globally, family caregivers make up a significant portion of the population, including 2.7 million in Australia (or 11% of the total population);
8.1 million in Canada (28%); 6.5 million in the United Kingdom (10.3%); and 43.5 million in the United States (13%) [8]. They are key partners 
in the health care system, as they provide up to 90% of the care for people living with dementia in the community [9] and assist with 30% of
the care in congregate care [10]. Family caregivers play a pivotal role in engaging, empowering and caring for people living with dementia and
are a critical factor enabling them to remain in the community [11,12]. We define a family caregiver, also known as a care partner, as an unpaid
individual (e.g., a spouse, partner, family member, friend, or neighbour) involved in assisting people living with dementia with activities of dai-
ly living and/or everyday tasks. Typically, family caregivers are responsible for providing both emotional and physical care as well as organiz-
ing and coordinating services on behalf of the person living with dementia [13]. As the disease progresses, people living with dementia require
more assistance with activities of daily living, increasing family caregivers’ stress and fatigue, thus reducing their ability to support the person
living with dementia [5]. Family caregiving disproportionately impacts women, as upwards of 75% of all caregivers are women, and they spend
as much as 50% more time providing care than men [9,14].

Increased strain in the caregiving role has been associated with premature institutionalization and unmet needs for people living with dementia
[15]. Even prior to COVID-19, family caregivers were often providing care without adequate or affordable resources [13] with 85% of family
caregivers for people living with dementia reporting unmet needs in their care provision role [16]. The challenges of caregiving have been
exacerbated by COVID-19, with family caregivers experiencing increased anxiety, depression, fatigue, sleep disturbance and financial worries,
with those caring for people living with dementia reporting more adverse outcomes [13]. Family caregivers’ mental health has declined during 
the pandemic and social isolation, which increases the risk for morbidity and early mortality Family Caregiver Alliance [14] was intensified by
the COVID-19 public health measures [17-19]. Family caregivers are heterogeneous group and a significant unpaid labour force that govern-
ments rely on to reduce the demands on the formal healthcare system. However, there has been increasing awareness of the need to support 
sustainability of family caregivers in their caregiving role [20]. As such, the purpose of our study was to examine: 1) COVID-19 public health
messaging and knowledge; 2) access care provision supports and resources during the pandemic and; 3) the outcomes for the caregiving dyad.

Methods

Design

The study employed a mixed methods triangulation design. Quantitative (online survey) and qualitative (focus group) data were collected
sequentially, and designed to be mutually informing and analyzed in relationship to each other [21]. The results of the two analyses were
compared and contrasted leading to an overall interpretation of the results [22]. Using community-based research strategies, we engaged key
community stakeholders across a Western Canadian province. The Community Advisory Committee (CAC) was comprised of members from
our partner organizations including Dementia Network Calgary, Alzheimer Society of Calgary, Alzheimer Society of Alberta and Northwest 
Territories, and Alberta SPOR SUPPORT (AbSPORU), as well as with family caregivers from our study population. The CAC guided the study
design, revisions of our survey questions, provided input on focus group discussion guides, and aided with the interpretation and validation of
the study findings.

The theoretical framework underpinning the study was Hobfoll’s Conservation of Resources (COR) Model [23-26]. COR is an integrated stress 
theory, which places equal emphasis on the environmental and internal aspects of the stress process [23]. In this model, the focus is on the
resources that preserve well-being in the face of stressful situations [23,25]. Resources in this model can be divided into formal and informal.
For the purposes of this study, we focused on formal resources such as: 1) respite care; 2) caregiver support groups; 3) adult day programs; 4)
transportation services; and 5) community support services. Using COR allowed for the examination of how the changing environmental fac-
tors during a public health emergency, such as COVID-19, affected the resources needed and accessible to family caregivers. It also provided a
foundation for understanding the outcomes of the caregiving dyad by considering their contextual and environmental situations.

Ethical approval for the study was obtained from the Conjoint Health Research Ethics Board (CHREB) at the University of Calgary
(REB20-0855_REN3).

Sampling, Data Collection and Analysis

The study was conducted in a Western Canadian province and represented the five health care zones within the province. Voluntary, informed
consent was obtained from all study participants. Participant eligibility included family caregivers over the age of 18 providing care for a person
living with dementia during the COVID-19 pandemic, and the ability to read and write English. Our CAC partners assisted with distribution of
the online survey through their networks using websites, newsletters, social media, and e-mail addresses of organizational contacts. Qualtrics 
was used to develop and deliver the online survey and included well established scales [27] (Table 1). The quantitative data was analyzed using 
IBM Statistical Package for Social Sciences software (IBM SPSS) version 26 using descriptive statistics.
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Table 1: Survey Questions Sources.

Focus group participants were recruited from the survey respondents with a question prompting participants to provide their e-mail address if 
they were interested in participating in a follow up focus group. For the focus groups, participants were grouped based on their position along 
the care continuum (community, assisted/supportive living, long-term care) as well as place of residence (urban, suburban, and rural). Focus 
groups were conducted online using videoconferencing and teleconferencing software, lasted 60-90 minutes and were recorded and transcribed 
verbatim. NVivo 12 data analysis software was used for qualitative data management. Two research team members with expertise in qualitative 
methods independently and repeatedly reviewed the transcripts to generate initial codes. Using Braun and Clarke’s method for thematic analy-
sis, the focus group transcripts were iteratively examined to identify concepts that were compared for similarities and differences [34,35]. In the 
next phase, codes that were conceptually similar were grouped forming the main themes within the data. The process was repeated until data 
saturation occurred and no new or relevant information was gleaned from the data, at which point the themes were refined and named [34]. The 
consolidated criteria for reporting qualitative research (COREQ) checklist, which is a comprehensive checklist for reporting qualitative studies, 
was used as a guide for analyzing and interpreting the focus group results [36].

Results

Quantitative Results

284 family caregivers participated in the survey, with an average age of 57 years. The majority of family caregivers were women (78%), 38%
were spouses and 54% were adult children. Family caregivers were providing care across the continuum including community (48%), assisted/
supported living (21%), long-term care (28%) and at a distance (5%). Family caregivers’ place of residence were urban (57%), suburban (24%) 
and rural (19%), which approximately represents the population of the province. Forty-eight% of the participants had been providing care to 
their family member living with dementia for more that four years, with 25% spending more than 40 hours per week providing care (Table 2).
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Table 2: Participant Demographics.
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COVID-19 Knowledge and Policies

For public health messaging, 46% of family caregivers rated overall COVID-19 messaging as good-excellent. The health messaging areas that 
family caregivers rated as needing improvement included: 1) what to expect in the future (63%); 2) where to get information on community 
services (65%) and care provision for people living with dementia (77%); and 3) how and when to get the vaccine (60%). The top sources for 
public health information were TV (66%) and online news/websites (51%). Conversely, 74% of the family caregivers reported never using their 
healthcare providers for information. The vast majority of the respondents (85%) indicated that the public health measures had a negative impact 
on their caregiving with 68% being willing to be trained on personal protective equipment usage to improve access to their family member in 
congregate care.

Provision of Care during COVID-19

The main challenge to the caregiving routine was the restriction of resources resulting in a decrease of resource utilization as required resources 
and services, such as respite and home care, were no longer available. For their caregiving routine, 94% of the family caregivers reported their 
caregiving routine was affected by pandemic, with 43% reporting they were spending more time caregiving and 74% having decreased ability 
to access needed resources and supports. Fifty-nine% experienced difficulties navigating the health care system. The two most needed resources 
not available during the pandemic were adult day programs and future planning for the care of people living with dementia.

Outcomes for Family Caregivers and People Living with Dementia

Respondents reported feeling more isolated (71%), more strain (62%), decreased quality of life (68%), and worse physical health (47%) and 
mental health (59%) compared to pre-pandemic. Family caregivers also reported feeling increased guilt (69%) and stress (61%) and that they 
should be doing more for their family member living with dementia. Family caregivers reported an overall decrease in the wellness of their fam-
ily member living with dementia and an increase in responsive behaviours such as anxiety (62%), depression (61%), apathy (61%), nighttime 
activity (56%) and agitation/aggression (55%).

Qualitative Results

The follow up focus groups were informed by the survey data as well as the CAC. Twenty-six family caregivers participated in one of six focus 
groups which were divided across the care continuum; community (50%), assisted or supportive living (35%) and long-term care (15%). Most 
family caregivers were caring for their parents or parents-in-law (65%), followed by a spouse or partner (31%). The majority of participants 
were women (84%), with an average age of 64 years. Most of the participants lived in urban (52%) or suburban areas (28%), with 20% living in 
rural areas. For the family members living with dementia, the majority were also women (60%) with an average age of 84. From the focus 
groups with family caregivers, three main themes emerged including: 1) the impact of COVID-19 on caregiving; 2) caregiving dyad outcomes;
and 3) challenges with system navigation.

The Impact of COVID-19 on Care Provision

Focus groups highlighted that accessing services and resources during COVID-19 was overly burdensome. Family caregivers reported an in-
crease in caregiving responsibility while at the same time having less access to resources and services needed to support their caregiving routine 
as highlighted by the following:

…But all of that just stopped. They just, it all ended. It was just cold turkey.

Another family caregiver shared their similar experience of having their access to pre-COVID-19 resources stopped:
…things were going along and all of a sudden, the pandemic happened. Everything that had been provided to us was turned off. No more visits 
for bath. No more adult dayprograms. So I was sort of left on my own.

Resources needed but not available during the pandemic were respite, day programs, and care assistance, followed by opportunities for physical 
activity and caregiver support groups and mental health support. Family caregivers also noted the increased need to be an advocate for their 
family member living with dementia in order to access needed services and resources:

There’s no winning. If they were in care or if they’re on their own or if they’re living with you there is no winning. It’s all really, really hard.
And, there’s only so much that you can support and provide because you can’t do it all. As much as you want to, you can’t.

Adding to the challenge was the increasing difficulty of engaging in this advocacy as illustrated by the following:

We’re like an ombudsman for our family, for our people that are suffering with this. And, we have to advocate and through trial and error, we 
have to find out which questions to ask, and who to ask them of and how to stitch all those things together.
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Caregiving Dyad Outcomes

The second theme to emerge from the focus groups was caregiving dyad outcomes where family caregivers discussed the changes for themselves 
as well as their family member living with dementia. Family caregivers reported that their burden increased substantially during the pandemic 
and noted the relationship between the impact of COVID-19 and the negative outcomes for themselves:

It was just incredibly stressful. I feel like I’ve aged ten years in one and a half years.

It was not just the individual family caregiver who was impacted but the other family members as well:

We as a unit were in crisis because we’re trying to cope with thinking about what’s happening to our parents. Not being able to see it, and even 
what they’re describing on the phone. It’s just, it was heart wrenching. So we were in crisis too.

Unsurprisingly, social isolation was also as a key concern reported by family caregivers as highlighted by:

When things would get really tough with my mother and she was having a really bad day and I had no break, then I would really miss the 
socialization.

Family caregivers were also concerned with how social isolation was affecting their family member living with dementia:

Having to stay in her room cause she was very social when she first moved into there and it was very difficult for her to be isolated like she was.
And, her dementia definitely worsened.

One family caregiver expressed their concern this way:

You have to ask yourself, was it worth it for her to be locked up? Was it worth it to be locked up and be separated from us. And in the end she 
was afraid, she was scared to death. I don’t know. It’s just one of those situations. None of us are ever gonna know. And hindsight is 20/20. And
that’s my experience.

Another family caregiver noted the change in their family member with the following:

Due to the isolation and lack of opportunity for social contact my wife’s Alzheimer’s progressed more in those few months than it did in the 
previous three or four years.
Participants also reported seeing notable decline in the person living with dementia, in terms of mental health, cognitive function and general 
quality of life.

There has been a big decline in my mom’s cognitive abilities over the last 16 months. I’m sure it’s partially because I know time is a factor but I 
think it’s also because her day programs were gone.

Family caregivers also expressed gratitude for the efforts of the health care providers and for the care provided to their family members but still 
noted concerning changes:

Now I will say this, the particular facility he’s in, I am blessed that he is in that particular facility. And, I know they were doing their best, they
became family to all the residents there. It wasn’t just him, they tried to do everything they could do to make sure that there was that human 
contact but it’s not the same. So in my case, I am his sole provider. I am his sole family. And so for us not to be able to see each other, that 
really hit him. And when I was finally able to go and have a window visit, it was shocking to me to see how much he had aged in that period of
time. He looked very drawn.

Challenges with System Navigation

The third theme to emerge over the course of the focus groups was the difficulty of navigating the health care system for family caregivers 
during the pandemic. Issues such as poor continuity of care and the fragmentation of programs and resources contributed to the complexity of 
providing care during COVID-19 as illustrated by the following:

Nobody talks to one another, nobody knows…there’s no centralized access to even act as a hub and a spoke.

Another family caregiver expressed their difficulty with navigation of the health care system this way:

The system is broken, the systems thinking of this whole program. Individually I think the programs would probably be pretty good but they’ve 
got to be integrated.
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Difficulties with finding referrals or knowing what was available were common in these discussions as highlighted by the following:

And I’ve had other friends who were suddenly put into the caregiving role… they don’t even know where to turn and these are capable people
who are just spinning around like tops because there’s no central resource, there’s no central help, there’s nothing.

Communication issues amongst health care providers was also highlighted as contributing to the stress of care provision:

Our case manager doesn’t talk to the doctor… I have been pleading and being a squeaky wheel for a year and half trying to get them to talk to
each other. Something happens in the doctor’s office, I have to phone the homecare manager. Sometimes here I have to phone the homecare
case manager and I have to phone the doctor. And so, that’s where I get very frustrated because it’s time consuming.

One family caregiver summed it up this way:

The problem isn’t the pandemic, the problem is the system.

Discussion

For family caregivers, the pandemic impacted almost every dimension of their lives, from their own risk of becoming ill to their access to 
resources and support services for care provision. COVID-19 contributed to the complexity of the caregiving role, while at the same time there 
was an increased reliance of the health care system on family caregivers. Family caregivers have reported providing an average of 10 additional 
hours of care per week, while at the same time providing higher levels of care due to reduction or closure of formal care provision resources 
[37,38]. The family caregivers in our study also reported that limited access to supportive care resources and services including homecare and 
community programs had a negative impact on themselves as well as care provision for their family member living with dementia.

The challenges created by COVID-19 and the resulting public health measures affected family caregivers across the care continuum. In the 
community, family caregivers for people living with dementia needed to adapt their caregiving routine to address the limited access to supportive 
care resources and services like homecare and adult day programs [27]. In assisted/supportive living and long-term care, family caregivers were 
restricted in their ability to participate in care provision due to strict no-visitor policies that were meant to minimize infection in congregate hous-
ing settings [39]. COVID-19 has intensified negative outcomes for both members of the caregiving dyad. Family caregivers reported increased 
stress and greater challenges in care provision while people living with dementia experienced decreased physical and mental health as well as an 
increase in responsive behaviours. Additionally, family caregivers and people living with dementia have experienced significant suffering due to 
loss, loneliness and death [17,40,41]. In our study, family caregivers reported feeling more isolated, a decreased quality of life as well as worse 
physical and mental health. These negative outcomes were compounded by concern for their family member living with dementia and witness-
ing their overall decline of wellness and functional ability.

COVID-19 and the resulting public health measures disrupted the ways in which family caregivers and their family members engaged with the 
health care system [42]. Trying to navigate a fragmented system was found to contribute family caregivers’ strain and frustration in our study. 
The health care system was disjointed prior to COVID-19 but the pandemic only made trying to locate required resources and support services 
more complicated and time consuming [27].

Recommendations

As the Canadian health system is unsustainable without the work of family caregivers [43], there is a need to develop recommendations to best 
support the caregiving dyad now as well to better prepare for future public health emergencies. The following recommendations are based upon 
the suggestions from family caregivers in our study.

Recommendation 1: Provide information tailored to the needs of specific vulnerable populations, including family caregivers. Information on 
how to provide care during a public health emergency; best ways to provide applicable information to people living with cognitive impairment; 
and how and when caregiving resources and support services may be adapted, cancelled and/or reinstated should be considered.

Recommendation 2: Focus on building family caregivers’ capacity. Provide education for family caregivers on the trajectory of dementia and 
what to expect at each stage of the disease process. Provide targeted supports and services to address the heterogeneous needs in the caregiving 
role.

Recommendation 3: Provide support in navigating the healthcare system. Re-imagining how resources and services are used and integrated is 
needed, with a navigation system for family caregivers having the potential for reducing fragmentation and improving support for the caregiving 
dyad.

As one family caregiver summarized:
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It’s a good lesson…we obviously need to have these resources in place ahead of time. So if this happens again, and it may very well happen 
again, that we consider who are the vulnerable people in our society and we protect them first.

Limitations

When interpreting the results of this study, there are limitations to consider. As this is a cross-sectional study, it only provides only a snapshot 
of time during the COVID-19 pandemic. There were changes in the caregiving experience from the initial to successive waves of the pandemic 
and these changes were not captured in this study. As level of cognitive impairment for the person living with dementia can have a significant 
impact on the experience of care provision not including this important information is another limitation of the study. The sample size for the 
study is small and does not represent the full diversity of family providing care to people living with dementia across the care continuum. As 
such, the level of generalizability and transferability is limited.

Conclusion

Understanding the caregiving experience during the COVID-19 pandemic and the impact it has had on family caregivers is a critical consid-
eration given the invaluable service they provide. The COVID-19 pandemic and its impact on access to essential health and social support 
services led to considerable changes in care provision, resulting in the need for family caregivers to significantly adapt their caregiving routine 
to accommodate these ongoing changes. Due to social isolation, family caregivers were providing higher levels of care and more hours of care 
with fewer services and less support. The impact on quality of life for both members of the caregiving dyad from the pandemic is ongoing, and 
will have ramifications on them and the systems that support them for years to come [44]. Alleviating these impacts requires shifting the way 
we think about providing information, resources and supports, as captured by the following family caregiver’s comments:

We don’t want to reset the system back to what it was before the pandemic. The pandemic has had its challenges and some rather unfortunate 
things have happened, but it did highlight a lot of things…that pre-existed it. I think that’s the very, very strong message strategically speaking,
because there are a lot of gaps and a lot of shortcomings about this. And this is a very, very large societal problem that is only going to get 
bigger.
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