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Abstract. We explored the experience from caregivers of people with dementia (PwD) during mandatory confinement due to
the COVID-19 pandemic in Spain. An online survey, which studied the perceptions of the main problems and consequences
experienced during confinement, was answered by 106 family caregivers of PwD. Results showed that family caregivers of
PwD experienced psychological problems, like anxiety, mood, sleep, or eating disorders during confinement and felt less
supported when they had to handle challenging behaviors or offer meaningful activities. An innovative multi-tiered supportive
approach is needed which considers a post-pandemic reality and ensures the continuity of quality care for PwD and their
family careers.
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INTRODUCTION

People with Alzheimer’s disease (AD) are more
vulnerable during the coronavirus (COVID-19) pan-
demic due to their hugely dependence on family or
professional caregivers [1, 2]. The protective mea-
sures during the COVID-19 pandemic [3] could have
increased the difficulties in caring for people with
dementia by family caregivers.
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Providing care for a family member with dementia
can be stressful or even exhausting, and this burden is
associated with a higher risk of physical and mental
morbidities [4, 5].

During the confinement, the caregivers have
increased the time of care by facing the additional
security measures and dealing with the fear of not
being infected to safeguard the health of their family
members; associated factors with increased caregiver
burden [6]. Difficult access to support services has
caused the breakdown of established routines with
consequent negative effects for both parties.

Despite the instruction published by the Boletı́n
Oficial del Estado (BOE) on 20 March [7] that
exempted people with mental disorders from manda-
tory home confinement, caregiver’s fear of falling ill
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or losing loved ones added to the ignorance of this
information did not make possible a good manage-
ment of PwD.

Moreover, medical appointments were postponed
and the health system collapsed. As much as care-
givers asked for help, an increase in sedative drugs
was the main response they got in almost all cases,
which, far from improving the situation, increases the
risk of falls and delirium for PwD and, therefore, the
caregiver workload.

The objective of our research was to know the care-
giver’s of PwD experiences and perceptions during
the COVID-19 outbreak in Spain and their conse-
quents needs. We also highlight potential methods to
provide support to meet these needs.

METHODS

Participants

Caregivers of PwD were recruited from different
day care centers, as well as from the Alzheimer’s
Family Association (AFAN) in Navarra, Spain. Fam-
ily members of all PwD registered in the database
were invited to participate in an online survey.

The inclusion criteria were: 1) a family member
providing care for and living with the PwD; 2) aged
18 and above; and 3) the PwD must have a confirmed
clinical diagnosis of any type of dementia.

All participants were required to provide volun-
tary consent, which was obtained by email due to the
existing circumstances of the pandemic.

Procedure

A descriptive cross-sectional study was conducted
based on an online questionnaire created for this
purpose. It was designed to be self-administered,
anonymous, and to collect information on the fol-
lowing variables:

a. Caregiver’s profile: age, gender, relationship
with a dementia patient, the time spent caring
for the old adult, and if the caregiver lived with
or not with the patient at home.

b. Main problems for the caregivers during the
pandemic: the most complicated moment of the
day and the most complicated situations.

c. Consequences for both dementia patients and
their caregivers during the pandemic: progress
of cognitive and/or physical impairment.

Caregivers’ perceptions were analyzed with
descriptive statistics and the main results were pre-
sented as percentages of studied variables.

Ethics

A letter with an invitation to participate in the sur-
vey was mailed to family members explaining the
objectives of the research study. Confidentiality of
family members and PwD were strictly preserved
through all phases of the survey process and forever
after. According to the Spain law, no approval of a
Medical Ethics Committee is needed for a survey
research that does not involve any intervention.

RESULTS

A total of 106 participants [79 women, 27 men,
with ages: 18–30 (1.8%), 31–45 (12.3%), 46–65
(55.7%) and ≥65 (30.2%)] answered the survey from
May to June 2020. From this, 45 participants were
related to the PwD as spouses, 55 were children,
2 were brother or sister, and four participants had
another kinship. The time spent caring for the PwD
was: <6 months (6%), 6 months–1 year (8%), 1–5
years (46.3%), 5–10 years (30.3%), and >10 years
(9.4%). Regarding the form of coexistence, 71.3% of
the caregivers live regularly with the PwD, while the
rest were occasional cohabitants. All the surveyed
participants cared for PwD in moderate-advanced
stages, with a profile of moderate functional depen-
dence.

Main problems for dementia family caregivers
during the pandemic

The most difficult moment of the day for care-
givers was the mid-afternoon and the situations that
caused them the most problems were: not be allowed
to leave home (56%), shower time (30%), time for
playful activities and personal cleanliness (26% each
one). Other complicated moments were: the meals
and dress time (12.5% each one), and when they had
to administer the medication (11.5%).

Consequences for persons with dementia during
the pandemic

More than half of the respondents agreed that an
increased irritability was the main consequence of
mandatory household confinement for PwD, 45%
highlighted the decrease in mobility, almost 41%
found them sadder, 25% observed an important loss
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of autonomy, 21% experienced sleep disorders and,
in isolated cases, the PwD presented delusions, more
confusion or they felt distrustful or exhausted. When
asked careers if they had appreciated physical or
cognitive deterioration in the PwD, almost 50% had
appreciated both of them, followed by 22.6% who
only appreciated progress in cognitive impairment,
17% who did not appreciate any progression, and 5%
who only reported a progression in physical deterio-
ration.

Consequences for dementia family caregivers
during the pandemic

Regarding the perceptions on the dementia family
caregiver, the most frequent feelings/problems were
anxiety (57%), mood disorder (41%), sleep disorder
(34%), and eating disorder (12%). We found that car-
rying out leisure or entertainment activities was, by
far, the time in which they missed more help (46%),
also at shower time (25%), bedtime (21%), personal
washing (17%), dressing (12%), and having meals
(10%).

Despite this, caregivers reported multiple mea-
sures they were taking to deal with these situations.
Increasing the dose of medication was the most fre-
quently used measure, without good results in most
cases. However, other measures were much more cre-
ative like: going out to the balcony, seeing pictures,
doing tasks like cleaning, peeling potatoes or cleaning
vegetables, doing physical activities for which they
even bought pedals, dancing, listening music, playing
games like cards or domino, walking through the por-
tal and the garden, making family video conferences,
taking time to meditate and breathe, etc. Also, some
of them found support in social services, other fam-
ily members, or in specialized cognitive stimulation
caregivers. Exceptionally, some caregivers decided
to request a medical report that would allow them
to go outside in case the PwD presented behavioral
disturbances.

We also asked about the possible measures that
would have relieved them in the care of the PwD. The
results showed caregivers had missed professional
help, especially from a specialized medical team
(34%), secondly more support from family or friends
(26%), and 9% missed more help from Alzheimer’s
Family Association of Navarra.

The survey ended with an open and optional ques-
tion: “What would you need if this situation repeats
itself?”. Some of the answers were as follows:

• “Professional attention/care as an alternative to
closing day centers”.

• “More support measures to avoid breaking with
the routines of these patients”.

• “Allow these patients to take walks outside home
with their caregivers without time restriction”.

DISCUSSION

This research shows the effects of mandatory
household confinement for PwD caregivers living in
the community during COVID-19 pandemic based
on their perceptions.

As described in other European studies [8–10], the
most frequent caregiver profile in our sample was a
middle-aged female relative, especially daughter or
daughter followed by spouse, who lived with the PwD
in most cases. Also, our results reinforce that mid-
afternoon was the most difficult time of the day for
caregivers, probably related to sundown syndrome
[11].

Concerning the consequences for people with
dementia and according to Canevelli et al. [12], more
than 50% of caregivers in our study have observed
an important worsening of neuropsychiatric symp-
toms in their relatives and the vast majority of them
observed a cognitive impairment more frequently
than functional one. This agrees with the results found
by Lara et al. [8], showing that apathy and anxi-
ety were the most common symptoms among people
with mild cognitive impairment and apathy, agitation,
and aberrant motor behavior among PwD during the
COVID-19 lockdown. In the same line, our results
identified irritability and sadness as the most preva-
lent symptoms.

Regarding the consequences for caregivers, more
than a half stated that they had often felt anxiety, fol-
lowed by mood, sleep, and eating disorders. Other
studies defend that COVID-19 pandemic and the
lockdown increased the levels of depression rather
than of anxiety [13]. These findings are of concern
to health professionals and a lot of studies note the
negative effect of anxiety on caregiver burnout [14,
15], which is reported in a considerable percentage
of dementia caregivers [16], being the female sex
a risk factor not only for becoming a caregiver but
also for experiencing caregiving as a burden [17, 18].
Also, our results showed that caregivers often feel
frustrated when they do not have social and/or family
support and, this is similar to the findings of Canev-
elli et al. [12], where caregivers complain of having
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poor support in the most difficult moments, with the
consequent feeling of loneliness and isolation in 54%
of cases.

This frustration could be translated as dissat-
isfaction, displeasure, and annoyance, resulting in
exhaustion, depression, stress, and ultimately, in
burnout [19]. In this context, it should be noted that
resilience, which often produces a large effect size
on the severity of depression and anxiety in care-
givers, does not seem to have a protective effect on
caregivers’ psychological status during COVID-19
pandemic [13].

The Spanish Ministry of Health, Consumption and
Social Welfare has published a Technical Document
with Recommendations for nursing homes and social
health centers for COVID-19. These steps, while
going in the right direction, do not take into account
the needs of caregivers in community settings. The
caregivers in our study reported the negative effect
of the restrictions on their family members and the
feeling of not having the support of public institu-
tions, transforming their role as caregivers into a great
complicated job. A clear policy of direct support for
people with dementia and their caregivers living in
the community is needed.

Our results reinforce the need to rely on inno-
vation and technology in order to offer permanent
support to PwD’s caregivers. For this, it is essential
to make these new technology-based supports acces-
sible, breaking down the economic and knowledge
barriers around it. Health and social services should
strive to design practical approaches through technol-
ogy that offer clinical and psychosocial services even
in “normal” times, including: psychological support,
resources for the management of dementia, safety
measures, spaces for social connection, and physical
health.

Limitations

The main limitations of our study included the
small size of the sample, the inclusion of partici-
pants from a single autonomous community of Spain,
and the lack of prospectively longitudinal follow-up.
Another limitation was that we did not use validated
instruments to measure variables such as burden of
care or anxiety because our main objective was to
report issues related to caregiver’s experiences and
perceptions during the pandemic in a preliminary
way. Furthermore, the results of the study are reported
prior to the pandemic by caregivers and it would be
necessary to take pre-post measures to analyze the

temporal and causal relationship between them and
confinement. This last point, added to the simplicity
of the study design, resulted in the lack of a robust
statistical analysis.

CONCLUSION

Our study confirms previous evidence related to the
caregivers and PwD experiences and health outcomes
during the COVID-19 outbreak in Spain.

A multi-layered supportive approach is needed that
considers a post-pandemic reality where the negative
effects of social isolation on people with dementia
and their caregivers are minimized and the continuity
of quality care is guaranteed.
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