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Abstract

Objective: To assess the factors influencing the 
quality-of-life differences between families caring 
for a child with Autistic Spectrum disorder diagno-
sis.

Methods: Cross-sectional study of either parent 
of ASD child aged 1 to 14 years following up at 
the OPD setting in Riyadh, KSA from June 2019 
through to the end of January 2020 at the Division 
of Developmental Pediatrics at King Saud medical 
city in Riyadh, Saudi Arabia via a structured ques-
tionnaire, (The World Health Organization Quality 
of Life Assessment-BREF

(WHOQOL-BREF). Inclusion criteria: Parent of 
child with ASD who has been diagnosed by a de-
velopmental pediatrician at least 6 months prior to 
the commencement of this study, parent of child 
with ASD who receives follow-up treatment at the 
King Saud medical city children’s Hospital. Parent 
should be the primary caregiver of the child with 
ASD. (For the purposes of this study, “primary 
caregiver” is defined as the individual in the fam-
ily whose main responsibility is to provide care to 
the ASD child). Parent who has no history of pre-
vious psychological, psychiatric disorder or physi-
cal disability. Parents who have been residing in 
Saudi Arabia for at least 6 months prior to the com-
mencement of this study. Parent who has offered 
informed consent. Exclusion criteria: parent of any  

 
 
 
 
child who has dysmorphic features or a diagnosed 
genetic syndrome, parent of child with ASD who 
has sibling diagnosed with ASD, or parents of child 
with ASD who has sibling diagnosed with other 
chronic medical illness.

Results: Marital status, housing settings, total 
household income, current employment, being 
part of support groups and associated illness in 
the ASD child significantly impacted at least one 
domain of WHOQOL-BREF.

Conclusion: Modifiable factors that have the abil-
ity to elevate the quality of life for parents of ASD 
children are marital status, housing settings, total 
household income, current employment, being 
part of support groups and overall care of ASD 
children. 

Key words: ASD, Quality of Life, Autism Spectrum 
disorder, WHOQOL-BREF
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Introduction

Autism spectrum disorder (ASD) is a neurodevelopmental 
disorder affecting children with various degrees in relation 
to their communication, social interaction, and milestones 
acquisition (1) and poses social and economic challenges 
on families caring for their beloved offspring afflicted by 
ASD across diverse cultures in the world (2).

WHO defines health as an equilibrium of physical, mental, 
and social well-being and not merely the absence of 
diseases or burdens (3). Many factors play a role in the 
development of the overall wellbeing of families, such 
as coping mechanisms, the family support system and 
acceptance by society and is largely affected by cultural 
contexts (4).

Research on the effects of parenting an ASD child is needed 
(5). Over recent years there has been an increasing body 
of research in evaluating the quality of life (QOL) through 
WHO questionnaires (6) in hope of creating the most 
supportive environments for ASD children.

Reports from developed and developing countries alike 
show Japan, and Italy, South Africa, and India (7,8,9,10) 
have illustrated a reduced QOL in families caring for an 
ASD child. Regionally too, reports from Oman, Qatar, and 
Saudi Arabia (11,12,13) have shown similar findings.

This study sets out to explore, evaluate and compare 
the QOL among parents of children with ASD in Riyadh, 
Saudi Arabia, and explores correlations between QOL and 
diverse
socio-demographic differences of parents and ASD 
children and provides insights and suggestions for further 
studies.

Material and Methods

This study was conducted from the first of June 2019 
through to the end of January 2020 at the Division of 
Developmental Pediatrics at King Saud medical city in 
Riyadh, Saudi Arabia via a structured questionnaire, (The 
World Health Organization Quality of Life Assessment-
BREF (WHOQOL-BREF) (14) Arabic language version 
(Appendix 1) which contains 26 items of measurement 
of QOL. This instrument includes four domain scores 
(physical, psychological, social, and environmental health) 
and two separate items regarding an individual’s overall 
perception of their QOL and health. Scores range from 1 
to 5, with higher scores denoting higher QOL. The World 
Health Organization Quality of Life Assessment-BREF 
(WHOQOL-BREF) interpretation was conducted according 
to the manual protocol. (Appendix 2).

Parents characteristics were collected; (gender, age, 
marital status, education level, current employment, total 
household income, housing settings, the total number 
of children, and affiliation to family support groups). 
Children’s characteristics were also collected: (gender, 
age, age at diagnosis, gestational age, schooling, and 
receiving specialized care programs in terms of speech 
therapy, occupational therapy or behavioral therapy, level 
of global developmental delay and associated disorders).

Inclusion criteria:
- Parent of child with ASD who has been diagnosed by a 
developmental pediatrician at least 6 months prior to the 
commencement of this study.
- Parent of child with ASD who receives follow-up treatment 
at the King Saud medical city children’s Hospital.
- Parent of child with ASD who is between the age of 1 
years and 14 years.
- Parents should be the primary caregiver of the child with 
ASD. (For the purposes of this study, “primary caregiver” 
is defined as the individual in the family whose main 
responsibility it is to provide care to the ASD child.)
- Parents who have no history of previous psychological, 
psychiatric disorder or physical disability.
- Parents who have been residing in Saudi Arabia for at 
least 6 months prior to the commencement of this study.
- Parent who has offered informed consent.

Exclusion criteria:
- Parents of any child who has dysmorphic features or a 
diagnosed genetic syndrome.
- Parent of child with ASD who has sibling diagnosed with 
ASD,
- Parent of child with ASD who has sibling diagnosed with 
other chronic medical illness.

Analysis was carried out using SPSS 25.0 (IBM SPSS 
Statistics for Windows, Version 25.0. Armonk, NY: IBM 
Corp.). The variables under study were categorical 
and presented as percentages. One-way ANOVA for 
correlations and eta squared for the level of association.
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Results

54 children with ASD met the inclusion criteria and were enrolled in the study (n. 54), 75.9% were males (Table 1).

Table 1
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Table 1 (continued)
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One of the primary caregivers of our study population were included in the study; 51% of were fathers, and 49% were 
mothers. They were further sub-grouped into age intervals of 10 years (20 – 30 years, more than 30 - 40 years, more 
than 40 - 50 years, more than 50 years of age) (Table 2).

Table 2
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Table 2 (continued)

The World Health Organization Quality of Life Assessment-BREF (WHOQOL-BREF) estimates the mean of four different 
domains: physical, psychological, emotional, social, and environmental aspects as well as the mean of the total domains 
(Table 3). The scoring of each domain takes from 4 to 20 before converting the score on a 100-scale based on WHO 
manual. A higher number closer to 100 would signify a positive report, while a score closer to 0 would signify a negative 
report. There is no cut-point to signify a good score.
 
Table 3
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Table 4

Table 5

Table 6

Table 7
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Table 8

Table 9

No statistical significance was observed in terms of quality of life and other studied elements in terms of parental age, 
gender, level of education, number of total siblings, level of global developmental delay or gestational age of ASD 
children, school attendance of ASD child, nor ability of ASD child to speak 10 words (Table 10).

Table 10
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Table 10 (continued)
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Discussion

An increasing body of research has adopted the 
questionnaire of World Health Organization Quality of Life 
Assessment-BREF (WHOQOL-BREF) and established 
lower QOL scores in parents caring for ASD child when 
compared to families of healthy, or children with chronic 
illnesses like Cerebral Palsy (8, 9), while others have 
reported no statistical differences between quality of 
life (12). Fewer studies have focused on assessing the 
particular differences among families caring for Autistic 
children.

A study conducted in Arar (13), in Saudi Arabia with similar 
cultural, and regional populations has demonstrated 
a poor quality of life in 63% of families of ASD children. 
The authors found significantly poorer reports in relation 
to employment status (p=0.03), gender of the parent (p= 
0.001 ) for mothers, and total household income (p= 0.01). 
Although the researchers (11) have identified a cut-off point 
in WHOQOL-BREF to be below 50 as a score that would 
indicate a poor QOL, their report might underestimate 
the status quo of this population as no consensus in the 
scientific community has yet been reached (Appendix 2).

Silva, et al created the first statistical cut-off point for 
WHOQOL-BREF as a measure of quality of life in 2010 
(15). The authors established a statistical cut-point at 60 
or below in elderly population and advised need for further 
studies of validity and reliability to identify different cut-off 
points for various age groups.

The World Health Organization Quality of Life Assessment-
BREF (WHOQOL-BREF) estimates the mean of four 
different domains: physical, psychological, social, and 
environmental aspects as well as the mean of the total 
domains (Appendix 2).

The Physical domain explores the activities of daily living, 
dependence on medicinal or medical aids, energy and 
fatigue, mobility, pain and discomfort, sleep and rest, 
and work capacity. We found this domain to be positively 
affected in relation to the housing settings of our population 
(p= 0.024). This might be explained by the cultural context; 
in Saudi Arabia, families live in the same household of 
the extended family or close by. This would create added 
responsibilities explaining the physical domain, and with 
recent decades of growth in Saudi Arabia, autonomy has 
become a major value. This might explain higher scores in 
other domains, psychological domain
 
(P= 0.041), environmental domain (P=0.016) and overall 
quality of life scores (P=0.033) in families caring for ASD 
child living alone in Villas, or apartments, whereas lower 
scores of QOL in families living in the same household 
with their extended family.

Environmental domain explores the financial resources, 
freedom, and physical safety and security, health and 
social care quality and accessibility, along with home 
environment, participation in recreational activities, and 

gaining new skills and information. This domain was 
impacted positively (p= 0.014) in contrast to similar studies, 
(9,10, 13) in relation to marital status; married parents 
have better quality of life also in Social Relationships 
domain (P= 0.011), and total score of WHOQOL-BREF 
(p= 0.028). This finding might be explained by the cultural 
context of Saudi Arabia around the importance of family 
cohesiveness.

Understanding cultural differences can help in creating tools 
and programs to support these families. Understanding the 
cultural context of different families can play a major role 
in improving the quality of life. This has been observed 
in a study conducted by Fong VC et al (16) studying the 
differences between immigrants and locals in Canada. 
Family bond and social acceptance were the key factors in 
immigrants’ well-being whereas it was emotional support 
for locals.

Similar findings have demonstrated the impact of total 
household income on QOL (9, 13, 17). This might be 
explained by the need for quality tools and resources to 
educate, support and care for an ASD child, although, a 
study by Bassema et al showed no impact as governmental 
subsidies were allocated to support ASD children’s 
schooling and resources (11). Similar governmental aid 
in Saudi Arabia has not changed the need for better total 
household income (18).

Our study is consistent with studies (13,17, 19) in light of 
current employment status effects on the quality of life. 
We observed a positive impact on the environmental 
domain (p= 0.037). This finding was not in line with a 
study conducted in South Africa (9); cultural context 
might play a role in explaining the disparity in home 
environments, participation in recreational activities and 
financial resources. The environmental aspect was also 
impacted by the presence of associated illness in the ASD 
child (ADHD, Aggression, Destructive, Defiant, Self-Harm) 
(p= 0. 037). This might be explained by the environmental 
measure of physical safety and security of the families 
(Appendix 2).
 
Similar findings to our study have highlighted the positive 
impact of support groups in the social domain (p= 0.02). 
This can be explained by the generated sense of empathy, 
understanding and shared experience (20).

Modifiable factors have the ability to elevate the quality 
of life. These elements: marital status, housing settings, 
total household income, employment, and being part of 
support groups can ultimately provide ASD children the 
required environment to gain needed social skills, and 
communication skills. In Saudi Arabia, the housing setting 
has the most impact on the quality of life in all domains 
except social relationships. Further research is warranted 
to describe the differences in the quality of life in families 
caring for an ASD child.



MIDDLE EAST JOURNAL OF FAMILY MEDICINE  •  VOLUME 7 , ISSUE 10 111

POPULATION AND COMMUNIT Y STUDIES

WORLD FAMILY MEDICINE/MIDDLE EAST JOURNAL OF FAMILY MEDICINE VOLUME 21, ISSUE 1, FEBRUARY 2023

Ethical statement
Participants were informed about the research aim 
and their optional, voluntary participation. Institutional 
Review Board, at King Saud Medical City, Riyadh, KSA. 
Ref number H1RI-13Nov19-06 was obtained before the 
subjects’ enrollment.

Ethical approval
We obtained consent from the families from enrollment in 
the study

Funding
None.

Acknowledgments
The corresponding author would like to extend appreciation 
and recognition to Dr Abdulaziz A. Alhunayni for his 
valuable input in proposal writing and conceptualization 
of the research and Dr Rania Fahad Almousa for her 
valuable input in data entry.

References

1- American Psychiatric Association (2013) 
Diagnostic and statistical manual of mental disorders 
(DSM-5®). Washington, DC: American Psychiatric 
Publications
2- Al Khateeb JM, Kaczmarek L, Al Hadidi MS. 
Parents’ perceptions of raising children with autism 
spectrum disorders in the United States and Arab countries: 
A comparative review. Autism. 2019 Oct;23(7):1645-1654. 
doi: 10.1177/1362361319833929. Epub 2019 Mar 28. 
PMID: 30922068
3- Sartorius N. The meanings of health and its 
promotion. Croat Med J. 2006 Aug;47(4):662-4. PMID: 
16909464; PMCID: PMC2080455.
4- Fong VC, Gardiner E, Iarocci G. Cross-cultural 
perspectives on the meaning of family quality of life: 
Comparing Korean immigrant families and Canadian 
families of children with autism spectrum disorder. Autism. 
2021 Jul;25(5):1335-1348. doi: 10.1177/13623613219
89221. Epub 2021 Jan 22. PMID: 33482693; PMCID: 
PMC8264625
5- Autism spectrum disorders & other developmental 
disorders. From raising awareness to building capacity. 
World Health Organization, Geneva, Switzerland. 16 -18 
September 2013
6- The World Health Organization Quality of Life 
assessment (WHOQOL): position paper from the World 
Health Organization. Soc Sci Med. 1995 Nov;41(10):1403-
9. doi: 10.1016/0277-9536(95)00112-k. PMID: 8560308.
7- Yamada A, Kato M, Suzuki M, Suzuki M, Watanabe 
N, Akechi T, Furukawa TA. Quality of life of parents raising 
children with pervasive developmental disorders. BMC 
Psychiatry. 2012 Aug 20;12:119. doi: 10.1186/1471-244X-
12-119. PMID: 22906177; PMCID: PMC3475140.
8- Mugno D, Ruta L, D’Arrigo VG, Mazzone L. 
Impairment of quality of life in parents of children and 
adolescents with pervasive developmental disorder. Health 
Qual Life Outcomes. 2007 Apr 27;5:22. doi: 10.1186/1477-
7525-5-22. PMID: 17466072; PMCID: PMC1868708.

9- Alhazmi A, Petersen R, Donald KA. Quality 
of life among parents of South African children with 
autism spectrum disorder. Acta Neuropsychiatr. 2018 
Aug;30(4):226-231. doi: 10.1017/neu.2018.5. Epub 2018 
Mar 22. PMID: 29565002
10- V. Perumal. Quality of life in families of children 
with autism spectrum disorder in India. June 2014, DOI:1
0.13140/2.1.4813.6320
11- Bassema M. Quality of Life in Parents of Children 
with Autistic Spectrum Disorders (ASD) in Oman, Int 
J Pharma Res Health Sci. 2018; 6 (2): 2419-26 2419 
DOI:10.21276/ijprhs.2018. 2018. 02.14
12- Kheir N, Ghoneim O, Sandridge AL, Al-Ismail M, 
Hayder S, Al-Rawi F. Quality of life of caregivers of children 
with autism in Qatar. Autism. 2012 May;16(3):293-8. doi: 
10.1177/1362361311433648. Epub 2012 Feb 8. PMID: 
22318119
13- Alenazi DS, Hammad SM, Mohamed AE. Effect of 
autism on parental quality of life in Arar city, Saudi Arabia. 
J Family Community Med. 2020 Jan-Apr;27(1):15-22. doi: 
10.4103/jfcm.JFCM_157_19. Epub 2020 Jan 13. PMID: 
32030074; PMCID: PMC6984034
14- Vahedi S. World Health Organization Quality-
of-Life Scale (WHOQOL-BREF): Analyses of Their Item 
Response Theory Properties Based on the Graded 
Responses Model. Iran J Psychiatry. 2010 Fall;5(4):140-
53. PMID: 22952508; PMCID: PMC3395923.
15- Silva PA, Soares SM, Santos JF, Silva LB. Cut-off 
point for WHOQOL-BREF as a measure of quality of life 
of older adults. Rev Saude Publica. 2014 Jun;48(3):390-
7. doi: 10.1590/s0034-8910.2014048004912. PMID: 
25119934; PMCID: PMC4203073.
16- Fong VC, Gardiner E, Iarocci G. Cross-cultural 
perspectives on the meaning of family quality of life: 
Comparing Korean immigrant families and Canadian 
families of children with autism spectrum disorder. Autism. 
2021 Jul;25(5):1335-1348. doi: 10.1177/13623613219
89221. Epub 2021 Jan 22. PMID: 33482693; PMCID: 
PMC8264625.
17- Özgür BG, Aksu H, Eser E. Factors affecting 
quality of life of caregivers of children diagnosed 
with autism spectrum disorder. Indian J Psychiatry. 
2018 Jul-Sep;60(3):278-285. doi: 10.4103/psychiatry.
IndianJPsychiatry_300_17. PMID: 30405252; PMCID: 
PMC6201674.
18- Alnemary FM, Aldhalaan HM, Simon-Cereijido 
G, Alnemary FM. Services for children with autism in the 
Kingdom of Saudi Arabia. Autism. 2017;21(5):592-602. 
doi:10.1177/1362361316664868
19- Calonge-Torres M, Reyes A, Avendaño E , et al 
G499(P). Quality of life of parents of children with autism 
spectrum disorder aged 3 to 18 years living in an urban 
area. Archives of Disease in Childhood 2017;102:A197. 
DOI:10.1136/archdischild-2017-313087.491
20- Szanto, T., Krueger, J. Introduction: Empathy, 
Shared Emotions, and Social Identity. Topoi 38, 153–162 
(2019). https://doi.org/10.1007/s11245-019-09641-w
 



MIDDLE EAST JOURNAL OF FAMILY MEDICINE  •  VOLUME 7 , ISSUE 10112

Appendix 1

The Arabic version of WHOQOL-Brief

POPULATION AND COMMUNIT Y STUDIES

WORLD FAMILY MEDICINE/MIDDLE EAST JOURNAL OF FAMILY MEDICINE VOLUME 21, ISSUE 1, FEBRUARY 2023



MIDDLE EAST JOURNAL OF FAMILY MEDICINE  •  VOLUME 7 , ISSUE 10 113

Appendix 1

The Arabic version of WHOQOL-Brief

 

POPULATION AND COMMUNIT Y STUDIES

WORLD FAMILY MEDICINE/MIDDLE EAST JOURNAL OF FAMILY MEDICINE VOLUME 21, ISSUE 1, FEBRUARY 2023



MIDDLE EAST JOURNAL OF FAMILY MEDICINE  •  VOLUME 7 , ISSUE 10114

POPULATION AND COMMUNIT Y STUDIES

WORLD FAMILY MEDICINE/MIDDLE EAST JOURNAL OF FAMILY MEDICINE VOLUME 21, ISSUE 1, FEBRUARY 2023



MIDDLE EAST JOURNAL OF FAMILY MEDICINE  •  VOLUME 7 , ISSUE 10 115

Appendix 2

The reference for interpretations of WHOQOL-Brief
https://github.com/seschneck/arc_scoring_code/raw/main/WHOQOL-BREF/WHOQOL-BREF_Introduction%2C%20Ad
ministration%2C%20Scoring.pdf 
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