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The study of autism spectrum disorders (ASD) has received 
significant attention both internationally[1-10] and locally.[7,11-13] 
ASD is a neurodevelopmental disorder characterised by repetitive 
behaviours that occur alongside limitations in social communication 
abilities.[12,14,15] The cause of ASD was not adequately understood 
when the condition was first identified. Bettelheim[16] suggested 
a concept of ‘refrigerator mothers’, which was understood to 
translate to a ‘lack of warmth’ or ‘lack of love’ from the parent, as 
contributing to ASD in children.[16,17] This notion was propounded 
in the media, perpetuating the idea that mothers or parents were 
the main cause of ASD. This idea changed in the wake of further 
research in the 1960s, with researchers arguing that ASD was in 
fact a neurodevelopmental disorder.[18]

Only limited studies, both locally and internationally, have 
focused on parents’ experiences of caring for children with 
neurodevelopmental disorders. Although some studies have 
investigated the effects of caring for a child diagnosed with attention-
deficit/hyperactivity disorders (ADHD) or cerebral palsy on parental 
experiences,[19-25] studies focusing on the stresses of parents raising 
children with ASD are virtually absent.[11,26] Of the findings that do 
appear in literature, most relate to studies that were conducted in 
North America and Western Europe, and so cannot summarily be 
applied to the South African (SA) context.[27] 

International research indicates that the demographic variables 
of parents raising children with developmental challenges such 
as ASD may be as a result of their experiences.[28,29] The different 
parenting roles and the relationship of the specific parent with 
the child differ depending on the parent’s gender and how the 
parental role is understood. Historically, mothers have assumed 
the role of caregiver and fathers have been regarded as providers 
owing to sociocultural mandates. However, these parental roles 
are changing: family dynamics have changed as women entered 
the workforce and the role of full-time caregiver is increasingly 
assumed by ‘nannies’ or babysitters.

An estimated 1 in 59 children are diagnosed with ASD.[30,31] The 
global ASD prevalence is estimated to be between 1% and 2% of the 
population. Franz et al.[32] note that population-based prevalence 
studies are absent in sub-Saharan Africa, but suggest that the SA 
incidence could be comparable to global statistics.[32] However, little 
is known about the parental experience of those raising children 
with ASD in the SA context. Research indicates that parents raising 
children with neurodevelopmental challenges experience stress and 
some level of depression,[33] and in this author’s opinion such stress 
will likely also be experienced by parents of children with ASD. 

According to the theoretical concept of stress proposed by Folkman 
and Lazarus,[34] stress is an individual and subjective process that results 
from an individual’s interaction with his or her environment. Folkman 
and Lazarus[34] postulated that a person deploys coping mechanisms 
when environmental stress is considered to be overwhelming. From 
this perspective, parental stress arises when a family is unable to 
restore adequate functioning mechanisms following the introduction 
of stress. Several studies indicate that parents raising children with 
ASD report high levels of chronic stress compared with parents 
of children exhibiting ‘normal’ development.[35-39] High levels of 
stress have been documented among parents of children with ASD 
in various countries in Europe such as the Anglo-Saxon[36,40] and 
Spanish-speaking regions,[41] and also in the Chinese-speaking 
region.[42] However, similar studies have not been conducted in sub-
Saharan Africa, and particularly in SA. 

Stress is an important variable in shaping the parental experience 
associated with raising children with ASD. The current study 
therefore sought to investigate the stress levels experienced by 
parents raising children with ASD, with a specific focus on possible 
differential experiences of mothers and fathers. 

Methods 
The study used a quantitative, cross-sectional research design to 
assess the levels of stress in parents raising children with ASD and 
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to examine possible differential experiences between mothers and 
fathers. Data were collected by means of questionnaires from a 
sample of parents of children with ASD in three SA cities, namely 
Johannesburg, Pretoria and Durban. 

Participants
A total of 102 parents of children diagnosed with ASD participated 
in the study, of which 84 were mothers and 18 were fathers. The 
mean age (and associated standard deviation) of participants was 
39.01 (7.56) years. The demographic distribution of participants was 
as follows: 81 black, 12 white, 6 Indian and 3 coloured. Participants 
were purposely recruited from institutions that focus on or are 
competent in managing children with ASD in the three mentioned 
cities, namely the Unica School (n=12) in Pretoria, the Key School 
(n=7) in Johannesburg, Action in Autism (n=32) in Durban, the 
Johannesburg Hospital School (n=21), the Browns’ School (n=18) 
based in Durban and the Chris Hani Baragwanath Hospital (n=12) 
in Soweto, Johannesburg. Purposive and snowballing sampling 
techniques were used owing to the nature of the sample required and 
taking into account time constraints. 

Measures
Participants completed the Parenting Daily Hassle Scale (PDHS) 
to determine  their levels of stress associated with caring for 
a child with  ASD and a biographical questionnaire, which 
provided  information on the participants’ gender, age, race and 
marital status.

The questionnaire interrogated participants’ daily challenges 
according to five items in each of the four major areas of daily stress 
in the lives of the parents and carers of young children, namely 
family, work, caring for young children, and everyday stresses. 
Parents were asked to rate the hassle they associated with events such 
as continually cleaning up toys or food, finding suitable babysitters 
(who are hard to find), getting children ready for outings and leaving 
on time, or the children demanding to be entertained or played with. 
The PDHS has two separate Likert scales (frequency and intensity). 
The two scales are highly correlated (r=0.78) and the internal 
consistency is considered to be high (Cronbach’s a=0.84). All 
questionnaires were in English and all participants were conversant 
in that language. 

Data analysis
Data were analysed using the SPSS software package (version 22) 
(IBM Corp., USA). As some questions were not answered, a list-
wise approach was adopted. An independent-samples t-test was 
performed to understand the levels of stress and the differences in 
mothers’ and fathers’ experience of daily parental hassles.

Ethical considerations
Ethical clearance was granted by the Wits Human Research Ethics 
(Medical) committee (ref. no. M140415), the Gauteng Department 
of Education and principals of schools outside the government 
structure (private schools). Prior to the commencement of the study, 
a research pack was sent to participating parents, which included 
information sheets, consent forms, all the questionnaires, and proof 
of ethical clearance from the respective committees.

Results
Before commencing with data analysis, the researcher considered 
all the assumptions and considerations of running an independent-
samples t-test. Homogeneity of variance was confirmed by Levene’s 
test. 

The comparison of the two groups’ parental daily hassles frequency 
(PDHF) scores and parental daily hassles intensity (PDHI) scores 
are presented in Table 1. PDHF scores were significantly different 
between the two groups (t(68)=2.623, p=0.011), with mothers 
experiencing stress more often. Table 1 also shows that the difference 
in the statistical mean was large (9.107; confidence interval (CI) 
2.178 - 16.035) and the effect size (d) was shown to be 0.867.

The PDHI scores were significantly different (t(66)=2.952; 
p=0.004), with mothers reporting a higher intensity of stress than 
fathers. The difference in the statistical mean was large (13.1396; 
CI 4.25 - 22.027) and the effect size (d) was shown to be 0.908.

Discussion
The main objective of the study was to explore the differences 
in parental stress experienced by mothers and fathers raising 
children  with ASD. Results show that the experiences of the two 
groups are significantly different. The findings are consistent 
with those from studies in other countries where parents, and 
particularly mothers, were found to exhibit elevated parental stress 
levels, agitation and other physical problems.[43,44] Mothers reported 
higher scores on both the intensity and frequency scales compared 
with fathers. These findings may be due to several factors relating 
to the roles society ascribes to mothers and fathers. Society 
places different expectations on individuals based on their gender 
and their value systems and beliefs. These differ from one society to 
the other.[45] Traditionally, gender roles suggest that women should 
behave in ways that are feminine, nurturing and family oriented, 
whereas men should be providers and leaders.[45] However, family 
dynamics have evolved, and more mothers are now in formal 
employment. Despite the changing environment, research shows 
that mothers are still highly active in their traditionally assigned 
maternal and domestic roles, although some literature does suggest 
fathers being involved in childcare activities.[46] Regardless of 
the notable increase in involvement by fathers in their children’s 
lives, mothers still provide in more than half of the care needs 
and interact more with the child than the working father.[47-50] 
Pressure stemming from working and caring for children may 
affect women more than men, and may be exacerbated when 
caring for a child with a neurodevelopmental condition such as 
ASD. Tasks  associated with caring for a child with ASD exceed 
the usual type of responsibilities. For example, mothers tend to be 
the ones who attend to the demands of a child with ASD, rather 
than fathers.[50] 

Table 1. Comparison of stress experienced by mothers 
and fathers in caring for children diagnosed with autism 
spectrum disorder

Variable t df p-value*
Difference in mean 
scores (CI)

Frequency
Equal variance 
assumed

2.623 68 0.011 9.11  
(2.18 - 16.04)

Equal variance 
not assumed

3.278 28.617 0.003 9.11  
(3.42 - 14.79)

Intensity
Equal variance 
assumed

2.952 66 0.004 13.14  
(4.25 - 22.03)

Equal variance 
not assumed

3.289 26.826 0.003 13.14  
(4.94 - 21.34)

df = degrees of freedom; CI = confidence interval.
*Two-tailed.
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The findings from the current investigation also support the 
dominant view that notable parenting challenges are experienced 
in a household where a father is absent.[51] In such households, the 
limited role of a father in child care could be detrimental to the 
growing child, as their position is critical in the child’s life and their 
role is different from that of the mother’s. 

A body of evidence supports the critical role of a father and 
the contribution of a father towards the success of the child,[51,52] 
highlighting the significance of the functions a father typically needs 
to fulfil in a child’s life and without which a child may be affected 
socially, psychologically and behaviourally. Studies have indicated 
that when a father is present and engaged in raising a child, their 
sons present with lower psychological distress and a reduced 
likelihood of boys engaging in risky behaviours during adolescence 
has been noted.[53,54] Thus, a father’s involvement in a child’s 
upbringing is critical, especially when the child has developmental 
challenges such as ASD.

Study limitations
It is important for future researchers to note the limitations in this 
study. As many participants were not English first-language speakers, 
the researcher simplified the language of the ‘Parenting Daily 
Hassle’ questionnaire used in this study. This may have affected 
standardisation issues, construct bias, administrative bias or 
differential item functioning. (The researcher is fluent in several 
SA languages, which assisted with data interpretation and bridging 
the language gap.) The sample included more female than male 
parents, which may affect the generalisation of the findings. 
The study also focused only on three major SA cities (Pretoria, 
Johannesburg and Durban), where specialised schooling and 
healthcare practitioners specialising in managing ASD are likely 
more available than in smaller towns and rural areas in SA. 
‘Conventional’ nuclear families, consisting of one mother and 
one father and their dependent children, formed the basis of this 
study. LGBTQIA or polygamous families or households were 
not included.

Conclusion
This research was quantitative in nature and a qualitative study is 
recommended as follow-up to interview parents on the topic of 
parental hassles. Practitioners should take into account parents’ 
emotional wellbeing when managing children diagnosed with 
ASD. There is a need for more support groups for parents, 
especially mothers, raising and caring for children with ASD 
to reduce the burden experienced by parents of children with 
ASD, and it is suggested that parents have access to therapy once 
their child is diagnosed with ASD. The author also recommends 
that more attention should be given to schools that cater for 
children with ASD. Increased community awareness initiatives 
are recommended to educate the public about the condition, its 
symptoms and treatment.
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