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Introduction: The present pilot study examined to what extent the COVID-19 lockdown
affected the behavioral and psychological symptoms of dementia (BPSD) in people
with dementia and worsened their family caregivers’ distress. The associations between
changes in the BPSD of relatives with dementia (RwD) and in their caregivers’ distress,
and sense of social and emotional loneliness, and resilience were also investigated.

Materials and Methods: Thirty-five caregivers of RwD attending formal healthcare
services before the COVID-19 lockdown volunteered for the study, and were interviewed
by phone during the lockdown. Caregivers completed the NeuroPsychiatric Inventory
(NPI) to assess their care recipients’ BPSD and their own distress, and two
questionnaires assessing their social and emotional loneliness, and their resilience.

Results: No clear changes emerged in either the BPSD of the RwD or the caregivers’
distress during lockdown compared with before the pandemic. Caregivers reporting
more frequent and severe BPSD in their RwD before the lockdown scored higher on
emotional loneliness. Those reporting more frequent and severe BPSD under lockdown,
especially men and those taking care of RwD with more advanced dementia, scored
higher on both social and emotional loneliness. A significant negative correlation also
emerged between caregivers’ resilience and changes in their level of distress due to the
lockdown, with female caregivers reporting greater resilience.

Discussion: Our findings offer preliminary insight on the effects of loneliness and
resilience, and on the influence of individual characteristics on the experience
and consequences of informal caregiving for RwD in times of restrictions
imposed by a pandemic.

Keywords: dementia, family caregivers, caregivers’ distress, behavioral and psychological symptoms of dementia
(BPSD), loneliness, resilience, COVID-19 lockdown

INTRODUCTION

People with dementia (PwD) living at home depend largely on family (informal) caregivers for
assistance. Caring for a person with dementia can cause severe psychological morbidity, stress,
and emotional burden in family caregivers (Pinquart and Sérensen, 2003). The availability of a
network of social and healthcare services (day centers, home-based interventions of healthcare
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professionals, etc.) plays an important part in helping caregivers
to dealing with the day-to-day care of a relative with dementia
(RwD), and in managing their stressful role (Jensen et al., 2015;
Brooks et al., 2018; Lobbia et al., 2019; Carbone et al., in press).

As a result of the “stay-at-home” rules prompted by the
COVID-19 pandemic, family members caring for RwD have
had to cope with disrupted daily routines, a lesser availability
of formal healthcare services for themselves and their RwD,
impoverished social relations, and less contact with loved
ones. Studies assessing the impact of the COVID-19 lockdown
on the behavioral and psychological symptoms of dementia
(BPSD) in community-dwelling people with PwD, and on
their family caregivers’ distress have suggested a worsening of
BPSD in PwD under lockdown restrictions with their agitation,
apathy, and depression emerging as the most affected symptoms
(Cagnin et al., 2020; Canevelli et al., 2020; Lara et al., 2020).
Caregivers also reported feeling a greater emotional burden
(Cohen et al., 2020) and psychological stress (Cagnin et al., 2020),
with worsening levels of anxiety, helplessness, irritability and
depression (Cagnin et al., 2020).

However, most of these studies had no baseline assessment
obtained before the pandemic for comparison. Asking caregivers
to rate whether they experienced changes in the BPSD of their
relatives, and in their own related burden and distress during
lockdown might have led them to overestimate their difficulties
and stress-related feelings. The one study (Lara et al., 2020) that
compared a baseline assessment obtained before the pandemic
with one conducted under lockdown focused only on caregivers’
perceptions of changes in the BPSD of their care recipients,
without considering any changes in their own levels of distress.

Little is known about the influence of potential exacerbating
or protective factors—such as social and emotional loneliness
or resilience (as outlined below)—on caregivers perceptions
of changes in the BPSD of PwD, and their own related
distress, in such an unexpected and prolonged stressful
situation as a lockdown.

The aim of the present pilot study was therefore to explore
changes due to the COVID-19 lockdown in the BPSD of
community-dwelling PwD and the distress experienced by their
family caregivers. To do so, a well-known and widely used scale
for assessing BPSD as perceived by caregivers of individuals with
dementia was used, i.e., the NeuroPsychiatric Inventory (NPI;
Cummings et al., 1994). This tool is a questionnaire administered
to caregivers, and can be completed by phone. In order to obtain a
“baseline” assessment of caregivers’ perceptions of the frequency
and severity of BPSD in their RwD, and of their own related
distress, we considered dyads of informal caregivers and care
recipients being monitored by territorial services. This enabled us
to capture any differences in the BPSD of the RwD and/or in the
distress perceived by the caregiver during lockdown compared
with the situation beforehand.

Another aim was to newly explore the associations between
caregivers’ ratings of the frequency and severity of their relative’s
BPSD and of their own related distress (both in their usual
situation and under lockdown), any changes in these ratings
due to lockdown (in terms of worsening BPSD and caregiver
distress levels) and caregivers’ perceived social and emotional

loneliness, and resilience, i.e., the ability to cope with adversity,
and adapt to the physical and psychological challenges of
caregiving (Teahan et al., 2018). We concentrated on loneliness
and resilience because of their relevance to caregiving. Feeling
socially and emotionally lonely is known to affect caregivers’
health and wellbeing (Victor et al., in press), thereby influencing
the quality of the care they can provide for their RwD. On
the other hand, resilience has proved to protect against the
fallout of caregiving on an individual’s health and psychological
wellbeing (Teahan et al., 2018), under COVID-19 lockdown as
well (Altieri and Santangelo, 2020).

In line with previous evidence (e.g., Park, 2020), we expected
to find changes (a worsening) in BPSD due to the lockdown, as
well as an exacerbation of caregivers’ distress.

As for social and emotional loneliness, its negative effect
on caregivers health and wellbeing (Victor et al,, in press) is
well known, and may have been exacerbated by the restrictions
imposed to combat the COVID-19 pandemic (Smith and Lim,
2020). We therefore expected caregivers who reported more
severe social and emotional loneliness to perceive more frequent
and severe BPSD in their RwD, and more distress in themselves
as a consequence, as well as greater changes in these aspects
(in the sense of a further deterioration) due to the lockdown.
As concerns resilience, in line with previous evidence of its
protective role for caregiving (Altieri and Santangelo, 2020), we
expected a greater degree of resilience to be associated with lower
caregiver ratings, and fewer reported lockdown-related changes
in the frequency and severity of the BPSD in their RwD, and in
their own related distress.

Other well-known factors influencing the frequency and
severity of BPSD in PwD and the subsequent psychological
consequences experienced by family caregivers include gender—
of both the caregiver (Lin et al, 2012) and the person with
dementia—and the stage of dementia (Connell et al,, 2001).
These factors were therefore also considered to ascertain their
associations with caregivers’ NPI ratings in normal times and
under lockdown (and any differences between the two), and also
with caregivers’ perceived loneliness and resilience.

MATERIALS AND METHODS

Participants

The study involved 35 family volunteer caregivers of community-
dwelling PwD who had been monitored by an institute providing
residential and non-residential care services for the elderly
[Istituto per Servizi di Ricovero e Assistenza agli Anziani (ISRAA)]
in Treviso, Italy for at least 18 months before the pandemic.

Before the pandemic, a routine assessment had been
conducted for all dyads, which involved staging their condition
with the Clinical Dementia Rating (CDR; Hughes et al., 1982),
and scoring their neuropsychiatric symptoms with the NPI,
which was completed by their caregivers.

Table 1 shows the demographic characteristics of the
caregivers and their RwD. Almost all caregivers (N = 34) were
family members (spouses, children, or siblings), while one was
a paid living-in carer. The PwD had been diagnosed with
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TABLE 1 | Demographic characteristics of family caregivers and their
relatives with dementia.

Caregivers N = 35 People with dementia N = 35

Mean (SD) age, years 61.23 (9.91)

26 (74.28%)

82.60 (8.91)

Women, n (%) 22 (62.9%)

Alzheimer’s disease in 17.1% of cases, with vascular dementia in
37.1%, and with mixed or other types of dementia in 60%. Disease
severity according to the CDR was low-moderate in 62.8% of
cases, and severe in 37.14%.

Family caregivers agreed to complete a telephone interview
during a period of lockdown prompted by the COVID-19
pandemic (in May and early June, 2020).

Materials
NeuroPsychiatric Inventory (Cummings et al., 1994).
NeuroPsychiatric Inventory tool is used to assess 12 behavioral
and psychological symptoms in PwD. For each symptom,
caregivers are asked to rate its frequency and severity
and the emotional and psychological distress experienced.
During the telephone interview, caregivers were asked
to answer the questions in the NPI regarding their RwD
and themselves, focusing on the previous month (ie,
under lockdown).

The dependent variables were: (i) the sum of the frequency
X severity scores (total NPI score for care recipient BPSD),
and the frequency X severity scores for each symptom and (ii)
the sum of the caregivers distress scores (total NPI caregiver
distress score), and the caregivers’ distress scores regarding each
symptom. Higher scores indicated more frequent and severe
BPSD, and more severe caregiver distress.

Social and Emotional Loneliness Scale (De Jong and
Van Tilburg, 2006)
Social and Emotional Loneliness scale tool comprises six items
for assessing emotional loneliness, and social loneliness. During
the telephone interview, caregivers were asked to rate their
agreement with each item from 1 (absolutely true) to 5 (absolutely
not true) regarding the previous month (i.e., during lockdown).
The dependent variables were the sum of the scores for the
three items for emotional loneliness and the three items for social
loneliness, with lower scores indicating higher levels of social and
emotional loneliness.

Connor-Davidson Resilience Scale—10 Items
(Campbell-Sills and Stein, 2007)

Connor-Davidson Resilience scale comprises 10 items measuring
the ability to cope with adversity. During the telephone interview,
caregivers were asked to rate each item from 0 (not true at all)
to 4 (true nearly all the time) in relation to the previous month
(i.e., under lockdown). The dependent variable was the sum of
the scores for the 10 items, with higher scores corresponding to a
greater resilience.

Procedure

Family caregivers were contacted by phone and completed a
single interview lasting about 45 min. Interviews were conducted
by the ISRAA psychologists between May and early June,
2020. After obtaining their consent, the experimenter guided
participants through their completion of the questionnaires in
the following order: NPI; Social and Emotional Loneliness scale;
Resilience Scale.

Statistical Analyses

First, any changes between the reported BPSD and caregivers’
distress before and during the lockdown were examined. Given
the small sample size and the non-normal distributions (analyzed
with the Shapiro-Wilk test) of the NPI ratings of the frequency
and severity of dementia symptoms, and of the caregivers
distress, the changes in NPI scores were analyzed using the
Wilcoxon test for paired samples.

Then two indexes of the changes in NPI scores were computed
to test whether caregivers social and emotional loneliness,
and their resilience under lockdown respectively exacerbated
or buffered their perceptions of any changes in the frequency
and severity of BPSD in their RwD, and in their own related
distress. These two indexes concerned the change in the total NPI
(i) scores for care recipient BPSD (the total NPI score during
lockdown minus the total NPI score before the pandemic) and
(ii) caregiver distress scores (the total NPI caregiver distress score
during lockdown minus the total NPI caregiver distress score
before the pandemic).

Spearman’s correlations were run between these NPI change
indexes, along with the NPI scores at the baseline (before
the pandemic) and during lockdown, and the scores on the
measures of Social and Emotional Loneliness, and Resilience. The
relationships between gender (of both caregiver and the RwD)
and dementia stage with the NPI scores at the baseline and under
lockdown, the two indexes of the changes in NPI scores, and the
caregivers' ratings of their own social and emotional loneliness
and resilience were also ascertained.

RESULTS

Descriptive statistics for the NPI scores by time of assessment
(before the pandemic versus during lockdown) are shown in
Table 2.

Concerning any changes in the BPSD of PwD, no significant
differences emerged, neither between their total NPI scores at the
baseline and during lockdown (Z = —0.50; p = 0.61), nor when
each of the symptoms included in the NPI were considered.

As for changes in caregivers’ distress, there were no significant
differences, neither between their total NPI distress scores at
the baseline and during lockdown (Z = —0.61; p = 0.54), nor
in relation to each of the symptoms included in the NPI (see
Table 2).

To further investigate any lockdown-induced changes in
BPSD and caregivers' distress, the NPI scores were analyzed
qualitatively at individual level. We analyzed whether any
caregivers scores that changed between the two assessments
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TABLE 2 | Descriptive statistics for the NPI scores for behavioral and psychological symptoms (frequency X severity) in people with dementia, and for their caregivers’

distress, by time of assessment (before the pandemic and during lockdown).

NPI scores for care recipient BPSD (frequency X severity)

NPI caregiver distress scores

Before pandemic During lockdown

Before pandemic During lockdown

M SD M SD M SD M SD
Total score 31.51 14.23 30.68 15.29 20.08 8.82 19.65 7.94
Delirium 3.69 3.57 2.91 3.16 2.40 2.00 2.09 1.83
Hallucinations 1.37 2.54 1.77 2.90 0.91 1.56 1.14 1.75
Agitation 4.94 3.23 4.80 3.28 3.03 1.67 2.89 1.84
Depression 1.74 2.63 1.91 2.80 1.17 1.59 1.37 1.80
Anxiety 4.00 3.69 3.57 3.64 2.40 2.00 2.26 1.93
Dysphoria 0.20 0.58 0.20 0.67 0.20 0.58 0.14 0.60
Apathy 2.51 2.90 2.74 3.22 1.71 1.85 1.77 1.89
Disinhibition 1.14 2.42 1.03 2.38 0.74 1.42 0.77 1.55
Irritability 2.34 2.62 2.26 2.91 1.69 1.79 1.49 1.73
Motion 4.97 4.16 4.34 3.91 2.91 2.16 2.49 2.10
Sleep 3.46 3.48 3.37 3.80 2.14 2.08 2.00 2.12
Food 1.14 2.30 1.77 2.47 0.77 1.68 1.26 1.63

NPI, NeuroPsychiatric Inventory; BPSD, behavioral and psychological symptoms of dementia.

pointed to a deterioration (higher scores) or an improvement
(lower scores) in their NPI ratings under lockdown by as much
as 1 SD with respect to the mean score at the baseline for
the sample as a whole. The total NPI scores (see Table 3)
attributed by the caregivers under lockdown indicated that the
frequency and severity of the BPSD in their RwD remained the
same in 74.28% of cases, worsened in 14.28%, and improved in
11.42%. The total NPI caregiver distress scores indicated that,
under lockdown, 85.7% of caregivers experienced no change
in their levels of distress, 11.42% became more distressed and
2.85% became less so.

Significant and moderate correlations emerged between the
scores obtained with the NPI, and on the Social and Emotional
Loneliness, and Resilience scales (see Table 4): (i) between social
loneliness and the total NPI score for the RwD during the
lockdown; (ii) between emotional loneliness and the total NPI
scores for the RwD, both before and during the lockdown;
and (iii) between resilience and changes in total NPI caregiver
distress scores, indicating that a greater resilience was associated
with a more limited worsening under lockdown of the distress
experienced by caregivers regarding the BPSD of their RwD.

As for the associations between caregiver and RwD gender,
stage of dementia and the measures of interest, significant

TABLE 3 | Proportions of caregivers with NPI scores rising (i.e., worsening) or
falling (i.e., improving) by 1 SD, or remaining the same under lockdown compared
with before the pandemic.

Rising (%) Unchanged (%) Falling (%)

Total NPI scores for care recipients’ 14.28 74.28 11.42
BPSD
Total NPI caregivers distress score 11.42 85.71 2.85

NPI,  NeuroPsychiatric
symptoms of dementia.

Inventory;  BPSD,  behavioral and psychological

correlations emerged between caregivers gender and both NPI
total scores (r = —0.33, p < 0.05) and NPI distress total scores
(r = =039, p < 0.01) under lockdown, and the Resilience
scale (r = 0.32, p < 0.05). Female caregivers reported lower
ratings for the frequency and severity of BPSD in their RwD and
for their own distress under lockdown, and higher ratings for
their own resilience.

Significant correlations emerged between stage of dementia
(CDR) and NPI total scores under lockdown only (r = 0.31,
p < 0.05), a more severe stage of dementia being associated
with a higher frequency and severity of BPSD under lockdown.
A more severe stage of dementia was also associated with higher
caregivers’ ratings of their own emotional (r = —0.48, p < 0.01)
and social (r = —0.29, p < 0.05) loneliness.

A significant correlation was then found between the gender
of the PwD and the caregivers’ perceived emotional loneliness
(r = 0.33, p < 0.05), with caregivers of female RwD reporting
lower rates of emotional loneliness.

DISCUSSION

The aim of the present study was to further explore the impact of
the COVID-19 lockdown on BPSD in community-dwelling PwD,
and the related distress experienced by their informal caregivers.
Compared with other COVID-19 literature, a strength of this
study lies in the availability of a baseline assessment (before
the pandemic) of caregivers’ perceptions of the BPSD of the
person in their care, and of their own related distress, that could
be compared with the assessment conducted under lockdown.
Any associations between changes in care recipients BPSD and
the related emotional and psychological consequences (distress)
experienced by their caregivers on the one hand, and the latter’s
social and emotional loneliness, and resilience on the other were
also newly ascertained.
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TABLE 4 | Correlations between the NeuroPsychiatric Inventory scores, the Social and Emotional Loneliness scale, and the Resilience scale.

1 2 3 4 5 6 7 8
1. Change in total NPI score for care recipient BPSD -
2. Change in total NPI caregiver distress score 0.66** -
3. Total NPI score for care recipient BPSD (before pandemic) -0.24 —0.45" -
4. Total NPI score for care recipient BPSD (during lockdown) 0.31* —-0.02 0.80** -
5. Total NPI caregiver distress score (before pandemic) -0.15 —0.54* 0.91* 0.74** -
6. Total NPI caregiver distress score (during lockdown) 0.31* 0.10 0.71 0.89** 0.73 -
7. Emotional loneliness -0.15 0.11 —0.30* -0.37* —0.26 -0.27 -
8. Social loneliness -0.12 0.08 -0.27 —0.36* —0.26 -0.22 0.51* -
9. Resilience —0.20 -0.32* 0.05 —0.08 0.04 -0.13 —0.11 0.01

N = 35. NPI, NeuroPsychiatric Inventory; BPSD, behavioral and psychological symptoms of dementia.

0 < 0.05.
#n < 0,01.

Contrary to our expectations, lockdown was generally not
associated with any significant deterioration neither in the
frequency and severity of any of the BPSD in the PwD nor in
their caregivers’ levels of distress. There may be some reasons
why this pattern of findings seems to contrast with previous
evidence (e.g., Park, 2020). For a start, as caregiving is a stressful
situation that imposes physical, mental and social constraints,
it may be that the lockdown to stem the COVID-19 pandemic
had little or no additional impact on our caregivers routines.
However, our caregivers had been supported, up until the start of
the pandemic at least, by a formal network of healthcare services,
i.e., attended psychoeducational or support group meetings, and
had their RwD participating in cognitive stimulation programs,
which are known to have a key role in providing caregivers
with strategies and resources to cope with day-to-day care for
a person with dementia (Jensen et al., 2015; Brooks et al., 2018;
Lobbia et al., 2019; Carbone et al., in press). These aspects could
have attenuated any negative consequences of lockdown on the
latter’s dementia symptoms and on their own distress. These are
only speculations, but they do seem to be corroborated by the
general lack of any lockdown-induced changes at individual level
in caregivers’ ratings of their care recipients’ BPSD and of their
own distress. Only a minority (14.28%) of our caregivers reported
more frequent and severe BPSD in their RwD, and in their own
related distress (in 11.42% of cases) under lockdown than at
the baseline. Few of them also reported a decrease in the care
recipients’ BPSD or their own distress under lockdown. A more
severe stage of dementia was found associated with worse BPSD
under lockdown, in line with previous studies (e.g., Cagnin et al.,
2020), however.

The availability of a baseline assessment obtained before the
pandemic may have helped us to clarify whether lockdown
influence the BPSD of PwD and their caregivers distress.
Previous studies (e.g., Cagnin et al, 2020; Canevelli et al,
2020) that only considered caregivers' ratings obtained during
lockdown may therefore have led to an overestimation of their
difficulties and stress-related feelings.

A more nuanced picture of how our caregivers might
have experienced such a prolonged stressful situation as the
lockdown seems to come from examining their perceived

social and emotional loneliness, and their resilience under
lockdown restrictions. Somewhat contrary to our expectations,
no significant associations emerged between caregivers’ perceived
emotional or social loneliness and any changes in the BPSD of
their care recipient or their own related distress. Our results thus
indicate that, while caregiver reporting more severe emotional
loneliness also reported more frequent and severe BPSD in their
RwD both before and during lockdown, any reportedly more
severe social loneliness was only associated with worse symptoms
in the person with dementia during lockdown. Such a pattern of
findings suggests that feeling less emotionally supported (i.e., a
lack of deep and meaningful relationships) broadly affects one
of the primary sources of caregiver stress (Gaugler et al., 2000),
which is the way in which they experience and cope with their
care recipients’ BPSD. This is true in normal times, and also in
such stressful situations as a lockdown. Perceiving the absence
of a social support network seemed instead to particularly affect
caregivers perceptions of their care recipients BPSD during
lockdown. Previous studies also suggested that being able to
rely on an informal support network during lockdown (e.g.,
living with other family members or getting help from other
relatives) helped caregivers to deal with their care recipients’
needs, so the former experienced lower overload (Savla et al.,
2020) and were less stressed (Cagnin et al., 2020) by their role
as carers. It might be argued that loneliness, which is also
conceived as a fairly stable individual characteristic (Mund et al.,
2020), has a broadly adverse effect on caregiving (Teahan et al.,
2018). A challenging situation like lockdown, which causes a
further impoverishment of formal and informal social contacts,
exacerbates the negative effects of caregivers' perceptions of
a lack of social support (i.e., their sense of social loneliness)
on their ratings of the dementia symptoms of the person in
their care. Interestingly, a more severe stage of dementia was
found associated with caregivers’ higher ratings of social and
emotional loneliness, suggesting that those taking care of people
with more severe symptoms felt more emotionally and socially
lonely in such an unexpected and overwhelming situation as
COVID-19 lockdown. The impact of the stage of dementia on
the demands of caregiving is well known, but we could not
say whether it was worsened by living under lockdown. Having
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assessed our caregivers social and emotional loneliness before the
pandemic would have helped us to clarify this issue, which seems
worth investigating.

Again going against our expectations, we found no
associations between caregivers’ resilience and the NPI ratings
at the baseline or under lockdown, neither with the caregivers’
ratings of the BPSD in their RwD and their own distress, nor
with any changes in the frequency and severity of BPSD between
the two assessments. Here again, this might be due to the
above-mentioned fact that our caregivers could normally (before
the pandemic) rely on a network of healthcare services that
helped them to acquire strategies and resources for managing
the challenges of caring for a RwD. This may have made them
more adaptable and better able to manage their day-to-day
caring for a person with dementia even when such an unexpected
situation as the COVID-19 lockdown meant that such formal
healthcare services for themselves and their RwD were much
less available. Nevertheless, our index of the changes in the NPI
scores for caregiver distress showed that greater resilience was
associated with smaller changes (i.e., a more limited worsening)
in caregivers’ distress during lockdown. This result suggests that,
faced with an unexpected and challenging event like lockdown,
caregivers who perceived themselves as capable of engaging
recourses to adapt to such stressful situations did not experience
any increase in the emotional and psychological distress elicited
by the BPSD of their RwD. However, our female caregivers
returned higher ratings for their resilience, lower ratings for
both the frequency and the severity of BPSD in their RwD,
and lower ratings for the distress they themselves experienced
under lockdown. Although female gender seems to be generally
associated with negative experiences and a higher burden of care
for RwD (Pinquart and Sérensen, 2006), a possible explanation
for this pattern of results may lie in that the changes in these
female caregivers’ daily routines imposed by the lockdown left
them with more time and resources to spend on their relative’s
needs under lockdown. They would thus experienced less distress
and feel better able to adapt and cope with the challenges of
caregiving even in such extraordinary circumstances. In most
cases, caregiving is stressful per se, and the stress it causes
might mitigate the influence of another stressful situation like
the COVID-19 emergency. These results broadly underscore
how resilience can buffer the negative consequences of caring
for a person with dementia on caregivers psychological and
emotional functioning, even under stressful conditions like those
prompted by a pandemic.

Despite these interesting findings, our study has some
limitations. First of all, the study involved only a small sample
of caregivers. Although power analysis (G*Power) showed that
a sample of 35 participants sufficed to attain a power of.80
in a repeated-measures within-participant comparison with a
medium effect size and a significance level of a = 0.05, our results
should be interpreted with caution. Unlike the self-administered
surveys, using the NPI made it necessary to interview family
caregivers directly, which is time-consuming for the caregivers
themselves (e.g., Lara et al., 2020).

The present work could therefore be seen as a pilot study
of potential use in informing further research on the issues

discussed here, since the ongoing COVID pandemic might still
be an issue for families caring for RwD.

Second, we interviewed our participants at the very end of
the first lockdown, but repeated monitoring at different stages of
the lockdown, or of the ongoing pandemic, might have given us
a better picture of any changes in caregivers’ perceptions of the
frequency and severity of BPSD in their care recipient, and their
own related distress.

Besides the effects of gender and stage of dementia, other
variables of potential interest relating, for instance, to the person
with dementia (level of dependence), the caregiver (personality
traits), and the caregiving role (amount of formal and informal
support received) were not considered here. Jointly considering
all these aspects might help to clarify the impact of lockdown
conditions on the BPSD of individuals living with dementia,
their emotional and psychological fallout on their caregivers
distress, and also the influence of caregivers’ perceived social and
emotional loneliness and resilience.

Overall, although we found no clear impact of lockdown
on the BPSD of PwD or the related distress perceived by
their caregivers, our findings offer helpful insight on how an
extraordinary situation like lockdown, that imposed physical
and social distancing, and interfered with the support usually
provided by formal healthcare services affected the informal
caregiving of PwD. In such conditions, caring for a RwD might
become even more stressful than usual, especially for caregivers
who feel emotionally and socially lonely, and lacking in the
resources needed to cope with the challenges of caregiving.
A more complex picture might also emerge when individual
characteristics of the PwD and/or their family caregivers are taken
into account. Even in the time of a pandemic, it seems important
to ensure the continuity of healthcare services for dementia, and
the availability of a social support network for informal caregivers
(including virtual psychoeducational programs, for instance, that
could be adjusted to the specific needs and characteristics of a
given caregiver and the person in their care).
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