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ABSTRACT general Spanish population. The results suggest that confine-

Background. The lockdown during the first wave of COV-
ID-19 in Spain has been related to higher levels of anxiety in
the general population. However, the emotional impact on
Spanish caregivers of individuals with neurodevelopmental
disorders (NDD) has not been studied so far.

Methods. An online questionnaire was distributed to
Spanish organisations providing support to individuals with
NDD and their families. Data from caregivers of individuals
with autism spectrum disorder (ASD) (N = 17), Down syn-
drome (DS) (N = 25) and Williams syndrome (WS) (N = 18)
were analysed.

Results. All caregivers reported concerns directly related
to the pandemic and lockdown situation. Caregivers of indi-
viduals with ASD showed higher level of concern about the
possibility of family conflict. All three groups reported higher
levels of anxiety during the lockdown. Anxiety was predicted
by previous anxiety disorder and the child's diagnosis.

Conclusions. Predictors of anxiety in caregivers of indi-
viduals with NDD differ from those previously reported in the
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ment in Spain was especially demanding for families of indi-
viduals with ASD. Public policies should consider the particular
needs of people with NND and their caregivers to minimise the
negative consequences of the ongoing pandemic.

Keywords. caregiver anxiety, COVID-19 in Spain, autism spectrum disor-
der, Down syndrome, Williams syndrome.

Actas Esp Psiquiatr 2023;51(2): 56-64 | ISSN: 1578-2735

ANSIEDAD PERCIBIDA EN FAMILIARES CUIDADORES
DE PERSONAS CON TRASTORNO DEL ESPECTRO
AUTISTA, SINDROME DE DOWN Y SINDROME DE
WILLIAMS DURANTE EL CONFINAMIENTO DE LA
PRIMERA OLA POR COVID-19 EN ESPANA

RESUMEN

Antecedentes. El confinamiento durante la primera olea-
da de COVID-19 en Espafia se ha relacionado con niveles ma-
yores de ansiedad en la poblacion general. Sin embargo, no
se ha estudiado el impacto emocional en los cuidadores de
personas con trastornos del neurodesarrollo (TND).

Método. Se distribuyd un cuestionario a las organizacio-
nes que prestan apoyo a las personas con TND y sus fami-
lias. Se analizaron los datos de los cuidadores de personas
con trastorno del espectro autista (TEA) (N=17), sindrome de
Down (N=25) y sindrome de Williams (N=18).

Resultados. Los cuidadores informaron de preocupa-
ciones relacionadas con la situacion de pandemia y confi-
namiento. Los cuidadores de personas con TEA mostraron
mayor preocupacion sobre los conflictos familiares. Los tres
grupos informaron de niveles de ansiedad mas altos duran-
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te el confinamiento. Predijeron la ansiedad el trastorno de
ansiedad previo y el diagnostico del hijo/a.

Conclusiones. Los predictores de ansiedad en los cuida-
dores de individuos con TND difieren de los reportados pre-
viamente en la poblacion general espariola. Los resultados
sugieren que el confinamiento fue especialmente duro para
las familias de personas con TEA. Las politicas publicas de-
berian considerar las necesidades de las personas con TND y
sus cuidadores para minimizar las consecuencias negativas
de la pandemia.

Palabras clave. Ansiedad del cuidador; COVID-19 en Espafia; Trastorno
del Espectro Autista; sindrome de Down; sindrome de Williams.

INTRODUCTION

The COVID-19 pandemic has severely impacted every-
one's lives. From the beginning of the crisis, lockdowns
were imposed worldwide' and, consequently, a reduction
in wellbeing and an increase of psychopathology and neg-
ative emotions was generally reported>. Among the latter,
and across countries, adults' anxiety levels were described
to be higher than those experienced before the crisis?.

Although the negative emotional impact has been
widespread around the world, cross-country variability
has been reported in terms of the groups who were more
vulnerable to the negative symptomatology related to the
lockdowns. For example, while in Western countries a high-
er impact was reported in women than in men, in China, no
significant differences were reported as a function of gen-
der?. Cross-country differences have been accounted for
by cultural specificities, by differences in the restrictions
experienced during the lockdowns and by the numbers of
infections and deaths caused by COVID-19%*,

Within Europe, the restrictions imposed in Spain during
the first lockdown were considered among the most strin-
gent and the number of infections and deaths was, during
the same period of time, very high'. During the lockdown
in this country, being young and being female were more
likely to lead to experiencing negative emotions®®, as were
prior psychopathology, having caring responsibilities, and
having a younger child**€.

Worldwide, family caregivers of individuals with neu-
rodevelopmental disorders (NDD) generally reported hav-
ing experienced higher anxiety during the lockdowns of
the first COVID-19 wave as compared to those of typical-
ly developing individuals (e.g.,”®). Their higher emotional
vulnerability has been related to different factors such as
feelings of being overwhelmed, lack of support, and great-

er mental health needs®®. The effects of service disruption
on their children's development, the challenges imposed by
being permanently at home, family finance, and becoming
ill (either themselves or their children) have been report-
ed as their main sources of concern in times of COVID-19
lockdown'0-13,

Under normal circumstances, relatives of individuals
with NDD are more prone to negative emotions and mental
health problems as a consequence of the greater number
of challenges they face in their everyday lives''. Fami-
ly caregivers of individuals with autism spectrum disorder
(ASD) are particularly vulnerable to psychopathology, anx-
iety being a highly prevalent problem’. Parents of indi-
viduals with ASD experience more psychiatric difficulties
than parents of individuals with other NDD, especially of
those with Down syndrome (DS)"7'8. The higher anxiety and
other comparatively prevalent psychopathological condi-
tions suffered by caregivers of individuals with ASD relates
to the behavioural symptoms and challenging behaviours
of their children'®. Improvement of these symptoms and
extended parenting experience accounts for the decrease
of anxiety levels reported by parents of older individuals
with ASD™.

During the first COVID-19 lockdowns, there is evidence
to suggest that family caregivers of individuals with ASD
have experienced even higher anxiety levels than those pri-
or to the pandemic®. Yet, just like in normal times, caregiv-
ers' mental health problems have also been related to their
anxiety levels, a finding that has been reported in different
countries such as the USA and Saudi Arabia'®?%?', Likewise,
during the first lockdowns, female caregivers have been
found to present with greater anxiety?, although incon-
sistent results have been obtained in this respect®".

Research has clearly shown that family caregivers of in-
dividuals with ASD have experienced greater anxiety than
caregivers of typically developing individuals during the
lockdowns (e.g., »%). However, less is known about wheth-
er the anxiety levels of caregivers of individuals with ASD
have also been higher than those of caregivers of individ-
uals with other NDD. Unlike pre-pandemic times, in China
and in the UK, studies have shown that the anxiety levels
of family caregivers of individuals with ASD (with or with-
out intellectual disability) were not higher than those of
parents of individuals with intellectual disability (but no
ASD)&-21,

Our research aimed to further contribute to this topic
by comparing anxiety levels of family caregivers of indi-
viduals with ASD and those of individuals with other NDD
of known aetiology, specifically, DS and Williams syndrome
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(WS) during the first COVID-19 lockdown in Spain. To our
knowledge, no prior research has conducted such com-
parison. We also studied caregivers' main concerns during
the same time. During the spring of 2020, Spain was one
of the countries where the effects of COVID-19 and pan-
demic-related restrictions were most severe, as previously
mentioned’. However, in this country, so far, research has
focused on the negative consequences of the first COV-
ID-19 lockdown for individuals with NDD (e.g., 2#*’) and
the emotional impact on family caregivers has been less
studied.

In a similar vein to what has been reported in other
countries for caregivers of individuals with ASD?°, we hy-
pothesised that, in Spain, caregivers of individuals with
ASD would report higher anxiety levels during the lock-
down than prior to the pandemic. The same was hypoth-
esised for caregivers of individuals with DS and those of
individuals with WS. Following prior studies on anxiety
predictors in the Spanish general population during the
first lockdown®*®, we also hypothesised that gender would
predict anxiety during the lockdown, with female caregiv-
ers suffering from greater anxiety, and that both younger
caregiver age and younger child age would also predict
higher levels of anxiety. Based on the general literature on
anxiety in caregivers of individuals with NDD "7, we hy-
pothesised greater anxiety in caregivers of individuals with
ASD as compared to caregivers of individuals with DS or
WS. We also expected that prior caregiver psychopathol-
ogy would predict greater anxiety, as observed in previous
studies focused on caregivers of individuals with ASD both
before and during the pandemic'® 16192021,

METHODS
Design and procedure

This study was part of an international study?®, ap-
proved by the Ethics Commission of UniDistance, Switzer-
land. Data were gathered via an online survey, through the
Qualtrics platform?®.

The Spanish version of the questionnaire was distrib-
uted in Spain to different organisations providing support
to individuals with NDD and their families. Data collec-
tion started on 10 April 2020, 26 days after the lockdown
started in Spain, and was completed on 17th June 2020, 4
days before it finished. The full survey (in English) can be
accessed through the Open Science Framework site?.

The survey began with questions concerning socio-de-
mographics before focusing on the experiences of in-
dividuals with NDD and their caregivers during the first

lockdown of the pandemic. In this research, we focused on
caregivers' anxiety levels before the pandemic and at the
time of completing the survey during the lockdown. We
also focused on their concerns: about illness (both in gen-
eral and with respect to COVID-19 in particular, and also
the possibility that either the caregiver or the child gets ill),
about the child (safety with respect to COVID-19, health,
having fewer occasions for social contact and interaction,
not being able to approach others, ability to cope with
changes in routine, becoming bored, loss of institutional
support including interventions) and other personal and
family issues (family conflicts -fights, aggression-, personal
financial/economic situation, personal ability to keep the
child entertained and motivated, work/childcare balance
related to looking after the child). Caregivers rated their
perceived anxiety and degree of concern about the afore-
mentioned issues by using a five-point Likert scale.

Participants

Seventy-nine families completed the survey. Surveys
for which information was not complete (N = 7) and those
corresponding to families with children with other diagno-
ses - such as language disorder or intellectual disability of
unknown aetiology- (N = 12) were excluded for this study.
Data from caregivers of children and adults with ASD (N =
17), with DS (N = 25), and with WS (N = 18) were included
in the analyses. All individuals with ASD, DS, or WS had
intellectual disability except for six individuals with ASD.
The information related to each of the groups is given in
Table 1.

Table 1 Age and gender of the sample of

caregivers and their children

Caregivers of  Caregivers of  Caregivers of

individuals individuals individuals
with ASD with DS with WS
Caregiver's age 46.6 (32-66)  53.3 (38-65)  44.4 (26-66)
Caregiver's females: 14/ females: 19/ females: 14/
gender males: 3 males: 6 males: 4
Caregiver's
prior anxiety  yes:9/no:5 yes:2/no:19 vyes:2/no:13
disorder
Child's age 13.1 (2-30) 22.5 (7-59) 13.5 (2-37)
Child's gender females:4 /|  females: 14/ females: 12 /
males:13 males: 11 males: 6
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RESULTS

Results per group for each of the concerns asked in the
survey and anxiety levels reported by family caregivers are
presented in Table 2. A one-way ANOVA test was conducted
to study possible between-group differences in caregivers'
concerns. There was only a significant effect for family con-
flicts; A2, 47) = 5.75, p = .006, r = .44. Post-hoc comparisons
with Bonferroni correction showed that caregivers of indi-
viduals with ASD were significantly more concerned about
family conflicts than those of individuals with WS or with
DS (Cl,, = 0.10 (lower) 2.41 (upper), p = .028; Cl,, = 0.32
(lower) 2.52 (upper), p = .007, respectively), with no signif-
icant difference between the latter two groups (p > .05).
No other between-group significant differences were found
regarding other concerns (p > .05).

A 3 x 2 mixed ANOVA with group (caregivers of indi-
viduals with ASD, DS or WS) as between-subject variable,
and perceived anxiety (before and during the lockdown) as
repeated measure was also conducted. The two main ef-
fects were significant (group: A2, 47) = 7.16, p = .002,
r = .48; anxiety: F(1, 47) = 50.18, p < .001, r =.72) as also
was the interaction between variables; A2, 47) = 5.94, p
= .005, r = .45. To analyse the interaction, simple effects
were studied by means of Bonferroni pairwise comparisons.
Perceived anxiety levels were higher during the lockdown
than before for the three groups (caregivers of individu-
als with ASD: Cl, = 1.33 (lower) 2.53 (upper), p < .001;
caregivers of individuals with DS: CI,, = 0.20 (lower) 1.20
(upper), p = .007; caregivers of individuals with WS: Cl, = 0.19
(lower) 1.31 (upper), p = .01). Before the pandemic, no be-
tween-group significant differences were found (p > .5).
However, during the lockdown, caregivers of individuals

Table 2
by family caregivers

Results per group for each of the concerns asked in the survey and anxiety levels reported

Caregivers of i

Caregivers of

Caregivers of

ndividuals with ASD individuals with DS individuals with WS
Mean SD Mean SD Mean SD
Level of concern about:

Illness in general 3.29 1.27 2.80 1.06 3.06 1.24
COVID-19 3.50 1.16 3.50 1.19 3.94 0.93
Possibility that the caregiver gets ill 3.43 1.40 3.25 1.07 4.06 0.85
Possibility that the child getsill 3.57 1.55 4.05 1.00 4.44 0.73
Child's safety with respect to COVID-19 3.79 1.25 3.70 1.30 3.88 1.09
Child's health 3.43 1.40 3.95 1.19 4.13 1.02
i(i]l][iel(riagsi\(/)i:g fewer occasions for social contact and 4.07 1.44 332 142 3.69 1.40
Child not being able to approach others 3.86 1.10 3.10 1.41 3.69 1.54
Child's ability to cope with changes in routine 3.93 1.14 3.00 1.34 3.31 1.62
Child becoming bored 3.54 1.61 2.40 1.39 2.56 1.31
!_r?ssrezri?is()t:;tional support for child including Agn 110 325 148 363 102
Family conflicts (fights, aggression) 3.07 1.54 1.65 1.09 1.81 1.22
Personal financial/economic situation 3.79 1.63 2.65 1.53 3.31 1.45
;egi?vr;iLgbility to keep the child entertained and 407 121 390 132 288 163
Work/childcare balance related to looking after the child 3.50 1.45 2.65 1.46 2.80 1.70

Anxiety level:
Before the pandemic 2.29 b™* 1.14 1.75 b*™* 1.07 1.75 b* 1.13
During the lockdown 4.21 @ 0.58 2.45 1.05 2.50 1.46

Note:?significant differences between caregivers of individuals with ASD and caregivers of individuals with DS or with WS. ®significant differences before

and during the lockdown. * p = .01, ™ p < .01, ™ p < .001. SD: Standard deviation.
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with ASD reported higher anxiety levels than those of indi-
viduals with DS (CI,, = 0.81 (lower) 2.72 (upper), p < .001)
or with WS (CI , = 0.71 (lower) 2.72 (upper), p < .001), while
no significant differences were found between the latter
two groups (p > .05).

A multiple regression analysis was conducted to test the
effect of the hypothesised predictors on anxiety levels dur-
ing the lockdown. A model was built with caregiver gender,
caregiver age, child age, caregiver prior anxiety disorder,
and group (dummy coded) entered as predictors and per-
ceived anxiety during lockdown as outcome. According to
%, in a regression analysis, the sample size should be higher
than the number of predictors plus 50. This criterion was met
(N=60,5predictors).Regressionassumptionswerealso checked
and met. The model was significant; A6, 37) = 5.70, p < .001,
R? = .48. The power of the test was high (B =.99), as calcu-
lated with the software developed by *'. Yet only some of the
predictors significantly contributed to explain anxiety. Pres-
ence of prior anxiety disorder significantly predicted higher
anxiety levels; {(37) = 2.38, p = .022, B = 0.10, SE B = 0.04,
B = 0.34. Group was also found to be a significant predic-
tor so that, compared to caregivers of individuals with ASD
(group reference), those of individuals with DS reported low-
er anxiety levels during the lockdown; (37) = -2.62, p=.013,
B =-1.24, SEB=0.48, 3 =-0.46, as did caregivers of individ-
uals with WS; t(37) = -2.79, p = .008, B =-1.32, SE B=0.47,
B = -0.46. No significant effects were found for caregiver
gender, caregiver age, and child age (p > .05).

DISCUSSION

The social and health situation caused by the COVID-19
pandemic has been a challenge for everyone's mental health
throughout the world? especially at first, as families and as-
sociations had to adapt to the often strict measures adopt-
ed by the different governments. In Spain, the first wave of
COVID-19 involved a comparatively strict and abrupt lock-
down, in which most services were suspended and all edu-
cational establishments were closed. In other countries, this
situation was particularly arduous for families of individuals
with NDD”2. Qur work collected, for the first time, the reports
of Spanish family caregivers of individuals with ASD, DS or
WS in relation to their concerns and anxiety level during
those months.

Previous research has shown that, in the Spanish gen-
eral population, anxiety during the pandemic was related
to variables such as caregiver gender and age, and the age
of children in their care®*®. Importantly, unlike what we
had hypothesised, for families of individuals with NDD,
these variables appear to be no longer relevant. The key
factor, instead, is related to the basic fact of having a

child with NDD. All three caregiver groups indicated that
their anxiety levels were higher during the pandemic. Fur-
thermore, and as we hypothesised, differences were found
between the three groups, with families with a child with
ASD reporting significantly higher levels of anxiety during
the lockdown even though no between-group differenc-
es were found in caregivers' perceived anxiety before the
pandemic. These results suggest that the first lockdown in
Spain was especially demanding for families of individ-
uals with ASD. Individuals with ASD, who tend to show
particular difficulties when faced with changes in their
routines and in the absence of predictability®, perhaps
unsurprisingly, may have had greater difficulty adapting
to a situation as abrupt and uncertain as the beginning
of the pandemic, posing a greater challenge for their
families, carers and entourage. In fact, other research has
reported that, during the lockdown established for the
first COVID-19 wave in Spain, children and teenagers with
ASD showed a higher increase in their own psychopatho-
logical symptoms as compared to peers with other NDD
or psychiatric conditions®®. As previously reported®, and
as found here, people who already endured anxiety were
those who suffered most from the lockdown.

All caregivers reported concerns linked to issues di-
rectly related to the COVID-19 condition, but also to the
consequences that restrictions may have for their children
(e.g., less possibilities for social interaction, loss of insti-
tutional support, as well as difficulties in keeping their
child entertained). Among the latter, the loss of institu-
tional support has been previously noted in other coun-
tries as one the main concerns of parents with children
with different NDD; in turn, the decrease in supports had
an indirect negative impact on parents’ mental health.
It should also be noted that in our study, caregivers of
individuals with ASD showed a significantly higher level
of concern about the possibility of family conflicts (i.e.,
fights, aggression). This concern probably stems from the
higher prevalence of behavioural problems in individuals
with ASD compared to other NDD** and the worsening of
these problems arisen as a result of the lockdown?®. The
stress in families of individuals with ASD is particularly re-
lated to the behavioural problems of their children®. This
heightened concern about family conflicts may therefore
also be linked to an increased likelihood of friction among
other family members. Indeed, in parents of individuals
with ASD, high rates of divorce have been reported and
these are related to the impact of the difficulties linked to
the ASD diagnosis on the family structure®®.

This research has some limitations. First, although the
whole sample size is similar to that reported in other COV-
ID-19 related studies focused on NDD (e.g., ¥), dividing
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the original sample in three different diagnosis groups led
to relatively small sample sizes when considering each of
the groups separately. While this allowed us to tackle the
main aim of the study (i.e., comparing the anxiety levels
of family caregivers of individuals with ASD and those of
individuals with DS and WS), the relatively small sample
size of each of the three groups of the study may hin-
der the generalization of the results. Additionally, in this
study, anxiety was not measured through a standardised
scale but with a self-reported rating question. It should
be here considered that results on the psychiatric difficul-
ties of family caregivers of individuals with ASD depend
on the assessment method, so that more difficulties are
found when family caregivers report on their subjective
experiences's. Despite these limitations, the study shows
a relevant picture of the reality of individuals with NDD'
caregivers during the first lockdown in Spain.

Individuals with NDD and their families are still to this
day experiencing great difficulties due to the COVID-19
pandemic®. The suspension of the support system needed
by these individuals (e.g., educational centres, employ-
ment centres, specific interventions, family support ser-
vices...) during the first wave of COVID-19 showed how
important these supports are for the quality of life and
mental health of these individuals and their families®.
As shown in our study, the challenges imposed by the
lockdown established in Spain involved an increase in
the anxiety levels of family caregivers of individuals with
NDD, particularly of those in care for individuals with
ASD. From research such as this, it is clear that it is ur-
gent that public policies in Spain, and in other countries,
place the particular needs of individuals with different
NDD and their caregivers at the centre, with the aim of
minimising the consequences brought about by the COV-
ID-19 crisis.

CONCLUSIONS

The first wave of COVID-19 had large negative effects
across the world. Within Europe, Spain was one the coun-
tries where the impact was more severe®. Prior research
has shown how typically developing adults and children
suffered as a consequence of the first lockdown taken
place in this country (e.g., >*4). Other studies have rather
focused on the emotional impact of the lockdown in chil-
dren and adults with NDD?*%”. However, less was known
about this impact in their caregivers. Our study aimed
to fill this gap by considering whether differences would
arise as a function of child diagnosis. Thus, this research
is the first to show how the specific diagnosis of the child
made a significant contribution to the anxiety levels of
family caregivers. The anxiety levels of caregivers of indi-

viduals with ASD were higher than those of caregivers of
individuals with DS or WS, and their concerns about pos-
sible family conflicts were also higher. Therefore, caregiv-
ers of individuals with ASD were particularly vulnerable
to the negative emotional effects of the first COVID-19
lockdown in Spain. We have also shown that, during that
time, in the families with individuals with the NDD here
studied, predictors of anxiety differed from those report-
ed for the general population®®. The results of the study
lead us to conclude that the different needs of these car-
egivers and their children should be taken into account
when designing future policies for mental health care.
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