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Abstract 

People diagnosed with dementia are experts on living with the disease, yet their perspectives 

are often overlooked in research and practice. The pandemic has amplified health inequities 

among older adults, but the impact of the pandemic on the lived experience of people living 

with dementia remains unclear. This qualitative study used a series of 2 virtual focus groups 

with people living with dementia (N = 7) to explore challenging situations and emotions 

experienced by community-dwelling people living with dementia prior to and during the 

pandemic. Focus group transcripts were analyzed using narrative thematic analysis with 
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themes finalized through consensus among a 3-member coding team. Two themes with 

corresponding subthemes emerged: humanizing dementia (subthemes: early experiences 

with cognitive impairment, health care experiences, overstimulation, activism, tools to live 

well with dementia) and “welcome to our world” (subthemes: loss, stress, health impacts). 

Participants faced challenges prior to and during the pandemic that impeded their ability to 

live well with the disease. In the midst of the disruption of the pandemic, society saw a glimpse 

of what it was like to live with dementia due to restrictions that limited access to supports, 

resources, routines, and socialization. Despite significant barriers, people living with dementia 

identified many strategies to humanize their experience including the use of humor, activism, 

and social support. Insights of people living with dementia in this study can be used to inspire 

a shift in the narrative of dementia as a disability to one of strength, ability, and living well. 
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1. Introduction 

Over 55 million people worldwide live with dementia - a chronic, cureless condition associated 

with cognitive, physical, functional, and psychological detriments that impact every aspect of a 

person’s health and well-being [1]. People diagnosed with dementia and their families bear the 

majority of the physical, emotional, and financial toll of this disease [2, 3]. Although individuals 

diagnosed are the experts on living with dementia [4], their perspectives continue to be overlooked 

in research and clinical practice. Due to longstanding false assumptions that cognitive impairment 

limits a person’s ability to report their own experiences with a disease, the voice of this population 

is deafened even in spaces that aim to promote the health and well-being of families living with 

dementia, including healthcare systems. For these reasons, national organizations, federal funders, 

and policy initiatives are calling for changes to actively engage people living with dementia to 

leverage their experiences and expertise [5-7].  

Prior exploratory studies have sought to understand the diagnosis experiences, decision-making 

processes, coping strategies, and views on healthcare interventions and support services from the 

perspectives of people living with dementia [8-10]. Many studies have focused on people with 

dementia residing in long-term care settings [11], but fewer have focused on those living outside of 

long-term care even though the majority (65%) of older adults with dementia reside in the 

community [12]. Several factors such as access to community supports and proximity to members 

within a care network likely differentially impact the lives of community-dwelling people living with 

dementia compared to those in long-term care. A deeper understanding of the experiences of 

community-dwelling people living with dementia is critical to identifying supports already being 

used that may be leveraged to better support individuals living with dementia and their families.  

The coronavirus disease (COVID-19) pandemic shed light on the healthcare inequities among 

vulnerable populations [13], including people living with dementia. The long-term impacts are still 

unclear due to the prolonged duration of the active phase of the pandemic [14]; however, the 

financial, emotional, and physical consequences are expected to last for decades. Understanding 
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lived experience is needed to illuminate the primary needs, potential supports, and areas for 

improvement identified by people living with dementia to promote their ability to live well with this 

disease, even during challenging times marked by disruption.  

Few studies have explored the lived experiences of people living with dementia during the early 

phases of the pandemic, most of which combined the experiences of those diagnosed with those of 

informal caregivers which could diminish the interpretation of the experiences of the experts who 

are actually living with the disease [15, 16]. Theres been a paucity in research focused on comparing 

how lives of people with dementia were changed from prior to, to during the pandemic. The 

purpose of this research was to explore the challenging situations and emotions experienced by 

community-dwelling people living with dementia before and during the pandemic.  

2. Methods 

2.1 Study Design 

This study used a qualitative, exploratory approach using 2 virtual focus groups with 7 people 

living with dementia to address the study purpose. The Consolidated Criteria for Reporting 

Qualitative Research checklist was used to guide reporting of this study [17]. 

2.2 Study Sample 

Eligibile individuals 1) were 60 years of age or older; 2) resided in the community; 3) had access 

and ability to use a telephone, smartphone, tablet or computer (with internet access and 

microphone); 4) spoke English. To be as inclusive as possible and to capture a broad range of 

experiences, individuals were included who reported having a diagnosis of dementia of any type. 

Individuals were excluded if they had a visual or hearing impairment that limited their ability to 

participate in a focus group.  

A convenience sample was recruited through the National Council of Dementia Minds (NCDM), 

a not-for-profit organization led by persons living with dementia that aims to transform the 

worldview of dementia through education, dialogue, and advocacy. NCDM hosts facilitated virtual 

groups designed to connect members to opportunities to advocate and educate the public on what 

it means to live with dementia. At the time of recruitment, the NCDM had 3 groups representing 

over 65 individual members across 15 states. The first author attended 3 scheduled NCDM groups 

to share information about the study by word of mouth. Interested individuals contacted the first 

author directly to complete a brief eligibility screen.  

Seven individuals contacted the first author and expressed interest in the study, all of whom 

were eligible and enrolled. Efforts were made to recruit additional participants by attending 

additional sessions hosted by the NCDM and through an email with the study information that was 

sent to all members. but no additional members expressed interest. To facilitate timely data 

collection during a critical point in time of the pandemic (December 2020), the choice was made to 

continue the focus groups with 7 participants because there is a paucity of research elevating the 

lived experiences of people living with dementia. We anticipated that the 7 participants would 

represent information-rich cases that provide a new and richly textured understanding of their lived 

experiences. The focus groups would thus add value to the literature despite the small sample size 

and potential uncertainty about data saturation [18]. 
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Participants provided verbal consent for participation after reviewing a study information form. 

The study PI (MHG) assessed each participant’s capacity to provide informed consent by asking 

them to restate the purpose, voluntary nature, and potential risks of the study [19, 20]. During the 

consenting discussion, the PI also assessed the participants ability to report on their experiences. 

Participants had to provide appropriate responses in order to be eligible to provide consent. This 

study was exempt from ongoing review by the investigators’ institutional review board 

[HUM00189059]. 

2.3 Focus Group Procedures and Data Collection 

Focus groups were selected to allow participants to build upon their experiences through group 

exploration and discussion [21]. Additionally, the NCDM leads facilitated group discussion, so a 

focus group stype was already familiar to participants. Two distinct focus group guides were used 

to elicit information relating to the experiences and perceptions of people living with dementia. The 

first focus group guide included questions specific to participants’ experiences prior to the COVID-

19 pandemic (Supplementary File-Appendix A). The second guide focused on participants’ 

experiences during the COVID-19 pandemic (Supplementary File-Appendix B). Guides were 

reviewed by one person living with dementia and one care partner of a relative living with dementia 

who provided feedback, which was incorporated before use during the focus groups. 

Two groups were convened over Zoom in December 2020. Prior to the first group, participants 

answered questions relating to their demographics and dementia diagnosis: age, race, ethnicity, 

gender, education, type of dementia, and duration of diagnosis before the first focus group. All 7 

individuals participated in both focus groups as each group focused on a different topic (pre-

pandemic experiences, during pandemic experiences). Two separate groups were convened as 

switching between 2 time periods within the same session could be a barrier to participant 

engagement. Questions were provided to participants at least 1 week in advance of each focus 

group to allow participants time to reflect and prepare for the group discussion. Questions were 

answered round-robin style where each member provided an answer to each question and 

members were encouraged to respond to/build upon what others shared to allow the group 

discussion to evolve [21].  

Focus groups were led by the first author, who was trained in conducting focus groups and 

experienced in qualitative research methods. The second author attended and kept detailed notes 

during both focus groups, which both authors critically reflected on and expanded upon after 

completing each group. The facilitator and the notetaker both had several years of clinical nursing 

experience working with people living with dementia. Each group lasted approximately 1 hour and 

45 minutes. 

2.4 Data Analysis 

Descriptive statistics (frequencies, percentiles, means, standard deviations (SDs)) were used to 

analyze demographic data. Focus groups were audio recorded and transcribed verbatim. Transcripts 

were managed using Atlas.TI [22]. 

Focus group transcripts were analyzed inductively and iteratively using narrative, thematic 

analysis to identify patterns across stories and narratives told by individual participants [23, 24]. A 

narrative analysis was warranted as participants responded to questions by providing detailed 
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stories interwoven with a broader narrative that spanned a timeline from pre-diagnosis, to after 

diagnosis, and during the pandemic. Participants’ narratives illustrated their experiences, the 

impact of those experiences, and their interpretations of the broader meaning of those experiences 

[23]. 

A 3-member team trained in qualitative methods (1 PhD prepared nurse scientist, 2 PhD nursing 

candidates) conducted the analysis. Each analyst reviewed the transcripts multiple times to 

familiarize themselves with the data. The first and second authors independently reviewed each 

focus group transcript to identify and map participant narratives and stories onto individual 

timelines. Individual narratives and timelines were then compared to search and code for patterns 

observed across participants [24]. Codes reflective of patterns were independently grouped into 

minor themes and discussed amongst the 2 coders. Each coder then independently grouped minor 

themes that clustered together and named each cluster (major themes). Regular team meetings 

were held to discuss and reach a consensus on minor and major themes throughout the analysis 

process [25]. A codebook was developed with names and detailed definitions of minor and major 

themes, along with exemplar quotations selected by the 2 coders. The third analyst (Author #3) then 

audited the final codebook to ensure themes reflected the actual data and that key points were 

captured in the themes. Field notes were referred to throughout the analysis for verification. 

Several strategies were used to promote rigor in the analysis [26, 27]. We conducted peer 

examination and member checking to enhance the credibility or confidence that one can place in 

the truthfulness of the findings. To promote dependability, or likelihood of replicating findings, we 

maintained an audit trail and had an analyst acting as an auditor. We used multiple quotation 

exemplars reflective of the broader group's narratives for confirmability or representativeness of 

the findings relating to participants’ experiences. To address the transferability or applicability of 

findings to other contexts/settings, we have included a detailed description of the methods, sample, 

and thick description in the results section.  

2.5 Member Checking 

We used member checking techniques to enhance the trustworthiness of the findings [26, 27]. 

We prepared a synthesis of the emerging codes and themes and presented it virtually to over 30 

National Council of Dementia Minds members. All 7 of the participants also attended the session. 

Feedback on the themes and further exploration of all members’ experiences were explored 

through a group discussion held at the end of the presentation. The presentation and discussion 

were recorded, and the analytic team summarized the feedback and integrated it with the original 

findings. Data saturation was assessed throughout the data collection and analysis process. The 

member checking session suggested that data saturation was reached, as the large group discussion 

offered insights that only verified and expanded upon the themes that had already been identified 

through the original analysis. No new or emergent themes were identified through the member 

checking process. 
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3. Results 

3.1 Participant Characteristics 

Seven people living with dementia took part in 2 focus groups (Table 1). Most were male (n = 6), 

Non-Hispanic White (n = 6), and reported some college education or more (n = 6). Average age was 

63.6 (SD = 4.5). Participants had diagnoses of vascular dementia (n = 2), Alzheimer’s disease (n = 2), 

mixed vascular and Alzheimer’s (n = 1), Lewy Body dementia (n = 1), and chronic traumatic 

encephalopathy (CTE) with an average diagnosis duration of 5.7 years (SD = 1.9) (Table 1). 

Table 1 Sociodemographic and Dementia Diagnosis Characteristics (N = 7). 

Participant Age Race/Ethnicity Gender Education 
Dementia 

Type 

Years Since 

Diagnosis 

1 60 N-H White Male 
College and 

above 

Mixed 

VD/AD 
6 

2 68 N-H White Male 
High school 

diploma 
VD 6 

3 60 N-H White Female Some college VD 2 

4 68 N-H White Male Some college AD 6 

5 60 N-H White Male Some college LBD 7 

6 60 N-H White Male College CTE 8 

7 69 Black Male 
College and 

above 
AD 5 

Note. AD Alzheimer’s disease, CTE chronic traumatic encephalopathy, LBD Lewy Body dementia, 

VD vascular dementia 

3.2 Qualitative Themes 

Two major themes emerged from the analysis, humanizing dementia and “welcome to our 

world”. Humanzing dementia encompasses participants’ experiences living with dementia, their 

emotions, and responses to the world around them, while “welcome to our world” represents 

participants’ interpretations of the impact of the pandemic on their own lives and on society. Each 

theme is described in the narrative below with corresponding subthemes and codes that are 

illustrated by participant example quotations. Additional exemplar quotes are included in 

Supplementary File-Table S1.  

3.3 Humanizing Dementia 

Participants described their experience in a way that focused on how they humanized their 

experience of living with dementia and their hopes for society to focus less on their 

diagnosis/disease and more on their experiences as humans. Five subthemes emerged relating to 

humanizing dementia: early experiences with cognitive impairment, healthcare experiences, 

overstimulation, activism, and tools to live well with dementia (Supplementary File-Table S1). 

Participants described their early experiences with cognitive impairment, including how their 

awareness and emotional responses changed. One participant said: 
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“Well, I walked into the store, and like at Christmas time, most of the stores have 

somebody standing out front like a greeter to kind of help you out or almost all you in 

or point out sales or things like that. Well, there was a gal standing there. She looked at 

me and she said, “Hi.” I said, “Hi,” and then I just kept walking by, and I went into the 

store looking around for my wife. Well, that person happened to have been my wife 

that I said hi to, and I walked past. So I didn’t even recognize her, it was a very hard.” 

(P6, M 60 y.o.) 

These experiences prompted many participants to seek testing for a diagnosis. Participants 

described their experiences with being diagnosed, and many highlighted the challenges they 

experienced in receiving and accepting the diagnosis. 

“I got my diagnosis, uh, sitting in that chair, I sunk right to the floor. Reality hit me in the 

side of the head like a big brick.” (P2, M, 68) 

But for one participant, the diagnosis was eventually viewed as a positive life-changing event. 

“The most challenging thing was to accept the diagnosis. I laid in bed for three months, 

grieving because. I thought my life was over…But luckily, I attended a class that AARP 

was giving on life reimagined. So, they taught you that once a bump comes in your life, 

you can make a choice of moving forward, changing career, or stay stagnant. And so, I 

decided to move forward, and I’m glad I did. And I must say, and people think this is 

strange, but being diagnosed with Alzheimer’s was the best thing that has ever 

happened to me. I didn’t belong to any groups before. I didn’t socialize. I didn’t have 

any friends. Having the diagnosis and changing my life and changing my outlook has 

given me a purpose.” (P7, M, 69 y.o.) 

Participants also described their healthcare experiences, including their experiences with 

healthcare providers (Supplementary File-Table S1). Participants generally described feelings of 

being misunderstood and de-humanized due to a lack of knowledge and empathy from providers. 

“He made me feel lesser of a person. He made me feel a whole multitude of things. I 

never did feel like I was a patient of his, nor was I ever going to be a patient of his. I 

don’t need someone telling me just because I talk well doesn’t mean I have this disease. 

The diagnosis process has to become, and I say has to because it really does. It has to 

become more patient-friendly.” (P1, M, 60 y.o.) 

Some participants described their experiences with medications, but overall, medications were 

described as less than helpful. In some cases, side effects inhibited participants continued use of 

medications.  

“They give you this diagnosis, and they’ll give you Aricept and Namenda or whatever, 

and these drugs don’t really do anything… They say it’s going to slow down the 

progression, or it’s going to do this, or it’s going to do that. It never did… I took both of 

them when I was first diagnosed, and I got horribly sick. And so, I just stopped. I stopped 

taking them.” (P1, M, 60 y.o.) 

Feelings of being overstimulated when in public and during social events were frequently 

described by participants (Supplementary File-Table S1).  

“Sometimes it feels like we are always asking for changes to be made to make the 

environment more manageable for us. But it often goes unheard; nothing changes. We 

are still suffering when in public. So even before the pandemic, I just didn’t go out.” (P3, 

F, 60 y.o.) 
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Participants managed or mitigated overstimulation by adjusting how and to what degree they 

interacted with others and society. Participants gave examples of ways that society does not 

recognize the impact of overstimulation on people living with dementia, which caused them feelings 

of frustration and of being “unheard” (See Supplementary File-Table S1). 

“We were doing the presentations at the Alzheimer’s Association banquet, and they had 

us sitting right in front of the speakers. And they thought it would be really cool to just 

blare out all of this high volume music. I got up and left, and about half the people had 

to get up and leave because they just couldn’t take what was going on…that just stuck 

to me and this is the Alzheimer’s Association, you know, and the volume of music they 

had in that place was just basically atrocious for people who have problems with 

overstimulation.” (P4, M, 68 y.o.) 

With the rise of virtual engagement opportunities amid the pandemic, participants described 

needing to “unplug” at times to reduce the potential for overstimulation.  

“I had an AARP Christmas party that was virtual. And there was 35,000 people. I mean 

35 people all talking at the same time trying to… I had to leave. I stayed for about ten 

minutes, and it just became so overwhelming for me.” (P7, M, 69 y.o.) 

Partcipants described activism as a key component of humanizing their experiences with 

dementia (Supplementary File-Table S1). Most participants acknowledged that being an activist was 

an important identity they had accepted since being diagnosed. 

“I’ve become an activist, public speaker and have really, really made an effort to give a 

face as an African-American person living with Alzheimer’s.” (P7, M, 69 y.o.) 

Through their activism, participants sought opportunities to educate others on humanizing 

dementia and that people living with dementia can live well with this chronic disease. 

“You know, it’s hard talking about knowing what’s happening to you, but we also know 

it can help people understand why people with dementia do certain things, and if you 

didn’t hear from people like us, then it would just kind of keep on going like it has been 

for decades where people don’t understand anything about living with a dementia-

related illness.” (P1, M, 60 y.o.) 

Another said: 

“Whenever I’m out, I’m very open about what I have, and I have dementia. And by using 

humor people can see that I understand what I have, but yet I can accept it, and I can 

still enjoy the time. And what that does it takes the sympathy and the tragedy narrative 

and throws it out the window where it belongs and allows them the opportunity to ask 

questions and it’s actually provided a lot of really meaningful conversations.” (P4, M, 68 

y.o.) 

Opportunities to participate in activism were limited by public health restrictions during the 

pandemic, which was a detriment to their previous routines. 

“I’m an international dementia advocate and I used to travel all over the place. Now I 

travel from basically from the kitchen to the sofa, and sometimes I go from the sofa to 

the kitchen and that’s like a big deal.” (P1, M, 60 y.o.) 

Participants described several tools to live well with dementia, including the importance of 

humor (Supplementary File-Table S1).  

“I will take things that I’ve done, um, that dementia kind of makes you do or whatever 

the term is, um, turn it into humor, and it becomes a little bit easier to deal with. It’s 
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not like it, um… it’s not like it makes it go away, which I wish it did. Um, but it does. It 

makes it a little bit easier to live with.” (P1, M, 60 y.o.) 

Researcher field notes also reflected the importance of humor, as many contextual comments 

were made that reflected group laughter, playful banter, and jokes that were not fully captured in 

the transcripts. In addition to using humor to cope with challenging experiences living with 

dementia, one participant also described how it was used to humanize himself. 

“It’s one of these things that it just helps and I wish more people would understand that 

and that’s with in every presentation that I give there’s always humor because when 

you use humor, especially aimed at yourself, you make yourself more human.” (P6, M, 

60 y.o.) 

Participants detailed how support from others, including family and each other, were essential 

tools to help them live well with the disease. 

“I know; thank goodness I have (stated the first name) for a wife because I can go and 

talk to her about it, and that relieves the rest of the degree of being upset. And I’m not 

upsetting her if she’s just my sounding board, and I treat her with a great deal of respect 

for that because I know it’s… all of us will say our spouses have an awful, awful 

responsibility.” (P2, M, 68 y.o.) 

One participant described a unique type of support from a life coach: 

“I was fortunate enough to find a life coach whose specialty was dealing with people 

with dementia and Alzheimer’s. We would discuss many of these feelings and emotions 

that I was going through, and she really helped me in looking at them and realizing that, 

number one, they were not as bad as I thought they were, and then some of the 

behaviors were just normal that comes with the diagnosis…she really got me through 

some really rough patches when I was having a very difficult time.” (P7, M, 69 y.o.) 

More broadly, socialization and opportunities to engage with others were described as critical to 

living well with dementia. 

“I always say, “The number one prescription we should be getting is social engagement.” 

This is our medicine.” (P3, F, 60 y.o.) 

Socialization became even more important, but was difficult to attain during the pandemic. 

“I’m at home because nobody’s coming over. We’re not going to visit anybody or 

whatnot so losing that socialization is huge because we used to always go out and see 

somebody or plan the next vacation trip or do this or that.” (P5, M, 60 y.o.) 

A few participants described using cannabidiol products and medical marijuana to manage 

symptoms including anxiety, sleep disturbances, and frustration. When asked for an example of how 

to manage symptoms and live well with the disease, one participant said: 

“I run for my medical marijuana. Truthfully, I’ll just take a gummy because I don’t have 

anxiety pills per se that will set you back. And believe me, I did not have much 

experience with, um, marijuana prior to this, so.” (P3, F, 60 y.o.) 

3.4 “Welcome to Our World” 

Participants’ experiences and perceptions regarding the pandemic were described to suggest 

that society as a whole was now faced with challenges that people living with dementia experienced 

even before the pandemic began.  
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“Well, in the beginning, when it first came, I told folks it was like welcome to our world. 

You know, because this has been what we experience every single day… you know, 

everybody is kicking and crying and screaming “Oh, we have to stay home,” but that’s 

what we do every single day.” (P1, M, 60 y.o.) 

Participants described how society was now experiencing loss, stress, and health impacts, but 

that, in many ways, their own experiences with these feelings were just compounded by the 

pandemic (Supplementary File-Table S1). Participants described a loss of activity and engagement 

during the pandemic, which inhibited their ability to live well with dementia. 

“I haven’t been out of the house… maybe once in the last three weeks just because it’s 

too risky and there’s nowhere to go. There’s nothing to do. You know, I can walk out 

and walk up and down in front of my house for so many times.” (P5, M 60 y.o.) 

One participant described how living in a multi-generational household during the pandemic 

reduced the impact that loss of activity and engagement had in his daily life: 

“I hate to say this, but I’m very, very, very, very fortunate because, even though my 

movement has been restricted, I still have half of my family here, my daughter’s family, 

on the other side of the wall.” (P2, M, 68 y.o.) 

Participants described a loss of interaction, which was significant as social interaction was 

previously described as a critical tool to living well with dementia. 

“I’ve become a hermit, you know, sitting on the sofa, working on social media, I do a lot 

of research and all that stuff, but then after about an hour, you get tired of that. So, I’m 

playing solitaire, and I’m coloring pictures, and you’re just doing things…I don’t want my 

brain to turn to mush, and that’s exactly what part of this is doing.” (P3, F, 60 y.o.) 

Participants frequently described stress (Supplementary File-Table S1), including how stress 

impacted how they lived with and experienced dementia. 

“We’re already under a lot of stress with just having the disease. And now, you’re locked 

in a house with somebody or sometimes by yourself. It can really amplify the symptoms 

that you have, you really have to work to stay on top of it because it can be very 

catastrophic to people like us.” (P4, M, 68 y.o.) 

Many also described their perceptions of increased stress in society during the pandemic. 

“It’s the unrecognizable stress or the stress you don’t even think about on a daily basis 

that you're dealing with, that you don’t even realize you’re dealing with just because of 

COVID. You’re still trying to stay positive, but there’s just some days you just can’t do it; 

just COVID alone that just puts it in a whole different league” (P5, M, 60 y.o.) 

Participants reflected on how the pandemic impacted their health (Supplementary File-Table S1), 

including how the pandemic influenced their dementia progression. 

“Every single one of us have a progressive disease, so it’s almost like we’ve lost a year 

of life, and I know I’ve progressed. And I know my family thinks I have. Not a great deal, 

but a step-down. So, even though we’re home, we still have progression in our diseases, 

and a whole year is a long damn time.” (P3, F, 60 y.o.) 

They also described how the pandemic influenced their physical health (Supplementary File-

Table S1). 

“Since the pandemic, my sugars were spiking sometime around two or three o’clock in 

the morning, and I would wake up, and the sheets were completely wet, and you know, 

I would feel my chest, and I mean I was just covered in sweat.” (P1, M, 60 y.o.) 



OBM Neurobiology 2023; 7(3), doi:10.21926/obm.neurobiol.2303178 
 

Page 11/16 

4. Discussion 

People living with dementia experienced profound loss, stress, and debilitating health impacts 

even before the pandemic began, many of which were amplified by it. They described how society 

had a glimpse of what it was like to live with dementia during the pandemic due to restrictions that 

limited access to supports, resources, routines, and socialization. Despite significant barriers, 

participants identified new opportunities to humanize the disease prior to and during the pandemic. 

There is much knowledge to be gained by leveraging the expertise of people diagnosed with the 

disease to better support them on their journeys of living with dementia, particularly during public 

health crises when barriers to care are exacerbated.  

This study found that families living with dementia experienced increased feelings of loss, stress, 

and declines in health during the pandemic that were attributed to limited engagement and 

socialization. Social isolation and it’s psychological sequelae were pervasive among older adults 

even before the pandemic began [28, 29]. The pandemic compounded barriers to socialization 

inherent to cognitive impairment (e.g., decreased ability to tolerate and respond to stressful stimuli) 

by adding widespread contextual and environmental barriers (e.g., limited or no access to vital 

dementia-specific supports and services) [30, 31]. Offering opportunities to engage with society and 

increasing socialization are critical to promoting the health and well-being of people living with 

dementia.  

Early phases of the pandemic were marked by disruption, uncertainty, and restrictions that 

paralleled participants experiences’ throughout their journeys of living with dementia. Societal 

pressure, judgement, misinformation, and social exclusion loomed over people diagnosed with the 

virus and those who cared for COVID-19 patients, comparable to what people living with dementia 

and other debilitating health conditions experienced during pre-pandemic times [32, 33]. It remains 

unclear if the collective experience of the pandemic influenced society’s stigmatizing views on aging, 

disability, and memory loss. The analogy “welcome to our world” could be a powerful tool to shed 

light on the many challenges experienced by people living with dementia and prompt a call to action 

to address systemic barriers that prevent people from living well with this disease. 

Participants identified many gaps in healthcare and society that left them feeling less human. 

This included lack of empathy, knowledge of the disease, and referrals for dementia-specific 

supports and services. Negative experiences with healthcare systems and providers prompted 

people living with dementia to seek new opportunities to humanize their experiences with the 

disease. They collaborated to advocate and improve the lives of all people living with dementia in 

the present and future by sharing their own tools and strategies on how to live well with the disease. 

Their commitment and innovation can inspire healthcare leaders, clinicians, and researchers to 

reimagine dementia care and shift the narrative of disability to one of strength, ability, and living 

well.  

4.1 Clinical Implications 

Dementia care providers must have knowledge of complementary, non-pharmacologic 

approaches in order to offer resources and referrals to holistically support people on their journeys 

of living with dementia. Findings illustrate how people living with dementia are using many 

innovative approaches at home even during times of disruption (e.g., virtual support, peer-to-peer 

empowerment, advocacy, life coaches, humor, CBD products). Clinicians should assess what 
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strategies are already used by patients and connect them to other supports that may enhance their 

ability to live well with the disease at home. 

Participants also expressed caution for providers not to lose focus on those diagnosed, or rely 

solely on care partners for information about the lived experience of people living with dementia. 

This may mean expanding appointment times to allow people with dementia more time to 

communicate their experiences and having separate appointments to address care for the 

caregivers vs. care for the person diagnosed. Given the continued uncertainty surrounding the 

pandemic, dementia care providers must continue to assess for and address longer-term mental 

and physical effects on people living with dementia. 

4.2 Research Implications 

With the number of people living with dementia expected to increase over the coming decades 

[12], it is paramount that gaps in care identified by people living with dementia be propelled to the 

forefront of the aging research agenda. Advancing evidence-based dementia care requires 

additional research focused on the recommendations of the experts living with dementia. 

Researchers need to amplify the voice of people living with dementia through co-creation of 

research, stakeholder engagement, and by using approaches to fully engage individuals across the 

disease continuum. Modifications, adapatations, and flexibility in study protocols and eligibility 

criteria can promote inclusivity, which is needed to enhance representation of people living with 

dementia in all types of aging research. Increased flexibility is particularly important during times of 

society-wide disruption, like the pandemic.  

Activism can be a powerful tool to reduce stigma, enhance understanding, and ignite change. 

People living with dementia may experience individual and collective benefit by engaging in 

educational and advocacy activities [34]. Interventions that connect people living with dementia 

with opportunities to advocate and educate is a promising research area to explore to enhance well-

being of people living with dementia and to transform society’s approach to dementia care. This is 

one example of how incorporating the perspectives and recommendations of persons living with 

dementia can be leveraged to gain insight into novel areas for research. 

There are several limitations to consider for this study, including the samples’ limited variability 

in sociodemographic (e.g., age, race and ethnicity, gender) and clinical characeristics (earlier 

onset/diagnoses, dementia type). The pandemic took a disproporotionate toll on the health of 

marginalized racial and ethnic groups [35], and older people with increased medical complexity [36]. 

This study’s sample is not large, or varied enough to reflect such differences; however, this study 

does highlight the perspectives of a vulnerable population often overlooked in research and clinical 

practice. Efforts were made to assess data saturation throughout the analysis and through member 

checking, but given the small sample size, we cannot ensure that saturation was achieved. Another 

limitation is that participants all volunteered for the focus groups, which means the experiences of 

people living with dementia less able to communicate or willing to share their experiences are likely 

not captured in these findings. Finally, participants were recruited through one national 

organization focused on advocacy and education. Although participants were from across the 

country, their experiences and interpretations of the impact of the pandemic could vary greatly 

from people living with dementia who do not participate in peer support and advocacy activities.  
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Despite these limitations, this study expands the understanding of the lived experience of people 

living with dementia during a critical time period of the early stages of the pandemic. Multiple 

strategies were used to maintain rigor in the analysis, including member checking. Several 

approaches were also used to promote engagement by people living with dementia (e.g., feedback 

on focus group guides, providing questions to participants in advance of focus groups, using 2 

separate focus groups to discuss 2 different time points). These findings are among the first to 

capture how people living with dementia compared their experiences prior to and during the 

pandemic. 

5. Conclusion 

People living with dementia experienced significant challenges to living well with a chronic, 

cureless condition prior to and during the COVID-19 pandemic. As the pandemic upturned the world, 

society endured feelings of loss, stress, and health impacts that people living with dementia 

experienced even before the pandemic began. Even in the face of adversity with limited support, 

strateigies were identified to optimize the experience of living with dementia. This study’s findings 

add to the evidence base by illustrating the lived experiences of those diagnosed with dementia 

prior to and during the pandemic. Sharing their experiences with the broader community represents 

a promising opportunity to transform the worldview of dementia and improve dementia-related 

healthcare and research. 
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