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Background: Autism spectrum disorder (ASD) is a debilitating condition for the child as well as the parents and family. Research 
in ASD is on the increase with many studies coming out of developed countries. To add to the knowledge base in ASD from a 
South African perspective, the experiences and coping strategies of parents of children with ASD were explored.
Methods: A qualitative phenomenological research design was adopted. The sample consisted of 11 parents of children with 
ASD. The data was collected using semi-structured interviews. Interviews were audiotaped and transcribed verbatim using  
pseudonyms for participants’ names. Thematic analysis was used to analyse the data into themes.
Findings: There were a number of themes that emerged about parents’ experiences and coping strategies while raising a child 
with ASD. The theme “A road map to coping with ASD” was used in this article to map out guidelines for practitioners when  
dealing with parents of children with ASD.
Conclusions: As practitioners are often the “first port of call” within the Western context when a parent is concerned about their 
child’s development, they can play a valuable role in the lives of parents who present with vulnerability, by providing timely  
psychosocial support. This article provides practitioners with guidelines to care for these parents.
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Introduction
Autism spectrum disorder (ASD) is a childhood developmental 
disability that is ranked as one of the most stressful for parents to 
cope with.1 The combined problems of limited communication, 
emotional expression and asocial behaviours place tremendous 
stress on the families of children with ASD, particularly the  
parents.1 Lack of public awareness around ASD, inappropriate 
labelling of children with ASD as disobedient, lack of support 
during the diagnostic period, and lack of suitable schooling  
options are some of the stressors parents face daily.2

Previously in the Diagnostic and Statistical Manual of Mental  
Disorders IV, ASD was characterised by a triad of impairments in  
social interaction, communication and restricted, repetitive and  
stereotyped patterns of behaviour, interests and activities.3 The new 
edition, DSM-V, published in May 2013, has collapsed the social  
interaction and communication components into one category, 
thereby creating a classification of ASD with two sections rather 
than three.3 The nature and severity of these characteristics, namely 
emotional, behavioural and communication problems, impact  
on the stress levels and burden of care on parents of children with 
ASD.

Despite the prevalence of ASD having increased over the last 20 
to 30 years,4,5 the exact statistics in South Africa are unknown. 
Springer et al.,6 posit that given the US prevalence of ASD of 110 
per 10 000 in 2007, South Africa has a potential pool of 270 000 
people with ASD, increasing by 5000 each year. According  
to their research, Autism South Africa (ASA) indicates the  
prevalence of ASD in the country to be 1 in 150 live births.3  
This significant number means an increase in the number of 
families and parents exposed to this burden of care.

Parents of children with ASD experience high levels of stress  
and depression.7,8 Typically they experience concerns about  
their child’s future,9 restricted access to services10 and a lack  
of formal and informal support.11 Other stressors include  

family conflict around issues of the child’s impairment,  
constricted social and recreational life, and financial strain on  
the parents.12

High levels of stress in mothers of children with ASD have been 
well documented,13 with gendered experiences being highlighted 
in the literature.14 Experiences of parents of children with ASD  
include isolation, depression, fatigue, lowered self-esteem,  
interpersonal conflict, and stress.13,15,16 Specific time demands are 
expressed around finding child minders and other forms of respite 
care,13 as well as the demands of work and needing flexibility at 
work to cater for their child’s needs.17 Difficulties in accessing 
healthcare facilities have been raised in the literature,15 as have the 
difficulties in the diagnostic process.18−20

Behavioural problems displayed by children with ASD are  
associated with increased parental stress more than any other 
characteristic.21 Parents experience difficulties in managing  
behaviours which impact on social gatherings.22 These  
behavioural problems dominate the family life of parents of  
children with ASD, and restrict social and recreational activities.23

Due to the extremely disruptive behaviour, and lack of public 
knowledge about ASD, there is a high probability that parents 
will be stigmatised if they have a child with ASD, despite the 
child’s normal appearance.24

The study was aimed to better understand the experiences  
of parents with children with ASD and to ascertain their  
coping strategies. These findings would serve to provide  
healthcare professionals with suitable intervention for these  
parents.

Methods
The research design was phenomenological in nature. The aim of 
the study was to gain deeper understanding into the lived  
experiences of parents with children who have ASD who attend 
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Introduction
Strengthening primary health care is a national priority in South 
Africa in order to improve equity, effectively address the burden 
of disease and prepare the country for the introduction of a 
national health insurance (NHI) scheme.1 Currently primary care 
is mainly offered by nurses, with support from doctors.2 The 
quality of primary care is not optimal with concerns existing 
regarding infrastructure, supply of essential medication, 
capability of nurses to offer holistic and comprehensive care, and 
acceptability of services.3

A number of strategies to accomplish this “re-engineering of 
primary health care”4 have been planned and include the 
development of municipal ward-based outreach teams of 
community health workers supported by nurses and doctors, 
who will take responsibility for visiting specific groups of 
households.5 In addition the plans include strengthening of 
school health services, promotion of the ideal clinic and 
introduction of District Clinical Specialist Teams (DCST).4,6 DCSTs 
consist of a group of specialists dedicated to improving maternal 
and child health care within a district.

A further intervention to improve healthcare within the district 
health system has been the recognition of family medicine as a 
new discipline. Since 2008 family physicians have been trained as 
expert generalists in new four-year programmes that model the 
training of other specialists. This new cadre of family physicians 
have begun to enter the health system and have an impact, 
although each province has adopted a different approach to 
their utilisation.7 In some provinces they have been employed at 
community health centres and district hospitals, while in others 
at the level of the sub-district, district or even regional hospital. 

The numbers of family physicians are still relatively small and 
there is a need to create more internal policy cohesion within the 
Department of Health on their role and contribution. In time it is 
anticipated that all doctors pursuing a career in the district health 
services would train as a family physician.

Over the next 10–15 years, however, the pool of doctors currently 
working in primary care will be far larger than the number of 
family physicians and most are unlikely to train as family 
physicians, because this would mean reverting to a registrar 
post. The potential pool of primary care doctors includes medical 
officers in the public sector and general practitioners in the 
private sector. The Department of Health has begun to contract 
with general practitioners in the NHI pilot sites to bring them 
into the public sector primary care system. Primary care doctors 
will need to support all of the initiatives outlined above and in 
order to make their contribution will need to fulfil a number of 
new roles in primary health care. These future roles and 
competencies required of primary care doctors were identified 
in a national stakeholder workshop (Table 1) as part of a larger 
project entitled “Strengthening primary health care through 
primary care doctors and family physicians”.8

This project plans to revise the current two-year Diploma in 
Family Medicine that is available in South Africa, so that its 
learning outcomes and curriculum are better aligned with the 
future needs of the country and primary care doctors. Currently 
four universities offer such a diploma, with very different and 
sometimes outdated learning outcomes. The project intends 
that all the programmes should align themselves with the same 
nationally agreed learning outcomes and that new programmes 
should be developed at other universities so that training can be 
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