Impact of the pandemic on dementia care and caregivers: a qualitative study

Abstract

Background: Physical distancing measures to limit contagion in the Covid 19 pandemic made
it difficult to care for older persons with dementia. Non-essential home visits were prevented
and family caregivers took over most of their care. The aim of our study was to describe the
lived experience of peoples living with dementia caregivers during the pandemic regarding the

care provided and the person cared for.

Methods: A qualitative phenomenological design was used. Participants were recruited using
purposeful sampling. Informants were selected from primary health care centres, day centres
and a community mental health unit. The study participants comprised 21 caregivers. Semi-
structured in-depth interviews by telephone were used and field notes were collected from the
researchers. A thematic analysis was conducted. The criteria used to control trustworthiness

were credibility, transferability, dependability, and confirmability.

Results: Three main themes and six related sub-themes were identified: 1) care for the person
with dementia during the pandemic, including lockdown, associated with difficulties in coping
with restrictions, deterioration in health and the impact of the closure of health and social
resources; 2) health and social care provided to people with dementia after the disruptions and
the care received from primary care prior to hospital or residential admission; and 3) the
caregiver's perspective on the effects of the psycho-emotional impact, and coping strategies

adopted in caring.

Conclusions: Interventions for people with dementia should be planned in order to prevent the
worsening of their health and cognitive status, while also developing programmes to prevent

stress and alleviate caregiver burden in case of health crises.
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INTRODUCTION

In late 2019, severe acute respiratory syndrome coronavirus 2 (SARS-CoV-2) was
detected as the causative agent of COVID-19 (World Health Organization, 2020). In 2020,
almost 80% of COVID-19 deaths occurred among people aged 65 years and older with multiple
chronic conditions (Centers for Disease Control and Prevention, 2020), while 46% of Covid-
19 deaths occurred in nursing homes, with premorbid conditions and advanced age considered

risk factors for COVID-19 mortality (Bonanad et al., 2020; Comas-Herrera et al., 2020).

Among the control measures employed, the countries implemented mass lockdowns
and quarantines in order to establish social distancing (Hellewell et al., 2020). Similarly, many
countries implemented physical distancing measures in order to contain the speed of virus
transmission, reduce the chances of health systems collapsing and reduce mortality (Azevedo
et al., 2021), only allowing flexibility for certain jobs or emergency situations (Nussbaumer-
Streit et al., 2020). These isolation measures limited non-essential home visits or even
prohibited them in facilities where the older persons were institutionalized (Carbone et al.,
2021; Hanna, Giebe, et al., 2022). Previous studies have shown that measures for social
distancing, lack of social interaction and lack of physical closeness had an adverse impact on
the well-being of PLwDs (peoples living with dementia) and their caregivers (Abbasi, 2020;

Chu et al., 2020; Velayudhan et al., 2020).

PLwDs were at increased risk of fatal outcomes from the COVID-19 outbreak, due to
their vulnerability to the disease and the indirect effect of the pandemic on social and medical
support (Brown et al., 2020). PLwDs may also have been affected by the changes in routine

imposed by social isolation, experiencing increased burdens and negative impacts on their



mental health (Brown et al., 2020). Under normal conditions, family caregivers assume a
significant burden in the care of their relative with dementia (Wimo et al., 2017) presenting an
increased risk of physical and psychosocial health problems (Abreu et al., 2020). In fact, several
international studies have identified caregiver stress in the context of the pandemic. In Italy,
Altieri & Santangelo (2021) identified a heavy burden experienced by caregivers, along with
an increase in depression and anxiety, despite their high levels of resilience. In Greece,
Tsapanou et al. (2021) added that the most affected domains in PwDs (peoples with dementia)
were communication, mood, movement and compliance with the new measures, while their
caregivers experienced a large increase in their psychological and physical burden due to
limited means of support. In Portugal, Borges-Machado et al. (2021) associated the increase in
caregiver burden and loss of well-being with the physical and cognitive worsening of people
with neurocognitive disorders in their care, as they became more dependent on daily living
activities. In Argentina, Cohen et al. (2020) highlighted the increase in stress among caregivers,
especially in severe cases of dementia, due to the lack of paid caregiver support during
lockdown. Finally, in India, Vaitheswaran et al. (2020) highlighted the concern among
caregivers of dementia patients regarding immediate needs posed by the pandemic, as opposed
to other long-term needs related to home care, caregiver training and relief services.

Apart from the care burden referred to by the relatives of patients with dementia
indicated by research carried out in different countries, it is necessary to continue developing
studies from a qualitative perspective. These will help us understand to what extent the
restrictions on mobility and social isolation implemented in Spain during the Covid 19
pandemic influenced the care of people with dementia and their family caregivers. The aim of
our study was to describe the lived experience of PLwDs caregivers during the pandemic

regarding the care provided and the person cared for.



MATERIAL AND METHODS

Design

The qualitative phenomenological method was adopted, based on the study of people's
experience and how they interpret it (Korstjens & Moser, 2017). Phenomenology seeks to
understand how individuals construct their vision of the world based on the experience of other
people (Giorgi, 2003), in our case related to the impact of measures adopted during the
pandemic and care for patients with dementia. In addition, phenomenology focuses on the study
of phenomena as they appear in order to reach an essential understanding of human experience

(Carpenter and Suto, 2008; Norlyk and Harder, 2010).

Research Team

Prior to the study, the positioning of the researchers was established through briefing
sessions that addressed the theoretical framework of the study, their beliefs and their motivation
for the research (Carpenter & Suto, 2008) (Table 1). The research team consisted of five
nursing professionals of whom four were female. One of them was a primary care nurse and
the remaining four were university lecturers and researchers in the field of nursing with
experience in qualitative research. None of them had any previous relationship with the study

participants.

Sampling strategies and participants

The study was carried out in the Autonomous Community of Cantabria (Spain). The
informants were selected from primary health care centres, day centres and a community
mental health unit. The criteria for inclusion were: a) being a family caregiver of a PLwDs; b)
having been a caregiver during the COVID-19 pandemic; c) not suffering from pre-existing
psychological disorders, and d) being willing to take part in the study. Sampling and data

collection continued until redundancy of information was achieved, at which point no new
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information emerged from the data analysis (Carpenter & Suto, 2008; Creswell & Poth, 2018;

Moser & Korstjens, 2018).

Data collection

Data were collected through semi-structured qualitative interviews following a script
of questions developed according to the study objective and the literature published in the
context of the pandemic to date (Table 2). Open-ended questions were used to elicit information
on specific topics of interest (Moser & Korstjens, 2018). Field notes were taken, topics of
interest were identified, and clarifications were sought from caregivers (Creswell & Poth, 2018;
Carpenter & Suto, 2008). Data were collected via telephone between February and August
2022. Only one interview was conducted per participant. The interviews were conducted in
Spanish, audio-recorded and transcribed by a professional service. They had an average
duration of 34 minutes (ranging from 12 to 63 minutes).

Rigour criteria

The Guba & Lincoln criteria for guaranteeing trustworthiness were followed (Korstjens
and Moser, 2017). The Consolidated Criteria for Reporting Qualitative Research were followed
(Tong et al., 2007). The techniques performed are described in Table 3 (O'Brien et al, 2014;

Korstjens and Moser, 2017).

Ethical considerations

The project was approved by the Ethics Committee for Research with Medicines
(CEIm) of Cantabria (Spain) with the internal code INNVAL 20/12 and the approval of the
participating centres was obtained. Convenience sampling was carried out to select family
caregivers in Primary Care Centres, Day Centres and one Mental Health Unit located in the
community. The study was presented to the heads of the participating centres and their written

authorization was obtained for the study. Subject recruitment was carried out with the help of



healthcare and social professionals at the different centres, who selected possible participants.
Caregivers were contacted by telephone on two separate occasions. The purpose of the first
contact was to offer information about the study and invite them to participate, answer any
possible questions and arrange the most convenient day and time for the next meeting according
to their availability. Data collection was carried out in the second contact, previously collecting
informed consent orally by audio recording.

Data analysis

A thematic analysis was conducted, which involved: 1) identifying words, sentences
and metaphors in the text; 2) reducing the data to units of meaning; 3) grouping units into
clusters with meanings in common; and 4) identifying emerging themes. The researchers first
analysed the interviews separately, then the results were grouped together and agreed upon
(Moser & Korstjens, 2018). The data analysis was conducted manually and no computer
software was used.

RESULTS

A total of 21 PLwDs caregivers participated in the study. One potential informant did
not participate due to lack of time and adequate conditions for conducting the interview. The
profile of the participants was female (n=18, 85.7%), with an average age of 60.52 years (SD
10.14) and mostly married (n=17, 81%), and living with the person being cared for in just over
half of the cases (n=13, 61.9%). The average age of the PLwDs was 86.24 years (SD 8.43),
most of whom were mothers (n=12, 57.1%) and less frequently spouses (n=4, 19.1%). They
had been suffering from dementia for a mean time of 5.71 years (SD 2.97). The participants
had been caregivers for between 1 and 15 years. Most (n=12) had been caring for five years or
less, followed by periods of between six and ten years (n=7). Time spent caring ranged from

three to 24 hours a day, with most (n=11) spending between 11 and 20 hours a day.



Most of the carers relied on the Day Centre as a formal support resource, as the only resource
or combined with paid carers. In six cases, they did not have resources to help them with care
and of those, four were 24-hour caregivers. In relation to the impact of the pandemic, the vast
majority of respondents (80.9%) stated that it had affected them in their role as caregivers, in
just over half of the cases (62%) it had affected the PLwDs, and in nearly half of the cases
(47.6%) it had affected the care they offered (Table 4). Three main themes were identified
(Table 5) which are presented below along with accompanying quotes (Table 6).

Theme 1. PLwDs care during the pandemic

Sub-theme 1.1. Management of the PLwDs due to COVID-19 related knowledge and

changes in daily routines

Some caregivers identified difficulties during the pandemic including lockdown in
managing PLwDs associated with their cognitive state, such that they were neither aware of
nor understood the implications of the pandemic for their daily lives, despite the seriousness of
the problem. These included adopting and following preventive measures against the risk of
contagion, such as the use of masks, keeping a safe distance and the need to limit social
contacts. After lockdown and a gradual return to normality, some PLwDs showed difficulties
in returning to their pre-pandemic daily routines. For other caregivers, the pandemic was not
experienced as an unpleasant situation as it did not affect the care for PLwDs and their daily
routine was not altered, even during lockdown, seeing as how before the pandemic, they rarely

left their home.

Sub-theme 1.2. Deterioration in the health status of the PLwDs

Lockdown affected the physical condition of the PLwDs, especially the deterioration of
mobility and loss of autonomy, limiting or requiring help with moving around after the return

to normality. In some cases, the confinement affected the PLwDs emotionally and they became



aware of the pandemic, sometimes requiring the prescription of drugs in order to stabilize them.
However, there were caregivers who expressed doubts as to whether the deterioration was due

to lockdown or to the evolution of the disease itself.

Caregivers who relied on a day centre as a formal support resource before the pandemic
highlighted the negative impact of the loss of daily routines on PLwDs due to its temporary
closure, as well as the interruption in activities they regularly undertook in the centres as part

of their treatment.

Theme 2. Health and social care during the pandemic
Sub-theme 2.1. Health services in primary care

Where caregivers needed assistance for their family members, their assessment of care
revolved around access to health professionals. In some situations, face-to-face home-based
care was maintained as normal during the pandemic. However, the closure of health centres to
normal activities meant that the alternative was telephone health care, which in some cases was
assessed as sufficient and positive, and in others as negative due to difficulties in establishing
communication and therefore being left unattended and with a feeling of abandonment. In other
cases, the alternative was referral to hospital for care and in some situations, the carer resorted

to contracting private health care in order to guarantee care in case of need.

Other caregivers expressed feeling fortunate and satisfied with the system and the health
care received, grateful to their assigned health care professionals, highlighting their personal
commitment despite the difficulties in the normal functioning of the healthcare system due to

the pandemic.
Sub-theme 2.2. Admission to hospital or residential care

In some cases, caregivers experienced institutionalization of their relatives in residential

care or hospitalization during the pandemic.



After admission to the residence, following the protocols, isolation in the relative's room
for the first few days and the consequent absence of face-to-face visits meant that the only
alternative was telephone contact with the relative or communication with the staff at the
institution. The hardship and suffering of these circumstances was felt not only by the
caregivers but also by the family member, given the change in their environment where even
the staff's protective equipment was unpleasant for a person recently admitted to an institution.
Safety measures led to new dynamics which affected hospital admission and even

communication with the health staff.

Theme 3. The caregiver's perspective

Sub-theme 3.1. Psycho-emotional impact

The loss of formal and informal resources to support caregiving, especially during
lockdown, overwhelmed some caregivers physically and psychologically, leading to fatigue
and feelings of loneliness, fear and worry about continuing to care for their family member in
the face of possible health problems in the new health and social circumstances. The feeling of
loneliness was a recurring theme in the experience of caregiving during the pandemic. Caring
in solitude without the possibility of a break for other social or leisure activities came to be

seen as imprisonment, accompanied by negative feelings such as loneliness and anguish.

Additionally, caregivers described their concern and fear of the possibility of their family
member becoming infected with COVID-19, so that extreme adherence to health measures
became obsessive, with stress and anxiety triggered by their sense of responsibility as

caregivers.

Fear of the possibility that they themselves could become infected and transmit the
disease to their relative was also noted in the caregivers, including feelings of remorse in the

event of such a situation occurring. Some caregivers even reported situations of panic, stress



or anxiety. In addition to this, there was concern about the state of neglect in which their relative

would be left should they themselves become infected and fall ill.

Mainly during lockdown, there was a recognition of accumulated stress as a result of the
buildup of negative emotions, which they took out on other cohabiting family members. These
negative effects did not extend to all caregivers. Due to differences in the family circumstances,

some caregivers did not experience major changes during lockdown.

Sub-theme 3.2. Coping strategies adopted

Caregivers adapted to the difficulties of caring for their relative; they coped with the
psycho-emotional impact by distancing themselves emotionally, normalizing the risk of
contagion, distracting themselves and taking medication. By distancing themselves
emotionally, caregivers withdrew from the care they had been giving to their relative. Other
caregivers downplayed the importance of the contagion by normalizing the situation; they took
it as a risk inherent to the contact and care for the family member. In other cases, they distracted
themselves with other activities, being able to redirect their attention. Leisure activities with
their children helped them to cope with caring for the relative. The stress felt by some
caregivers as a result of the pandemic led to an increase in pharmacological treatment for

anxiety on some occasions.

DISCUSSION

This study aimed to describe the impact of the pandemic on PLwDs care and the
caregiver during the Covid 19 pandemic. Our results showed that the pandemic presented
additional challenges to caregivers of family members with dementia beyond those of the
disease itself. PLwDs were a particularly susceptible group not only to SARS-CoV-2 infection

and its effects, but also to the impact of measures taken worldwide in order to control the spread
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of the virus. Caregivers of family members with dementia faced numerous difficulties in

ensuring continuity of care during the pandemic.

In our study, PLwDs caregivers describe how their family members were not really
aware of the pandemic, most likely due to their cognitive impairment. Mok et al. (2020) agreed
that cognitive impairment and neuropsychiatric symptoms made it difficult for PwDs to
understand and comply with protective measures, such as wearing masks and maintaining
physical distance. At the same time, in our study, caregivers highlighted that, at times,
lockdown was not an unpleasant experience for the PLwDs to the extent that most basic needs
were covered. In this case the dementia itself was already limiting their lives and therefore the
restrictions adopted during the pandemic were not as severe as the existing ones. In their study,
Talbot & Briggs (2021) argued that PLwDs felt safe and secure in their home, as it provided a

respite from daily stress and created opportunities for success.

In our study, mobility restrictions contributed to sedentary lifestyles and social isolation
impacting the lives of PLwDs, previous studies (Brown et al., 2020; Manca et al., 2020; Mok
et al., 2020) have claimed that restrictions in many countries had significant neuropsychiatric
consequences for PLwDs. Manca et al. (2020) described how social restrictions exacerbated
aggression and agitation in PLwDs, which can become chronic and make their care more
difficult. Therefore, it is possible that social restrictions could have an irreversible impact on

PLwDs, increasing their morbidity and mortality (Numbers & Brodsey, 2005).

In our study, with the interruption of activities due to lockdown, PLwDs experienced a
lack of stimulation, and with it a loss of autonomy and capabilities despite caregivers trying to
stimulate them with alternatives in their homes. Once the pandemic subsided and care could be
recovered in day centres, there were caregivers who were reluctant to allow their relatives to

attend for fear of contagion. Here, it is important to bear in mind the theory of the shrinking
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world of Duggan et al. (2008), where PLwDs, in our case motivated by caregivers, reduce the
number of places where they feel comfortable, resulting in patterns of anxiety that become
subject to treatment (Brittain et al., 2010). Disruption of social activities, which are closely
linked to PLwDs in social and health care settings, has an impact on their identity, social

inclusion and well-being (Brittain et al., 2010; Duggan et al., 2008).

Our findings reveal the changes in health services during the pandemic, both in hospital
care and, above all, in primary care for PLwDs. In the latter, three models of care coexisted: 1)
face-to-face care in the home of the PLwDs, 2) telephone care and 3) referral to hospital. In
their studies, Tousi (2020) and Mok et al. (2020) highlighted the inability of the system to deal
with non-urgent patients, such as cognitive disorders or dementia. Parmar et al. (2021) added
that caregivers of relatives with dementia encountered difficulties and deficiencies due to a lack
of human resources and support. In our study, the face-to-face care of PLwDs in their homes
focused on the control of baseline pathologies, highlighting the leading role of the nurse, as
well as their limitations and dependence on the doctor. In their study, Fragkiadaki et al. (2023)
argued that during the first wave of COVID-19, face-to-face medical visits were limited and
even avoided, and telemedicine was proposed as an alternative, although it did not develop
adequately. In our study, the use of telemedicine was via telephone, with no use of
videoconferencing, most likely due to a lack of digital literacy among caregivers. Previous
studies have included remote telephone consultations in primary care in the UK prior to the
pandemic (Brant et al., 2016) and were rated as satisfactory by both the doctor and the patient
(McKinstry et al., 2010). In the case of PLwDs caregivers, videoconferencing would have been

a feasible resource in order to ensure continuity of care (Laver et al., 2020).

The strain that PLwDs caregivers experienced due to the loss of formal support as they
provided continuous care during the pandemic is notable, having a significant psychological
and emotional impact. Our findings are consistent with previous studies (Brown et al., 2020;
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Carcavilla et al., 2021; Greenberg et al., 2020) where PLwDs caregivers faced double stress:
on the one hand, the psychological impact of the pandemic, in addition to lockdown and social
restrictions; and on the other hand, the stress associated with the demands of caring for the
PLwDs. Moreover, seeing as informal caregivers of PLwDs were already experiencing chronic
stress prior to this crisis, which increased the risk of suffering from a variety of physical and
emotional problems, especially anxiety and depression (Pinquart & Soérensen, 2003; Schulz &
Sherwood, 2008) the impact identified in our study would be exacerbated by the previous
baseline situation. Our results are in line with previous studies, where PLwDs caregivers

experienced anxiety, stress and an additional burden in their daily lives (Tsapanou et al., 2021).

PLwDs caregivers highlighted the following personal coping strategies: 1) emotional
distancing, which allowed them to dissociate themselves from caregiving; 2) normalizing the
risk of contagion, which helped them to bear it as something inherent to caregiving; 3)
distraction, which redirected attention to leisure activities so as not to focus on caregiving. In
their study, Rising et al. (2022) identified reading, cooking or attending to household chores as
serving to combat depression; and/or 4) using medication to meet the demands of caregiving.
In their study. In their study, Hoel et al. (2021) highlighted how technology was able to preserve
social contact during the pandemic, lessening the negative effects of restrictions. In situations
other than our own, the practice of faith amongst religious caregivers in order to cope with the
pandemic and its restrictions is noteworthy (Giebel et al., 2022). Britt et al. (2023) highlighted
the benefits of religion and spirituality as being associated with improved mental health and
decreased psychological distress. Hanna et al. (2022) highlighted the role of pre-pandemic
family support networks in the face of the stress and rapid lifestyle changes that occurred. A
good family support network lessened caregiver burden by relying on other family members

for practical and emotional support. (Hanna, Giebel, et al., 2022).
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This study has several limitations. Firstly, although the results cannot be generalized, they can
be applied to situations with similar characteristics. Secondly, the data collection was
conducted through telephone interviews so that the collection of non-verbal information was
limited and it was not possible to contrast verbal and non-verbal information. The use of
telephone interviews to collect data might have influenced the willingness of participants to
share their personal experience. Finally, when interpreting the results, it is necessary to take
into account the diverse characteristics of the caregivers and the care they provided, as well as
the degree of deterioration secondary to dementia. This diversity of care profiles and contexts
at least partly explains the diversity in the lived experience of caregivers during the pandemic

when it comes to the care they provided and the person they cared for.

CONCLUSIONS

This study shows how limitations in mobility due to the risk of infection, together with
the disruption and changes in social and health care during the pandemic, had an impact on
PLwDs and their family caregivers, with important consequences for daily life and well-being.
Furthermore, our results reveal differences in the impact that the pandemic had on caregivers,
PLwDs and the carrying out of care duties. In this regard, it is necessary to take into account
the varied profiles of our participants and the fact that their lived experience can at least be
partly explained by the status of the PLwDs, the characteristics of the care administered, such
as amount of time dedicated to care, the use of formal resources for care, the family member’s

healthcare needs during the pandemic and the strategies adopted by caregivers to deal with it.

RELEVANCE FOR CLINICAL PRACTICE
The results of this study should help to increase the care for older persons with
dementia, especially if they lack support outside the home and are socially isolated, as was the

case during the pandemic. The care needs of older persons with dementia living at home have
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increased during the pandemic, highlighting the importance of continuity of nursing care. There
is a need to strengthen support for family caregivers of older persons with dementia during

health crises such as that experienced during the pandemic.
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Table 1. Positioning of the researchers

Theoretical Framework

The researchers based their approach on an interpretive paradigm. This paradigm
is based on the assumption that human beings construct their own social reality
and that knowledge is built through increasingly nuanced reconstructions of
individual experiences.

Beliefs

The lockdown and social distancing measures imposed during the pandemic,
which were applied to the general population, did not take into account the
particular needs of dementia patients and their family caregivers. This lockdown
could have an impact on caregivers and caregiving performance.

Motivation for the Research

To gain insight into the care provided to dementia patients through the first-hand
experience of their caregivers. To describe and understand the caregivers' views
on aspects they consider relevant to their needs, difficulties and impact on care
and their role as caregivers during the pandemic.

22



Table 2. Question guide

Research Area Questions

Impact of the COVID | How has the situation experienced during the pandemic
pandemic on the influenced the person you care for? To what extent did
health of the person it affect their health, behaviour, symptoms...?

being cared for

Impact of the COVID | How did you experience the restrictions adopted during
pandemic on caregiver | the pandemic (prevention measures, social isolation,
and caregiving lockdown...) as a caregiver? In your experience caring
performance for your relative, did you experience any changes in the
way you did things before the pandemic?

Health and social care | How did you experience the health and social care
during the pandemic received during the pandemic (health centres, hospital,
day centres)? What was that care like?

Table 3. Trustworthiness criteria.

Criteria Application procedures

Credibility Investigator triangulation: each data source was analysed.
Thereafter, team meetings were held during which the
analyses were compared, and themes were identified.

Triangulation of data collection methods: including semi-
structured interviews, and researcher field notes.

Transferability In-depth descriptions of the study performed, providing
details of the characteristics of researchers, participants,
circumstances, sampling strategies, and the data collection
and analysis procedures.




Dependability

Audit by an external researcher: an external researcher
assessed the study research protocol, focusing on aspects

concerning the methods applied and the study design.

Confirmability

Investigator triangulation, data collection triangulation.

Researcher reflexivity was encouraged via the previous
positioning, performance of reflexive reports and by
describing the rationale behind the study.

Table 4. Caregiver, PLwD, care, and impact of the pandemic

1D Caregiver PLwWD Characteristics of care Impact of the pandemic
Living
Marital with the . Ye.ars Hours Formal On On the On
Age | Gender status cared Age Tie with Years Resources the caregiver | care
dementia /day PLwD &
person
01 63 F Married 0 95 Mother 5 5 20 No No Yes No
02 | 48 F Single 0 76 Mother 5 5 18 a No Yes Yes
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03 | 63 F Married 1 93 Mother 9 9 4 a No Yes No
04 | 53 F Married 1 73 Mother 2 2 24 No No Yes No
05 | 65 F Married 1 93 Father 1 1 8 No Yes No No
06 | 73 F Married 0 79 | Husband 12 6 17 e Yes Yes Yes
07 | 56 F Married 1 88 Mother 4 4 8 a Yes Yes Yes
08 | 39 F Married 0 91 | Grandma 5 5 14 c Yes Yes Yes
09 | 42 F Married 87 Mother 4 15 24 No No Yes No
0 -in-law
10 | 63 F Married 0 90 Mother 4 4 24 No No No No
11 | 69 M Married 1 92 Mother 5 5 12 d No No No
12 | 74 F Married 0 78 | Husband 4 4 18 a Yes Yes Yes
13 | 59 F Single 0 84 Mother 12 12 15 c Yes Yes Yes
14| 70 F Married 0 85 | Husband 8 8 16 b Yes Yes No
15| 67 M Married 0 64 Wife 5 5 18 b Yes Yes Yes
16 | 47 F Married 82 | Mother- 3 3 5 e No Yes No
1 in-law
17 | 54 F Married 0 88 Mother 7 7 24 No Yes Yes Yes
18 | 73 F Widower 1 97 Mother 8 8 10 c Yes Yes No
19 | 65 F Married 0 93 Father 4 4 18 b Yes Yes No
20 | 66 F Single 0 96 Mother 9 9 20 b Yes Yes Yes
21| 62 M Married 1 87 Mother 4 6 3 c Yes No Yes

Gender: F: Female, M: Male
Living with the cared person: 0:Yes, 1:No

Formal resources: ® Paid caregiver; ® Day Centre; © Paid caregiver and Day Centre; ¢ Dependency Care Caregiver;
¢ Dependency Care Caregiver and Day Centre

Table 5. Themes and sub-themes identified

Theme

Sub-theme

1. PLwD care during the pandemic

1.1. The management of the PLwD due to
COVID-19 related knowledge and
changes in daily routines

1.2. Deterioration in the health status of
the PLwD
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2. Health and social care during the | 2.1. Health services in Primary Care

pandemic — - -
2.2. Admission to a hospital or a nursing
home

3. Caregiver's perspective 3.1. Psycho-emotional impact on the
caregiver

3.2. Coping strategies adopted

Table 6. Narratives of themes

THEME 1. PLWD CARE DURING THE PANDEMIC

Sub-theme 1.1. Management of PLwD due to COVID-19 related knowledge and changes in daily
routines
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Not being aware of the pandemic because of the disease: "She could not understand because,
although she saw it on television, she was unable to grasp how serious the pandemic was (...) she, 1

tell you, was not really aware of what was going on". (ID 2)

Difficult management due to cognitive difficulties in understanding lockdown: "Then the
lockdown began and of course, as his short-term memory was already damaged, he forgot that he
couldn't go out. So the first two weeks were a war of 'you can't go out, you can't go out, you can't go
to see your friend, you can't'. "Well, I'm going to buy bread". "You can't, ['ve already bought it, you
can't go out, I don't want you to..." (ID 13).

More difficult to manage at home during lockdown: “Before lockdown you had to be with her, 1
tell you that when she was walking, you took her out for a walk, you had to be very careful and keep
the keys in your pocket because she would run away, and during lockdown the same thing, worse,

you couldn't go out with her and it was bad, because of course, she didn't understand why...". (ID

17)

Not understanding the use of the mask: "the mask thing was a drama (...) Well, a drama, the
mask... "she has to wear a mask", she has the mask, she has masks at home but she doesn't want to
wear them, because she’s fine and she doesn't need to wear them, she’s never worn them, why does

she have to wear them? (...) And well, then we had the same fight as always". (ID 11)

Rejecting the use of masks and keeping a safe distance: "And that, the mask thing. ‘It's just that
this...". Of course, well, when we were locked up, nothing, but then we had to wear a mask. ‘Oh, to

hell with the mask, it's silly, it's useless...”" (ID19).

Not accepting the safety distance and the limited contact: "Because when he returned from
lockdown to the day centre, as all the regulations had changed, it was terrible for him. In the sense
of the instructions he was asked to follow, such as, for example, not to sit in certain places, because
of the safety distance. They only had to tell him that he couldn't sit in a chair for him to sit in that
chair. He had a terrible time because he couldn't understand why he couldn't sit there (...). He was

doing terribly because he couldn't understand why he couldn't sit there". (ID 19)

Impact on the condition of the patient due to the closure of the day centre and difficulties in
returning to routines: "She was affected by not going to the day centre, which she liked. I could see
she was less interested in going out, because she didn't like going for a walk in the wheelchair and

she would get angry". (ID 18)
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Difficulty in returning to normality: "There was a terrible drop in everything, physically and
psychologically, because even when they started to let us go out in the street, well, he didn't want to

go out. It was a struggle to get him out (...)". (ID 19)

No management difficulties: "4s she was at home and was looked after and saw the three of us and
all that, she wasn't unhappy or anything (...) she read her newspaper, she watched TV, she dozed
there on the couch and no, she didn't feel bad (...)" (ID 18).

No change in routines due to the pandemic: "During the lockdown, there was no difference in our

daily routine, we were practically here the whole day, we went out very little, [ haven't noticed much

difference"”. (ID 9)

Sub-theme 1.2. Deterioration in the health status of the PLwD

Physical impairment and assistance in moving around: "He’s been in a wheelchair since the
pandemic started. Before, he would take my arm, but when we got locked up, he couldn't hold himself
up and I couldn't take him out of the house (...) my husband deteriorated more and I had to put him
in a wheelchair"”. (ID 12)

Loss of autonomy: "(...) he went out every day, he took the car, he went to the where the pensioners
gather, he came to the village, but well, he stayed at home and hasn’t been the same, his character
has changed, apart from the depression he had before, he was better, but he came and went, he went

out, he came in, now nothing, he doesn't want to do anything". (1ID5)

Psychological impact: "It’s affected him emotionally. Knowing that there are a lot of people who

are having a hard time was psychologically damaging. He was aware of the pandemic”. (ID 15)

Cognitive impairment: "In the pandemic specifically her dementia was not as bad as it is right now,
right now it’s worsened in the last four or five months, it’s been downbhill (...), the worsening has

been terrible, and with the pandemic even more so". (ID2)

Prescription of drugs to stabilize: "They gave her a pill to calm her down so she wouldn't be

aggressive”. (ID17)

Deterioration due to the disease vs. the pandemic: "We did everything for him, we helped him
dress. My father’s always read a lot, during the lockdown he continued reading, but he’d drop the
book on the floor, he’d read the same page again, he’d start reading again anywhere and he didn't

know if he was repeating it or not. Was that because of the lockdown, I don't know". (ID19)
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Negative impact on his condition due to the closure of the day centre: "During the pandemic they
closed the day centre and the lockdown affected him a lot. Once he was locked down, he stayed here
at home sitting down a lot, all day long. I frequently noticed that he could walk less and less, that he
talked less and less... I would ask him something and his answer would be completely unrelated. He

wasn’t in his normal state of mind, not like when he was in the day centre. His capacities were

diminished". (ID 6)

Affected by the loss of routines after closure of the day centre: "She was very upset when they
took away the day centre, very upset, because my mother is already at a point where she has to

maintain a strict routine, because as soon as the routine is broken for any reason, she is very upset

for a week". (ID 13)

Affected by the closure of the day centre and not being able to attend the stimulation
workshops: "It affected her a lot. The day centre and the stimulation workshops were fundamental
and she no longer had them. On an oral level, on a psychomotor level above all, that is to say, on
the level of oral responses and mobility. When my mother went to the day centre, well, she already
had quite advanced Alzheimer's, and thanks to the stimulation workshops, I noticed (...). Then at a
motor level, although I tried to stimulate her, she gradually began to lose even more of the

psychomotor skills she had for getting around the house. It was very noticeable". (P20)

THEME 2: PLWD HEALTH CARE DURING THE PANDEMIC

Sub-theme 2.1. Health services in primary care

Face-to-face medical care. “During the lockdown when the doctor had to come to see my mother, 1

had no problems or complaints about the system.” (ID 10)

On-site nursing care. "They 've been treating an ulcer that he got, the nurse came no problem, we
have the health centre here and they’ve been attending to him without any problem, during the

pandemic as well” (ID 3)

Health care via telephone without problems. “7They have, of course, consulted me over the phone,
when I have had to consult them for my father or for prescriptions or whatever, with no problem”.
(P7)

Difficulties establishing telephone communication: "As a system it was terrible, because you

would call the health centre and you could wait hours, literally hours, for them to answer the phone".

(ID 13)
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Lack of health care due to lack of access to health professionals. "In the middle of lockdown 1
asked for help, you couldn't go to the outpatient clinic in person, they wouldn't pick up the phone
and if they did, my family doctor couldn't be reached, the nurse was swamped with work and I needed

someone to guide me on how to treat my mother (...). So I had nowhere to go". (ID 20)

Perception of abandonment. "You feel abandoned. My mother has a slight fever and it's all on me.

On top of that you call the doctor and you can't go and get her checked out, and I felt alone". (P17)

Referral to hospital as an alternative: "Now it's the same, if she doesn't have a very high fever they

won't come and if she has a very high fever, it’s ‘Don't call me, take her to the hospital’". (P17)

Privately guaranteeing home medical care in case of need: “So I've hired a service called the
Night Angels... it costs 26 euros. I call these people any time and they come to see my mother and
treat her (...). And it’s sad that you have to pay for health insurance to say I have the security of

knowing that a doctor will come to see her if I need one. It's sad, but that's the way it is.” (P17)

Feeling fortunate for the health care received: "Well, I'll tell you that I've had 10 out of 10
consultations, they haven't been cancelled.... Well, when I say I, [ mean my mother. My mother has
had lots of consultations, I can tell you, very, very many, very many and I have been extremely lucky".

(ID 4)

Satisfaction with the health system: "I can only say good things, I can only say good things about
the health system, only good things, because I've always felt supported, cared for, well, I'm very
happy with the health system I have". (ID14)

Personal gratitude to the assigned professionals for their professional involvement: "Regarding
my doctor, my parents' doctor, my parents' nurse, she is a goddess. I have nothing but gratitude, 1
mean, they re always there, my parents' nurses (...) the nurse ended up giving me her personal mobile
phone number so that if I needed something and I couldn't contact her I could call her directly. That's
why I tell you, in a bad system, as people 1'd give them a 10, but only because I can’t give them a
12" (ID 13)

Sub-theme 2.2. Admission to hospital or residential care

Suffering during the isolation of the relative in residence: "She was admitted in June and in
August there was a COVID outbreak, which meant that all visits were stopped, you couldn't see her,

they had to keep them isolated in the rooms, you could only contact the staff, because she was in a
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room and you couldn't understand her when it came to talking.... so it was a bit like living the whole

pandemic in its purest form" (ID 8).

Hardship of admission to the nursing home during the pandemic: "It was a very bad time for
her, she was isolated in the room for 14 days, alone, and then they came in with PPE. So it was very
hard to go from being at home to being in the residence in those conditions (...) she went in there, a
room with no one, alone and that was not her home, that was very hard, for her and of course for
the others as well. She had a phone, we called her on the phone so that... I don't know, to be a bit
closer, so that she could see that... and sometimes she cried (...) she wanted to go out, she wanted to
leave, she didn't want to be there (...) she was in the room alone, in an unknown place and then when
those people came in, it wasn't that a person came in and smiled at her and told her that nothing was
wrong, they came in wearing that protective equipment, that was very hard. And then afterwards, 1

mean, when we went to see her and so on, she wasn't happy". (ID 18)

A bad experience in their mother's admission to hospital: "Fortunately she was only admitted
for one day, but it was a bad experience, she looked at me with eyes like 'where have you brought

me, where am I?’ You take them away from the place they know...". (ID 3)

Interpersonal distance in the hospital and the effect on health communication: “The doctor who
attended her as she came into the room said to me: ‘Go over there’. She would send me to the corner
and I couldn't hear what she was saying, because of course, she spoke softly and I can't hear well,

and I said: ‘But I can't hear her from here’". (ID18)

THEME 3. THE CAREGIVER'S PERSPECTIVE

Sub-theme 3.1. Psycho-emotional impact

Physical and psychological overload of care: "With the lockdown, I was very tired to move him,
even physically because I couldn't sleep, so the ulcers that had started to appear on his buttocks
wouldn't get better; in short, it affected me a lot, I needed external help for his care. Not on a

psychological level, but on a physical level.” (ID 20)

Fear and loneliness in care: "It’s a hard illness, in itself it’s very hard, but the lockdown was not
only hard, it was fear, fear because you felt alone, you felt powerless, you saw that you couldn’t ask

anyone for help, because no one could get in there". (ID 17)

Concern about the need for care: "I was a bit worried that something would happen, that we would
get sick, because they wouldn't take care of you in the hospital. I was afraid that something related

to health would happen to us". (ID19)
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Caring alone with no social life. '"More loneliness, you could only socialize with people at home,
at home I had my husband, my daughter and so on but I don't know how to tell you, you miss talking
to more people, having visitors, sharing, I don't know, a different life". (ID 1)

Caring without rest. "The lockdown made everything a bit more acute, I was alone, I had no escape
route in any sense, otherwise you would go out, go for a walk, be with a friend, but you were locked

in your own hell so to speak, you had no incentive of any kind, I was more alone than usual". (ID 8)

Care as incarceration. "Because I've been limited in what I can do. I was locked down all day with
him. Anguished, unable to talk or anything. I could only talk on the phone, because I was locked
down all day... my children comforted me a lot because I couldn't talk to him here" [her husband

with dementia]. (ID 12).

Obsession with contagion: "During the lockdown, we only went out shopping, to the pharmacy, on
errands, banks and home, we were not with anyone, only by phone. I changed my shoes, my clothes,
1 put them in the washing machine, I cleaned everything, it was crazy, really, I sprayed alcohol sprays
on the soles of my shoes and left them in the street, washing my hands. It was an odyssey, my son

said I was paranoid, obsessed, I said I was being careful". (ID 9).

Panic, stress or anxiety about contagion: "I had horrendous panic about going out and bringing
the disease with me. I was nervous, I was sad, it was a very stressful situation, a lot of anxiety, fear,

helplessness, mixed feelings, but all negative". (ID 2)

Sense of responsibility: "/ was obsessed with not bringing home the disease, I couldn't afford to,

the responsibility to my mother is very big". (ID 4)

Fear of catching and transmitting the disease to the PLwD: "A¢ the beginning we were all afraid
of passing it on to older people, because of everything, because of age, because my mother does not
breathe well, she smoked a lot and well, a bilateral pneumonia is difficult to manage, and especially

at the beginning there was also a lot of ignorance, but we didn't know how to deal with the virus".

(ID 21)

Remorse in the face of contagion: "My greatest fear has been for her, out of remorse of conscience,

that you go out, get it and bring it back; in the end she’s the weak one". (ID 9)

Panic, stress or anxiety due to contagion: "We are the ones who have had the worst time... I had
terrible panic about going out, even if it was to go shopping and possibly bringing the disease with
me. So I was nervous, I was sad, it was a very stressful situation (...). A lot, a lot of stress, a lot of

anxiety, a lot of fear, a lot of impotence, they were mixed feelings but all negative, all anxious because
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it created the anxiety of saying: ‘My God, what am I going to do if I bring it back and I have to take

her to hospital?’. So it was... it was very, very stressful, very sad". (ID 2)

Fear and worry about catching it: "The fear was not of catching it, but for her, if I caught it, who
would take care of her, it was me and my husband who went out to work. If one of us falls, I have to

continue taking care of her, I can't depend on anyone". (ID 9)

Tensions unloaded on the family: " lived through it with tiredness, depression and bad moods, my
son told me that they were not to blame and I ended up taking it out on them. I agreed with them,
there came a time when you exploded, it was hard, complicated, I smoked like a lorry driver. [ would
get out of bed, open my eyes and say ‘another whole day’. I don't know how to explain it, sometimes

1 didn't even feel like cooking". (ID 17)

Experience as a carer without changes. "Living through the pandemic without major changes: we
didn't think we had a bad time either, I imagine that those who were single or so would have had a

worse time, but we didn't really... we have coped well and we have endured”. (ID18)

Sub-theme 3.2. Coping strategies adopted

Adapting to difficulties: " have a great capacity for resilience, as they say nowadays, adapting to
difficulties. So, well, that's what it was". (ID 19).

Emotional distancing: "It was very difficult for me, not taking care of her so much, it took a lot out
of me psychologically, I have had to distance myself a little, although I feel very sorry for her, but
it’s a feeling of psychological effort that sucks you in. Before, I used to go to work, I would come
here, I distracted myself in other ways... it’s reached a point where I stay at home reading, doing

something else so as not to spend so much time with her". (ID 3)

Normalizing the situation: "/ have never thought about COVID, I have half-normalized it, I had to
hug her to move her from the bed to the chair. If I had been infected I would have infected her, I can't
avoid contact with her, what should I use, a screen, I’ve never been afraid of COVID, I was aware
that if I caught it she was going to get it". (ID 8)

Distraction with alternative activities: "Now you think about it and it was hard during the
lockdown, but having children made it easier to cope. I would paint my daughter’s face, she would
paint mine and my grandmother would paint mine while she was watching us; at siesta time it was
your escape, you would go down to the garden, have a barbecue there or jump with water balloons

and it was your moment of escape”. (ID 9)
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Tackling anxiety with medication: "The pandemic has stressed me out a lot, I have treatment for
anxiety and they had to increase the dose, I went shopping, I came home, [ washed the packages,

because after I touched it, I took it to my mother". (ID 2)
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