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ABSTRACT

Objective: To describe the continuity of care for children with special healthcare needs
during the COVID-19 pandemic through the perception of their caregivers in the Northeast of
Brazil. Methods: Qualitative descriptive-exploratory research carried out between June and
September 2020, in a municipality in the Northeast of Brazil. Eleven caregivers participated
through semi-structured interviews conducted at home. The data were submitted to thematic
content analysis. Results: The social isolation period and the suspension of health services
affected the continuity of care, configuring the category “Implications of the COVID-19
pandemic for the continuity of care”. Caregivers expressed fear of children contracting the
coronavirus, characterizing the category “Fears and uncertainties of the COVID-19 pandemic
in view of the vulnerability of children with special healthcare needs”. Final considerations:
Caregivers' reports revealed problems in the continuity of care for the studied cohort.
Therefore, health care practices must be rethought in times of pandemic.

Descriptors: Continuity of Patient Care; Child Care; Chronic Disease; Children with Health
Issues; COVID-19.

RESUMO

Objetivo: Descrever a continuidade do cuidado as criangas com necessidades especiais de
salide durante a pandemia da COVID-19, na percepgao de suas cuidadoras no interior do
Nordeste brasileiro. Métodos: Pesquisa qualitativa descritivo-exploratdria realizada entre junho
e setembro de 2020, em municipio do Nordeste brasileiro. Participaram 11 cuidadoras por meio
de entrevistas semiestruturadas realizadas no domicilio. Os dados foram submetidos a analise
de contelido temética. Resultados: Periodo de isolamento social e suspenséo dos servicos de
sauide afetaram a continuidade do cuidado, configurando a categoria“lmplicagdes da pandemia
da COVID-19 para a continuidade do cuidado”. As cuidadoras expressaram medo de a crianca
contrair o coronavirus, caracterizando a categoria“Medos e incertezas da pandemia da COVID-19
diante da vulnerabilidade das criancas com necessidades especiais de saiide”. Consideragoes
finais: Os discursos revelaram problemas na continuidade do cuidado do publico estudado.
Portanto, as préticas de atencdo a saide devem ser repensadas em tempos de pandemia.
Descritores: Continuidade da Assisténcia ao Paciente; Cuidado da Crianga; Doenca Cronica;
Criancas com Deficiéncia; COVID-19.

RESUMEN

Objetivo: Describir la continuidad del cuidado a nifios con necesidades especiales de salud
durante la pandemia de COVID-19, en la percepcién de sus cuidadoras en municipio del
Nordeste brasilefio. Métodos: Investigacion cualitativa descriptiva-exploratoria realizada
entre junio y septiembre de 2020, en municipio del Nordeste brasilefio. Participaron 11
cuidadoras por medio de entrevistas semiestructuradas realizadas en domicilio. Datos
fueron sometidos al andlisis de contenido temético. Resultados: Periodo de aislamiento
social y suspension de servicios de salud afectaron la continuidad del cuidado, configurando
la categoria “Implicaciones de la pandemia de COVID-19 para la continuidad del cuidado”.
Cuidadoras expresaron miedo al nifio contraer el coronavirus, caracterizando la categoria
“Miedos e incertidumbres de la pandemia de COVID-19 delante de la vulnerabilidad de los
nifos con necesidades especiales de salud”. Consideraciones finales: Discursos revelaron
problemas en la continuidad del cuidado del publico estudiado. Asi, las practicas de atencién
de salud deben ser repensadas en tiempos de pandemia.

Descriptores: Continuidad de la Atencion al Paciente; Cuidado del Nifio; Enfermedad Crénica;
Nifos con Discapacidad; COVID-19.
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INTRODUCTION

The COVID-19 pandemic began in China at the end of 2019
and spread rapidly across all continents. The outbreak of the new
coronavirus was declared a global public health emergency by the
World Health Organization (WHO) on January 30, 2020; and, on
February 3, 2020, Brazil declared COVID-19 a national public health
emergency?,

COVID-19is a severe acute respiratory infection caused by SARS-
CoV-2 and has a high contagion capacity®. The acute respiratory
syndrome caused by the new coronavirus has affected all age groups,
causing everything from mild symptoms to severe respiratory condi-
tions. Symptoms generally include fever, cough, nasal congestion,
runny nose, sore throat and, when not treated properly, can progress
to severe acute respiratory syndrome or respiratory failure™.

The COVID-19 pandemic has presented itself as one of the
greatest health challenges on a global scale in this century?3),
especially among individuals with chronic diseases who need
continued monitoring by health services.

In this scenario, there are Children with Special Healthcare
Needs (CSHCN), that is, those who have or are at increased risk of
developing a physical, developmental, behavioral, or emotional
dysfunction and who require health services in excess of that
usually required by children in general®.

Thus, the restrictions imposed by the pandemic have intensified
the range of difficulties faced by CSHCN, since they are a cohort
more prone to infections due to an unstable immune system, due to
their frequent visits to health services (especially medical emergen-
cies), and the higher prevalence of comorbidities among them®.

Thus, the search for care for CSHCN represents a challenge for the
health system, as it is a clientele that suffers recurrent hospitaliza-
tions/readmissions and that, many times, has its state aggravated by
the absence of adequate guidelines for care in the post-discharge
period®. Continuity of care is a fundamental issue for CSHCN®
and has presented itself as an additional challenge for caregivers
during the pandemic, requiring, therefore, that health professionals
and managers develop strategies to mitigate the consequences of
health care restrictions imposed on these children.

In this sense, given the dimension and complexity of the
theme, this study was guided by the following research question:
How has the continuity of care been handled for children with
special health needs in the context of the COVID-19 pandemic
in the interior of Brazil?

OBJECTIVE

To describe the continuity of care for children with special
healthcare needs during the COVID-19 pandemic through the
perception of their caregivers in the Northeast of Brazil.

METHOD

Ethical aspects

This study was approved by the Human Research Ethics Com-

mittee of the Universidade Estadual do Ceard [State University
of Ceard] in 2020. All participants signed the Free and Informed
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Consent Form (ICF). The ethical precepts for research involving
human beings were respected according to Resolution No. 466/12
of the National Health Council. To maintain anonymity, caregivers
were attributed flower names.

Study type

Qualitative research of the descriptive-exploratory type. The
qualitative approach was chosen because it focuses on the study of
relationships, representations, opinions, and perceptions of human
interpretative production, seeking to understand the intrinsic reality
in which the subject is inserted and what meaning he attributes to
that way of living. In this type of study, the researcher investigates
the universe of the individual considering his environment, beliefs,
values, relationships, and behaviors in light of life situations®.

In order to guarantee the validity of methodological aspects,
this article followed the recommendations of the Consolidated
Criteria for Reporting Qualitative Research (COREQ)®.

Study scenario

The research was carried out from June to September 2020,
in an inland city of the Brazilian Northeast. It is part of the cover-
age area of 82 Coordenadoria Regional de Saude (82 CRES) [8th
Regional Health Coordination] of the State of Ceara. Its population
estimate is of 26,469 inhabitants, with 10,763 inhabitants (40.7%)
in rural areas and 15,706 (59.3%) in urban areas. It is located 273
km from the state capital, Fortaleza, and has a Human Develop-
ment Index (HDI) of 0.619, considered average©.

Currently, it has 11 Family Health Units registered in the Cadastro
Nacional de Estabelecimentos de Satide (CNES) [National Registry
of Health Establishments] and distributed at the headquarters
and in six districts. The municipality also has: a municipal hospital
(general hospital), which services spontaneous and referenced
demand; and a Psychosocial Care Center - CAPS 17,

Study participants

The study counted with the participation of 11 CSHCN caregiv-
ers registered in a physiotherapy rehabilitation center in the city
where the study occurred. The inclusion criteria were: to be one
of the main responsible parties for monitoring the child in health
services and at home; be over 18 years old; and being a caregiver
for children up to 12 years old"2. Exclusion criteria were: caregiv-
ers who were unable to articulate thought and speech, not being
understood at the time of the interview by the interviewer; and an
impossibility of carrying out the home visit due to not finding the
participant’s contact address or telephone number. All caregivers
who had CSHCN undergoing physical therapy at the rehabilita-
tion center were invited to participate in the study, and only one
was not included, as it was not possible to keep in touch due to
outdated phone and address information in the medical record.

Data collection and organization

The data were collected in the households through a semi-
structured interview script composed of sociodemographic
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questions and questions related to the theme. For each caregiver,
the following guidance was given: “Talk about how your child’s
health has been monitored during the COVID-19 pandemic.”

Data collection took place between the months of June and
September 2020. The interviews were all conducted by the main
researcher, the first author; they lasted an average of 30 minutes
and were recorded on digital audio media. The empirical material
obtained from the interviews was transcribed in full and organized
in individual files for further analysis.

As a consequence of the COVID-19 pandemic, caregivers were
not attending the rehabilitation center. Therefore, the initial
contact with this audience took place by telephone or messag-
ing application. If they agreed to participate in the interview,
the researcher would go to the caregiver’s residence to collect
data at previously scheduled times and days that best suited
the participants.

Due to the ongoing pandemic, all sanitary measures and
precautions were observed (such as wearing a mask, face shield,
Alcohol-based hand sanitizers and distancing) for safe data col-
lection, aiming to preserve the health of the caregiver, the child,
and the researcher, according to Brazilian Ministry of Health
and Comisséo Nacional de Etica em Pesquisa (CONEP) [National
Research Ethics Commission] guidelines.

Data analysis

The data were analyzed by means of thematic content analysis
proposed by Bardin, which presents a set of communication
analysis techniques, articulating the way to explore some writ-
ten materials and seeking to characterize the main concepts or
themes addressed in a text. In this method, the investigation aims
at the objective, systematic, and quantitative description of the
content manifested in the communication?.

The method proposed by Laurence Bardin is developed
around three chronological poles: pre-analysis; material explo-
ration; and treatment of results with subsequent inference and
interpretation"®. For analysis operationalization, after exhaus-
tive reading of the transcripts of the interviews (pre-analysis),
analytical tables were used in which the clippings of participants’
speeches/reports were organized according to the identified
themes (material exploration); from that point on, the thematic
categories (treatment of results) were organized. Subsequently,
inference and interpretation occurred with the use of scientific
literature to discuss the data.

After analyzing the data, two thematic categories were elabo-
rated: Implications of the COVID-19 pandemic for continuity of
care; and Fears and uncertainties of the COVID-19 pandemic in
light of the vulnerability of CSHCN.

RESULTS

Of the 11 caregivers participating in this research, nine were
mothers and two were grandmothers. The age varied between
18 and 54 years, with an average of 33 years. The average house-
hold income was R$ 1,360.00, and only one caregiver reported
not receiving the Continuous Installment Benefit (BPC), with a
monthly income of only R$ 500.00. As for their occupation, ten
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caregivers stated that their main functions were to take care of
the child and carry out household chores. The level of education
showed that only one caregiver had completed higher educa-
tion and another, high school; the rest had not finished high
school. Regarding the CSHCN, the age varied between 3 to 11
years, seven were male and four, female. All had demands for
medication care, modified usual care, and neurodevelopment
care and only one used technological care (tracheostomy and
gastrostomy).

In this study, we show that the services most used by CSHCN
were specialized services, such as physiotherapy, in the studied
municipality; and consultations with specialists, in establishments
in other municipalities in the state’s health network.

Implications of the COVID-19 pandemic for continuity of care

In this study, the caregivers reported that this period of social
isolation and interruption of health services was difficult for the
continuity of care for CSHCN, as there were missed consultations,
tests, and physiotherapy sessions that would have been crucial
for the development and better quality of the children’s life.

[...] this year as well, due to this pandemic, | didn’t even try to
take him [for a consultation], nor make an appointment for him,
which was supposed to be with the neuro [neuropediatrician] it
was supposed to be Tuesday, | didn't take him either; | will have
to reschedule, because it is difficult for you to go out with a child
in the middle of a pandemic like this. (Hortensia)

[...] There were tests scheduled for him to do there at SARAH
[Sarah Kubitschek Hospitall, then everything was canceled, and
the physical therapies were stopped. (Tulip)

[...] everything stopped, especially her physical therapies. The
other consultations are all canceled [...]. (Camellia)

One of her consultations was in February. We took her to a nephrolo-
gist; and, since then, she has been removed from the nephrologist,
neuropediatrician, geneticist, pediatrician, and from physiotherapy.
Her treatment in Fortaleza was interrupted entirely; | continued on
caring the way | was doing before, giving her medications normally,
but the consultations really, she didn’t attend them. (Iris)

The biggest demand that we had, which we were unable to change
yet, was the tracheostomy that was supposed to be changed early in
the year, but, due to this pandemic, they did not resolve it. (Jasmine)

All CSHCN in this study are monitored by the health network
services and, after the announcement of the restrictive measures,
the caregivers had to interrupt the care that was already underway.

There was no way to finish his follow-up because of this COVID-19
[...1The tube change [gastrostomy] was interrupted, the hospital
is packed with contaminated people; | even went there to have
his tube changed, and there were many infected people already
there, then we still managed to reschedule an appointment there,
which was already overdue. (Jasmine)

The pandemic revealed new forms of care that are useful for
orienting caregivers during isolation: teleconsultations.
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Her consultation at SARAH was done over the phone, because they
thought it best not to risk taking her there. So her pediatrician,
from there, called and made the consultation by phone and said
that after this pandemic outbreak passed, and if we wanted to
reschedule an in-person consultation, she could go. (Iris)

[...]1they said that the location was almost at a complete halt,
and they were not receiving anyone, instead, they keep calling
us and providing some guidance. (Azalea)

Thus, althoughi it is a period of great uncertainty, it is necessary
that priority groups be protected, given the fragility of their health
conditions. The adoption of strategies by health services, such
as guidance through teleconsultations, should be increased in
order to protect the CSHCN from the virus infection, since, for the
caregiver to leave a municipality within the interior of the state
(where the rate of infection by the coronavirus is smaller) for the
state capital (where the infection rate is higher), is a great chal-
lenge and one of the factors that have caused anguish and fears.

Fears and uncertainties of the COVID-19 pandemicin light
of the vulnerability of CSHCN

In their testimonies, the caregivers expressed fears and un-
certainties about the fragile health of the CSHCN, as they believe
that, if the child contracts the virus, it could lead to serious com-
plications due to their comorbidities. Caregivers are aware of the
importance of follow-ups in health services for the evolution of
the child’s clinical condition, however, given the transmissibil-
ity power of the coronavirus, they are afraid that the child may
contract it and have their health situation worsened.

Another caregivers’ concern, revealed in their narratives, is
that, in a post-pandemic period, in a“new normal’, children will
have difficulties adapting to this new reality, in which social
distancing and preventive measures, such as the use of masks
for children, are still needed.

Now, on the 31st, | went to a consultation with the neuro
[neuropediatrician] in Fortaleza, | was scheduled at the HGF
[Hospital Geral de Fortaleza ‘Fortaleza General Hospital’],
then | said “Oh, my God, I'm going, but I'm scared to death’; but
I went. (Camellia)

My biggest fear, the biggest challenge for [child’s name], is that
he has problems, of still feeling a lot of seizures, even though he’s
taking the medications, then my fear was of just that, of him
getting corona and harming himself and not resisting. (Azalea)

The fear | had was of taking him, both to appointments and to
physiotherapy, and that he would end up contracting the virus,
taking into account that his immunity is low and also because of
the five crises of respiratory infections that he has already had.
Then | was very, very afraid, and to this day | still am of taking him
wherever he has to go, because | am very afraid of contagion.
(Hortensia)

Some caregivers chose not to take CSHCN to health services at
the height of the first wave of COVID-19, between May and July
2020, because they feared that they could contract the disease,
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as this public has risk factors and several comorbidities that can
worsen the prognosis related to infection with the new coronavirus.

[...] we are afraid [of the pandemic]. | have restricted my visits
to physiotherapy because of that. | was afraid to take her, so |
reduced the physiotherapy visits. (Lily)

The main difficulty in this pandemic was the removal of [child’s
name] from treatment as a whole. And some of her appointments
were canceled and those that were not, | thought it was feasible
not to take her, really out of fear for her, fear of us who care for
her, so we thought it best to seclude her, leave her be at home, do
what had to be done to try to take care of her the best way. (Iris)

Right at the beginning of the pandemic, | stopped taking her to the
doctors, because | was very afraid; to this day, I still fear that she
will get a serious disease, because | know she would not be able
to bear it, so | stopped going because of fear, that’s why. (Melissa)

[...]we even missed an appointment he had, in Fortaleza, with the
neuropediatrician, and the physiotherapy, which | also stopped
taking him because of the pandemic. (Hortensia)

All the exams, her appointments, everything was canceled, then
when services started to come back, they started calling us, so |
went to all consultations [...] we are afraid... you have to, you know,
carry on with that fear, and avoiding many things. (Camellia)

Given the vulnerability resulting from chronic diseases in these
children, caregivers need to be in constant contact with health
services; therefore, going back to some face-to-face consultations,
despite the fear of infection.

Caregivers also revealed, in their narratives, fear of worsening of
the health status of CSHCN for being so much time away from health
services, or even fear of the child having a setback in the gain of
neuropsychomotor development acquired prior to the pandemic.

And the fear is that it may delay his development, all this time he
spent without follow-ups, without physical therapy, he may lose
what he has already evolved. (Amaryllis)

Thanks to God [child’s name] is in good health, but, in matters of
actual treatment with the specialist, we are concerned, because
they are serious problems, that, from being a long time away from
the doctor, we are afraid of aggravation. (Iris)

In the caregivers'reports, uncertainties emerged as to how the
children will face reality in a future scenario in which the virus
will continue to circulate.

And his risk, of going back to normal activities, is of getting COVID,
because he can't use his mask for along time, as he loses his breath,
he doesn’t know how to breathe properly, because he has that
spongy flesh on his nose. So, it is very difficult for him to be wearing
a mask, so that is my fear of him returning to normal activities,
physiotherapy, school, his appointments and everything. (Daisy)

[...]and, also, in relation to the appointment that has already
been rescheduled and has occurred, | already took him to For-
taleza and | am about to take him again, but always with great
care. (Hortensia)
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The need to continue health treatments, even midst pandemic,
causes fear in caregivers, as it implies difficulties in having the
children use the mask and the need to distance themselves from
health services. It is noticed that the caregivers are faced with a
dilemma, as they know that the child cannot stay long without
health service monitoring, but they also understand that the
travel to the appointment may increase the risk of contamination.

DISCUSSION

The COVID-19 pandemic has presented itself as a major chal-
lenge for CSHCN, considering the high vulnerability of this cohort’s
health conditions. The interviewed caregivers reported difficulties
in giving continuity to health care, because, in addition to the
interruption of most appointments by health services, they fear
for the fragile health and risk of contamination of these children.

Maintaining care for chronic patients has been a challenge
throughout the interplay of the pandemic. Social isolation, which
is essential to reduce contamination by the virus, by itself, leads
to several consequences that can aggravate existing diseases.
In this pandemic period, the health system had to suspend
most of the elective consultations and health monitoring of
the population with chronic diseases, including CSHCN. These
measures were essential to contain the spread of the virus and
protect individuals, however, they resulted in implications for
the continuity of treatments.

The continuity of care is related to a specific health problem and
the succession of events between one consultation and another,
as well as the information transfer mechanisms that support deci-
sions regarding the treatment of the patient™. Continuous and
coordinated care is an indispensable factor for CSHCN and must
be offered considering their needs". As during the COVID-19
pandemic, families are at risk of being left alone to care for their
children, continuity of care should be a health service priority".

However, the present study cohort has faced significant disrup-
tions in the continuity of care, and this can have consequences,
such as worsening health conditions, impairments in neuropsy-
chomotor development with the interruption of rehabilitation
services, and increased caregivers'fears and uncertainties (in this
research, grandmothers and mothers) in the absence of informa-
tion and necessary guidance for providing home care to CSHCN.

This study validates a reality experienced in the global context,
in which the mitigation strategies adopted by many countries
to limit the spread of the coronavirus include the reduction or
complete closure of rehabilitation units and centers, with the
consequent interruption of rehabilitation programs. As a result,
fragile individuals with severe neurodevelopmental conditions,
especially children and their parents, are at risk of being alone and
without supervised rehabilitation support'?.

In this perspective, the pandemic imposed challenges at dif-
ferent levels of care within the health services and significantly
impacted the health care of people with chronic diseases and
the continuity of their treatments, among which are the CSHCN.
Self-care and prevention measures aimed at individual and col-
lective protection are essential, as they contribute to reducing
the likelihood of the disease reaching vulnerable groups and, in
turn, reduce morbidity and mortality rates"®.
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The grandmothers and mothers of this research have faced fears,
uncertainties, and are distressed because they feel powerless in the
face of a situation that is beyond anyone’s control. A recent study
reveals that caregivers are walking in unfamiliar territory and are
experiencing extraordinary levels of uncertainty, family upheaval,
and fear. Support for families during this period will need to reflect
the vulnerability of some groups. Although there arerisks inherent to
the pandemic, the paths to resilience are also extremely important,

In this study, caregivers reported important difficulties with the
interruption of health monitoring, since this public has multiple
chronic conditions, functional limitations, reliance on medical
technology, in addition to the need for a complex network of
health service providers. Thus, interruptions in the attendance of
these services can have consequences for the child’s development.

Corroborating the results of this research, an Italian cross-
sectional study highlights the burden of stress and fears faced
by caregivers of children with neurodevelopmental disabilities
during the pandemic. It was evidenced that the risk of emotional
and psychological overload for the parents was especially high for
the families of CSHCN. The psychological symptoms of caregivers
were associated with concerns about child development during
social isolation, and the main concerns were related to the risk
of contagion from COVID-19 and damage to child development
due to the suspension of rehabilitation services".

According to the literature, children with developmental disabili-
ties have greater health care access barriers due to an inadequate
number of specialists, socioeconomic vulnerabilities, complex
medical comorbidities, and barriers in geographical distances.

In the midst of the pandemic, this public requires specific attention
to minimize the consequences of the interruption of care in essen-
tial services. These children are especially vulnerable to the effects
of the pandemic, as they have greater health needs compared to
children of typical development, and the consequences of missed
opportunities, today, will only be evident in the coming years?,

In the present investigation, some caregivers reported not taking
the CSHCN to their appointments, tests, and physiotherapy for fear
that they would contract the coronavirus. A qualitative Australian
study corroborates our results by showing that parents avoided
taking their children with disabilities to health treatments for fear
of contamination. However, these caregivers felt distressed because
they were missing a window of opportunities for the child’s develop-
ment. Therefore, this shows that the impact of the pandemic can be
felt more intensely in people with disabilities and their caregivers?®".

The evidence found in this study agrees with an investigation
carried out in British Columbia, Canada, where 30.3% of parents
of children with medical complexities avoided taking them to
the emergency room during circumstances in which they would
normally have done it. There, 63.8% of children had their appoint-
ments with specialists canceled or postponed, and most children
had reduced or interrupted rehabilitation therapies (occupational
therapy, physiotherapy, and speech therapy) due to the pandemic®?,

Ratifying the results of this research, a study carried out in
Australia showed that children and adolescents with disabilities
and their families are facing significant challenges during the
pandemic. The authors suggest that a range of other inequalities
are also exacerbated by such events and that this group was one
of the most marginalized in Australian society before the pandemic
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and now faces significant daily injustices. These individuals are
at greater risk in a pandemic context - both from the disease and
from social and political responses to its control®,

National studies demonstrate that the daily life of CSHCN
families is marked by efforts and difficulties that transcend the
child’s clinical fragility, such as social vulnerability, low income, and
low level of education of caregivers?+2%, Socioeconomic factors
have hindered the access of these patients and their families to
health services, causing inequities in access?2”,

Thus, it is observed that there are numerous challenges experi-
enced by CSHCN in facing the new coronavirus pandemic, as they
are a public that live in a situation of social vulnerability. According
to a Brazilian research, they are still without access to basic rights,
increasing the risks of social vulnerability due to the quarantine
imposed by the global epidemiological situation. Therefore, the
pandemic can change the reality experienced by children for the
worse, in view of the closure of schools and restrictions on travel®®.

Itis important to note that, before COVID-19, families of chil-
dren with disabilities, such as those in this study, have historically
been marginalized, and this situation only worsened during the
pandemic, as they had more health problems and unmet needs.

Families had to organize quickly to accommodate major changes
in access to support, services, and supplies. Their caregivers must
now adapt to increasing stressors, such as the lack of access to
necessary therapies, medical supplies, and nursing care®.

On the other hand, the pandemic revealed new forms of care,
specifically, teleconsultations. A reflective Brazilian study confirms
that one of the viable strategies for the continuation of assistance
to people with chronic diseases would be that of teleconsulta-
tion. This teleconsultation model, which avoids personal contact
between doctors and patients, is useful in the current epidemic
situation, bringing benefits for maintaining continuity of care®,

In addition, social distancing, one of the health measures adopted
to prevent contamination, can dramatically affect rehabilitation
interventions, especially when children need physical interaction
with their therapists, as is the case with CSHCN. In this context,
telehealth solutions, such as telerehabilitation, are considered valid.
Remote consultations can bring the parents closer and help them
to understand the problems, maintaining the quality of care®".

In summary, the pandemic of the new coronavirus has evidenced
problems for continuity of care for CSHCN, such as difficult access to
essential resources in health services. In the case of teleconsultations,
families need access to the internet, ability to use a smartphone, which
must be considered when evaluating health services. In addition,
the need for emotional support from caregivers must be included
as a demand for professionals, who, in the midst of feelings such as
fears and uncertainties regarding the discontinuity of formal health
care services, seek resources in themselves and in the community
to face that situation and take care of their child.

Thus, ensuring continuity of care for CSHCN during the pan-
demic has been a major challenge for health systems. However,
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it is necessary to institute new forms and reformulate old ideas
to offer health care to this population, such as teleconsultation.
These resources can mitigate the future losses that these children
may have in their development, as well as establish a closer bond
with the caregivers and minimize situations of emotional stress in
daily care with the CSHCN.

Study limitations

As a limitation of this study, the participation of only mothers
of CSHCN who attended a physiotherapy service stands out, as we
consider them to be those who were making more frequent use of
health services, however, it would be necessary to expand this study
to the population using health services, in general, with a view to a
more comprehensive understanding of the phenomenon. However,
this limitation did not compromise the quality of the obtained data.

Contributions to the field of nursing, health, and public
policies

This research contributes to the understanding of the reality
experienced by CSHCN and their caregivers in the midst of a
health crisis, with substantial restrictions on the continuity of
care.The understanding of this phenomenon should contribute
to the improvement of assistance to these children and their
families by health professionals and services throughout the
pandemic. The active search by the family health team, includ-
ing these children’s nurses and their families, with guidance that
can be offered at home, can contribute to minimize the doubts,
fears, and uncertainties reported by the caregivers in this study.

Itis hoped that further research can better explore the needs
and desires of families of CSHCN during the COVID-19 pandemic,
since this public is still invisible in public health policies.

FINAL CONSIDERATIONS

The caregivers'discourse revealed problems in the continuity
of care for CSHCN due to the COVID-19 pandemic. It is consid-
ered that health care practices should be rethought in times of
pandemic, aiming to offer remote care to these children in order
to minimize the consequences of the suspension of essential
services and health monitoring for this public.

We emphasize that CSHCN should be a focus of assessment and
intervention in this pandemic period, including active monitoring
and home visits to mitigate the negative consequences of social
isolation and the discontinuity of health care.

For this reason, remote care (such as teleconsultations) needs
to be strengthened in times of pandemic, and family members
and caregivers need emotional support so that they can both
overcome the adversities of that moment and maintain, at home,
the necessary care for CSHCN.
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