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The impact of the COVID-19 pandemic on children and adolescents with
autism spectrum disorder and their caregivers

José Evaldo Leandro Junior,*® Kelly Rose Tavares Neves,*® Isabella Martins Camelo,?
Lucas da Silva Moreira,?® Nathalia de Oliveira Pires,>® Gislei Frota Aragdo?

ABSTRACT

Obijective: To analyze the impact of the COVID-19 pandemic and social distancing on children and adolescents with autism
spectrum disorder (ASD) and their caregivers. Methods: Observational, descriptive, and cross-sectional study conducted with
parents/caregivers of children with ASD through an online questionnaire with 39 questions. Data were collected from October
2020 to January 2021, referring to the critical period of the pandemic in Ceara, from March to June 2020. Results: Of the 122
research participants (children/adolescents aged 2 to 18 years, average of 6.7 years), 87.7% interrupted multidisciplinary treat-
ments during isolation. Most caregivers (86.8%) had more difficulties managing the children's free time. Behavioral problems
became more intense for 61.5% and more frequent for 59.8% of participants. Difficulties in managing meals were reported by
39.3% of participants, and 97.1% stated that problems in managing autonomy were amplified. Behavioral regressions and
worsening symptoms occurred in 81.1% of cases. Children and adolescents with pre-pandemic behavioral problems showed a
significantly greater increase in the intensity (OR = 3.87, p = 0.05) and frequency (OR = 3.42, p = 0.05) of behavioral problems.
In contrast, being an only child proved to be a protective factor against the negative impacts of isolation, with a significant
reduction in the intensification (OR = 0.16, p < 0.05) and frequency (OR = 0.08, p < 0.01) of behavioral problems. Conclusion:
The COVID-19 pandemic and social distancing negatively altered behavior, eating, and self-care patterns in children and ado-
lescents with ASD, making this period more challenging for their caregivers.
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RESUMO
Objetivo: analisar o impacto da pandemia de COVID-19 e do distanciamento social em criangas e adolescentes com transtorno
do espectro autista (TEA) e seus cuidadores. Métodos: estudo observacional, descritivo e transversal realizado com pais/cuidado-
res de criangas com TEA através de um questionario on-line com 39 questfes. Os dados foram coletados de outubro de 2020 a
janeiro de 2021, referindo-se ao periodo critico da pandemia no Ceara de margo a junho de 2020. Resultados: dos 122 participan-
tes da pesquisa (criancas/adolescentes de 2 a 18 anos, média de 6,7 anos), 87,7% interromperam tratamentos multidisciplinares
durante o isolamento. A maioria dos cuidadores (86,8%) teve mais dificuldades em gerenciar o tempo livre das criangas. Problemas
de comportamento tornaram-se mais intensos para 61,5% e mais frequentes para 59,8% dos participantes. Dificuldades no manejo
das refeicdes foram relatadas por 39,3% dos participantes, e 97,1% afirmaram que problemas na gestdo da autonomia foram
amplificados. Regressdes comportamentais e piora dos sintomas ocorreram em 81,1% dos casos. Criangas com problemas de
comportamento pré-pandemia apresentaram um aumento significativamente maior na intensidade (OR = 3,87, p = 0,05) e na
frequéncia (OR = 3,42, p = 0,05) dos problemas comportamentais. Em contraste, ser filho inico mostrou-se um fator protetor
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contra os impactos negativos do isolamento, com reducéo significativa na intensificacdo (OR = 0,16, p < 0,05) e na frequéncia
(OR=0,08, p<0,01) dos problemas comportamentais. Conclusao: a pandemia de COVID-19 e o distanciamento social alteraram
negativamente os padrdes de comportamento, alimentacéo e autocuidado em criangas e adolescentes com TEA, tornando esse

periodo mais desafiador para seus cuidadores.

Palavras-chave: COVID-19; pandemia; transtorno do espectro autista; cuidadores; criancas; adolescentes.

INTRODUCTION

The consequences of the COVID-19 pandemic and strict
isolation have the potential to negatively affect people with
autism spectrum disorder (ASD) and their families. Chil-
dren and young people with ASD are vulnerable to the ef-
fects of prolonged isolation or quarantine and may have dif-
ficulties adjusting to this new norm, especially since inflex-
ibility and insistence on maintaining routines are hallmarks
of ASD.?

In addition, a study shows that ASD may be a risk factor for
respiratory disease caused by SARS-CoV-2, due to comorbidi-
ties that usually intensify the inflammatory system.3 Parents, in
turn, are also at risk of developing COVID-19.

Complying with prolonged social distancing measures
and the fear of being infected by a highly infectious virus,
whose origin, management and treatment are still unknown,
can cause psychological distress in parents of children with
ASD, as well as in children themselves, triggering a variety
of short-term psychopathological symptoms, such as: stress,
depressed mood, irritability, anxiety, fear, anger, insomnia
and others; and long-term symptoms, such as: increased risk
of alcohol abuse, binge eating, post-traumatic stress and de-
pression.*

People with ASD and their family members are often rep-
resented by physical and emotional overload, loneliness,
stress, depression and family instability.5 It is possible that
the isolation period and social distancing during the COVID-
19 pandemic have created even more challenges for these
families, mainly due to the break in routine, which, for au-
tism, is a very important issue. However, each person and
each family are a specific case, with their own context, pos-
sibilities, resources and variables; there is no general rule.

In this sense, the aim of this study was to analyze the im-
pact of the COVID-19 pandemic and social distancing on
children and adolescents with ASD and their caregivers in
two important regions of the State of Ceara, specifically re-
lated to the first wave of the pandemic, in the period from
March to June 2020.

METHODS

Study design

This is a cross-sectional, observational, exploratory, and
descriptive study carried out with parents or caregivers of
children and adolescents with ASD throughout Ceara. Data
were collected from October 2020 to January 2021, and the
information is related to the most critical period of the
COVID-19 pandemic in 2020, from two regions of Ceara
(Metropolitan Region of Fortaleza and Cariri Region) which

corresponds to the months from February to June. Due to
the social distancing measures imposed to reduce the trans-
mission of COVID-19, the collection took place remotely
through a questionnaire prepared on the Google® platform,
called Google Forms, which was shared with the partici-
pants through a hyperlink. The research was posted on
GENIT group Instagram profile, @genit_neurociencia, so
that interested parties could request the link to the form. The
associations of family members of autistic people in Ceara
were also contacted through telephone and email so that
they could help in the dissemination of the research. In this
way, potential participants contacted the researcher by
email or through WhatsApp® and were sent the question-
naire link.

Study population

The sample was taken for convenience, according to the
interest and availability of parents or carers in answering
the online questionnaire. The sample consisted of 122 par-
ents or caregivers of children and adolescents of both sexes
with an ASD diagnosis, regardless of the severity of the dis-
order. The ASD diagnosis was self-declared by those re-
sponsible.

Exclusion criteria were: uncertain diagnosis and diagno-
sis confirmed after the COVID-19 pandemic. Question-
naires whose participants did not meet the inclusion criteria
or questionnaires partially completed without completion
were excluded. All questions in the questionnaire were
marked as mandatory, so the database consisted only of
fully answered questionnaires.

Data collection instruments

The questionnaire was based on the instrument of Colizzi
et al. (2020), but was adapted to the Brazilian reality, dis-
pensing full translation for cultural issues. Recognizing the
importance of formal validation, a pilot test with 3 partici-
pants was conducted to assess the clarity of the questions,
and the suggestions obtained were incorporated into the fi-
nal questionnaire. The study questionnaire consists of 39
questions to be answered objectively (yes-or-no questions),
in addition to multiple choice questions, including the col-
lection of sociodemographic data related to the family, in
addition to requesting information regarding the diagnosis,
schooling and treatment of the child and issues that cover
the main situations faced in the routine of children with
ASD before and during the pandemic, from the perspective
of parents/caregivers. The estimated time to answer the
questionnaire was 20 minutes on average.
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Data analysis

All responses were organized in Excel spreadsheets, Mi-
crosoft Office®, for descriptive statistical analysis (percent-
age). The results were grouped into categories, presented
through tables and the discussions were supported by the sci-
entific literature.

The analysis of the data was done by the calculation of
frequencies and by multiple logistic regression. The depend-
ent variables were intensity and frequency of behavioral
problems during the period of social isolation due to the first
wave of the pandemic of COVID-19, in the perspective of
the parents or carers, the independent included characteris-
tics of the child and the family and adversities experienced
during the pandemic.

For logistic regression, the following variables were se-
lected:

(1) age;

(11) be the only child (yes/no);

(111) parental status (married or living together/separated or
single parent);

(IV) language (fluent/non-fluent);

(V) use of sleeping medications or behavioral problems
(yes/no);

(VI) pre-emergency behavioral problems (yes/no);

(VI1) support for multi-professional therapeutic services
(yes/no);

(V1) direct school support (yes/no);

(IX) intensity of behavioral problems after the outbreak of
COVID-19 (more intense or less/equally intense);

(X) frequency of behavioral problems after the outbreak of
COVID-19 (more intense or less/equally intense).

Ethical aspects

This study was submitted to the Research Ethics Commit-
tee through Plataforma Brasil, and approved under number
4.383.057, and followed all the ethical guidelines of Resolu-
tion n° 466, of December 12, 2012, of the National Health
Council. The informed consent form (ICF) was sent online,
on the front page of the questionnaire. Those who agreed to
participate electronically signed it.

RESULTS

A total of 122 questionnaires completed by caregivers of
children with ASD were analyzed. Table 1 describes the so-
ciodemographic and clinical characteristics of children and
adolescents with ASD during the COVID-19 pandemic in
Ceara. According to the results, the average age of the study
participants was 6.6 years (+3.67), and the majority of them
were in the age group up to 10 years (82%), with a decreas-
ing distribution as age increases.

The majority of participants lived in the metropolitan re-
gion of Fortaleza (61.2%), followed by the Cariri region
(26.2%), and the vast majority resided in urban areas (91%).
Most of the parents were living together (73.8%). In terms
of financial conditions, it was noted that 45.9% had a
monthly income of up to three minimum wages.

Another fact that attracts attention is the fact that ap-
proximately 40% of mothers had to leave home for work,
this may have had implications in the direct support of
the child with ASD during periods of social distancing.
During the COVID-19 pandemic 30.3% of mothers and
28.7% of parents went to work at home (home office),
(Table 1).

According to the participants, 41.8% of the child or ado-
lescent with ASD was a single child. Among families with
more than one child, 17.2% having more than a child diag-
nosed with any neurodevelopmental disorder, including au-
tism.

With regard to language, about 43% of children speak
few words or do not speak, while only 17% had fluent lan-
guage. The presence of comorbidities may indicate the need
for additional care and possibly greater vulnerability during
the pandemic, however, it was by only 18.85% of partici-
pants.

About half of the young people (49.2%) were on phar-
macological treatment for behavioral or sleep problems,
highlighting the complexity of the symptoms associated
with ASD and the need for multiple interventions. The ma-
jority of children (65.6%) were enrolled in private schools,
and received therapy predominantly through health plans
(57.4%) or privately (41.8%), (Table 1).
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Table 1. Description of the sociodemographic and clinical characteristics of children and adolescents with ASD

during the COVID-19 pandemic, Ceard, 2020/2021.

Age N %
<5 years 55  45.08%
6 to 10 years 40  32.79%
9 to 15 years 21 17.21%
> 15 years 6 4.92%

Regions of Ceara State
Metropolitan Region of Fortaleza 75  61.47%
Cariri Region 32 26.23%
Other 15  12.30%
Location of residence
Rural area 11 9.02%
Urban area 111 90.98%
Parental Couple Status
Married or cohabiting 90 73.8%
Separate or single-parente 32 26,2%
Monthly family income
Up to a minimum wage 32 26.2%
From one to three minimum wages 24 19.7%
From four to 10 minimum wages 47 38.5%
More than 10 minimum wages 19 15.6%

Mother's employment situation during the critical period of the COVID-19 pandemic

Commuting regularly to work 28 22.9%
Working from home 38 30.3%
Not working because of COVID-19 9 7.4%
Hasn't worked since before COVID-19 47 39.3%

Father's employment situation during the critical period of the COVID-19 pandemic

Commuting regularly to work 56 46.7%
Working from home 35 28.7%
Not working because of COVID-19 14 11.5%
Hasn't worked since before COVID-19 16 13.1%
Being an only child
Yes 54  41.26%
No 68  55.74%
Verbal language level of the child/adolescents
Fala fluentemente 48 39.3%
Speaks few words or not 53 43.4%
Do not speak 21 17.2%
Presence of comorbidities
Yes 29  18.85%
No 93 81.15%
Pharmacological treatment for behavioral/sleep problems
Yes 60 49.18%
No 62 50.82%
Type of school participants attend
Private 80 65.57%
Public 30 24.59%
Does not attend 12 9.84%
Child/adolescents receives therapy*
Private 51
Health insurance 70
Unified Health System (SUS Brazil) 28
Doesn't receive 9

*More than one option was possible.

Todo contetdo desta revista esta licenciado em Creative Commons CC By 4.0.

Revista da Faculdade de Ciéncias Médicas de Sorocaba — ISSN 1984-4840


https://creativecommons.org/licenses/by/4.0/

Table 2 provides an overview of the participants regard-
ing the psychological and behavioral impact of children and
adolescents with autism spectrum disorder (ASD). In rela-
tion to COVID-19 infection and death, 28.7% of families
had a member who tested positive during the study period
and 20.5% lost someone for the disease.

According to caregivers, 47.54 per cent of young people
with ASD had behavioral problems before the pandemic.
The interruption of multi-professional intervention services
occurred in 87.70% of cases, and may have had a significant
impact on the management of ASD during the pandemic,
considering that 44.26% of families sought specialized sup-
port from neurologists or psychiatrists due to behavioral is-
sues during the survey period. In this sense, 87.70% of par-
ticipants, according to the view of caregivers, showed re-
gression of development and worsening of the symptoms as-
sociated with ASD.

Meal management presented an almost equal division be-
tween those who faced difficulties and those who did not.
More than half of the participants (54.9%) problems in the
management of autonomy, indicating that the pandemic may
have had a negative impact on the independence of children
and adolescents with ASD. Time management was the most
affected area, with most reporting difficulties (80.6%), which
may be related to changes in daily routines and the need to
adapt to new formats of teaching and therapy.

School support varied significantly, with a considerable
number of students receiving daily contact (34.70%), but
many also without frequent contact. While therapeutic sup-
port was generally inadequate, with most families reporting
lack of frequent contact (45,08%). The majority of families
an increase in the intensity (61,5%) and frequency (59.8%)
of behavioral problems of children with ASD during the
pandemic.

Table 2. Psychological and behavioral impact of children and adolescents with ASD and their families during

the COVID-19 pandemic, Ceard, 2020/2021.

Positivity for COVID-19 in a family member

Yes 36  29.51%
No 86  70.49%
Death in the family due to COVID-19
Yes 25  20.49%
No 97  79.51%
Had behavioral problems before the COVID-19 pandemic (disruptive behaviors)

Sim 58  47.54%
No 64  52.46%
Multiprofessional intervention services were interrupted
Yes 107  87.70%
No 15  12.30%
Contacted the child's neuro/psychiatrist due to behavioral issues
Yes 54 44.26%
No 68  55.74%
Showed regression of development compared to before the COVID-19 pandemic
Yes 107  87.70%
No 15  12.30%
Greater difficulty managing meals than before the COVID-19 pandemic
Yes 57  46.72%
No 65  53.28%
Problems in managing autonomy compared to before the COVID-19 pandemic
Yes 69 56.56%
Né&o 53  43.44%
Difficulty managing time compared to before the COVID-19 pandemic
Yes 106  86.89%
No 16 13.11
Receiving school support
Daily contact 46  37.70%
No frequent contact 37 30.33%
Weekly contact 31 25.41%
Contact twice a week 8 6.56%
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A multiple logistical regression tested for the effects of
the variables: (I) pre-emergency behavioral problems
(yes/no), (I1) age, (111) language (fluent/not fluent), (IV) be-
ing a single child (yes / no) as a proxy for greater social iso-
lation in quarantine, (V) medical comorbidity (yes or no),
(V1) parental status (married or cohabiting/separated or sin-
gle parent), (V1) support of multi-professional therapeutic
services during the COVID-19 pandemic (yes and no), and
(V1) direct school support (yes & no), on the intensity of
behavior problems after the outbreak of Covid-19

Table 3. Predictors of the negative impact of social
problems.

Age

Couple's situation

Behavioral problems before the pandemic
Only child

Language

Medication use

Multiprofessional therapeutic support
Direct school support

Note: OR, Odds Ratio; Cl, Confidence Interval.

Another multiple logistic regression was tested with the
same previous predictive variables on the frequency of be-
havioral problems after the outbreak of COVID-19 (more
intense or less/equally intense). The logistic regression
model was statistically significant, y2(10, N = 122) = 24.55,
p < 0.005. Individuals with ASD and who had pre-existing

(more intense or less intense).

The logistic regression model was statistically signifi-
cant, xy2(10, N = 122) = 23,96, p < 0,005. Individuals with
ASD and who had pre-existing behavioral problems were
3.86 times more likely to exhibit more intense behavioral
problems than those without pre-existent behavior prob-
lems. Being a single child has been associated with a re-
duced chance of presenting more intense behavioral prob-
lems in relation to someone who has one or more siblings
(Table 3).

isolation due to COVID-19 on the intensity of behavior

OR p-value 95% ClI

1.00 0.98 0.85-1.17
0.48 0.31 0.12-1.98
3.42 0.05 1.02 - 11.52
0.08 0.00 0.02-0.33
0.72 0.62 0.20-2.63
1.35 0.62 0.41-4.43
1.72 0.40 0.49-6.00
0.53 0.32 0.15-1.85

behavioral problems were 3.42 times more likely to exhibit
more frequent behavior problems than those without pre-
existent behavioral problems, while being a single child was
also significantly associated with a reduced chance of hav-
ing more common behavior problems compared to non-sin-
gle children (Table 4).

Table 4. Predictors of the negative impact of social isolation due to COVID-19 on the frequency of behavior

problems.

Age

Couple's situation

Behavioral problems before the pandemic
Only child

Language

Medication use

Multiprofessional therapeutic support
Direct school support

Note: OR, Odds Ratio; Cl, Confidence Interval.

OR p-value 95% CI

1.01 0.90 0.85-1.21
0.65 0.59 0.13-3.14
3.87 0.05 1.01-14.83
0.16 0.02 0.04-0.70
0.95 0.94 0.22 -4.07
1.54 0.53 0.40-5.92
3.68 0.10 0.80-16.92
0.35 0.13 0.09-1.37
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DISCUSSION

The mean age of children in the present study is within
the age group known as preschool. Children of this age
worsened behavior problems and increased repetitive inter-
ests and/or activities the most during the pandemic, accord-
ing to a survey with family members.” The participating
families mostly lived in urban areas, which can be justified
by several reasons, including: the need to facilitate frequent
travel between home/care institutions and the therapy ser-
vices that children with ASD need, especially for those with
low financial income; due to the fact that specialized physi-
cians mostly work in cities and therefore the volume of in-
dividuals diagnosed with ASD is greater, or simply because
of the study's methodological problem, that is, not many re-
spondents in the rural area.

The distribution of family income shows that a consider-
able proportion of families live on modest income. Although
the specific effects of the pandemic on parents' incomes have
not been directly investigated, it is known that families of
children with ASD face a 21% reduction in income com-
pared to families of kids with other health constraints and
28% compared with families with children with no health
restrictions.”® This financial disparity may result in addi-
tional challenges, in prioritizing critical areas such as health
and education. Paradoxically, most children in our sample
attend private schools and have private health plans.

Considering the low monthly income of almost half of the
families, it is possible that they face difficulties to find a fi-
nancial balance and, even so, direct their resources to areas
considered priority, such as health care and the education of
the child with ASD.

This study identified that female caregivers, in general,
mothers, stayed at home longer due to the pandemic, either
because they work from home or because they do not have a
formal job. According to Cidav, Marcus, Mandell, (2012),2
on average, mothers of children with ASD earn 35% less
than mothers of children with other health limitations and
56% less than mothers of children without health limitations,
due to working fewer hours per month or not having a formal
job. We also found more unemployed mothers than fathers.
In fact, mothers, as primary caregivers of children with
ASD, are more likely to give up a professional career to care
for their children, even if they have a higher level of educa-
tion than fathers.® Unemployment is one of the factors that
contributed to increased risk of symptoms of anxiety and de-
pression in mothers of children with ASD during the first
wave of COVID-19 in 2020 in Italy.”

Despite the increased risk of divorce between parents of
children with disabilities compared to parents of non-disa-
bled children,® in our sample most children with ASD
(73.8%) lived with married or cohabiting parents. Family
support, especially in households where parents are together,
can positively influence the management of ASD. However,
another research has identified that living with one parent,
whether separated or single, has been associated with better
well-being in during the period of social isolation,® and this
may be due to a more simplified interaction between parents
and children.

The present study revealed that being a single child can
be a protection against the worsening in the intensity and
frequency of behavioral problems in young people with
ASD, this data was statistically significant. Strengthening
this finding, a study similar to ours found that being a single
child was not associated with an increase in the severity or
frequency of behavioral problems in children with ASD
during the first wave of COVID-19.5 Which can be at-
tributed to the fact that these individuals already usually
face greater social isolation, or because they receive exclu-
sive care from caregivers.

The transition to online education has represented a sig-
nificant challenge for both parents and people with ASD,
further reducing social interaction and potentially contrib-
uting to feelings of loneliness.® In line with these findings,
the present study indicated that 31.1% of children with ASD
had no contact with school during the pandemic.

In the study by Colizzi et al. (2020),° individuals with
ASD who received school support during the COVID-19
outbreak, for example, through phone calls, video calls, text
messages and homework, tended to express less intense be-
havior problems, suggesting the importance of remaining in
contact with the school during the emergency.

The closure of schools and lack of access to therapies can
lead to a significant increase in the difficulty of managing
the leisure time of children with ASD, with consequences
such as increased screen use and reduced physical activ-
ity.ll

During the pandemic, 86.9% of parents and caregivers
encountered difficulties in managing their children’s leisure
time, with 80.6% reporting an increase in these problems
due to COVID-19. In addition, 86.1% highlighted greater
challenges in managing structured activities compared to
the pre-pandemic period. This situation also has repercus-
sions on the increase in the emotional burden and stress of
parents, which are already high for parents of children with
ASD and the pandemic has made the situation more com-
plex. The study by Sartor et al, 2023'2 shows that the wors-
ening of ASD symptoms in children seems to be a central
factor for the increase in parental stress in this period.

The interruption of therapeutic interventions during so-
cial distancing reached more than 87% of our sample. This
interruption has a negative impact on the quality of life of
children with ASD and their parents or caregivers, espe-
cially of those with greater severity of ASD symptoms, as
it is associated with worsening symptoms related to repeti-
tive behaviors, interests or activities.”

Corroborating the above, this study shows that more than
80% of parents stated that their children had regression in
some aspect of development. The abrupt interruption of
routines, social activities and therapies, together with the
reduction in social interaction, can cause confusion and
emotional disorganization in many individuals with ASD,
resulting in regression in social and emotional behaviour.®

It is known that children with ASD have characteristics
according to the degree and also according to exposure to
treatment.
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In view of this, one of the most common clinical manifes-
tations in individuals with ASD is related to nutrition. Par-
ents and caregivers usually report difficulty in managing
meals due to food selection and refusal.** In view of this,
45.9% of parents and caregivers stated that they already had
difficulties in managing meals. However, these aspects
worsened with the pandemic, with greater impact on fami-
lies with lower income, due to facing, in addition to other
difficulties related to the financial aspect, food insecurity.®
This was pointed out by 39.3% of participants, who reported
greater difficulties in managing their child's meals compared
to before COVID-19. Itis important to note that parental dis-
tress can affect the emotional and adaptive behavior of both
neurotypical and autistic children, and the consequence can
be a vicious cycle of distress and stress between parents and
children.6

This study reinforces the notion that the pandemic has
brought challenges to the whole family, and that parental
suffering can, in turn, impact their children's well-being.

It has been shown that children with ASD during the pan-
demic had a significant increase in challenging behavior dur-
ing the pandemic. These behavioral changes included gen-
eralized anxiety, irritability, and opposition behavior.!” Indi-
viduals who had disruptive behavior prior to the pandemic
were more likely to experience an increase in the intensity
and frequency of these problems.® In accordance with these
findings, the most significant results of the present study are
that individuals with ASD with behavioral problems prior to
the outbreak of COVID-19 are three times more likely to
have more intense and frequent behavior problems (disrup-
tive behaviors) compared to the period before the COVID-
19 pandemic.

In this study, 54.9% of participants reported that there
were greater difficulties in managing the child's autonomy
compared to periods prior to the COVID-19 pandemic. The
problematic management of children's autonomy seems to
be related to the breaking of routines and the difficulty in
accessing therapies and health treatments faced in the pe-
riod. A progressive adaptation to the new reality can be car-
ried out in a structured way at school, with caregivers and
with therapeutic services for the return to a new routine and
access to therapeutic services.®

The analysis of logistical regression data seeks to identify
predictors of the negative impact of social isolation due to
COVID-19 on the intensity of behavioral problems in chil-
dren and adolescents with ASD. In this sense, the main result
of this study is that individuals with ASD who presented be-
havioral problems before the outbreak of COVID-19 are al-
most four times more likely to experience an intensification
in the frequency of these problems (OR = 3,87, p = 0,05) and
almost three and a half more chances increase in the fre-
quency (OR = 3,42, p = 0.05) of behavior problems. This
finding is consistent with existing literature, which indicates
that additional stress caused by traumatic or disruptive
events, such as a pandemic, may exacerbate pre-existing be-
havioral problems in children with ASD.®

On the other hand, the study identified that being a sin-
gle child can act as a protective factor against the negative

impact of social isolation, with a significant reduction in the
chance of intensification (OR = 0,16, p < 0,05) and fre-
quency (OR = 0,08, p < 0,01) of these problems. This find-
ing is supported by studies that indicate that the absence of
siblings can reduce the level of conflict and stress in the do-
mestic environment, providing a more stable and less con-
flicting experience during periods of isolation.®

Although the pandemic has presented significant chal-
lenges, there have also been reports of positive impacts in
aspects such as communication and socialization, attributed
to an increase in family cohabitation time and the search for
creative alternatives to maintain connection with other peo-
ple.® Health professionals and educators are essential to
providing continuous support and tailored strategies to as-
sist children with ASD during challenging periods such as
the COVID-19 pandemic.

The limitations of this study include those typical of de-
scriptive studies that predominantly describe phenomena
without establishing causal relationships between variables.
Sampling for convenience may limit the generalization of
the results, especially considering that the questionnaire has
not been translated or validated, and has been applied pre-
dominantly in urban areas, not necessarily representing the
reality of rural areas.

The findings cannot be extrapolated to the Brazilian re-
ality and further studies are needed to establish inclusive
and multidisciplinary public policies for patients with ASD
during pandemic periods or health crises. Although acces-
sible at a distance, they will potentially reach those who do
not live in large centers and are more subject to the inequi-
ties and disparities generated by Brazil's continental dimen-
sions.

CONCLUSION

Our findings showed a large proportion of caregivers re-
porting difficulties related to access to therapies and school
resources. In addition, major changes in the behavior, eating
and self-care patterns of children and adolescents with ASD
often occurred during the period of social distancing, how-
ever, we emphasize that the most significant finding of this
study is that individuals with ASD who had behavior prob-
lems before the COVID-19 outbreak are more likely to ex-
perience an intensification in the frequency and severity of
these problems, while being an only child may act as a pro-
tective factor against the negative impact of social isolation
on behavior problems.

As the future need for new periods of social distancing is
still unknown, the search for the development of effective
strategies to mitigate the negative impact of a new pan-
demic must be one of the priorities for public policy makers,
schools, and health plans.

The authors would like to emphasize that not all families
will need additional support during the social distancing pe-
riod, but identifying vulnerable families with this need
should represent a priority for reducing the social, psycho-
logical, and neurodevelopmental suffering of people on the
autism spectrum and their families.
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