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Abstract
Problems: Children with autism spectrum disorder (ASD) tend to have a notably poorer quality of life than the general
population, especially during the COVID-19 pandemic. This study aimed to analyze the association between institutional
support and family support on the health-related quality of life (HRQoL) of children with ASD during the COVID-19
pandemic. Methods: A cross-sectional study was conducted in October 2022 in a School for Special Needs in Malang City,
East Java Province, Indonesia. The pediatric quality of life inventory (PedsQL) and Institutional and Family Support
questionnaire were used to measure the HRQoL and support perceived by parents of children with ASD. We analyzed each
component of the PedsQL and the Institutional and Family Support questionnaire. The independent T-test was performed to
analyze the association between HRQoL and perceived support by parents of children with ASD. Findings: The results
showed that most participants (72.7%) were women aged 40. As many as 69.39% of participants had more than one child,
and 16.33% declared they had other children who experienced the same problem (special needs children). This study
indicated that the average health-related quality of life score in children with ASD was 57.41 (9.418). The finding of this
study showed a significant mean difference in HRQoL scores in children with ASD who received high institutional and family
support compared to those who had low (p = 0.028, 95% confidence interval [CI] = −11.071 to 0.664). Conclusion:
Institutional support positively impacts children with ASD's quality of life. Therefore, it is essential to improve the adequacy of
support felt by families while caring for children with ASD. © 2024 Wiley Periodicals LLC.

Author Keywords
autism spectrum disorder;  COVID-19;  family support;  quality of life

Index Keywords
autism, child, child parent relation, coronavirus disease 2019, cross-sectional study, family
support, female, human, male, pandemic, psychology, quality of life; Autism Spectrum Disorder, Child, COVID-19, Cross-
Sectional Studies, Family Support, Female, Humans, Male, Pandemics, Parents, Quality of Life

References
Bi, X., Bin, H.Z., Lin, H.Y., Fan, X.Z.
Influence of social support network and perceived social support on the subjective
wellbeing of mothers of children with autism spectrum disorder
(2022) Frontiers in Psychology, 13, pp. 1-13. 

Bishop-Fitzpatrick, L., Kind, A.J.H.
A scoping review of health disparities in autism spectrum disorder
(2017) Journal of Autism and Developmental Disorders, 47 (11), pp. 3380-3391. 

(2010) Data statistik Indonesia, 

(2022) Data & statistics on autism spectrum disorder, 

Charalampopoulou, M., Choi, E.J., Korczak, D.J., Cost, K.T., Crosbie, J., Birken, C.S.,
Charach, A., Anagnostou, E.
Mental health profiles of autistic children and youth during the COVID-19 pandemic
(2022) Paediatrics and Child Health (Canada), 27, pp. S59-S65. 



Choudhury, M., Chandel, P.
Impact of husband's social support for mothers of children with autism in India
(2022) International Journal of Health Sciences, 6, pp. 8139-8151. 

Coales, C., Heaney, N., Ricketts, J., Dockrell, J.E., Lindsay, G., Palikara, O., Charman, T.
Health-related quality of life in children with autism spectrum disorders and children
with developmental language disorders
(2019) Autism & Developmental Language Impairments, 4. 

Colizzi, M., Sironi, E., Antonini, F., Ciceri, M.L., Bovo, C., Zoccante, L.
Psychosocial and behavioral impact of COVID-19 in autism spectrum disorder: An
online parent survey
(2020) Brain Sciences, 10 (6). 

Doherty, M., Neilson, S., O'Sullivan, J., Carravallah, L., Johnson, M., Cullen, W., Shaw,
S.C.K.
Barriers to healthcare and self-reported adverse outcomes for autistic adults: A
cross-sectional study
(2022) BMJ Open, 12 (2). 

Ferreira, P.L., Baltazar, C.F., Cavalheiro, L., Cabri, J., Gonçalves, R.S.
Reliability and validity of PedsQL for Portuguese children aged 5-7 and 8-12 years
(2014) Health and Quality of Life Outcomes, 12 (1), pp. 1-8. 

Garbacz, S.A., McIntyre, L.L., Santiago, R.T.
Family involvement and parent–teacher relationships for students with autism
spectrum disorders
(2016) School Psychology Quarterly, 31 (4), pp. 478-490. 

Hansen, S.N., Schendel, D.E., Parner, E.T.
Explaining the increase in the prevalence of autism spectrum disorders: The
proportion attributable to changes in reporting practices
(2015) JAMA Pediatrics, 169 (1), pp. 56-62. 

Van Heijst, B.F., Geurts, H.M.
Quality of life in autism across the lifespan: A meta-analysis
(2015) Autism, 19 (2), pp. 158-167. 

Hodges, H., Fealko, C., Soares, N.
Autism spectrum disorder: Definition, epidemiology, causes, and clinical evaluation
(2020) Translational Pediatrics, 9 (8), pp. S55-S65. 

Katsiana, A., Strimpakos, N., Ioannis, V., Sofologi, E., Bonti, E., Stiliani, K., Stalikas, A.
Health-related quality of life in children with autism spectrum disorder and children
with down syndrome
(2020) Materia Socio Medica, 32 (2), p. 93. 

Kring, S.R., Greenberg, J.S., Seltzer, M.M.
The impact of health problems on behavior problems in adolescents and adults with
autism spectrum disorders: Implications for maternal burden
(2009) Social Work in Mental Health, 8 (1), pp. 54-71. 

Kuhlthau, K., Payakachat, N., Delahaye, J., Hurson, J., Pyne, J.M., Kovacs, E., Tilford,
J.M.
Quality of life for parents of children with autism spectrum disorders
(2014) Research in Autism Spectrum Disorders, 8 (10), pp. 1339-1350. 

Logrieco, M.G., Casula, L., Ciuffreda, G.N., Novello, R.L., Spinelli, M., Lionetti, F., Nicolì,
I., Stefano, V.
Risk and protective factors of quality of life for children with autism spectrum



disorder and their families during the COVID-19 lockdown. An Italian study
(2022) Research in Developmental Disabilities, 120. 

Maenner, M.J., Shaw, K.A., Bakian, A.V., Bilder, D.A., Durkin, M.S., Esler, A., Furnier,
S.M., Cogswell, M.E.
Prevalence and characteristics of autism spectrum disorder among children aged 8
years—autism and developmental disabilities monitoring network, 11 sites, United
States, 2018
(2021) MMWR Surveillance Summaries, 70 (11), pp. 1-16. 

Mahfouda, S., Panos, C., Whitehouse, A.J.O., Thomas, C.S., Maybery, M., Strauss, P.,
Zepf, F.D., Lin, A.
Mental health correlates of autism spectrum disorder in gender diverse young
people: Evidence from a specialised child and adolescent gender clinic in Australia
(2019) Journal of Clinical Medicine, 8 (10). 

Menezes, M., Mazurek, M.O.
Associations between domains of health-related quality of life and co-occurring
emotional and behavioral problems in youth with autism spectrum disorder
(2021) Research in Autism Spectrum Disorders, 82. 

Padden, C., James, J.E.
Stress among parents of children with and without autism spectrum disorder: A
comparison involving physiological indicators and parent self-reports
(2017) Journal of Developmental and Physical Disabilities, 29 (4), pp. 567-586. 

Papadopoulos, D.
Mothers’ experiences and challenges raising a child with autism spectrum disorder:
A qualitative study
(2021) Brain Sciences, 11 (3). 

Picardi, A., Gigantesco, A., Tarolla, E., Stoppioni, V., Cerbo, R., Cremonte, M., Alessandri,
G., Nardocci, F.
Parental burden and its correlates in families of children with autism spectrum
disorder: A multicentre study with two comparison groups
(2018) Clinical Practice and Epidemiology in Mental Health, 14 (1), pp. 143-176. 

Pisula, E., Porębowicz-Dörsmann, A.
Family functioning, parenting stress and quality of life in mothers and fathers of
Polish children with high functioning autism or Asperger syndrome
(2017) PLoS ONE, 12 (10). 

Salari, N., Rasoulpoor, S., Rasoulpoor, S., Shohaimi, S., Jafarpour, S., Abdoli, N., Khaledi-
Paveh, B., Mohammadi, M.
The global prevalence of autism spectrum disorder: A comprehensive systematic
review and meta-analysis
(2022) Italian Journal of Pediatrics, 48 (1), p. 112. 

Sampurno, M.
(2022), 
RSSA handles two new autism cases per month, Radar Malang

Sitaresmi, M.N., Mostert, S., Gundy, C.M., Sutaryo, S., Veerman, A.J.
Health-related quality of life assessment in Indonesian childhood acute
lymphoblastic leukemia
(2008) Health and Quality of Life Outcomes, 6 (1). 

Suprajitno, S., Mugianti, S.
Questionnaire for children with autism syndrome disorder
(2021) Jurnal Ners Dan Kebidanan (Journal of Ners and Midwifery), 8 (3), pp. 315-320. 



Varni, J.W.
(1998) The PedsQL: Measurement model for the pediatric quality of life inventory, 

Varni, J.W., Seid, M., Kurtin, P.S.
Peds QLTM 4.0: Reliability and validity of the pediatric quality of life inventory TM
version 4.0 generic core scales in healthy and patient populations
(2001) Medical Care, 39 (8), pp. 800-812. 

Wei, X., Wagner, M., Christiano, E.R.A., Shattuck, P., Yu, J.W.
Special education services received by students with autism spectrum disorders
from preschool through high school
(2014) The Journal of Special Education, 48 (3), pp. 167-179. 

Weiss, J.A., Cappadocia, M.C., MacMullin, J.A., Viecili, M., Lunsky, Y.
The impact of child problem behaviors of children with ASD on parent mental
health: The mediating role of acceptance and empowerment
(2012) Autism, 16 (3), pp. 261-274. 

Weissheimer, G., Santana, J.M., Ruthes, V.B.T.N.M., Mazza, V.D.A.
Necessary information for the families of children with autism spectrum disorder:
An integrative review
(2020) Aquichan, 20 (2), pp. 1-18. 

Windarwati, H.D., Budiman, A.A., Nova, R., Ati, N.A.L., Kusumawati, M.W.
The relationship between family harmony with stress, anxiety, and depression in
adolescents
(2020) Jurnal Ners, 15 (2), pp. 185-193. 

Yılmaz, B., Azak, M., Şahin, N.
Mental health of parents of children with autism spectrum disorder during COVID-19
pandemic: A systematic review
(2021) World Journal of Psychiatry, 11 (7), pp. 388-402. 

Correspondence Address
Windarwati H.D.; Department Mental Health Nursing, Indonesia; email: henipsik.fk@ub.ac.id

Publisher: John Wiley and Sons Inc

ISSN: 10736077
PubMed ID: 38403996
Language of Original Document: English
Abbreviated Source Title: J. Child Adolesc. Psychiatr.
2-s2.0-85182475726
Document Type: Article
Publication Stage: Final
Source: Scopus

Copyright © 2024 Elsevier B.V. All rights reserved. Scopus® is a registered
trademark of Elsevier B.V.


