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Family care of children with chronic conditions in the context of the 
pandemic by COVID-19*

Cuidado familiar de crianças em condição crônica no contexto da pandemia pela COVID-19

ABSTRACT
Objective: to describe how families experienced the care of 
children in chronic condition during the pandemic by CO-
VID-19. Methods: qualitative study, guided by the Family Ma-
nagement Style Model, conducted with 24 families of children 
in chronic condition. The data, collected by telephone contact 
through semi-structured interviews, were submitted to the-
matic analysis. Results: data analysis resulted in three the-
matic categories: Changes in the routine of family members; 
Emotions triggered in family members and children due to 
the pandemic; and Implications of the pandemic by COVID-19 
for the continuity of care. They highlighted: incorporation of 
hygiene care, social distancing concomitant to domestic and 
professional activities at home; and feelings of fear and con-
cern about the children’s health and development and the 
need for caregivers to provide rehabilitation and support for 
school activities. Conclusion: it was observed that the pan-
demic changed the family routine, produced negative feelings 
in families, modified care demands and compromised access 
to services. Contributions to practice: these results contri-
bute to the identification of the repercussions of COVID-19 on 
families and children with chronic conditions and can help 
establish strategies to reduce the consequences of this pan-
demic and other future health emergencies.
Descriptors: Chronic Disease; Child Care; Family; COVID-19; 
Qualitative Research.

RESUMO 
Objetivo: descrever como as famílias vivenciaram o cuidado 
da criança em condição crônica durante a pandemia por CO-
VID-19. Métodos: estudo qualitativo, orientado pelo Modelo 
de Estilo de Manejo Familiar, realizado com 24 famílias de 
crianças em condição crônica. Os dados, coletados por meio 
de contato telefônico mediante entrevista semiestruturada, 
foram submetidos à análise temática. Resultados:  a análise 
dos dados resultou em três categorias temáticas: Mudança 
na rotina dos membros da família; Emoções desencadeadas 
nos familiares e crianças devido à pandemia; e Implicações 
da pandemia por COVID-19 para a continuidade do cuidado. 
Destacaram-se: incorporação de cuidados de higiene, dis-
tanciamento social concomitante às atividades domésticas e 
profissional no domicílio; e sentimentos de medo e preocu-
pação quanto à saúde e desenvolvimento das crianças e a ne-
cessidade de os cuidadores proverem a reabilitação e suporte 
para as atividades escolares. Conclusão: observou-se que a 
pandemia modificou a rotina familiar, produziu sentimentos 
negativos nas famílias, modificou as demandas de cuidado e 
comprometeu o acesso aos serviços. Contribuições para a 
prática: esses resultados contribuem para a identificação das 
repercussões da COVID-19 nas famílias e crianças sob condi-
ção crônica, podendo auxiliar o estabelecimento de estraté-
gias para a redução das consequências dessa pandemia e de 
outras emergências sanitárias futuras. 
Descritores: Doença Crônica; Cuidado da Criança; Família; 
COVID-19; Pesquisa Qualitativa.

*Extracted from the thesis “O cuidado às crianças em condi-
ções crônicas no contexto da pandemia por COVID-19”. Uni-
versidade Federal de Minas Gerais, previsão de defesa - 1º 
trimestre de 2023. 
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Introduction

The emergence of coronavirus 2019 disease 
(COVID-19), caused by a virus with the potential to 
produce a severe acute respiratory infection, has pro-
duced social, economic, behavioral, and health chan-
ges in populations around the world(1).

As the number of confirmed cases and deaths 
due to the virus increased, protective measures such 
as social distancing were established to mitigate its 
spread(2-3), leading to the interruption in the operation 
of schools, outpatient health services, and churches, 
among others(1,4).

Initially, this rearrangement was necessary, ho-
wever, the repercussions of the interruption of health 
care and school activities, especially those directed to 
children in chronic conditions, have not yet been mea-
sured, and it is likely that there are unknown impacts 
on this population with numerous negative effects(5-6). 
The natural importance given to the physical dimen-
sion of health, however, has left uncovered other di-
mensions of people’s health, particularly in the field 
of mental health, as shown by the research from this 
stage.

Chronic health conditions in children caused by 
congenital heart disease, asthma, obesity, and neuro-
logical alterations were considered risk factors for the 
development of the severe form of COVID-19 in this 
group(7-8). It is also considered that the vulnerability 
determined by COVID-19 in these children was ac-
centuated by pandemic control measures or reduced 
health protection, because, although unintentional, 
these are measures that were part of the pandemic 
context and that may have contributed to the increase 
of inequality(4,9).

When present in childhood, chronic conditions 
impact directly on the family, bringing significant 
changes in family functioning. This may require that 
family members reorganize themselves and assume 
different roles to meet the child’s care demands(10-13). 
Besides the basic care of hygiene, feeding and sur-
veillance, common to all children, for the group of 

children in chronic condition, the performance of this 
care may need to be adapted and associated with the 
administration of medications, hospital admissions 
and specialized care(12). The maintenance of this rou-
tine requires greater availability of time and financial 
resources to ensure the care of the child(11-13).

It is assumed that the family is the primary ca-
regiver for children with chronic conditions at home.  
The care actions performed by this social group suffer 
the variations determined by their life context. Con-
sidering that the pandemic caused changes in the life 
context of the entire population due to the limitations 
imposed, especially, by social distance, the family sys-
tem was also modified, bringing changes to the care 
provided at home.

Knowing the care experiences of the families of 
children with chronic conditions during the pandemic 
by COVID-19 will or will not allow an approach to the 
changes in care and the identification of situations 
that may deserve professional attention during the 
period that follows the pandemic. Thus, the question 
that guided this investigation was: how was the care 
of children in chronic health condition experienced 
by their families during the pandemic by COVID-19? 
Therefore, this study aimed to describe how families 
experienced the care of children in chronic condition 
during the pandemic by COVID-19.

Methods

This is a study with a qualitative approach, 
guided by the referential Model of Family Manage-
ment Style, which enables an analysis of the responses 
of families to the needs experienced by the existence 
of a chronic condition in childhood. It is composed of 
three main components: Definition of the Situation; 
Management Behaviors; Perceived Consequences) 
and eight dimensions: Child’s Identity; View of the 
disease; Management Mentality; Mutuality between 
parents; Management Approach; Parents’ Philosophy; 
Focus on the family; and Future Expectations, relat-
ed to behavioral aspects of the family, indicating the 
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difficulties and facilities experienced for the care of 
the child in the family’s daily life(14). The preparation 
of this study met the recommendations of the Con-
solidated Criteria for Reporting Qualitative Research 
(COREQ).

For this study, the four dimensions of the Situa-
tion Definition component were used:  I) child identity 
refers to the family’s view of the extent to which their 
views focus on the child’s ability or vulnerability; II) 
disease view encompasses the family’s beliefs about 
the cause, severity, predictability, and course of the 
condition; III) management mindset refers to the fam-
ily’s views about the ease or difficulty of carrying out 
the treatment regimen and their ability to manage it 
effectively; IV) family mutuality, refers to caregivers’ 
beliefs about shared or divergent views about the 
child, the condition, their parenting philosophy, and 
their approach to managing the condition. This com-
ponent allows analyzing the subjective meaning that 
the family imposes on important elements of a lived 
situation(14), here in this study, understood as the care 
of the child in chronic condition during the pandemic 
by COVID-19.

Attempts were made to contact 53 families of 
children in chronic condition who participated in a 
primary study(15). Of these, nine families were not con-
tacted due to lack of viable contact; 13 did not respond 
after three attempts to call, and four did not accept to 
participate. Therefore, 27 families were interviewed; 
however, three families participated in the pilot test 
and were not part of the analysis, totaling 24 families 
of children in chronic conditions.

Initially, a representative from each family was 
interviewed: 22 mothers, one father; and one aunt, 
considered the child’s main caregivers. Later, to con-
template different perspectives of the family, these 
caregivers were asked to indicate another family 
member who was also involved in the child’s care. In 
five families there was no other caregiver; three did 
not answer the researcher and 16 main caregivers in-
dicated another relative. In nine families it was pos-
sible to interview another relative: six fathers, one 

mother, one uncle and one grandmother. Therefore, 
33 interviews were conducted. One of the participat-
ing mothers had twin children, both under the same 
chronic health condition. Thus, 24 families, 33 rela-
tives and 25 children were included in the study.

The inclusion criteria for the participants were: 
being a family member of the child and involved in 
care; being over 18 years old; understanding the 
questions and being able to answer them; having tele-
phone contact viability. The exclusion criteria consist-
ed of not getting a response from the family member 
after three contact attempts by the researcher.

Although the research was not carried out with 
all the family members, the production of information 
referred to the family. Thus, the type of attachment of 
the family member to the child was mentioned only 
when necessary. The reference was to family or family 
members.

Data collection was conducted in the months 
of January and February 2021. Due to pandemic pre-
vention measures, collection was done by telephone 
contact. As for the sociodemographic data of the main 
caregivers, the following were considered: age, time 
of study, ethnicity, religion, marital relationship, in-
come, and receipt of assistance, which were collected 
before the beginning of the interview. We chose to use 
a semi-structured interview whose script was previ-
ously prepared based on the adopted referential and 
was guided by the question: how has it been caring for 
(name of child) at this time of the pandemic?

After acceptance was given and at the sched-
uled date and time, the interviews were conducted 
and audio-recorded using the “Voice Recorder” appli-
cation of a mobile phone. The average length of the in-
terviews was 15 minutes and 34 seconds.  The audio 
files of the interviews and the answers to the informed 
consent form were stored on an external hard drive 
and on a password-protected personal computer.

The interviewees were informed of their an-
onymity, the confidentiality of the information, and 
their freedom to stop calling and/or participating in 
the study at any time. The participants were named 
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according to the degree of kinship with the child, fol-
lowed by the order number of the interview, in other 
words M24. M being for “mother”, F “father”, U “uncle”, 
and G “grandmother”.

The audios were transcribed by the authors 
and the accuracy of the transcriptions was checked by 
comparing their content to the audio of the recordings. 
The transcriptions were imported into the MAXQDA® 
software, version 22 (License: 373785049), which 
was used as support for data organization, coding, and 
exploration(16).

Data were submitted to thematic analysis(17) of 
the deductive type, guided by the referential. Consid-
ering that the object of study of this investigation was 
the care performed by the family and the objective 
of this study was to describe how they experienced 
the care of the child in chronic condition during the 
pandemic by COVID-19, the four dimensions of the 
situation definition component were defined as initial 
codes, considering the context of the pandemic.

The data analytic process followed the six stag-
es of thematic analysis(17): I) Familiarization with the 
data; II) Generation of initial codes; III) Searching for 
themes; IV) Reviewing themes; V) Defining and nam-
ing themes; and VI) Producing the final report.

To ensure credibility, the data were validated 
and discussed by a larger quantity of researchers. Re-
liability was met with coding, peer review and agree-
ment, and with the resolution of disagreements by a 
third researcher(18).

The information produced for the character-
ization of the participants was submitted to simple 
descriptive analysis with the presentation of absolute 
values and percentages.

This research was approved by the Re-
search Ethics Committee under favorable opinion 
3,508,414/2019 and Certificate of Ethical Apprecia-
tion Presentation: 12288919.0.0000.5149. It is worth 
noting that the present study was conducted in accor-
dance with Resolutions 466/12 and 510/2016 of the 
National Health Council and the guidelines of Circular 
Letter No. 2/2021 of the National Research Ethics 

Committee. Consent occurred through verbalization 
about the recording by the participant on audio. Par-
ticipants received a printed or digital copy of the In-
formed Consent Form according to their choice. For 
the expansion of the investigation, considering the 
context of the pandemic by COVID-19, an amendment 
was submitted for consideration by this committee.

Results

It is considered that, as the main caregiver 
is the person who takes more intensively the child’s 
care, he/she can offer information about the family’s 
perspective. Thus, the information related to the so-
ciodemographic characteristics which will be pre-
sented below refers to the children’s main caregivers 
(Table 1).

Table 1 – Characterization of the main caregivers of 
the child in chronic condition (n=24). Belo Horizonte, 
MG, Brazil, 2021
Variables n (%)
Age (years)

20-30 4 (16.7)
31-40 17 (70.8)
41-50 3 (12.5)

Educational background (years)
>15 7 (29.2)
11 to 14 8 (33.3)
8 to 10 6 (25)
1 to 7 3 (12.5)

Self-declared ethnicity
Black 4 (16.7)
White 4 (16.7)
Other 16 (66.7)

Has religion
Yes 21 (87.5)
No 3 (12.5)

Marital relationship
Yes 18 (75)
No 5 (20.8)
Not informed 1 (4.2)

Main Caregiver
Mother 22 (91.6)
Other (father/ aunt) 2 (8.4)

Family income (minimum wage - R$1.100.00)
< 1 6 (25)
1 8 (33.3)
>1 10 (41.7)

Did you receive aid during the pandemic period
Yes 17 (70.8)
No 7 (29.2)
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Most families received some type of aid during 
the period of data collection. The aid received consis-
ted of emergency aid, offered because of the pandemic. 
Bolsa Família Program in Brazil (Family Allowance) 
and basic food baskets that were distributed by state 
and municipal schools when children were enrolled. 
Some received more than one benefit. It is worth men-
tioning that the values of the benefits received were 
computed in the calculation of family income.

In relation to the children, their ages varied be-
tween three and four years old. Seventeen were male. 
Regarding the birth condition, nine were born prema-
turely with a mean gestational age of 31.8 weeks. The 
medical diagnoses were: cerebral palsy (n=4); hydro-
cephalus (n=5); myelomeningocele (n=1); Tetralogy 
of Fallot (n=2); congenital heart disease (n=1); Kline-
felter syndrome (n=1); Trisomy 18 (n=1); Goldenhar 
syndrome (n=1); congenital lathe foot (n=2); different 
leg dimensions (n=2); Autism Spectrum Disorder 
(n=2); necrotizing enterocolitis (n=1); laryngomalacia 
(n=1); and nephrotic syndrome (n=1).

Regarding the care needs. It was evident that all 
the children had the need for follow-up with specia-
lists, and 52% required assistance from more than one 
specialty. The specialties reported were physiothera-
py (60%), neurology (48%), speech therapy (28%), 
occupational therapy (28%), cardiology (12%), ne-
phrology (12%), orthopedics (8%), endocrinology 
(8%) and nutrition (8%). Regarding technology de-
pendence, the five children with the medical diagnosis 
of hydrocephalus had a ventriculoperitoneal shunt; 
the two children with congenital clubfoot used ortho-
pedic boot, and one of the children with different leg 
sizes used orthopedic insole. The gastrostomy was a 
device used by two children. 

The analysis of the interviews provided the de-
finition of the highlighted themes: Change in the rou-
tine of family members; Emotions triggered in family 
members and children due to the pandemic; and Im-
plications of the pandemic by COVID-19 for the conti-
nuity of care.

Change in the family members’ routines

The interviews allowed the identification of 
changes in the families’ routines. These changes cor-
responded to the adoption of new habits, directed to 
the prevention of infection by COVID-19. Hygiene care 
was incorporated. Social distancing and change in the 
work routine of family members, especially, its perfor-
mance at a distance.

The incorporated care that were mentioned 
most frequently (58%) were related to the use of 
masks. alcohol gel and social distancing: Now, with the 

problems that you have there I must avoid going out in public. use 

alcohol gel. clean as much as possible (M42). If you have to go out, you 

need the masks, you must be careful with alcohol gel (M53).
Social distancing was another measure adop-

ted by most family members (82%). The following 
expressions show that families created strategies to 
adapt to the conditions demanded by the pandemic 
reality: I avoid leaving home (M45). We don’t receive anyone at 

home (M15). We don’t go out like before (M50).
The need to incorporate remote work requi-

red more people to remain in the home space. With 
this. the care of the children and the domestic chores 
had to be performed together with the professional 
activities, producing an overlapping of the caregivers’ 
functions, as evidenced by M35: With the pandemic, came 

the remote work, so there are two children, plus the work that I must 

do. So, it was very hard for me, because I must wait for the children to 

sleep to be able to do my work (M35).

Emotions triggered in family members and chil-
dren due to the pandemic

The interviews revealed that the pandemic 
produced emotional changes in the families. Tension, 
signs of anxiety, fear, stress, concern and feeling of 
overload were mentioned. These feelings were men-
tioned by the participants when they were faced with 
the responsibility of ensuring the care demanded by 
their children, the sanitary protocols of contamina-
tion prevention, the remote work and the school tasks 
of their children.
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Fear and concern were expressed, especially 
regarding the possibility of the child being infected by 
the virus, since they were considered more fragile and 
susceptible. The reports of M2 and M41 highlight this 
aspect: I’m afraid of him getting Corona, I think it’s a little easier 

for him to get it. It ends up that his immunity is lower (M2). The only 

fear I have is that I know that if she gets this COVID she can’t stand 

it, because she already has a little problem that is why we are careful 

(M41).
Stress was another repercussion mentioned by 

the participants resulting, mainly, from the need of the 
family to stay at home and the adoption of social res-
triction to contain the dissemination of COVID-19. It is 
expressed in the fragments of speech when they refer 
that: We end up getting more stressed. You can’t go out right. You 

can’t have the freedom that we had (M2). Care must be tripled, right? 

Care and patience (M9).
The repercussions were also identified in the 

children themselves. For example, we have the frag-
ment of M9 describing her child as very nervous and 
M20 saying that they are more anxious because they 
stay at home: He gets very nervous to stay indoors (M9) and the 

children stay at home more anxious (M20).

Implications of the pandemic for COVID-19 for the 
continuum of care

The schools closing, health services and 
other welfare services led to the interruption of the 
children’s care by different professionals. The chil-
dren presented a need for specialized follow-up and 
interventions that contributed to their development. 
In her interview, M50 recognizes her child’s need. 
stating that: Wanting or not he [the child] needs this care (M50). 
P35 reports the interruption of care by different pro-
fessionals: The issue of care that we felt the most was when the 

treatments were interrupted, isn’t it, ALL OF THEM, any treatment no,  

ALL. Suspended neurologist, ophthalmologist, phono, physical thera-

pist, equine therapy (F35).
The participants emphasized that the inter-

ruption of the periodic care of children in the health 
services was a cause for concern. They recognize the 

importance of these appointments for the children, 
and to ensure them, they themselves had to perform 
the activities accompanied from a distance by a pro-
fessional. In the reports, attempts using video calls are 
indicated, however, they express the fear that they are 
not performing them in the best way. This can be evi-
denced in M25’s statements that: They call, make video call, 

then in the case of me having to do physical therapy. We don’t know 

how to do it exactly like the professional, right? (M25).
About two thirds of the interviewees evaluated 

that the interruptions of care can impair the child’s 
development. What can be seen in M5’s statement: She 

needs to reinforce her steps, it’s occupational therapy, it’s physiothe-

rapy, and until today nothing. She needs it (M5).  
Some of the participants reported already iden-

tifying a worsening in the child’s conditions with the 
closing of services such as schools and specialized 
care: It will be a year without physical therapy. He was already ha-

ving difficulty walking. I already saw that his musculature is already 

having difficulty (M9). She won’t be able to go to school and will miss 

it, because it is a very important moment in her development, motor 

and psychological, the interaction with other children that she won’t 

have (M44).
This interruption of the school’s participation 

as a partnership in meeting part of the children’s ne-
eds transferred to the home environment and to the 
caregivers the function of maintaining the children’s 
education. Although they sought to maintain this 
function that, also, contributes to the change in the 
family’s routine, the participants consider that: At home 

I teach a little bit, but it is not the same (M45). When she was at scho-

ol her development was different (M34). School was making all the 

difference (M20).

Discussion

For the families of children with chronic con-
ditions interviewed, the difficulty of continuous care 
allied to protection against the virus accentuated their 
vulnerabilities and the challenges faced in the pande-
mic. The speeches evidenced the uncertainty about 
what the virus could produce in the children’s health, 
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the feeling of insecurity and the need to reinvent the-
mselves as caregivers.

Uncertainty in disease is a central phenomenon 
in nursing(19). Similarly, safety has always been consi-
dered a “basic human need”, which also constitutes 
the scientific focus of nursing. The uncertainty and in-
security, verified in this study, thus, appeal to a scien-
tific nursing perspective about the results obtained. Of 
the various perspectives of analysis that can be object, 
the different experiences of people in the face of the 
pandemic situation as well as the analysis from the 
scientific field of nursing emerge, equally, as evidence 
in the present study.

The daily care of a child with a chronic condition 
already requires extra efforts, regarding maintaining 
safety and reducing injuries(10-12). In this scenario, as 
new situations of vulnerability arise, such as the risk 
of becoming ill due to COVID-19 or the impossibility 
of maintaining care, it is necessary that families adapt 
continuously to meet the demands of the child(20).

The adaptation to the new epidemiological sce-
nario demanded the incorporation in the routine of 
prevention measures against COVID-19 such as social 
distancing, the use of masks, increased frequency of 
hand washing, use of alcohol gel and cleaning of sur-
faces with disinfectant products(2-3). The adoption of 
these measures occurred, maintaining the existing 
care routine.  

For most of the interviewed families, the fact 
that their child was living with a chronic condition in-
creased their vulnerability to COVID-19. The family’s 
focus on the child’s vulnerabilities due to his health 
condition modified the caregiving behaviors and con-
sequences perceived by caregivers. This understand-
ing corroborates the literature(21), by the evidence that 
families had to face fear and concern for their children 
during the pandemic because they believed that they 
were more susceptible to infection and that, contract-
ing the virus, the consequences of the disease would 
be more severe.

From the perspective of these families, with the 
pandemic scenario there was a loss or decrease in the 

sharing of childcare because schools and outpatient 
clinics interrupted their in-person care. With this, it 
was necessary to (re)organize the family’s entire rou-
tine, since new tasks, such as remote work. school 
teaching, online care, among others, had to be incor-
porated into the daily demands(22).

Due to the variety and complexity of needs of 
children with chronic conditions, providing compre-
hensive care has been identified as challenging in dif-
ferent settings(9,20). With the pandemic by COVID-19, 
the health system scenario has become even more 
complex, accentuating the difficulties in ensuring con-
tinuity of care due to the reduction of care and ade-
quate support to this risk group(21,23).

To provide care for cases of COVID-19 illness 
and to contain the spread of the virus, one of the 
health system’s strategies was to interrupt routine 
services(2). Services provided in outpatient clinics 
were considered nonessential(2). Therefore, follow ups 
with specialists such as physical therapists had their 
activities suspended indefinitely(24).

The delayed development was an aspect eval-
uated by the caregivers because of this lack of care. It 
is known that the interventions made by health pro-
fessionals are designed according to the evolution of 
the child’s development. Thus, children dependent on 
rehabilitation therapies, when for a long period they 
do not receive the previously continuous stimuli, they 
may present functional declines that have already 
been achieved over time(20,23).

Because the interviewed families knew the lim-
itations of the children and the importance of these 
services, this context brought even more implications 
for care. In addition to being concerned about adopt-
ing measures to prevent infection by the virus, they 
also began to worry about the compromised devel-
opment of the child, because besides not attending 
school, the child was deprived of periodic health in-
terventions. More studies evidenced the caregivers’ 
concern with child development, evaluating such sit-
uation as a factor causing anguish, fear, and psychic 
suffering for the caregivers(3,21).
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The restriction to home deprived the child 
of social interaction, a factor that produces poten-
tial losses to learning and child development(25). The 
children were cut off from friends and teachers, and 
distanced from loved ones who shared their care with 
their caretakers. The isolation restricted their envi-
ronment to the home, and these modified routines 
brought limitations to their life routines(4,25-26). More-
over, the need for confinement and the incorporation 
of new routines disproportionately affected the child 
population, especially those already vulnerable(4), be-
ing able to accentuate reactions of irritability, fear, and 
behavioral changes(26).

In this investigation, delay to school entry or 
disruption of school routine was a hindering factor. 
In the latter case, school activities were added to the 
daily routine and started to be developed exclusively 
at home. The closing of schools for children with spe-
cial educational needs and disabilities can negatively 
impact, the learning and emotional well-being of this 
population(27).

The transfer of the educational environment to 
the home, which occurred during the pandemic, was 
considered one of the biggest challenges for families 
of children with chronic health conditions(28). Espe-
cially, the caregiver’s time demand and the fact that 
they considered that they could not develop the ac-
tivities with the same quality as the educators were 
verified in this study.

The pandemic by COVID-19, also, exacerbated 
the global economic crisis, especially, of the most vul-
nerable populations. This resulted in unemployment, 
disarticulation of the support network and over-
crowding of homes(29). Of the interviewed families, 
70.8% revealed that they had relied on different finan-
cial support. Seven of them received the financial sup-
port offered by the government due to the pandemic.

As this population is formed by caregivers, it 
can be inferred that the home was already considered 
a workplace. Therefore, the manifestation of infer-
ences of work that, due to the pandemic, started to 
be performed at home was not considered frequent. 

However, the manifestations presented signaled the 
transition from work to home as a factor capable of 
increasing the caregivers’ burden. A study developed 
with parents of children with autistic spectrum disor-
der corroborated this finding by indicating an increase 
in the overload of demands in parents who took their 
jobs home(30).

It was evidenced that the impacts of the pan-
demic transcend virus infection and disease. The mea-
sures adopted in public health will have unintended 
consequences that will probably affect the entire pop-
ulation, by social, health or financial consequences 
with exponential threat to children and families living 
with a chronic health condition(9,20-22).

Study limitations

The study has an essentially exploratory natu-
re, which makes it necessary, as productions advance, 
to invest in research that has an explanatory design. 
The data were collected in a period of more intense 
social isolation, making it impossible for the resear-
cher to have contact with the participants and their 
life context, considered a limitation since the reports 
can bring data with less richness of details.

Contributions to practice

In view of the above, and considering the im-
portance of the family in the care of children in chronic 
conditions, it is believed that this work will contribute 
to the identification of the repercussions of the pande-
mic by COVID-19 on children and their families and to 
the identification of the additional demands experien-
ced, as well as providing information that can guide 
nursing professionals in the development of strategies 
capable of helping families and children in chronic 
conditions in their real needs, as well as contributing 
to the reduction of the negative repercussions of the 
pandemic by COVID-19 and other health emergencies 
that may come to exist.
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Conclusion

It was found that the situations experienced by 
families for the care of their children during the pan-
demic by COVID-19 indicated that these families were 
overwhelmed to meet the pre-existing needs of chil-
dren in chronic conditions plus those arising from the 
change in their living context. The need to intensify 
hygiene measures, adopt new behaviors, such as wea-
ring masks, and maintain social distance were highli-
ghted. Fear and concern were present feelings, mainly 
related to the possibility of infection of the child.

The families experienced the interruption of 
health care and the closing of schools, which they eva-
luated as capable of bringing harm to the child’s deve-
lopment. The maintenance of rehabilitation care and 
teaching activities provided by the caregivers during 
the period of social distance reinforced their centrali-
ty in care. The challenges faced allowed us to consider 
that these families need to be prepared and supported 
to assume this function beyond periods of sanitary 
emergencies.
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