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Abstract 

The COVID-19 pandemic has necessitated public health measures that have impacted the 
provision of care for people living with dementia and their families. Additionally, the isolation 
that results from social distancing may be harming well-being for families, as formal and 
informal supports become less accessible. For those with living with dementia and experiencing 
agitation, social distancing may be even harder to maintain, or social distancing could potentially 
aggravate dementia-related neuropsychiatric symptoms. To understand the lived experience of 
social and physical distancing during the COVID-19 pandemic in Canada we remotely 
interviewed 21 participants who normally attend a dementia specialty clinic in Calgary, Alberta, 
during a period where essential businesses were closed and healthcare had abruptly transitioned 
to telemedicine. The impacts of the public health measures in response to the pandemic emerged 
in three main categories of experience: 1) personal; 2) health services; and 3) health status (of 
both person living with dementia and care partner). This in-depth understanding of the needs and 
experiences of the pandemic for people living with dementia suggests that innovative means are 
urgently needed to facilitate provision of remote medicine and also social interaction and 
integration.  
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Introduction  

With the emergence of COVID-19 (SARS-CoV-2) as a novel coronavirus in late 2019, a global 
pandemic has led to varying levels of social distancing restrictions across the world. This 
includes restrictions on public gatherings, the conduct of businesses, the accessibility of 
healthcare, and movement outside the home.   

The unintended consequences of these measures may included disrupted routines for people 
living with dementia, increased stress on care partners as they manage the demands of caring for 
someone living with dementia, and difficulty satisfying essential needs such as obtaining 
groceries and medications without the typical social and health service support, or support from 
personal networks. These measures have the potential to cause social isolation, which is 
increasingly recognized to be detrimental to overall well-being (Vernooij-Dassen & Jeon, 2016; 
Ward et al., 2018) Well-being requires deep and meaningful human connections, health status 
above an expected baseline, positive interpersonal expectations, and a sense of self (Feeney & 
Collins, 2015). Maintaining well-being is a key component of person-centered dementia care 
(Kitwood, 1997). Moreover, the rapid move to virtual care provision may influence how and 
when people access treatment from healthcare providers, in addition to how providers can 
continue to provide high quality care in new virtual settings.  

Multiple professional organizations including Alzheimer’s Disease International (2020) have 
issued emergent COVID-related advice for persons with living with dementia, but so far these 
recommendations have been based on little evidence, rarely collected systematically.To begin 
building an evidence base for the impact of the COVID-19 pandemic on well-being and 
healthcare of persons living with dementia, we conducted a qualitative study of persons living 
with dementia and care partners receiving community-based care at a dementia specialty clinic. 
A qualitative approach was used to collect rich data on lived experience that incorporated a 
reflexive thematic approach to content analysis. 

 

Research Design 

We completed remote, in depth interviews using telephone with family members or care 
partners, as well as the person with dementia if they wished to and were able to provide consent. 
In order for participants to provide detail on the changes and impacts of the pandemic on their 
lives it is important that these data ae collected while the pandemic is occurring and while social 
distancing measures are in place.  

Recruitment 

We purposely recruited participants (people living with dementia and family members/care 
partners) who had attended the Cognitive Neurosciences Clinic in Calgary, Alberta, Canada 
since January 1, 2019; had a diagnosis of dementia verified by a specialty neurologist or 
psychiatrist working in the clinic; were a participant in the PROspective Registry of Persons with 
Memory SyMPToms (PROMPT); and had previously provided written consent to be contacted 
about additional research. Snowball sampling was also used, with two dyads recruited this way, 

All rights reserved. No reuse allowed without permission. 
(which was not certified by peer review) is the author/funder, who has granted medRxiv a license to display the preprint in perpetuity. 

The copyright holder for this preprintthis version posted June 5, 2020. .https://doi.org/10.1101/2020.06.04.20122192doi: medRxiv preprint 

https://doi.org/10.1101/2020.06.04.20122192


3 
 

likely through a community network for younger people living with dementia. The Calgary 
Cognitive Neurosciences Clinic operates out of two large tertiary-care sites in Calgary, Alberta, 
Canada. It is the only dementia speciality clinic in Southern Alberta, with a catchment area of 
approximately 1.5 million. Patients are referred by a primary care provider and assessed for 
cognitive impairment and dementia by a staff of nurses and either a cognitive neurologist or 
psychiatrist. In Alberta, there is universal government funding for physician visits and diagnostic 
testing. PROMPT was established in the clinic in 2010 to investigate patient outcomes. 
Additional details on PROMPT design have been published previously (Sheikh et al., 2018). All 
patients seen at the clinic are eligible to participate and enrol in PROMPT. Participation includes 
the opportunity to provide consent to be contacted for future research.  

Consent was obtained using Qualtrics survey software (Qualtrics, 2019) or explicit oral consent. 
Due to the nature of some of the clinic populations, explicit oral consent was necessary so that 
participants who wanted to participate but perhaps did not have access to the internet, email, or 
who had disablements preventing them from using devices or computer screens could still be 
included. Explicit oral consent provided a way to ethically include a diverse population. Process 
consent (Dewing, 2007) was used throughout the project, where all participants provided verbal 
assent at every research encounter (including the initial call to introduce the project and any 
subsequent contact including interviews) to ensure that the participants were comfortable 
participating at that day or time. Options of telephone or Zoom interviews were used as a 
technological tool to complete the interviews in order to adhere to social distancing mandates put 
in place in the province of Alberta when the public state of emergency was declared on March 
17, 2020. Potential participants were then contacted by telephone and informed of the project, 
after which information sheets and consent forms were emailed or mailed to interested 
participants who had a minimum of 24 hours to consider the information and discuss it with 
family members or health providers before providing consent to participate and the interview is 
scheduled. This study was approved by the Conjoint Human Research Ethics Board at the 
University of Calgary (REB20-0559). 

Data Collection  

In depth interviews were used as they are an appropriate way to gain a robust understanding of 
lived experience and allow for exploration of topics that are important to the participant, 
maintaining a participatory approach to working with people living with dementia and care 
partners. An interview guide was created asking general questions about experiences of isolation 
due to the pandemic and virtual health care experiences, and was tested and updated after the 
first two interviews to act as pilots. It was anticipated that theoretical saturation of participant 
experiences would be achieved after completion of 15-20 interviews and so a target of recruiting 
20 participants was initially determined. In depth interviews were audio-recorded and field notes 
were taken during the interviews in a dedicated field journal, along with reflexive field notes 
written directly after the interviews. Demographic data was also recorded and was available 
through the current registry, and information on whether the participants had contracted Covid-
19 or were tested for SARS-CoV 2 was collected by interview. To collect the planned sample 
size of 20 completed interviews, we contacted 45 people of whom 21 consented and completed 
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the interview. Interviews ranged in duration from 8m:33s to 34m:38s (mean length = 21m:12s) 
and all interviews were completed over the phone as per participant request. Interviews were 
conducted between April 23 and May 21, 2020, with recruitment and data collection completed 
by KF, AZ and EC, all research staff with extensive experience working with people living with 
dementia. The interviewers were unknown to the participants at the time of interview but 
introduced themselves and the reason for the work at initial contact and at the time of interview. 

In Canada, provincial governments are primarily responsible for implementing public health 
measures for pandemics. A timeline of provincial measures for social distancing and health 
system reorganization was created by review of public records of the City of Calgary and 
government of Alberta, communications from Alberta Health Services (the single public 
healthcare system in Alberta that manages the Cognitive Neurosciences Clinic), and the Calgary 
Herald newspaper (Calgary, Canada). From March 4 onwards, the provincial Chief Medical 
Officer of Health conducted daily briefings on virus activity and the government response. The 
Cognitive Neurosciences Clinic ceased routine in-person visits on March 13 and virtual care 
appointments for the regular attendees of the Cognitive Neurosciences Clinic were implemented 
on March 14, 2020. A timeline of public health measures implemented by the government of 
Alberta is shown in Figure 1. 

 

Figure 1: Timeline of COVID-19 Public Health Response in Alberta, Canada 

 

Analysis 

Audio recordings were transcribed verbatim using a secure professional transcribing service, and 
anonymized and verified by the research team. Transcripts and field notes were managed using 
NVivo 12 (QSR International, 2018) for the qualitative analysis and data management. 
Interviews were transcribed concurrently while data collection was still occurring so that 
generated themes could be discussed at subsequent interviews to achieve theoretical saturation. 
Immersion in the qualitative data was the first step of data analysis. Transcripts were read and re-
read while the interview recordings are replayed. A reflexive thematic analysis (Braun et al., 
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2016; Clarke et al., 2019) was used to analyse the interview and field note data. Reflexive 
thematic analysis positions the researcher as a mechanism in the production of the analysis. This 
form of analysis also requires a cognizance of theoretical assumptions that centers the experience 
of the person living with dementia and care partner, and their experiences within the data and the 
analytical process. Analytical thoughts and iterative analyses were captured using memos and 
annotations. Disagreements over analyses and emergent themes were resolved via team 
discussion. Themes and subthemes were brought back to the participants for member checking 
and to enhance qualitative rigor and establish trustworthiness of the data (Lincoln & Guba, 
1985).  

 

Results  

Participant Demographics 

There were 20 dyads of persons living with dementia and care partners; in 18 cases the persons 
living with dementia declined to participate but the care partner participated and in one case the 
person living with dementia and care partner each participated on their own. Diagnoses and last 
Folstein Mini Mental Status Examination (Folstein et al., 1975) scores for the persons with 
dementia are shown in Table 1. No participants reported a diagnosis of COVID-19 for anyone 
living in their household; two care partner participants suspected they may have had COVID-19 
due to symptoms but were not tested; and a third care partner participant reported being told to 
isolate due to being in a high risk group of complication from COVID-19.  

 

Table 1. Characteristics of the twenty persons living with dementia who were interviewed 
or whose care partner was interviewed 

Characteristic  Value 
Age (mean, SD)  69. year (SD 8.3) 
Female sex  10 (50%) 
Diagnosis AD 15 (75%) 
 Frontotemporal 1 (5%) 
 Mixed AD/vascular 1 (5%) 
 Mixed AD/frontotemporal 1 (5%) 
 Psychosis, suspected dementia 1 (5%) 
 Not specified 1 (5%) 
Severity Mild (MMSE 20 or above) 7 (35%) 
 Moderate MMSE 13-19)* 7 (35%) 
 Severe (MMSE 0-12) 5 (25%) 
 Unknown** 1 (5%) 
Time since MMSE   Median 12.7 (IQR 6.0-22.5) 

Table 1 Legend: AD, Alzheimer’s disease; IQR, interquartile range; MMSE, Folstein MiniMental State 
Examination; SD, standard deviation. *Includes one person with blind Montreal Cognitive Assessment score 12 out 
of 22. **A participant recruited by snowballing, without ability to link to clinic registry data. 

All rights reserved. No reuse allowed without permission. 
(which was not certified by peer review) is the author/funder, who has granted medRxiv a license to display the preprint in perpetuity. 

The copyright holder for this preprintthis version posted June 5, 2020. .https://doi.org/10.1101/2020.06.04.20122192doi: medRxiv preprint 

https://doi.org/10.1101/2020.06.04.20122192


6 
 

Thematic Analysis: Experiences of the COVID-19 Pandemic 

Through the completion of the qualitative analysis with coding and synthesis completed by AZ, 
EC and directed by PR (Principal Investigator and qualitative methods expert), three overarching 
themes emerged from the data (see Table 2) that clearly demonstrated the impact of the COVID-
19 pandemic on experiences of cognitive neuroscience patients and their care partners. The 
themes built on a coding tree that started with small, descriptive codes about discrete areas of 
day to day life and were then synthesized to larger descriptions of experience. These themes are 
described in more detail below and have edited only for general grammar and spelling to 
enhance readability.  

 

Table 2: Experiences of the COVID-19 Pandemic 

Theme Subthemes 
Personal Impact of Public Health 
Measures 
 

Personal Support 
Managing day to day activities 

  
Health Services Impact of Public Health 
Measures  

Home Care Services  & Support 
Community Programming 
Virtual Medicine: barriers and faciltators 

  
Health Status Impact of Public Health 
Measures  
 

Anxiety and Mental Health Concerns 
Social distancing and cognitive decline 
Care partner burnout  
 

 

Personal Impact of Public Health Measures  

Personal Support  

Participants noted significant changes in their experiences of social support during the pandemic. 
Social and physical distancing, as enacted by public health measures, meant that the normal 
informal family and community supports were limited.  

“So basically, being confined to the home, in general. Obviously, at the start the weather 
also wasn't great, so, basically, the combination of, you know, bad weather, being... 
completely confined to the house, and then basically, the social isolation for my mom 
personally, that has been the biggest toll for her.” (Participant 124; Care Partner) 

“There's, there's no method to cope. I can't ask people, family to come and help me. I 
can't, there has been nothing I can do. No, I have not found anything for me personally 
that has been good about it. I have not been able to go to work. I have no socialization. 
I'm just left to cope on my own.” (Participant 141; Care Partner) 
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It was also clear that the informal support provided by the community or by family members was 
crucial for many people who were anxious or afraid to leave the house for essentials. Those 
participants who had family support reinforced these messages.  

“The first time we did something at the superstore, we put in a pick-up order. I don't have 
a cell phone. I have a computer but not a cell phone. So my daughter said ‘You know, you 
put your order in and then I'll go over and pick it up when it's ready.’ She would do that 
for me. And we social distanced the whole time, like she'd drive up in the driveway.” 
(Participant 123; Care Partner) 

 

Managing day to day activities  

Many care partners reported stress around coping with day to day activities of living and some of 
this stress was due to no longer having the formal home care service they had been receiving 
before the pandemic and shut down of services.  

“That's when I got him to take a bath as well. But it was a long time. I still have to coax 
him. He's been changing… like, I've ironed clothes for him the other day... But he'll just 
put on whatever and then he'll wear it for days…” (Participant 115; Care Partner) 

“I don't know that we are coping that well. (laughs) Um, there really was nothing I can 
do. I'm just trapped at home with him. I'm trapped at home.” (Participant 141; Care 
Partner) 

“I think probably one of the biggest challenges for my husband because of his cognition 
is the social distancing part. We had friends that sat about ten feet away and we were on 
the other side of our deck. And so when they came he was automatically wanting to go up 
and greet them and shake his hand... So I think sometimes it's, the social distancing ... 
Um, I don't know. I think with the level of cognition that, uh, some days my husband has 
said it's a foreign concept - like social distancing... I would not say that he understands 
that.” (Participant 106; Care Partner) 

 

Health Services Impact of Public Health Measures  

Health Care Services & Support 

The personal impact of the pandemic and associated public health measures is closely associated 
to the health services impact of these same measures. Participants reported feeling alone and 
unsupported in many cases and were largely understanding of the need for health services to 
focus on the pandemic response. It was also clear, however, that some degree of ongoing contact 
was crucial for continuing to support families living with dementia.  

“That's kind of what I feel is, ‘You're just on your own.’…I haven't heard from anyone. I 
finally phoned someone the other day and ‘Yeah. Well people in AHS [Alberta Health 
Services] have been redeployed’, etc. etc., which is just fine. So maybe it would have been 
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helpful if like your caseworker, somebody just to check in. Yeah, for sure.” (Participant 
105; Care Partner) 

“Well, there's nothing much because right now home care isn't coming into the home. So 
the one on one, you know, he's not getting that. If that was still happening I think that 
would be a huge help. But, it's not and I can't, you know, I totally understand and I don't 
begrudge it. I want everybody to be safe but it is a very isolating, difficult time.” 
(Participant 103; Care Partner) 

Some participants did report formal service and community programming continuing to stay in 
contact and support families in innovative ways, and this continued contact was appreciated, 
even if the service level and model delivery had changed when the program had to stop in-person 
programming.  

“He goes to an adult day program on Wednesdays through [program]. They have been 
fabulous. Absolutely fabulous. They're very good. They phone to see if we need groceries 
or anything at all because they're willing to do it. And then tomorrow they said they were 
going around to all the clients and delivering baking. Every day of the program we 
always hear from them. Over the phone. Yeah.” (Participant 111; Care Partner) 

 

Virtual Medicine: barriers and facilitators  

Due to the scale of immediate shift to social and physical distancing, health care providers and 
patients had to quickly adapt to remote delivery of care in a virtual medicine format. Overall, 
many participants expressed that although they prefer face to face appointments with their care 
team, there were perceived advantages to receiving care in a remote format. These included not 
feeling as rushed, having options presented such as telephone vs zoom, and care partners 
expressed an ability to be more candid with the doctor if the person living with dementia was not 
participating in the call.  

“And that was… we felt that that was good. My husband wasn't part of the conversation 
because we were discussing some test results. We asked, I did ask my husband if he 
wanted to be part of the conversation or if he was comfortable that I would relay the 
information. And so, um, because he chose to not be part of the conversation, the doctor 
and I could be a little more candid.” (Participant 106; Care Partner) 

“But the conversation was very good because we both had time to ask questions, answer 
the questions, and I would say my doctor probably, hopefully, didn't feel rushed. And I 
didn't feel rushed. And I think that part was very much a bonus.” (Participant 106; Care 
Partner) 

“It's going to be over Zoom. Oh, we had one yesterday with [nurse]. Did, a bunch of 
testing yesterday and that worked just fine. Actually I think it worked out great. He was 
able to do the drawings and then hold the paper up and show her- I think it worked 
fabulous.” (Participant 129; Care Partner) 
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Conversely, care partners did also report that if the person living with dementia was in the room 
or wanted to be part of the call there was less opportunity for frank one on one conversations 
with the doctor and that this could be potentially distressing for the person living with dementia, 
depending on the nature of the discussion. Participants also expressed some concern with 
technological barriers of connecting via internet and while recognizing that body language and 
non-verbal communication was important to the appointment, support is necessary for people 
who are unfamiliar with the technology to be able to fully participate in this way.  

“…for this next month, I've actually written a letter and I put it on a spreadsheet. I'm 
hoping I don't have to go over it verbally with him [the doctor] and he can read the 
spreadsheet and then we can talk about it.” (Participant 143; Care Partner) 

“Like my mom had a follow up, uh, doctor's appointment that was, at least they're gonna 
do it on the phone as opposed to on a Zoom session. Because I hear this from my dad a 
lot, it's like, you know what? Everybody wants to do all this stuff online and, I mean, 
some, some seniors capability of using computers is a little more limited.” (Participant 
126; Care Partner) 

 

Health Status Impact of Public Health Measures  

Anxiety and Mental Health Concerns 

Participants described feeling anxiety about the pandemic in general and about needing to leave 
the house, both personally and perceived anxiety on the part of the person living with dementia. 
This highlights the need to be cognizant of increased mental health needs for cognitive clinic 
patients and family members in times of social and physical distancing.  

“Well, I do find that he is definitely more anxious and worried and fearful, but I have no 
idea if that's related. I doubt that it is. I imagine that it's more just a progression of the 
dementia.” (Participant 105; Care Partner) 

“Well now on the phone, he's asking me the same questions and [Person living with 
dementia]'s right there with me because that's what he wants. And so that was 
awful…because [Person living with dementia] gets very upset when we talk about 
stuff…” (Participant 143; Care Partner) 

“Yeah, and it's so difficult… That taught me a lesson. So we went out. I couldn't leave it, 
so I have to go pick it up today. And that's frustrating because that gives you more 
anxiety of just leaving the house. I don't have trouble leaving the house, but if [Person 
living with dementia] comes with me he has to wait in the car. And then, it was just really 
stupid of me. I said my brain's going under too, a huge thing. Nothing's in sync.” 
(Participant 111; Care Partner) 
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Social distancing and cognitive decline  

A number of participants also expressed concern that the person living with dementia was 
experiencing more cognitive decline since the start of the public health measures during the 
COVID-19 pandemic. These concerns were focused around the decrease in social interaction 
impacting the progress and severity of cognitive decline, which was perceived as progressing 
more rapidly the previous two months.  

“I mean, my mom didn't have great recollection of going to [day program], I recall. Like 
when I'd visit her she'd vaguely remember doing stuff. I don't know if it provided a 
different level of stimulus because I seem to have noticed a little bit more of a… kind of 
slow decline or decay… Where maybe it's not getting the same activity now. Um, so 
noticing a slight decline in her cognition… I mean if the decline is a slope, the slope's a 
little bit steeper in the last couple months than it was…” (Participant 126; Care Partner) 

“Her [centre] program was something that I think she really thrived when she was going 
there, especially I noticed, you know, mood improvement, sleep improvement, all of those 
types of things. The more activity that my mom is doing... the better off. She was 
swimming every Saturday before this. Now, I feel like with changes that have kind of 
happened, those types of things, I think, will be hard to get back into that type of an 
exercise environment, which sucks because that was something that if you keep in the 
routine and don't change, then I think it could have gone on for a lot longer. I think with 
the decline that's kind of happened over the past five weeks, those types of things will 
have to be removed, unfortunately. I found that, in the past five weeks, her telephone 
skills have, like, literally disappeared. That is non-existent. She was able to pick up the 
phone and, you know, say ‘Hello’, all that kind of stuff, non-existent now.” (Participant 
124; Care Partner) 

 

Care partner burnout 

Many care partners expressed feeling as though they could not cope on their own, with limited 
access to both formal and informal supports .The changes to the health systems and services 
provided described in the section above have effects on the amount of burnout expressed by 
family members and care partners. Participants also worried about returning to work if the 
services that enabled them to do so pre-pandemic were not reinstated.  

“Well, I don't know how it works with social distancing, but I am, we have had quite a 
decline. I'm not saying it's from this social distancing, but there's been a marked 
decline... I'm on the verge of asking for someone coming in despite the fact that we're in 
social, you know, it's been a lot. It would be helpful if they could, I guess ease up and 
have a visitor come around once a week or something and have some time where you just 
had an hour when you weren't on… on call 24/7.” (Participant 143; Care Partner)  

“My father's providing primary care duties and they're in their 80s type thing. One of the 
key things that's changed is that my mom used to go to day program twice a week that 
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gave my dad some respite and that kind of obviously stopped. So that's put more stress on 
him because he's not getting that relief type thing. And my dad doesn't have a big social 
network to begin with and, uh, that's been restricted by the, the kind of public health 
measures and, and the social distancing. And, uh, that's made things more difficult. I 
mean, he's doing the primary caregiving. Um, he's doing all the, the kind of, there's, 
there's no rest but he's doing all the work at home in terms of meal preparation, things 
like that… that's put a lot of stress on my dad. He's not been given a lot of great 
resources.” (Participant 126; Care Partner) 

“I lost all my support. All of it, except for a few hours. So I was just left to just manage 
this on my own. Yeah… you know, it, going from, you know, 24 hours of day program and 
35 hours of home care to nothing. They stripped all my support away… Yeah. Like, I am 
scheduled to start going back to work again and no one, no one can tell me what I'm 
supposed to do with my spouse, because the day programs are no longer active. So for 24 
hours a week now I don't know what I'm supposed to do.” (Participant 141; Care 
Partner) 

 

Discussion  

This study provides early evidence of the impact of COVID-19 on persons living with dementia 
and their care partners. These interviews identified multiple adverse consequences of the public 
health measures implemented to contain spread of SARS-CoV-2, including loss of informal 
caregiving, lack of access to health care, and social isolation, contributing to burn out symptoms 
among care partners. This validates the concerns expressed by multiple advocacy organizations 
(such as the Alzheimer Society of Canada, Alzheimer’s Association (USA), and Alzheimer’s 
Disease International), which although well founded have nonetheless been based on anecdotes 
or speculation without data collected directly from persons living with dementia. Our data were 
collected during a period of “lockdown” when all non-essential businesses were closed, health 
clinic access was mandated to be online or telephone except for emergencies, and most in-person 
home care services were no longer being provided. Therefore, it provides a snapshot of the 
adverse effects of the aggressive public health efforts that were needed to “flatten the curve” to 
prevent health system collapse. These drastic public health measures, while being lightened in 
many jurisdictions, may yet be required in other countries at an earlier stage of the pandemic or 
in case of a second wave of viral infections in the Northern hemisphere in the fall.  

So far, there are few data on the impact of COVID-19 on dementia care even though it is well 
understood that older people with medical comorbidities are at much higher risk of fatal 
infection. In a letter in the Lancet, physicians from Wuhan province cited multiple barriers to 
good dementia care including difficulty adhering to social distancing and good hygiene, loss of 
services, and difficulty accessing telemedicine (Wang et al., 2020). However, no perspective 
from persons living with dementia or quantitative information was included. A hospital-based 
cohort from Italy noted that patients with COVID-19 infection with a history of dementia were 
more likely to die, and often presented with hypoactive delirium (Bianchetti et al., 2020). A 
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quantitative survey study of community dwelling persons with mild cognitive impairment or 
mild dementia in Spain reported overall good mental health (Goodman et al., 2020). However, 
that study used a quantitative survey without open-ended questions, did not include care partners, 
and was limited to persons with mild dementia. In contrast, this study elicited many serious 
concerns particularly among care partners of persons with more moderate to severe dementia.  

We identified multiple impacts on well-being of people living with dementia and their family 
members and/or care partners. Though most participants understood the need for social 
distancing, they found it difficult both physically and emotionally. Meaningful activity and social 
engagement are vital to the well-being and functioning of families of persons living with 
dementia (Phinney, 2006; Phinney et al., 2007; Roach & Drummond, 2014; Roach et al., 2016). 
Care partners expressed concerns that cognitive decline accelerated during social distancing. 
This is consistent with literature finding that loneliness can be detrimental to well-being and 
quality of life (Moyle et al., 2011) and increase the risk of mortality and morbidity (Luo et al., 
2012; Tilvis et al., 2012). Social interaction can be beneficial for cognitive functioning 
(Vernooij-Dassen & Jeon, 2016) and so it is plausible that social isolation could provoke 
accelerated cognitive decline and or an exacerbation of neuropsychiatric symptoms of dementia.  

The adverse impact of the COVID-19 pandemic on mental health is increasingly recognized 
(Armitage & Nellums, 2020; Holmes et al., 2020). These mental health impacts may be 
compounded when care partners no longer have access to formal and informal supports that 
provide respite, help with hygiene, medication, day to day activities of living, and essential tasks 
such as shopping for groceries or collecting medications. Moreover, the challenges of assisting a 
person living with dementia to navigate changing public spaces where physical distancing, 
wearing of masks, and controlled movements are necessary leads to additional stress for the care 
partner and greater risk for the person living with dementia. 

Participants were understanding of these measures but at the same time expressed concern for 
their own ability to continue to cope on a long-term basis, and the possibility of burnout without 
these supports. This echoes general concern of burnout by families living with dementia in times 
before the COVID-19 pandemic (Brodaty & Donkin, 2009; Sörenson & Conwell, 2011; Takai et 
al., 2009), but with these caring demands now amplified by isolation and anxiety. With the 
accompanying sudden shift to virtual care by almost all health care teams there was additional 
anxiety experienced with regards to the availability of care and how to access it.  

Many of the stresses and anxieties identified in this study could potentially be mitigated through 
health system innovations. Remote support for social interaction for people living with dementia 
and care partners should be explored. There is evidence that tablet based interventions can 
benefit cognition and self-perceived quality of life for people living with dementia (Hung et al., 
2020; Kong, 2020) and ongoing work is being made with integrating social robots into the care 
of people with dementia in the community (Hung et al., 2019; Korchut, 2017). Rapid 
implementation of these innovative technological solutions may provide one strategy to increase 
social interaction and improve well-being in times of pandemic public health restrictions. 
Additional evidence is needed to demonstrate what kind of interaction may be valuable for these 
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approaches, and what types support may be most facilitative of a protective effect for cognition 
(Kim et al., 2015).  

Other possible remote support for people living with dementia and families include virtual social 
networking, including virtual dementia cafes or day programming moving to online interaction 
(Hung & Mann, 2020). Where this is not possible, telephone check-ins may also prove to be a 
valuable source of support for the mental health and needs assessment for families. The more 
problematic question remains focused on remote approaches to care partner respite, which is 
difficult to navigate during times of public health restrictions. Possible solutions for home care or 
social care workers may include scheduled home care visits incorporating walks where the 
formal care provider and person living with dementia maintain an appropriate social distance; 
meal or medication collection and delivery at a safe distance or with the appropriate personal 
protective equipment, and flexibility on maximum limits for dispensing medications to the 
reduce the number of needed trips to the pharmacy.  

Delivering high quality telemedicine will be essential to ensuring good health during a time of 
social distancing. It was evident in the data that if patients and care partners are expected to 
connect with internet technology, clear guidance should be provided to explain how to set up and 
use technology that may be unfamiliar to many. The ability for a care partner to provide 
confidential information to a clinical care team in advance of a scheduled virtual appointment 
was also expressed, particularly when the care partner wished to notify the medical team of 
symptoms that are potentially distressing or humiliating to the patient, or could lead to conflict. 
To address this need, our clinic is implementing secure web-based surveys that will allow the 
care partner to confidentially report neurobehavioural symptoms, function, and caregiver burden, 
using validated scales, with separate telemedicine appointments with the care partner as 
necessary. This work leverages data systems employed to capture patient data in the PROMPT 
registry, demonstrating another use of clinical patient registries for meaningful patient 
engagement and service improvement. Previous work has shown that neurological and 
psychiatric patient populations do not see registry participation as burdensome, but as an 
altruistic way to contribute to research that may or may not also provide personal benefit (Lee et 
al., 2019). Enhancing communication and preparation for clinic appointments has been shown to 
improve health outcomes in non-pandemic times (Entwisthle & Watt, 2006; Street et al., 2009) 
and we can reasonably extrapolate that this would be true during times of social and physical 
distancing, as experienced during the COVID-19 pandemic.  

 

Strengths and Limitations 

Strengths of the study include that it was embedded in a prospective clinic registry which 
enabled us to quickly contact people living with dementia and their care partners during the 
COVID-19 pandemic, and link their data to physician collected information on cognitive 
assessment and disease diagnosis. The main limitation is that the study was conducted in a single 
setting, a specialty outpatient dementia clinic, in an urban location with universal healthcare. It 
may not be wholly applicable to persons receiving care in family practices or with limited access 
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to care. In future work we will also work to include more people living with dementia in the 
interviews, and perhaps the necessity of remote interviewing in this study presented a barrier to 
communication. However, the themes that emerged from our work accord with the concerns 
expressed by multiple advocacy groups, expert opinion (Brown et al., 2020), and the early 
observations of dementia specialists in Wuhan province (Wang et al., 2020); therefore, we expect 
that most of the themes are universal and not idiosyncratic to our practice setting. By design, we 
did not include persons living with dementia who are residing in care homes or who are 
hospitalized in acute care; additional research is needed on these important populations.  This 
work is limited to the impacts of the initial public health response to the COVID-19 pandemic, 
and it will be useful to continue additional qualitative work to better understand the impact on 
different groups over time as the public health response evolves and society adapts to the 
changes.  

 

Clinical Implications 

This in-depth understanding of the lived impact of decreased social engagement and healthcare 
access on personal well-being can inform future health and social policy and health service 
provision. This knowledge may be useful for future pandemics (including the possibility of a 
resurgence of COVID-19 in the fall); extreme weather phenomenon; outbreaks of other disease 
or isolation in supportive living or long term care facilities; or other emergencies where social 
distancing/isolation/virtual care may be required. The reported increase in neuropsychiatric 
symptoms is also important for treatment planning and support in times of social distancing. 
Improved and innovate approaches to remote care and virtual medicine, including flexible 
mental and social supports for families, and the ability to provide information to clinical care 
teams prior to remote medical appointments has the potential to facilitate high-quality patient 
care that meets the needs of families and patients.    
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