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Abstract

Coronavirus disease (COVID-19) and confinement have affected access to the health system and 
have impacted people’s mental health, particularly families of children with autism spectrum di-
sorder (ASD). Objective: To investigate the perceptions of parents of children with ASD regarding 
benefits, positive changes, and difficulties in behavioral management at home during the first con-
finement due to COVID-19 in Chile. Subjects and Methods: We performed an exploratory cross-
sectional qualitative study including 118 parents of individuals with ASD aged between 2 and 15 
years. An online questionnaire, prepared by a multidisciplinary committee of national experts using 
Delphi methodology was applied, which contains four open-ended questions related to children’s 
behavior (difficulties, improvements, benefits, and professional support required) during the pan-

What do we know about the subject matter of this study?

The COVID-19 pandemic has affected the personal and family 
functioning of autistic individuals. Determinants of child and ado-
lescent behavior in the context of prolonged confinement are unk-
nown.

What does this study contribute to what is already known?

It explores parental perceptions of the behavior of autistic children 
and adolescents during the COVID-19 pandemic confinement in 
order to determine risk and resilience factors and impact on diffe-
rent areas of individual and family functioning.
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Introduction

The 2019 coronavirus pandemic (COVID-19) has 
generated a global impact through both direct and in-
direct consequences. Within the latter, infection con-
trol measures, including mass confinement, are a crisis 
scenario from a mental health perspective, generating 
emotional stress exacerbated by the population’s fee-
ling of uncertainty. The literature shows that confine-
ment is associated with increased alcohol consump-
tion, increased reports of domestic violence, and the 
emergence of psychiatric disorders such as post-trau-
matic stress disorder and mood and anxiety disorders1. 
In this context, autistic children are particularly vulne-
rable, as they are more susceptible to domestic violence 
and caregiver neglect2,3.

Locally, health control measures were gradually 
implemented, including the suspension of face-to-face 
academic activities and the start of online classes, li-
mitation of mobility, and reduction of outpatient care 
(including mental health and neurorehabilitation ser-
vices), focusing health care resources on COVID-19 
cases4,5. These changes suddenly and drastically affec-
ted family functioning and individual routines (home 
confinement, suspension of face-to-face classes, imple-
mentation of online classes, frequent hand washing, 
and use of masks), enhancing difficulties in the mana-
gement and adaptation of autistic children6,7.

Based on the above, there is a need for research to 
understand the effects of social distancing on the men-
tal health of the autistic community. The objective of 
this study is to explore the perceptions of a group of 
parents of autistic children and adolescents treated in 
a therapeutic center specialized in neurodevelopment 
conditions regarding the difficulties in managing be-
havior at home during the first confinement due to 
COVID-19 in Chile, as well as the benefits and positi-
ve behavioral changes that may have occurred during 
this period. Through a qualitative model, we attemp-
ted to identify risk and protective factors related to the 
behavior of the children studied, from the caregiver’s 
perspective, to provide baseline evidence to guide new 

hypotheses and interventions in similar contexts in the 
future.

Subjects and Method

1.	 Study design and participants
Qualitative, cross-sectional, exploratory study with 

purposive sampling of parents of children and ado-
lescents with a diagnosis of autism spectrum disor-
der (ASD), aged between 2 and 15 years, users of the 
Neurodevelopment Unit of the Health Network UC-
CHRISTUS between January 2018 and March 2020 
(N  =  152). Diagnosis of ASD made by neurology or 
psychiatry according to DSM-5 criteria8 and scoring 
above the cut-off point on the Autism Diagnostic Ob-
servation Scale, version 2 (ADOS-2)9. Patients with a 
known diagnosis of Down syndrome were excluded 
due to the particular family, school, social, and thera-
peutic challenges presented by this population.

Participants were invited by email to answer the 
online questionnaire using Google Forms, during the 
confinement period from August to October 2020 af-
ter informed consent. This work was approved by the 
ethics committee of the Pontificia Universidad Católica 
de Chile (N° 200617027).

2.	 Instrument
A questionnaire based on the research by Colizzi et 

al.10 was applied, which was modified by a multidisci-
plinary committee of national ASD experts according 
to the Delphi method to validate the content and adapt 
the relevance with two rounds of online consultations 
and a consensus of more than 80%11. This question-
naire collected behavioral information on autistic chil-
dren during the first period of confinement due to CO-
VID-19. The instrument consists of 56 multiple-choice 
questions on clinical and sociodemographic characte-
ristics of the target population, used in a previously 
published paper12, and four open-ended questions 
that are the ones primarily used in this study, which 
allowed us to explore the caregivers’ perception of the 

demic. Results: Parents perceived that confinement increased emotional stress for adults and chil-
dren, which could exacerbate behavioral problems. The interviewees perceived improvements in 
child social-affective, individual autonomy, and communication skills. The family and resilience 
aspects, such as time-sharing that emerged during the pandemic to support children’s needs, were 
appreciated. Parents also reported the need for professional support in behavioral and emotional 
management during confinement. Conclusion: Caregivers value the integration of the family into 
therapies during confinement. It is necessary to complement these results with additional studies 
exploring different life contexts of families with children with ASD in Chile and the impacts of long-
term confinement.

COVID-19 and Autism - M. E. Coelho-Medeiros et al
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positive and negative aspects of their child’s behavior 
in the context of the pandemic.

Question 1: What difficulty or problem with your 
child’s behavior has been most difficult for you as 
parents to manage during this COVID-19 pandemic 
time?

Question 2: During the COVID-19 pandemic, 
what aspects of your child’s behavior do you feel have 
improved? 

Question 3: What aspect during the quarantine has 
been beneficial for your child?

Question 4: During the pandemic, what type of 
help would you like to access to manage your child’s 
behavioral difficulties?

3.	 Data Analysis
A qualitative inductive analysis of the caregivers’ 

written responses to the open-ended questions was 
conducted using a grounded theory method. All data 
were processed anonymously.

An expert researcher external to the leading team 
performed the categorization of the responses obtained 
to ensure confidentiality and an unbiased approach to 
the analysis. The analyst manually created emerging 
categories from the responses provided by the caregi-
vers. The ATLAS.ti software was used to support the 
categorization and coding process. The categories were 
subjected to individual review by expert clinicians in-
dependent of each other, for thematic analysis of the 
content and relevance of each one of them, to reach 
consensus on them. The analysis was the basis for the 
decision to present question 4 in a differentiated form, 
recording the count of support requested by the res-
pondents in the context of the COVID-19 pandemic.

Results

Of 152 participants who met the inclusion criteria, 
118 (77%) participated by answering the questionnaire 
(Table 1). All answered the first 3 questions, while the 
fourth question was answered by 98%. The significant 
material analyzed reached 100% of the respondents’ 
answers, ensuring information saturation and that the 
answers to each question began to repeat and did not 
allow for the formulation or consideration of new ca-
tegories.

According to their characteristics, the responses to 
the first three questions were associated with a cate-
gory (Table 2) and a particular subcategory, organi-
zing the adult’s recurrent responses to each question 
with a category. Subsequently, the information was 
cross-checked, highlighting the most recurrent con-
tents (behaviors) by category and subcategory. After 
the analysis of the 10 categories, 7 concentrated most 

of the parents’ answers, whose content reports relevant 
aspects related to the pandemic experience, reflecting 
perceptions of the children’s behavioral difficulties and 
beneficial aspects of the confinement period in the re-
lationship with their children. Table 3 shows the literal 
transcription of some of the responses provided by the 
participants.

1.	 Cognitive domain
A greater proportion of responses highlighted po-

sitive aspects of the children’s cognition, perceiving 
improvements in responsibility and organization, 
sustained attention, mental flexibility, symbolic play, 
imagination, and interest in various activities. The in-
terviewees perceived they had more time to share and 
support the children in their school challenges during 
the confinement. The most significant difficulties in 
managing the cognitive domain were related to the 
need for more interest in performing tasks or following 
orders and respecting the screen use schedule.

2.	 Emotional domain
In general, parents mostly perceived difficulties 

in the emotional area, referring to it as a challenge in 
school situations, the performance of daily activities, 
and family interactions. Responses regarding hetero-
aggressive and self-injurious behaviors and difficult-
to-manage emotions standed out, including anxiety, 
frustration, impulsivity, irritability, fear, emotional la-
bility, and apprehension. According to the caregiver’s 
perception, triggers for these disturbances included fa-
mily arguments, change of activities, getting a negative 
response, frustration, and resuming school activities. 
Despite the unfavorable perception of this area, eleven 
references for improvement or benefit were detected, 
indicating a decrease in irritability, anxious sympto-
matology, and impulsivity in the child during confi-
nement.

3.	 Social-Affective domain
In this category, a positive perception of the pande-

mic experience was identified, reflected in the greater 
time shared with the family, which is perceived as a fac-
tor promoting close relationships between adults and 
children. Improvements standed out in aspects related 
to affectivity and attachment of children to their pa-
rents, valuing contact with the family nucleus, and “fa-
mily time.” Only seven references to handling difficult 
social situations for adults related to uncertainty on 
health and the duration of confinement were detected.

4.	 Communication
Parents mostly perceived that their child’s commu-

nication improved during the confinement. Respon-
ses related to non-verbal communication reflected an 

COVID-19 and Autism - M. E. Coelho-Medeiros et al
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Table 1. Sociodemographic characteristics of the sample

Characteristic n   (%)

Age in years, median (IQR) 6 ( 4-8)

Sex/gender: male 94 (79.7)

Age in years at diagnosis, median (IQR) 3 (2.4)

Respondent
   Mother 90 (76.3)
   Both parents 21 (17.8)
   Father 7 (5.9)

Children living with
   Both parents 90 (76.3)
   Mother only 23 (19.5)
   Father only 2 (1.7)
   Other adults 3 (2.5)

Residence type
   House with garden 83 (70.3)
   Apartment with backyard or garden 27 (22.9)
   Apartment without backyard or garden 7 (5.9)
   Other residence type 1 (0.9)

Only child 53 (44.9)

Therapy before the pandemic 110 (93.2)

Therapy during the pandemic 67 (57.3)

Mother's employment status
   Home-based telework 49 (41.5)
   No pre-pandemic paid work 33 (28.0)
   Face-to-face work 17 (14.4)
   Other 12 (10.2)
   Pandemic-related unemployment 7 (5.9)

Father's employment status
   Home-based telework 46 (39.0)
   Face-to-face work 43 (36.4)
   Pandemic-related unemployment 14 (11.9)
   No pre-pandemic paid work 4 (3.4)
   Other 11 (9.3)

Number of individuals living at home, median (IQR) 4 (3.4)

Table 2. Definition of categories evaluated with the survey

Categories Subcategories according to respondents' answers

Cognitive Domaina Mental processes of perception, memory, language, calculation, information processing, concentration, logical 
problem solving.

Emotional Domaina Affective processes involving emotions and feelings.

Social-Affective Domaina Actions including contact and interaction with parents, siblings or other relatives, but not exclusively.

Communicational 
Domain 

Situations mentioned by parents alluding explicitly to verbal or nonverbal communication.

Behavioral Domain Situations mentioned by parents alluding to behaviors that may have different causes: unobvious physiological 
or emotional maturity/immaturity or other reasons.

Personal Autonomy 
Domain 

Referred to mentions revealing changes in the ASD child's initiative or self-management during pandemic.

Parental Empowerment 
Domain

Expressions showing initiatives and changes in the way parents deal with the child during the pandemic quaran-
tine period. Not prescribed or complementary to those suggested by therapeutic team.

Feeding Domainb Food intake or related habits.

Circadian Domainb Situations mentioned by parents alluding to the sleep-wake cycle.

Physical Domainb Body activities, physical contact, or health situation reported by parents.

aMost emphasized categories of parental responses. bCategories with insufficient data for analysis.

improvement in the spontaneous communicative in-
tention observed, and those related to verbal language 
showed improvement in speech, phonetic, and prag-
matic elements of language. There were no references 
to difficult situations to handle in this area.

5.	 Behavior
There was a predominance of a negative perception 

of confinement on children’s behavior. Parents percei-
ved difficulties related to the intensification of routines 
and mental rigidity, oppositional or disruptive beha-
vior, behavioral dysregulation, and transient loss of 
sphincter control. There were only nine mentions of 
behavioral improvement or benefit in this area.

6.	 Personal autonomy
The overall perception of the parents was positive, 

reporting improvement in the individual autonomy of 
the children, referring to actions that they did not per-
form before confinement, such as dressing and going 
to the bathroom on their own, eating without adult 
help, performing manual fine motor activities, indivi-
dual grooming, and self-regulation of playtime. There 
were only six references to difficulties in managing this 
domain.

7.	 Parental Empowerment
Parents’ perception is mostly positive, stating that 

the pandemic favored having more time to work with 
their children on school issues and participate in their 
emotional management. Parents perceived themselves 
as facilitators in the emotional management of their 
children. Only two mentions referred to difficulties 



836

ORIGINAL ARTICLE

Ta
b

le
 3

. R
es

p
o

n
se

 o
f 

p
ar

en
ts

 a
cc

o
rd

in
g

 t
o

 s
u

rv
ey

 c
at

eg
o

ry
 (

D
o

m
ai

n
):

 p
o

si
ti

ve
 a

n
d

 n
eg

at
iv

e 
as

p
ec

ts
 p

er
ce

iv
ed

 b
y 

re
sp

o
n

d
en

ts

D
om

ai
n

Re
sp

on
se

s 
gi

ve
n 

by
 r

es
po

nd
en

ts
 (n

on
-e

xh
au

st
iv

e 
lis

t)

Po
si

tiv
e 

as
pe

ct
s

N
eg

at
iv

e 
as

pe
ct

s

C
og

ni
tiv

e
"H

is
 c

on
ce

nt
ra

tio
n 

in
 c

la
ss

 is
 b

et
te

r 
th

an
 in

 f
ac

e-
to

-f
ac

e 
cl

as
se

s 
if 

I a
m

 n
ex

t 
to

 h
im

."
 

"S
in

ce
 e

ve
ry

th
in

g 
is

 o
nl

in
e,

 it
 is

 a
 r

el
ie

f 
no

t 
to

 h
av

e 
co

m
pl

ai
nt

s 
fr

om
 t

he
 s

ch
oo

l."
 

"C
on

ce
nt

ra
tio

n 
on

 h
is

 h
om

ew
or

k.
" 

"F
le

xi
bi

lit
y 

in
 t

he
 f

ac
e 

of
 c

ha
ng

e.
" 

"I
 h

av
e 

be
en

 
ab

le
 t

o 
te

ac
h 

he
r 

w
ha

t 
sh

e 
fin

ds
 d

iffi
cu

lt 
to

 u
nd

er
st

an
d 

at
 s

ch
oo

l."

"H
er

 ir
rit

ab
le

 b
eh

av
io

r 
an

d 
la

ck
 o

f 
to

le
ra

nc
e,

 s
he

 g
et

s 
fr

us
tr

at
ed

 w
he

n 
sh

e 
do

es
 n

ot
 

un
de

rs
ta

nd
 t

he
 le

ss
on

s.
 S

in
ce

 t
he

se
 a

re
 n

ot
 t

ar
ge

te
d 

sp
ec

ifi
ca

lly
 f

or
 h

er
."

 "
Th

at
 m

y 
ch

ild
 u

nd
er

st
an

ds
 t

ha
t 

yo
u 

ca
n'

t 
go

 o
ut

 in
 t

he
 s

tr
ee

t 
w

ith
 t

he
 f

re
ed

om
 a

nd
 s

af
et

y 
yo

u 
us

ed
 t

o.
" 

"S
cr

ee
n 

tim
es

."
 "

Th
e 

us
e 

of
 s

cr
ee

ns
."

 "
Th

e 
sc

he
du

le
s 

of
 t

ec
hn

ol
og

y 
us

e.
"

Em
ot

io
na

l
"L

ea
rn

in
g 

to
 "

ge
t 

bo
re

d"
 a

 li
tt

le
."

 "
Be

in
g 

m
or

e 
tim

e 
w

ith
 t

he
 w

ho
le

 f
am

ily
 a

t 
ho

m
e 

ha
s 

he
lp

ed
 h

er
 b

e 
m

or
e 

se
tt

le
d 

an
d 

le
ss

 a
nx

io
us

."
"T

an
tr

um
s 

an
d 

hi
tt

in
g 

ar
e 

m
ai

nl
y 

as
so

ci
at

ed
 w

ith
 c

ha
ng

es
 i

n 
te

le
vi

si
on

 p
ro

gr
am

s 
or

 s
om

et
hi

ng
 n

ot
 t

o 
hi

s 
lik

in
g.

" 
"H

e 
ha

s 
ha

d 
so

m
e 

ep
is

od
es

 w
ith

 d
is

ru
pt

iv
e 

be
ha

-
vi

or
s,

 b
ut

 it
 w

as
 d

iffi
cu

lt 
to

 c
on

tr
ol

 a
 p

er
io

d 
of

 b
re

ak
in

g 
th

in
gs

."
 "

U
nc

on
tr

ol
le

d 
an

d 
ag

gr
es

si
ve

 r
ea

ct
io

ns
 t

o 
w

ha
t 

he
 d

oe
sn

't
 li

ke
."

 "
W

he
n 

fr
us

tr
at

ed
, 

he
 h

its
 h

is
 h

an
ds

 
to

 h
is

 h
ea

d 
w

ith
 c

le
nc

he
d 

fis
ts

 o
r 

sa
ys

 h
e 

w
an

ts
 t

o 
di

e.
" 

"S
el

f-
ha

rm
."

 "
D

ep
re

ss
iv

e 
sy

m
pt

om
s,

 s
el

f-
ha

rm
 a

nd
 s

ui
ci

da
l t

ho
ug

ht
s.

" 
"T

ha
t 

w
he

n 
w

e 
do

n'
t 

gi
ve

 h
im

 w
ha

t 
he

 
w

an
ts

, h
e 

hi
ts

 h
im

se
lf.

" 
"A

ng
er

 a
nd

 t
an

tr
um

s 
th

at
 c

om
e 

ou
t 

of
 n

ow
he

re
."

 "
M

oo
d 

sw
in

gs
 h

av
e 

be
en

 g
re

at
ly

 a
gg

ra
va

te
d,

 a
s 

he
 s

cr
ea

m
s,

 h
its

 d
oo

rs
 a

nd
 w

al
ls

."
 "

A
gg

re
s-

si
on

 a
nd

 s
cr

ea
m

in
g.

" 
"A

nx
ie

ty
 a

nd
 t

an
tr

um
s 

w
he

n 
pa

re
nt

s 
m

us
t 

re
tu

rn
 t

o 
w

or
k.

"

So
ci

al
-A

ff
ec

tiv
e

"H
e 

is
 v

er
y 

af
fe

ct
io

na
te

."
 "

Th
e 

at
ta

ch
m

en
t 

w
ith

 h
is

 p
ar

en
ts

."
 "

W
e 

ha
ve

 m
or

e 
cl

os
en

es
s;

 I 
ha

ve
 le

ar
ne

d 
to

 k
no

w
 h

im
 m

or
e 

an
d 

ha
nd

le
 h

im
 b

et
te

r.
" 

"H
e 

is
 m

or
e 

af
fe

ct
io

na
te

."
 "

It 
ha

s 
do

ne
 h

er
 g

oo
d 

se
ei

ng
 u

s 
at

 h
om

e;
 s

he
 i

s 
m

or
e 

pl
ay

fu
l 

an
d 

ha
s 

de
ve

lo
pe

d 
m

an
y 

ro
le

-p
la

ys
."

 "
Sh

e 
is

 p
la

yi
ng

 m
or

e 
w

ith
 h

er
 y

ou
ng

er
 b

ro
th

er
 o

f 
3 

ye
ar

s.
" 

"H
e 

is
 m

or
e 

co
nn

ec
te

d 
w

ith
 t

he
 f

am
ily

."
 "

Re
la

tio
ns

hi
p,

 s
he

 a
vo

id
s 

pe
op

le
 

an
d 

re
la

tiv
es

 le
ss

."
 "

Bo
th

 p
ar

en
ts

 b
ei

ng
 p

re
se

nt
 a

nd
 p

ar
tic

ip
at

in
g 

in
 h

is
 a

ct
iv

iti
es

 a
nd

 
ro

ut
in

es
."

 "
Sh

ar
in

g 
m

or
e 

tim
e 

w
ith

 h
is

 p
ar

en
ts

 a
nd

 s
til

l a
cc

ep
tin

g 
th

e 
co

nfi
ne

m
en

t.
" 

"S
pe

nd
in

g 
m

or
e 

tim
e 

as
 a

 f
am

ily
 a

llo
w

s 
us

 t
o 

un
de

rs
ta

nd
 a

nd
 g

et
 t

o 
kn

ow
 m

y 
so

n'
s 

lik
es

 a
nd

 d
is

lik
es

."
 "

Sp
en

di
ng

 m
or

e 
tim

e 
w

ith
 h

im
 s

in
ce

 w
e 

bo
th

 w
or

k.
" 

"S
pe

nd
in

g 
m

or
e 

tim
e 

w
ith

 h
is

 p
ar

en
ts

 d
ai

ly
."

"N
ot

 le
tt

in
g 

hi
m

 g
o 

ou
t 

an
d 

sh
ar

e 
w

ith
 o

th
er

 c
hi

ld
re

n.
" 

"H
e 

m
is

se
s 

hi
s 

gr
an

dp
ar

en
ts

 
a 

lo
t.

" 
"T

al
ki

ng
 in

to
 a

 m
ic

ro
ph

on
e 

in
 f

ro
nt

 o
f 

pe
er

s.
" 

"N
ot

 f
ac

e 
to

 f
ac

e.
" 

"B
ec

om
in

g 
aw

ar
e 

of
 h

is
 d

iff
er

en
ce

s 
co

nc
er

ni
ng

 h
is

 p
ee

rs
, 

se
ei

ng
 t

he
m

 a
ll 

fa
ce

 t
o 

fa
ce

 o
n 

a 
sc

re
en

."
 "

A
lw

ay
s 

sa
t 

in
 t

he
 fi

rs
t 

se
at

 in
 f

ro
nt

 o
f 

th
e 

te
ac

he
r;

 s
he

 d
id

 n
ot

 s
ee

 t
he

m
."

 
"H

er
 a

nx
ie

ty
 a

bo
ut

 t
he

 u
nc

er
ta

in
ty

 o
f 

th
e 

pa
nd

em
ic

."

C
om

m
un

ic
at

io
na

l
"E

ye
 c

on
ta

ct
 a

nd
 n

on
-v

er
ba

l c
om

m
un

ic
at

io
n.

" 
"H

e 
ha

s 
im

pr
ov

ed
 s

pe
ec

h.
" 

"S
pe

ec
h,

 
he

r 
in

iti
at

iv
e,

 a
nd

 w
ay

 o
f 

in
te

ra
ct

in
g.

" 
"L

an
gu

ag
e 

de
ve

lo
pm

en
t 

(o
ra

l e
xp

re
ss

io
n)

."
 

"F
un

ct
io

na
l 

co
m

m
un

ic
at

io
n 

in
 e

xp
re

ss
in

g 
an

d 
co

m
m

un
ic

at
in

g 
he

r 
ne

ed
s 

an
d 

fe
el

in
gs

."
 "

H
er

 c
om

m
un

ic
at

iv
e 

be
ha

vi
or

 w
ith

 m
e 

(m
ot

he
r)

: s
he

 is
 le

ar
ni

ng
 t

o 
di

ff
e-

re
nt

ia
te

 a
nd

 c
om

m
un

ic
at

e 
be

tt
er

 w
he

n 
an

gr
y,

 s
ad

 o
r 

an
xi

ou
s.

" 
"E

ye
 c

on
ta

ct
 a

nd
 

la
ng

ua
ge

."
 "

C
om

m
un

ic
at

io
n 

w
ith

 h
er

 f
am

ily
, a

s 
sh

e 
ha

s 
in

cr
ea

se
d 

he
r 

w
or

d 
co

un
t 

du
rin

g 
th

is
 t

im
e.

" 
"S

he
 h

as
 m

or
e 

ey
e 

co
nt

ac
t.

" 
"L

ea
rn

in
g 

to
 c

om
m

un
ic

at
e 

be
tt

er
, 

m
or

e 
ef

fic
ie

nt
ly

."
 "

Ex
pr

es
se

s 
em

ot
io

ns
 v

er
ba

lly
 a

nd
 b

od
ily

, l
an

gu
ag

e 
is

 m
or

e 
flu

en
t 

sp
ea

ks
 in

 m
or

e 
se

nt
en

ce
s,

 a
sk

s 
m

or
e 

qu
es

tio
ns

, t
el

ls
 s

to
rie

s.
"

N
o 

ne
ga

tiv
e 

as
pe

ct
s

Be
ha

vi
or

al
"B

eg
in

ni
ng

 o
f 

sp
hi

nc
te

r 
co

nt
ro

l."
 "

A
bi

di
ng

 b
y 

cl
ea

r 
ru

le
s.

" 
"S

ph
in

ct
er

 c
on

tr
ol

."
 

"G
av

e 
up

 d
ia

pe
rs

 a
nd

 is
 a

ls
o 

im
ita

tin
g 

a 
lo

t.
"

"R
ig

id
ity

 o
f 

be
ha

vi
or

."
 "

M
or

e 
de

fia
nt

."
 "

M
ai

nt
ai

ni
ng

 r
ou

tin
e 

ac
tiv

iti
es

."
 "

Sp
hi

nc
te

r 
co

nt
ro

l."
 "

C
ry

in
g 

sp
el

ls
, l

as
tin

g 
m

uc
h 

lo
ng

er
 a

nd
 b

ec
om

in
g 

m
or

e 
fr

eq
ue

nt
."

 "
A

ls
o,

 
hi

s 
op

po
si

tio
na

l b
eh

av
io

r 
in

cr
ea

se
d.

"

Pe
rs

on
al

 
A

ut
on

om
y

"G
oe

s 
to

 t
he

 b
at

hr
oo

m
 a

lo
ne

 a
nd

 t
rie

s 
to

 g
et

 d
re

ss
ed

."
 "

H
e 

go
es

 t
o 

th
e 

ba
th

ro
om

 
al

on
e 

an
d 

co
op

er
at

es
 in

 g
et

tin
g 

dr
es

se
d.

 H
e 

ha
s 

be
co

m
e 

m
or

e 
au

to
no

m
ou

s,
 in

de
-

pe
nd

en
t.

" 
"E

nt
er

ta
in

in
g 

he
rs

el
f 

al
on

e 
an

d 
do

in
g 

he
r 

cl
as

se
s 

on
lin

e,
 m

or
e 

in
de

pe
n-

de
nt

."
 "

In
de

pe
nd

en
ce

, e
at

s 
al

on
e,

 c
ut

s 
an

d 
pa

in
ts

 a
lo

ne
, d

re
ss

es
, b

ru
sh

es
 h

er
 t

ee
th

, 
he

lp
s 

at
 h

om
e,

 (m
ak

in
g 

th
e 

be
d,

 f
ol

di
ng

 c
lo

th
es

, e
tc

.);
 a

bo
ut

 t
hr

ee
 m

on
th

s 
ag

o,
 s

he
 

pa
rt

ic
ip

at
es

 a
lo

ne
 in

 h
er

 c
la

ss
es

, o
rd

er
s 

he
r 

to
ys

, a
m

on
g 

ot
he

r 
th

in
gs

."
 "

Sh
e 

is
 s

el
f-

m
an

ag
in

g 
in

 s
ev

er
al

 a
sp

ec
ts

 (g
oo

d 
th

in
gs

 a
nd

 m
is

ch
ie

f)
."

 "
W

ak
in

g 
up

 o
n 

he
r 

ow
n 

an
d 

ha
vi

ng
 h

er
 p

la
yt

im
es

."
 "

Se
lf-

co
nfi

de
nc

e.
"

"L
ac

k 
of

 a
ut

on
om

y.
" 

"H
e 

be
ca

m
e 

m
or

e 
de

pe
nd

en
t;

 s
in

ce
 M

ar
ch

, 
he

 s
le

ep
s 

w
ith

 
m

e;
 h

e 
is

 v
er

y 
pa

m
pe

re
d.

" 
"H

e 
ha

s 
be

co
m

e 
m

or
e 

de
pe

nd
en

t 
on

 u
s 

(h
is

 p
ar

en
ts

)."

Pa
re

nt
al

 
Em

po
w

er
m

en
t

"T
he

 f
ac

t 
th

at
 t

he
 m

ot
he

r 
is

 a
t 

ho
m

e 
ha

s 
al

lo
w

ed
 m

e 
to

 s
up

po
rt

 h
im

 m
or

e 
in

 h
is

 
ac

tiv
iti

es
 a

nd
 t

he
ra

pi
es

."
 "

W
e 

ha
ve

 h
ad

 t
im

e 
to

 w
or

k 
on

 m
an

y 
se

ns
or

y 
as

pe
ct

s 
an

d 
in

de
pe

nd
en

ce
."

 "
By

 b
ei

ng
 a

t 
ho

m
e,

 I
 c

an
 c

on
tr

ol
 h

is
 e

m
ot

io
ns

 w
he

n 
he

 c
rie

s 
or

 
do

es
n'

t 
w

an
t 

to
 d

o 
so

m
et

hi
ng

."
 "

H
e 

ha
s 

le
ar

ne
d 

a 
lo

t 
w

ith
 m

e 
ho

w
 t

o 
re

ad
, a

da
p-

te
d 

hi
s 

ho
m

ew
or

k 
fo

r 
hi

m
, I

 lo
ok

 f
or

 p
ic

tu
re

s 
fo

r 
hi

m
."

"B
or

ed
om

 o
n 

hi
s 

pa
rt

 b
y 

no
t 

be
in

g 
ab

le
 t

o 
sh

ar
e 

m
uc

h 
w

ith
 h

im
 b

ec
au

se
 w

e 
ar

e 
te

le
w

or
ki

ng
 s

in
ce

 h
e 

se
es

 u
s,

 b
ut

 w
e 

ca
n'

t 
gi

ve
 h

im
 1

00
%

 a
tt

en
tio

n.
"

COVID-19 and Autism - M. E. Coelho-Medeiros et al



837

ORIGINAL ARTICLE

COVID-19 and Autism - M. E. Coelho-Medeiros et al

in the ability to support their children due to work-
related reasons.

8.	 Answers to Question 4
Regarding the help they would have liked to have 

had during the pandemic period, the interviewees cited 
18 preferences, of which occupational therapy was the 
most mentioned, followed by child psychology, speech 
therapy, and psychology for parents (Figure 1). Within 
the specific needs, they mentioned in decreasing order 
support for general behavioral management, exacerba-
tions of behavioral disturbances, and implementation 
of routines.

Discussion

The purpose of this study was to explore the per-
ception of parents of autistic children regarding the 
management of their children’s behavioral difficulties 
at home during confinement and to describe the bene-
fits and positive behavioral changes during this period.

According to the categories, the main negative re-
ferences mentioned by parents during this period are 
related to the emotional and behavioral domains. The 
main difficulties described were hetero-aggressive and 
self-injurious behaviors and difficulty in respecting the 
rules established by the parents, in many cases accom-
panied by symptoms of emotional dysregulation, irri-
tability, and anxiety. These findings are consistent with 
the results of Esentürk, who hypothesized that stress and 
anxiety during the pandemic could increase behavioral 
problems in the pediatric population with ASD13.

When analyzed by category, it is observed that pa-
rents’ perceptions of difficulties in the behavioral and 
emotional domains of children are related to the aids 
they would have wanted to improve their children’s 
behavioral management during the pandemic period 
(question 4).

Similar to what has been reported in the literatu-
re14,15, the results of this study show that parent-child 
interaction positively impacts the development of 
cognitive, communication, and social-affective areas 
in autistic children from the caregiver’s perspective. 
Parents during the pandemic perceived themselves 
as more empowered and confident in their relations-
hip with their children, with a greater ability to solve 
school and communication challenges. These elements 
were possibly favored by the high percentage of chil-
dren living with both parents, which could facilitate 
caregiving.

Consistent with previous studies16,17, another posi-
tive aspect that could be observed in the parents’ re-
ports is that the external factors that generated anxiety 
before the pandemic (school exposure, bullying, social 
contact) disappeared during confinement, suggesting 
a benefit of the flexibility of the school schedule and 
balance between the online and face-to-face classes, ac-
cording to the needs of each individual.

The available literature on families with autistic 
children shows that the disruption of routine due to 
confinement is associated with behavioral changes 
in the child and family discomfort2,3,6,13,18. Our inter-
viewees’ responses contrast these data showing a po-
sitive perception of family dynamics with a high va-
luation of the family and its ability to adapt during the 

Figure 1. Relative frequency of caregivers’ 
perception of the need for professional support 
during lockdowns. 
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pandemic. It is clear from the reports that because of 
the confinement, there were spaces for family sharing, 
behaviors favoring the autonomy of children in daily 
life activities, and that the parents took advantage of 
this time to support them in school and emotional 
aspects. However, no specialized external support to 
strengthen parenting skills was reported, which pro-
bably has repercussions on the need for therapeutic 
counseling expressed by the caregivers, specifically in 
behavior management.

A relevant aspect to highlight is the perceived 
lack of time to interact with the children before the 
pandemic due to work obligations and commuting 
routines, which was highlighted by the confinement. 
Parents state that the quarantine period gave them 
more family time to carry out activities with their 
children, improve communication between mem-
bers, and support their children’s needs. According 
to the analysis of the categories, parents attribute to 
the time shared with their children during the qua-
rantine a role as a favoring factor in the improvement 
of cognitive, emotional, socio-affective, behavioral, 
communicational, and personal autonomy-related 
aspects. These findings complement a previous stu-
dy in which parents of autistic children value family-
child interaction in physical activities as a support for 
children’s social development13.

Approximately half of the children evaluated dis-
continued neurodevelopmental therapy during con-
finement. Interviewees report occupational therapy 
support as the main professional need, suggesting pa-
rental prioritization of therapeutic interventions focu-
sed on organization and behavior management. Occu-
pational therapy is perceived as a significant support 
for the emotional well-being of children and parents, 
reducing emotional stress in the latter and helping 
them to better manage their behavior. This finding is 
consistent with previous studies concerning caregiver 
support and well-being needs14,16. Therefore, it is likely 
that, for families with autistic children, online occu-
pational therapy care focused on counseling caregivers 
during confinement is an effective intervention tool 
for behavioral difficulties and improves family functio-
ning17,19,20. Additionally, in periods without confine-
ment, online interventions could reduce the commu-
ting time required by parents to take their child to a 
professional, maintain treatment in cases with limited 
mobility, and improve adherence. It could be positive 
to include therapeutic sessions remotely to the usual 
face-to-face interventions10,16,20.

The main limitations of this study are related to the 
application of the questionnaire during a specific pe-
riod of the COVID-19 pandemic in Chile, and it may 
be possible that the caregivers’ perceptions may chan-
ge over time. Due to the nature of the survey, it was 

not possible to provide feedback on the individualized 
results to the participants. The researchers are from 
neurodevelopmental and mental health units, so the 
focus of the questions is primarily clinical; however, 
the categories assessed were generated by an external 
researcher distant from the data, based on literal trans-
criptions of responses provided by parents. Although 
data on socioeconomic factors were not collected, we 
obtained data on the type of residence, which could 
approximate this dimension, but it is still a limita-
tion. We also did not investigate the specific effect that 
schooling before the pandemic may have had on the 
users evaluated.

Although online surveys on health issues usually 
have a relatively low response rate21, a strength of our 
study is that over 75% of the participants answered the 
4 questions proposed. In addition, the questionnaire 
was administered at a time when the participants had 
already experienced confinement for a continuous pe-
riod of months, which lends credibility to our findings.

It is necessary to complement the information ob-
tained with additional studies exploring different reali-
ties of families of autistic children in our country.

Conclusions

Parents of autistic children generally perceived a 
higher frequency of emotional dysregulation and dis-
ruptive behaviors in their children during the period 
of confinement. However, they report positive chan-
ges including increased time-sharing, parental em-
powerment, and progress in areas of child autonomy 
development and communication. Given our findings, 
family time should be considered in the planning of 
interventions for autistic children, both at the health 
and school levels.
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