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FACING DEMENTIA DURING THE COVID-19
OUTBREAK

INTRODUCTION

The ongoing coronavirus disease 2019 (COVID-19) pan-
demic is having a profound impact on people with demen-
tia. A relevant proportion of COVID-19-related deaths
have probably occurred in patients with dementia.' Dra-
matically high fatality rates have been observed worldwide
among residents of long-term facilities,” many of them
likely experiencing dementia. In addition, the restrictive
measures implemented to tackle the spread of the outbreak
still adversely affect patients and their caregivers because
they have been asked to isolate from their regular support
systems and change their routine. Social distancing and self-
isolation have probably limited the use of those strategies
and general rules (e.g., distraction, stimulation, and social
interaction) that are routinely adopted to manage some of
the dementia symptoms (e.g., neuropsychiatric symptoms)
and attenuate the caregiver’s burden.> The prolonged self-
isolation may have contributed to generate feelings of lone-
liness, behavioral modifications and disruptions, and acute
events (e.g., agitation and delirium) requiring therapeutic
changes or even hospitalization.* Moreover, the emerging
and evolving health needs and priorities of patients and
caregivers have not been adequately met. In fact, many
scheduled appointments for routine clinical checkups at
dedicated services have been canceled and postponed
because of the COVID-19 outbreak.

Thus, we sought to explore whether the clinical condi-
tions of patients with dementia and cognitive disturbances
have changed during the pandemic to gain insights on how
to rearrange the provision of care in the postemergency
phase.

METHODS

A telephone survey of a sample of patients attending the
Center for Cognitive Disturbances and Dementia, Depart-
ment of Human Neuroscience, Sapienza University of Rome
(Italy), was performed. All consecutive patients performing
their last clinical assessment in the 2 months preceding the
local introduction of restrictive measures for COVID-19
(i.e., March 10, 2020) were considered for the present anal-
ysis. The survey was conducted by the medical staff from
April 9, 2020, to April 15, 2020, as part of standard clini-
cal routine and referred to the first month of lockdown. A
standardized set of questions was asked to subjects with
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mild cognitive deficits or to the caregivers of patients with
dementia to assess perceived changes in their clinical condi-
tions that occurred in the previous 30 days. Patients and care-
givers (or legal guardians when necessary) had already
provided written informed consent for allowing the utilization
of the collected data for research purposes (as required by the
“Policlinico Umberto I" University Hospital of Rome).

RESULTS

A total of 139 subjects (women = 60.4%; median age = 79.0
years) completed the survey (response rate = 85.8%). Among
them, 96 (69.1%) were diagnosed with dementia, whereas
43 (30.9%) had milder cognitive disturbances (Table 1). None
of the participants had received a laboratory-confirmed
diagnosis of severe acute respiratory syndrome coronavirus

Table 1. Characteristics of Participants and Reported
Clinical Changes

MCI or
Variable Dementia (n = 96) SCD (n = 43)°
Demographics
Age, y 80.5 (76.0-85.0) 73.0 (65.5-77.5)
Female sex 53 (55.2) 31 (72.1)
Survey respondent
Patient 2(2.1) 40 (93.0)
Caregiver 94 (97.9) 3(7.0)
Clinical changes
Cognitive improvement 1(1.0) 2(4.7)
Cognitive worsening 34 (35.4) 10 (23.3)
Functional 0 (0.0) 0 (0.0)
improvement
Functional decline 18 (18.8) 1(2.3)
Improvement of NPSs 2 (2.1) 3 (7.0)
Worsening of NPSs 55 (57.3) 21 (48.8)
Changes in pharmacological therapies
Any therapeutic 9(9.4) 1(2.3)
adjustment
New pharmacological 2(22.2) 1 (100)
treatment
Dosage increase of 5 (55.6) 0 (0.0)
ongoing therapies
Dosage reduction of 2 (22.2) 0 (0.0)
ongoing therapies
Caregiver burden
Increased caregiver 47 (48.5) 1(33.3)

stress

Note: Data are shown as median (interquartile range) or number
(percentage).

Abbreviations: MCI, mild cognitive impairment; NPS, neuropsychiatric
symptom; SCD, subjective cognitive decline.

*MCI: n = 37; SCD: n = 6.
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Figure 1 Clinical changes reported in the study population. Data are shown as percentages.

2 infection, and only five of them reported having experienced
flu-like, self-limiting symptoms. Most of patients (i.e., 66.2%)
were reported to have fully adhered to the recommended
restrictive measures (e.g., social distancing) and safeguard pro-
cedures (e.g., washing hands and wearing masks).

Overall, a worsening of cognitive symptoms, particu-
larly of memory and orientation abilities, was reported in
nearly one-third of the sample (i.e., 31.7%) (Table 1 and
Figure 1). A functional decline was noticed in 19 patients
and was mainly described in terms of reduced levels of
independence in personal care and housekeeping. More
than half of patients (i.e., 54.7%) experienced the wors-
ening or the onset of behavioral disturbances, with agita-
tion/aggression, apathy, and depression representing the
most commonly observed manifestations. Such clinical
changes were most commonly observed in patients with
overt dementia compared with respondents with milder

cognitive deficits. Of note, an improvement of cognitive
and neuropsychiatric symptoms was described in some
cases.

In 7.2% of patients, the observed clinical changes
required adjustments of the ongoing pharmacological ther-
apy or the introduction of new treatments (mostly antipsy-
chotics). Half of caregivers (i.e., 49.5%) reported higher
levels of stress and exhaustion compared with the previous
month.

DISCUSSION

These findings, although obtained in a limited study popu-
lation and based on the perceptions of patients and care-
givers, suggest that the COVID-19 outbreak is indirectly
affecting the clinical conditions of people living with
dementia and cognitive disturbances. Their multifaceted
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health needs, largely neglected in the emergency phase of
the pandemic, might have silently changed and become even
more challenging. Accordingly, caregivers might have been
exposed to critical levels of stress because they had to man-
age, with little external support, complex disturbances.

Special support is urgently needed for patients with
dementia and their caregivers during critical events. Dedi-
cated services and facilities, often suspended or reduced
in their activities in a period of crisis, must be restored as
soon as possible and get organized to deal with the high
demand. In the meanwhile, alternative forms of support
should be enforced and delivered, taking inspiration from
previous promising experiences.” Regular contacts, per-
formed by physicians and professional nurses (also with
the support of novel technologies), can allow us to moni-
tor the conditions of patients and timely identify urgent
situations to prioritize. Self-help guidance and resources
should be disseminated to families and caregivers to
improve the at-home management of patients and attenu-
ate stress.’
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