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Virtual day center for people with dementia and
their caregivers during the COVID-19 pandemic

Virginia Ldcia Reis Maffioletti'®, Maria Alice Tourinho Baptista ©, Bethénia Abranches'“, Gabriela Koatz' ©,
Valeska Marinho Rodrigues', Andrea Deslandes', Marcia Cristina Nascimento Dourado’

ABSTRACT. The coronavirus disease 2019 (COVID-19) pandemic suspended face-to-face assistance offered by community
spaces, such as day centers (DCs). People with dementia (PwD) and their families were faced with the risks posed by
social detachment and suspension of treatments. Objective: This study aimed to present a virtual day center (VDC)
program offered as a preventive strategy to reduce the damage caused by social isolation and interruption of treatment
imposed by the pandemic. Methods: The experience report, describing the feasibility of a VDC program, offered to 26
PwD and their caregivers, during the first year of the pandemic. The VDC held individual and group meetings with PwD
and their families and psychoeducational support groups for caregivers. Results: The attendance rate in group activities
was 80%, and that in the caregiver group was 68%, showing a good virtual interaction. Throughout the year, three PwD
interrupted the service due to difficulties of the caregivers to reconcile the schedules of the activities with their professional
commitments and the absence of a support network, three others died, and two were institutionalized. PwD remained
physically, socially, and cognitively active through daily virtual activities. Guidance and support for caregivers contributed
to the organization of routines and adaptation to the isolation and maintenance of the bond. Family meetings made it
possible to mediate conflicts and expand the support network. Conclusions: VDC is a promising modality to assist the
needs and demands of PwD and their caregivers. VDC can contribute to the expansion of this intervention to individuals
and families who do not have access to face-to-face treatment.
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CENTRO DIA VIRTUAL PARA PESSOAS COM DEMENCIA E SEUS CUIDADORES DURANTE A PANDEMIA COVID-19

RESUMO. A pandemia da COVID-19 impds a suspensdo da assisténcia presencial oferecida por espagos comunitarios,
como centros dias. Pessoas com deméncia (PcD) e seus familiares enfrentam os riscos do distanciamento social e da
suspensdo dos tratamentos. Objetivos: Apresentar um programa de centro dia virtual (CDV) oferecido como estratégia
preventiva para reduzir os danos causados pelo isolamento social e interrupgao do tratamento impostos pela pandemia.
Métodos: Relato de experiéncia, descrevendo a viabilidade de um programa VDG, oferecido a 26 PcD e seus cuidadores,
durante o primeiro ano da pandemia. O CDV realizou reunides individuais e em grupo com PcD e seus familiares e grupos
de apoio psicoeducacional para cuidadores. Resultados: A taxa de comparecimento nas atividades em grupo foi de 80% e
nos grupos de cuidadores foi 68%, demonstrando uma boa interagéo virtual. Ao longo do ano, trés PcD interromperam o
atendimento por dificuldade dos cuidadores em conciliar os horarios das atividades com seus compromissos profissionais
e auséncia de rede de apoio, outros trés faleceram e dois foram institucionalizados. PcD mantiveram-se fisica, social e
cognitivamente ativas por meio de atividades virtuais didrias. A orientacdo e 0 apoio aos cuidadores contribuiram para a
organizagdo das rotinas, a adaptagdo ao isolamento e manutencéo do vinculo. As reunides familiares possibilitaram mediar
conflitos e ampliar a rede de apoio. Conclusdes: 0 CDV é uma modalidade promissora para atender as necessidades e
demandas de PcD e seus cuidadores. O CDV pode contribuir para a expansdo dessa intervencao a individuos e familias
que ndo tém acesso ao tratamento presencial.
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INTRODUCTION

he coronavirus disease 2019 (COVID-19) pandemic

has burdened health systems.’* The emergency
preventive action was social distancing, with circulation
authorized only for basic needs.?* To reduce its traumat-
ic impact on individuals, families, and communities, it
requires agility of the social responsibility in the orga-
nization of prevention and intervention strategies.™?

The vulnerability of the elderly, such as hyperten-
sion, diabetes! has been correlated with increased
morbidity in COVID-19,° and people with dementia
(PwD) have an increased risk of COVID-19.° In addition,
PwD would have a higher risk of contamination due to
cognitive impairment, which would limit their ability
to understand the pandemic and the need for biosafety
procedures, such as washing hands, wearing masks, and
maintaining social distance.” COVID-19 can worsen
cognitive impairment and increase the incidence of psy-
chological and behavioral changes, temporarily during
the infectious process, or permanently if the duration
of the infectious condition is very long.!

Social detachment can increase the feeling of lone-
liness, emotional isolation, and disconnection from
existing relationships,®'? aggravating the situation of
socioemotional isolation frequently reported by PwD
caregivers.»>'*16 Livingston et al.® suggested that social
isolation is a risk factor for dementia, presenting a rel-
ative risk higher than the risk associated with alcohol
abuse, physical inactivity, diabetes, and air pollution.

The pandemic suspended outpatient care and the
closure of community and psychosocial care spaces, such
as the day centers (DCs). Consequently, the PwD and
their families began to experience a critical situation,
given the risk and impact of discontinuing treatment.*
This context imposed the reorganization and flexibility
of families, health services, and community support
networks.>? For these reasons, the team of the DC for
PwD of the Center for Alzheimer’s Disease and Other
Mental Disorders in Old Age (CDA) of the Psychiatry
Institute (IPUB) of the Federal University of Rio de Ja-
neiro (UFRJ) restructured the intervention to a model
totally virtual. This experience report presents a VDC
for PwD and caregivers, from March 2020 to February
2021, during the COVID-19 pandemic.

METHODS

We designed a qualitative study to report a virtual day
center (VDC) experience offered for 26 PwD and their
caregivers. This study is part of the research project ap-
proved by the Ethics Committee of IPUB/UFRJ (CAAE:
80423217.4. 0000.5263). All PwD and their caregivers
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signed the informed consent form. Demographic and
clinical data, frequency of activities, and information on
PwD and caregivers were collected from medical records.
The availability of Internet resources, computers, and
tablets was informed through the telephonic interviews.

Statistical analysis

Descriptive statistics were used to present the socio-
demographic and clinical data of PwD, which were as-
sessed through in the medical records by the attending
physician at the last face-to-face consultation, gender,
education, marital status, diagnosis, age, Clinical De-
mentia Rating (CDR),"” Mini-Mental State Examination
(MMSE),® duration of the disease, treatment duration,
and caregivers (type of bond, gender, cohabitation and
presence of formal caregiver). The descriptive data
analysis was performed using SPSS® software, version
26.0 (IBM Corporation, Endicott, NY, USA).

RESULTS

Most of the PwD (80.76%) are at the age of 70-89 years
and have a diagnosis of Alzheimer’s disease (AD; 80.8%).
According to the CDR,"” 34.6% were in the mild stage
with a mean MMSE?® score of 24.4, 38.5% were in the
moderate stage with a mean MMSE score of 19.1, and
26.9% were in the severe stage with a mean MMSE score
of 8.5. The mean attendance time was 61.6 months, with
a range of 14-189 months. The sociodemographic and
clinical data are shown in Table 1.

The PwD showed satisfaction during the virtual
meetings. The majority of PwD and their caregivers
(69%) participated in the activities and groups of care-
givers during the 12 months of the program. Three PwD
discontinued after 3 (8%) and 6 months (4%), respec-
tively. Two were institutionalized (8%) after 7 and 9
months of care, respectively, and three died after 2 (4%)
and 9 (8%) months of participation, respectively.

The majority of PwD (76.9%) cohabited with their
caregivers, being cared for their children (65.4%) or
spouses (30.8%). Most of the caregivers (96.2%) were
females, and 23.1% did not have a family support
network. All of them had access to a smartphone with
Internet access, and approximately 30% had a computer
or tablet. The sociodemographic data of the caregivers
are shown in Table 2.

It was observed in the caregiver’s organization of
routines, adoption of creative mediation strategies in
the care relationship, and new stress-mediating practices,
such as meditation and aromatherapy. Caregivers shared
their experiences with peers in groups of caregivers with
afrequency rate of 68%. Most of the families (54%) who
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Table 1. Characteristics of people with dementia and their family caregivers.

People with dementia

Gender n (%)
Male 11 (42.3)
Female 15 (57.7)
Marital status
Single 1 (3.8)
Married 9 (34.6)
Widower 12 (46.2)
Divorced 4 (15.4)
Diagnosis
Alzheimer’s disease 16 (61.5)
Vascular dementia (15.4)
Others 6 (23.1)
Schooling
0-4 years 6 (23.1)
5-8 years 6 (23.1)
9-12 years 6 (23.1)
>12 years 8 (30.8)
CDR
1 9 (34.6)
2 10 (38.5)
3 7 (26.9)
Age (years old)
60-69 (7.7)
70-79 (30.8)
80-89 13 (50.0)
>90 3 (11.5)
Treatment status
In treatment 18 (69.2)
Dead 3 (11.5)
Institucionalized 2 (7.7)
Broke off 3 (11.5)
Attendance Frequency —n Attendance rate (%)
Individual assistance 658 (100)
Group meetings 962 (80)
Family meetings 33 (100)
Caregiver groups 529 (68)
Age (years old) Mean illness time :
1(%) 3(%) SD Min-Max
60-69 1(3.8) 1(3.8) 8.0 years 4.2 5-11
70-79 5(19.2) 6.1 years 59 1-15
80-89 3(11.5) 4(15.4) 7.7 years 3.8 2-15
>90 2(7.7) 13.6 years 8.3 4-19
Mean MMSE 2019 24.4 (21-28) 8.5 (6-13)

Mean attendance time on the DC

61.1 months (SD 45.2, 14-189)

CDR: Clinical Dementia Rating; MMSE: Mini-Mental State Examination; DC: day center.
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participated in family meetings, which contributed to the
engagement of new members of the family network in
care, expanded the support network of caregivers.

The Day Center

The DC offers an intervention program that assists PwD
referred by the clinical staff of the CDA outpatient clinic
after diagnosis. Before the pandemic, users attended the
service accompanied by a caregiver, twice a week, stay-
ing 4-6 hours a day. The team includes psychologists,

Table 2. Characteristics of family caregivers.

Caregivers n (%)
Gender

Male 1 (3.8)

Female 25 (96.2)
Schooling

Until 8 years 2 (7.7)

Until 12 years 3 (11.5)

>12 years 21 (80.8)
Age (years)

<45 4 (15.4)

45-65 15 (67.7)

66-75 5 (19.2)

>75 2 (7.7)
Kinship

Spouse 8 (30.8)

Children 17 (65.4)

Others 1 (3.8)
Cohabitation

Yes 20 (76.9)

No 6 (23.1)

Formal caregiver

Yes 14 (53.8)

No 12 (46.2)
Support network

Family 10 (38.5)

Only formal caregiver 4 (15.4)

Family+formal 10 (38.5)

None 2 (7.7)
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occupational therapists, music therapists, and students
from the Specialization Course in Psychogeriatrics.
The therapeutic program includes cognitive, motor, and
psychosocial stimulation activities, which is preferably
carried out in groups, i.e., psychoeducation groups, and
support for caregivers, food, and recreational tours.*
The DC is theoretically guided by the Reuven Feuer-
stein’s theory of Mediated Learning Experience, whose
paradigms are the structural cognitive stimulation, the
centrality of the caregiver role, and the modification of
the environment.?*?? In addition, the Conceptual Model
of Alzheimer’s Caregivers Stress proposed by Pearlin
et al.,”®'* which considers the impact of primary and
secondary stressors on caregiver burden.

The Virtual Day Center
The implantation of the VDC was performed in the
following three steps.

STEP 1

In the second half of March 2020, the DC staff estab-
lished an emergency intervention plan with the ob-
jective of minimizing the risks and mitigating the
suffering of its users. The first virtual strategy was to
establish contact by video call, twice a week, with the
caregivers and PwD who attended the DC. The 26 PwD
were divided into three groups, considering the level of
cognitive and functional impairment. Each group was
accompanied by a team member, two psychologists,
and an occupational therapist, respectively. The initial
objectives were to maintain the link with PwD and
their family; know how families were organizing, their
understanding of the pandemic and biosafety measures;
identify risk and protection factors and reinforce coping
strategies; identify patterns of dysfunctional responses
and mediate the adoption of new behaviors; and advise
on low-risk alternatives for the purchase of food and
medicines and what procedures should be adopted in
case of contamination of the PwD or caregiver.

To facilitate the development of a repertoire of more
functional and less impulsive behavioral strategies, the
team implemented two actions as follows:

+ Fourvideos were recorded and sent via WhatsApp,
addressing topics such as the pandemic, its risks,
psychological impact, and coping and biosafety
strategies; the organization of routines; and virtual
strategies for socio-affective interaction and rec-
reational activities. The Physical Activity and Psy-
choeducation Program for Autonomous Life with
Quality (PROAPTIVA), a CDA extension project,
recorded four videos with movement guidelines to
encourage mobility and avoid a sedentary lifestyle.
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+ Development of nine handouts with cognitive
stimulation activities, with different levels of
complexity to meet the PwD in their different
commitment profiles. The handouts were sent
via email or post.

At this stage, 100% of caregivers adhered, and the
use of technology did not represent an obstacle. In some
cases, we observed difficulties in understanding the
need for biosafety rules and restricting visits, family
conflicts, breaking contracts with formal caregivers,
and overlapping tasks for caregivers. Some caregivers
showed risk behaviors and anxious responses, such as
agitation, unnecessary exits, difficulty sleeping, obses-
sive cleaning, irritability, and need for exacerbated con-
trol in the management, infantilization, and demands
incompatible with the cognitive and functional limita-
tions of PwD. In these cases, the caregivers reported
and the professionals observed during the video calls
that some PwD had disorientation, agitation, apathy,
depression, and daytime sleepiness. The active listening
offered in video calls helped the caregivers to express
feelings and reflect on the patterns of behavior adopted,
in addition to assisting in the adoption of more adaptive
behaviors. In contrast, some caregivers showed greater
resilience and adaptive coping strategies that favored
family life.

For the development of the work, the team held
weekly supervision meetings, in which the cases were
discussed and the activities planned. These meetings
also served to welcome team members into their own
fears and difficulties in dealing with the pandemic.

STEP 2

From the first week of April, the focus was to help PwD
and caregivers to establish a routine that would organize
the experience of seclusion at home, encouraging self-
care practices and socio-interactive activities. The PwD
and their caregivers participated in a video call per week,
lasting 60 minutes, comprised of 2 dyads. The pairs of
PwD were formed considering their cognitive profiles.
We started our first experience of a virtual group ac-
tivity with 100% of user adhesion. In the meetings,
we encouraged the exchange of experiences between
PwD and caregivers. We talked about biosafety care
and carried out the activities of cognitive stimulation
(e.g., fluency exercises, calculations, and interpreta-
tion of proverbs), by keeping the meeting as playful
as possible. We maintained a second individual weekly
contact for each dyad, in which we reviewed the exer-
cises of the handouts carried out throughout the week
and received individualized demands. Thus, virtual
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activities, homework, and physical activity guided by
the PROAPTIVA videos enabled a more active routine
for PwD. The group activity represented a stimulus to
sociability, being expected by everyone. For dyads with
severe PwD, two individual weekly video calls were
added, since virtual interaction was more difficult and
required more individualized management. All meetings
lasted, on average, for 60-minute sessions.

Regarding technology, cell phone, or computer, some
older caregivers were initially reticent. These caregivers
as well as mild PwD received training to handle the cell
phone (i.e., answer calls, turn on and off microphones
and cameras, place the device, and understand Internet
interference). The mild PwD achieved greater autonomy
in relation to caregivers. In turn, PwD with moderate and
severe difficulties needed to be accompanied by caregivers
in activities, due to the limitations imposed by sensory
difficulties — auditory or visual — and/or cognitive.

After a month of the pandemic, there was no forecast
of returning to normal, which required a reconfigura-
tion of the program.

STEP 3
The team, PwD, and caregivers were already adapted to
virtual activities. Thus, we proposed to start cognitive
stimulation groups with four dyads. The groups had
60-minute sessions, twice a week, coordinated by two
professionals from the DC team. In response to care-
givers’ requests, psychoeducation and support groups
for caregivers were initiated weekly. The PROAPTIVA
team started to offer virtual groups of physical activity.
The training consisted of a supervised program of 45
minutes of multimodal physical exercises (e.g., aerobic,
strength, balance, and flexibility) twice a week. The dai-
ly virtual activities helped caregivers to implement
routines for waking hours, food, hygiene, and sleep.
For PwD with severe disabilities, in addition to psycho-
education and cognitive stimulation, individual video
calls were added for the practice of physical activity
given by a physical educator. Some PwD and caregivers
regularly participate in the virtual choir. PwD who were
most anxious started in person or group psychotherapy.
Throughout the year, demands for family meetings
for various purposes emerged: guidance on biosafety
behaviors and on the risks of family visits; activation
of family support networks as a socio-affective or
operational resource for purchases; and mediation of
past conflicts or those that arose during quarantine.
Surprisingly, more family members attended the virtual
meetings than those that used to happen in person
before the pandemic when it was more difficult to rec-
oncile schedules.



The VDC therapeutic program, with regular activities
four times a week, will continue until the face-to-face
service is authorized. In these 12 months, we included
some virtual parties that brought together all users and
the team, such as Easter, Christmas, and birthdays.
In addition, some resources to stimulate self-care and
stress mediation were presented, such as meditation
exercises at the beginning of the groups of caregivers,
lectures on nutrition, and a minicourse on the use of
aromatherapy in daily life.

In the third month of the pandemic, 1 PwD and 1
spouse were diagnosed with COVID-19 and died. At this
moment, the activities were permeated by sadness
and mourning shared by all participants. In groups,
the caregivers reported the fear of death of PwD and
themselves. Three PwD interrupted the intervention
due to caregivers’ difficulty in reconciling the activities
of the VDC with their professional commitments and
the absence of a support network. In November, two
PwD died but were not due to COVID-19. Two PwD
with greater impairment were institutionalized due to
their caregiver’s illness. In both cases, institutionaliza-
tion proved to be the best alternative for other family
members. The team analyzed, with these families, the
costs and benefits and strategies for adapting PwD to
their new environments, given the restriction of visits
imposed by the pandemic. In May 2020 and February
2021, we paid two virtual tributes to our deceased
friends because the pandemic made the farewell rites
fundamental to facilitate the mourning.

During this period, the team’s cohesion was fun-
damental. The weekly supervision meetings become
enriching learning spaces with the revision of the guid-
ing theories in light of new challenges. The adequacy of
the intervention methodology took into account the
difficulties imposed by technology and the Internet, as
well as the specificities of each PwD and their caregiver
in their cognitive and socio-affective processes.

DISCUSSION

The social distance imposed a sudden change in ev-
eryone’s routine, mobilized intense affections, with a
high risk of becoming a traumatic experience. In this
context, the support, through video calls, for PwD and
their families, to minimize the impact of interruption
of treatment presented itself as a viable alternative.
The VDC program was built based on the demands,
limitations, and possibilities of its users. The adhe-
sion of PwD and caregivers and their adaptation to
the use of technology were the main indicators of the
feasibility of the VDC.
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Social isolation is a risk factor for dementia8 and rep-
resents arisk of increased morbidity and mortality for the
elderly in general and for the PwD and their caregivers.
Thelack of stimuli and the cognitive and physical inactivity
resulting from social isolation can contribute to the ap-
pearance of neuropsychiatric symptoms, aggravate the
clinical condition of PwD, and can increase the burden on
caregivers8. In contrast, the literature reveals that the offer
of physical, cognitive, and social stimuli positively impacts
the well-being, functionality, and cognitive readiness of
individuals.'®*% At the beginning of the pandemic, an
Inter-Agency Standing Committee (IASC)? highlighted the
importance of interventions that favor the organization of
routines and the adoption of creative mediation strategies,
i.e., self-care practices and stress mediators, as strategies to
reduce the traumatic impact of the pandemic.*

In this scenario, the possibility of a regular virtual in-
tervention for PwD seemed impossible, considering that
many healthy elderly people have resistance and difficul-
ties in assimilation and adaptation to new languages and
technologies® and, as an aggravating factor, the limitations
such as sensorial, cognitive impairment, and the need for
adherence of caregivers in the face of functional depen-
dence. Surprisingly, given the adherence and adaptation
to the observed virtual modality, the use of the Internet
proved to be a resource for social interaction.?”*

Therefore, it was necessary to adapt activities and
methodologies to the virtual modality to a diversified
program that met the needs. In general, even in face-
to-face activities, flexibility and adaptation of activities
and methodologies are necessary according to the char-
acteristics, motivations, resources, and limitations of
group members.920:2223

Another aspect considered was the risk that virtual
activities would represent an additional burden for care-
givers. Itis known that DC has as one of its objectives to
offer a break for caregivers and reduce their burden and
exposure to primary stressors,'®1923-2>3931 gy objective
made impossible by the pandemic. Given the complexity
of the situation experienced by caregivers, the support
in the pandemic had a triple function: psychoeduca-
tional to stimulate the adoption of adapted behavioral
and biosafety strategies, minimizing isolation and its
potential damage to the health of the dyad and the
continuity of treatment. Therefore, the development of
the VDC was made progressively in compliance with the
guiding recommendations?* of psychosocial interven-
tion during the pandemic and the demands presented
by the caregivers. Most caregivers and PwD voluntarily
adhered to the program and maintained their regular
attendance for 12 months. Only three caregivers were
unable to reconcile VDC activities with professional and
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family demands. The observed adherence suggests that
the VDC played a role in the organization of its routines.

Regarding sustaining social engagement as fundamen-
tal to the mental health of PwD and their caregivers, Pear-
lin et al.’***emphasized the role of the social support of-
fered by the caregiver’s relationship network, including the
family and the assistance offered by the community-based
health technologies, such as DCs, in managing stress, in
linking the caregiver to a larger community, minimizing
the isolation and alienation that many caregivers expe-
rience. Thus, the VDC seemed to favor the engagement
of new members of the family network in care and the
maintenance of the caregiver’s bond with their peers and
with the team, minimizing their socioemotional isolation.

Limitations

Old equipment and the instability of the Internet caused
possible interruptions in the calls. The qualitative design
included a small sample, an aspect that would not per-
mit generalization. Also, we did not apply measures of
cognition and neuropsychiatric symptoms, which would
allow the effectiveness of the intervention.

The integrated care program, in the form of VDC,
for PwD and their caregivers represented a challenge
in which it was necessary to reinvent and make more
flexible techniques, activities, and management, ex-
ercising creativity without losing the theoretical and
ethical north of the work that the DC proposes, which
is based on the sensitive encounter between science
and compassion.

The knowledge produced in this experience and the
results achieved can contribute to the expansion of
this assistance to individuals and families who do not
have access to face-to-face treatment. Thus, both in
the present and in the future, remote assistance can be
an excellent alternative to overcome barriers to access
health devices.

Authors’ contributions. VLRM: conceptualization, formal
analysis, methodology, project administration, writ-
ing - original draft, and writing - review and editing.
MATB and BA: conceptualization and writing — review
and editing. GK, VM, ACD, and MCND: writing - re-
view and editing.
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