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 This was a hermeneutical phenomenological qualitative study of the 

coping strategies parents of children with autism spectrum disorder 

(ASD) use to cope with the demanding behaviours of their children 

in the Lusaka district – in Zambia. Parents, as key caregivers of 

children with disabilities, are likelier to develop unhappiness and 

worry than parents of classically developing children. Parental stress 

is usually associated with the severity of the ASD disorder. It was 

imperative to study how parents in Lusaka District coped with 

children with ASD daily. Interviews were used to collect data. Ten 

(10) parents of children with ASD were purposively selected to 

participate in the study. Data analysis was done in themes that 

revealed extra worries for parents, caused mainly by a lack of 

information about ASD, especially before diagnosis. Parents adopted 

specific strategies to cope with their children's problematic behaviour 

in areas of social interaction. Further, parents require much 

assistance developing interaction between them and specialists to 

acquire support services regarding coping strategies for their 

children's behaviour.  
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1. INTRODUCTION  

Autism Spectrum Disorder (ASD) is a neurodevelopmental disorder characterized 

by frequent high-level behaviour problems [1]. It is not clear what the exact cause of 

autism is. However, it is related to heredity, and there is no known cure for autism, 

although treatment has been suggested [2].  

Caretakers of children with ASD present various forms of stress, including worries 

and feelings of helplessness to have a child who often portrays tantrums and violent 

behaviour, leading to a feeling of humiliation and negative labels [3]. Usually, children are 
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trained in toileting at two years old, but this may not be the case with children with ASD, 

who are still aided in nearly all areas of their lives coupled with extra attention from their 

parents. In Zambia, there are no exact figures for children living with ASD, although 

roughly, there are indications of about 40,000 cases of ASD [4], [5]. With such estimates, 

it cannot be ignored that the impact of ASD exerts a significant influence on the 

individuals with the disorder and those around them. This study explored the influence of 

ASD on parents and shed light on what helps them cope with it among Zambian Parents. 

A wealth of literature provides different experiences parents go through in their 

everyday lives. Conceivably, parents experience much stress when they are told the results 

after the diagnosis of their ASD child [6]. Literature reveals that negative coping by some 

parents of children with ASD led to anger, confusion, avoidance, distress, and projection. 

Further, parents sometimes encounter physical reactions such as fright, trembling, and loss 

of appetite [6].  

Studies show that parents of children with ASD suffer more from depression, 

anxiety, and stress than parents of normal developing children or those without disorders 

[7], [8]. Studies by Rafferty et al. [9] and Hastings and Johnson [10] revealed that those 

parents require a vigorous and comprehensive level of parenting as children with ASD 

need more time, resources, and management skills. The literature mentioned above 

established that most marriages of parents of children with ASD experience less sexual 

satisfaction and end in divorce more than families of typically developing children [8], 

[11]. 

Rafferty et al. [9] also investigated the social dynamics of parents when they inform 

their friends and relatives about the diagnosis. The study found that parents generally 

experienced different responses; positive and reassuring responses included expressions of 

love and support, whereas negative responses included regret and an offer to help if 

needed. It is also the case that parents will have experienced significant stress before the 

diagnosis because their child would have been displaying stimulating behavioural 

symptoms, but the parents would not have understood why or how to deal with them [12]. 

Empirical analysis has also suggested that parental stress is related to the severity 

of the child's symptoms and behaviours [13], [14]. Behaviors that are too difficult to 

manage require professional intervention, and, as such, parents continually need to seek 

appropriate educational and training services [15]. This can require a significant amount of 

administration by the parents as they spend much time looking after their children at home, 

which can be a source of stress. Furthermore, parents are expected to experience stress if 

the information and necessary access to resources are unavailable. Parents with insufficient 

information about the disorder will lack the understanding necessary to cope, which can 

affect how they can meet the child's strains. Parents may also be unable to follow their 

interests or goals, and mothers, usually the primary caregivers, can feel predominantly 

restricted.  

Economic circumstances resulting from having a child with a disability can also 

cause parental stress in different instances, like when significant fees are required for 

private services [5], [16]. Reviewed literature, therefore, shows the focus was on the stress 

children with ASD go through, challenges and opportunities experienced in learning and 
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teaching children with ASD, and the psychological functioning of teachers handling 

children with ASD without necessarily addressing parental stress as they interact with their 

children with autism. The majority of such studies have involved children with ASD with a 

focus on educational attainment, instructional strategies, and rehabilitation of such children 

[4], [17], [18]. Although these studies have been done and significantly have contributed to 

available knowledge on children with ASD globally, very little attention has been paid to 

how parents of children with ASD cope with their children's behaviours, which causes 

them stress. This study was therefore conducted to establish the trials of parents of children 

with ASD pass through in coping mechanisms in the Lusaka district in Zambia. The study, 

therefore, sought to answer two main research questions as follows:  

(i) How do parents get stress when working with their children with ASD?  

(ii) How do parents cope with the experiences of their children with ASD? 

 

2. METHODS  

This study employed a qualitative approach. A phenomenological research design 

was used. The study purposefully recruited ten (10) parents aged 30 and 50 years old, 

where six (6) of the participants were mothers and four (4) were fathers, all from Lusaka 

District. The study used homogeneous sampling, which helped to describe parents' trials 

with their children with  ASD in the Lusaka district in Zambia.  

The research design was suitable for this study because it helped understand how 

parents and guardians of children with ASD coped with stressful situations. Through 

interviews, nonverbal cues were observed and coded while what they said was recorded as 

verbatim excerpts, evidence of fieldwork.  

The study involved ten (10) parents and guardians interviewed via face-to-face 

interactions. Participants were four (4) male and six (6) female. One of the participants was 

a grandmother who was caring for her daughter with ASD. Participants were tapped from 

different professions, while others were not working in the formal sector. One of the 

participants had two children with autism, which gave the study a different experience 

from those with one child with autism in their family.  

Face-to-face in-depth interviews were used to collect data from participants. In-

depth interviews allowed flexibility in how the questions were asked, with each interview 

taking an average of 30 minutes. The interviews helped in asking additional questions and 

observing nonverbal cues. Interview questions covered the participants' family life, 

challenges, stress, and coping techniques. 

Data were analyzed via the identification of key themes that were guided by the 

research questions and emergent themes from discussions with participants, a research 

practice supported by Barriball and While [19], who contended that qualitative data might 

be analyzed through common and recurrent themes and that thematic analysis is a way of 

organizing qualitative data and involves the researcher identifying and making sense of the 

emerging themes [20]. This study transcribed, coded, and categorized data according to 

themes. It ensured that themes were consistent and well understood [20].  

The School of Humanities of the University of Zambia Ethics Committee approved 

the study. Participants agreed to take part in the study and signed ethical consent forms. 
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Their identities in this study have been withheld to fulfil the ethical requirements of 

anonymity and confidentiality. 

  

3. RESULTS AND DISCUSSION  

The findings of this study have been presented and discussed according to the main 

themes derived from the research questions.   

 

3.1 Ways in which parents get stress from their children with ASD  

This study revealed several stressful situations for parents of children with ASD. 

More so, the situations are not any different from parents in similar situations, although the 

degree or severity of the condition also impacts the amount of stress on an individual 

parent.  

 

3.1.2. Stressful conditions of Parents' 

Generally, the findings showed that parents got stress from performing daily 

routine duties such as child care, financial burdens, communication barriers, stigma, and 

frequent discussions with professionals who endeavoured to help out. The findings from 

the study are supported by Pisula and Kossakowska [16], who opined that parents become 

distressed and family functioning is impacted in numerous ways due to rearing a child with 

autism. Parents bear most of the emotional burden as caring for the child falls 

predominately upon them [7]. 

 

3.1.3. stress from childcare duties  

Stress also emanates from childcare-related duties. The findings of this study align 

with Alnemary et al. [5]. According to Alnemary et al. [5], some parents lack knowledge 

of how to manage problem behaviour exhibited by a child with autism and end up being 

overly stressed. The failure to know the condition creates pressure, anxiety, and stress to 

handle emerging behavioural challenges emitted by children with ASD. Childcare duties 

create high transport costs for parents as they take their children to and from hospitals for 

treatment and consultations with medical doctors [2]. According to the findings of this 

study, it is not easy to care for a child with autism. Thus, a gap emerges in this study that 

parents appear to have knowledge and skills in managing problem behaviour for children 

with autism [21]. One of the parents says: It is not that easy because you have to do 

everything for the child, from waking up until he or she sleeps. This wears me out, said 

participant < A'5>.   

Children living with autism are usually inconsistent in terms of routines. Parents 

found caring for their children after school difficult without a helper or other family 

members. Parent participant < A'9> said it was challenging because I have changed 

nannies occasionally. After all, they become stressed and quickly relinquish their duties to 

look for other less demanding nanny duties. This leaves me with many care responsibilities 

for the child, yet I have to fend for the family.  
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Overall, childcare duties were stressful to parents, as evidenced by the complaints 

of most parent participants; members who had someone to help reported less stress. For 

instance, an elder sister would help to take the child to and from school. This was not easy 

for single parents.  

 

3.1.4. Financial burden 

This showed that working parents who could afford financial resources found it 

easier to take care of their children with autism than those who did not have the resources. 

This finding relates to Wonani and Muzata [4], who reported that parents complained 

about the financial burden or costs of having children with ASD compared to those 

without. Therefore, taking care of a child with autism was highly costly since parents 

needed to take their children to the hospital for medical checkups, treatment, and 

professional guidance on how to care for them. In this study, all parents complained that 

taking care of children with autism was expensive. One of the parent participants < A'2> 

testified below:  I must confess that I find it costly to take care of my son, who has autism, 

especially since I am not married, which means I have no husband to help me take care of 

this child. I also have to shoulder all the costs by going to the hospital and performing 

home chores when he needs attention. I usually take him to be scanned because it is 

routine according to how we were advised at the hospital, and because it is routine, you 

must pay consultation fees every time.  

The other financial-related burden reported by parents was transport. Parents shared 

that they have to always take and drop their children right at school so that their child is not 

ridiculed if allowed to walk to school alone or with peers.  

Parent participant < A'4> explains: When using a public minibus, you always worry about 

people you sit with because they make silly statements about the child. 

Additionally, one participant, < A'10>, reported that she was unemployed and her 

husband could not continue supporting the child. She narrates: when my husband stopped 

supporting the child, I could not take the child for treatment at the hospital as was a 

routine previously. I cannot afford school fees at a private school. 

These findings, therefore, appear to indicate that parents need financial and other 

forms of support to provide for their children and offset the adverse impact of such a child 

on the overall family needs. Institutions and organizations that support the vulnerable in 

society should take a keen interest in identifying persons in such circumstances. Parents of 

children with autism need financial support, mental health support, and training in skills to 

manage problem behaviour that comes with the condition. 

 

3.1.5. Communication barriers 

Communication is a critical feature that aids child development. Mutual 

communication aids children's development as they can quickly receive guidance and 

instructions from parents, and they, too, can make requests and seek various services. 

However, it is now naturally accepted that children with autism lack communication. For 

parents, it was so stressful that they could engage in fruitful interaction with their children 
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who had autism. One of the extracted excerpts below speaks to this finding: You know how 

important it is to communicate. Nevertheless, in this case, I can talk to my child, even if I 

try. I am not sure he understands me; the worst part is that he cannot communicate back. 

However, some parents, especially the older ones, believed that communication 

with children gradually improved with time and patience. Parent participant < A'3> 

reported his experience as follows: At the beginning, it was rough, but now the child can 

follow some instructions, and we can also know what he wants at a particular time. 

Perhaps with time, we will be communicating < A'3>. 

 

3.1.6. Stigma 

Families of children with autism are more likely to feel socially isolated and 

stigmatized than families of children with no disability at all [22]. Studies by Gray [12] and 

Wonani and Muzata [4] report that parents of children with ASD may feel stigmatized in 

public places. < A'9> reported that People always stigmatize us as parents and the child in 

places, but you have to show love to your child. However, in a public place, I have to 

explain to the person my child is seated next to so that he or she understands when my 

child behaves in a contrary way.  

Although parent < A'9> reported this, not all parents had similar experiences. Some 

parents did not report any form of stigma. One parent reported that people at a church were 

more supportive of her daughter with autism. We receive positive attention from members 

of our church. My child is engaged in different entertaining activities when we go to 

church. However, since I am always worried, I try to check on her or sit with her in church 

constantly. 

Varied experiences of parents show the different orientations and attitudes in 

society. When attitudes are negative, the sources of negative attitudes need to be targeted 

with educational sensitization talks. When positive attitudes linger, there is a need to 

strengthen and utilize such societies to help turn other societies in the pursuit of supporting 

parents and children with autism and other disabilities.  

 

3.2. Coping Strategies Used by Parents 

3.2.1 Acceptance 

When parents realize their child has ASD, they may accept it, put all other 

emotions behind them, and focus on ways to better their and their children's lives [5]. 

However, it does not come that easy. Parents must pass through various stages before they 

adapt and accept and deserve support through the journey to adaptation and acceptance. 

The adaptation process may know no age, although experience with children with ASD in 

this study shows that elder parents tended to accept their condition and move on a little 

quickly. Parents who finally accept their child's condition would say like the parent < A'5> 

below: I have to move on. I do not need to keep on complaining. So, I need to find ways of 

paying attention to my child's needs, and gradually, the child improves until no one notices 

that the child has a disorder. 
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3.2.2 Support groups 

The study discovered that a family raising children with ASD with other family 

members needs support and assistance in dealing with their emotions. In this study, most 

parents received support from family members. Most help came from the grandparents of 

the child with autism, i.e., the child's mother. One middle-aged parent participant 

responded that she generally cares for her baby, but her biological mother assists her in 

every way possible. In this study, participants reported getting support from other family 

members and their families. However, a few others noted that they did not receive regular 

assistance from relatives or family members. Participant <A8> specified that her family 

provided psychological and emotional support: my entire family supports me since I am the 

first to have an ASD child. 

Surprisingly, this study reveals that female participants received support from 

family while no male parent did not report this. This calls for further investigations into the 

nature of support provided to parents of children with autism and establishes whether 

females receive more support than male parents yet harbour the same challenges.  

Generally, the findings restrict support to the family level, meaning that parents 

may not be aware of the relevance of a broader support system that can be created from the 

communities in which they live. It is essential to introduce parents to other parents living 

with similar children so that they can appreciate and exchange knowledge, skills, and 

understanding of the trials they encounter when children with ASD are raised. Support 

groups may include professional groups that may train children in social skills, 

communication, therapeutic activities, and daily living skills. Parents need to be introduced 

to communities of hope that provide counselling and guidance on where to access financial 

help.  

 

3.2.3. Leisure Outings 

Another finding critical to coping with autism is the adoption and use of 

technology. Parents with access to information technology tools such as computers, 

phones, and games easily helped parents engage their children with autism in play and 

social behaviour regulation. One of the parents <A’4> narrates below:   

I use technology at home to keep my child from throwing tantrums and give me free time to 

do my things. I use phones and tablets, which keep my child away from problems. 

Another contribution from participant < A'2>) says: I use television for my child to watch 

cartoons and showing my child pictures of new persons or places to enhance growth and 

understanding to know what is happening and if we want to go to a place unfamiliar to 

him. 

Although this finding was not prevalent for most parents for various reasons, 

including lack of access to gadgets, it is essential to explore the use of various technologies 

in helping regulate social behaviour for children with autism. Various games can entertain 

children through play, but computer games can help train children in acceptable social 

behaviour. What needs to be addressed is the issue of access for parents, affordability, and 

knowledge of the relevant software for behaviour regulation.  
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3.2.4. Use of technology 

Another finding critical to coping with autism is the adoption and use of 

technology. Parents with access to information technology tools such as computers and 

phones with games quickly helped parents engage their children with autism in play and 

social behaviour regulation. One of the parents, < A'4>, narrates below: At home, we use 

phones and a tablet, so we use games to help the child play and relax. We use some 

cartoons to teach good behaviour, how to ask for things, say sorry, etc. Occasionally, we 

would ignore his demands as another way to control his behaviour. We also explain by use 

of verbal explanations.  

Another participant < A'2>) recounts: We sometimes use stories and models, and 

we show the child pictures of new places and people to help him understand what is in the 

environment. We advise visitors to our home not to introduce aspects that trigger bad or 

aggressive behaviour in the child.  

Although this finding was not famous for most parents for various reasons, 

including lack of access to gadgets, it is essential to explore the use of various technologies 

in helping regulate social behaviour for children with autism. Various games can entertain 

children through play, but computer games can help train children in acceptable social 

behaviour. What needs to be addressed is access for parents, affordability, and knowledge 

of the relevant software for behaviour regulation.  

 

3.2.5. Safety and Behavioral Tokens 

Parents used tokens to reward good behaviour for managing non-compliance and 

reducing stress. For instance, one parent-participant < A'10> reported that I use the reward 

system when my child portrays a specific good behaviour; I give him what he likes. For 

example, my boy loves Pizza. I go with him to buy to encourage the behaviour. Praising is 

also a coping strategy for my child to see good behaviour. I also continue with routine 

demands, various strategies, and social stories despite my child's protests, working with 

some of these strategies.  

Parents' participant < A'7> submitted that:  Our house is near the main road, so we 

had mounted steel bars, installed alarms, and inserted many locks on doors and squeezed 

window frames to stop my son from going out and getting lost. I am comforted and at 

peace; he is in a familiar place.  

This is another unpopular response that did not receive a higher coding but is 

relevant in regulating behaviour and reducing stress among caregivers of children with 

autism—behaviourists such as BF. Skinner, Edward Thorndike, and Ivan Pavlov noted the 

relevance of rewards in modifying behaviour [11]. Parents need to be helped to become 

aware of the nature of rewards and how often they can help their children regulate stressful 

behaviour. In a surprise but real revelation of findings that most parents did not bring out, 

one parent reported using physical punishment. Below is the attestation by participant< 

A'5>: 
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I lose it at times. I beat the child when he shows unacceptable behaviour, so I treat him like 

any other child in the house. I do not give special treatment coming from a family of 

orders. I beat him, though he does not show any remorse.  

Another parent who used a yelling and shouting strategy at the child eventually realized it 

was not working. She says: I fail to tell what strategy to use for my child. As a mother of 

five children, I screamed, roared, and carried negative distress in return for violence or 

problem behaviour. My effort to use time out did not work, and the child would shout or 

leave me alone.  

Punishment to diminish unwanted behaviour is acknowledged in behavioural 

psychology but not supported in the current discourse of behaviour modification. Negative 

reinforcement should be discouraged, especially in the current human rights discourse that 

children should enjoy daily.  

 

3.2.6. Supervision and monitoring of Behavior modification schedules  

The responses from the parent participants adopted the supervision and monitoring 

model to help modify their children's behaviour and reduce stressful occurrences if the 

children were left loose. This means parents need to stay alert and ready to intervene 

always to avoid damage. One parent participant < A'4> said, "My son has no fixed 

schedule; he can sleep at 14:00 hours and wake up at 22:00 hours. Furthermore, no one is 

allowed to sleep when he wakes up, and he needs to be given extra attention to have 

pandemonium in the house. He can sometimes sleep at 18:00 hours and wake up at 02:00 

hours. To us, it is to be always ready, and at times, we distract him so that he does not 

sleep early but after 20:00 hours so that he wakes up in the morning.  

 

3.2.7. Spiritually and Religious Strategies 

Like Banja and Muzata [1], this study revealed that parents resorted to God or other 

religious figures they believed in to help them cope with their child's condition. Thus, 

religion can mediate in parents' coping trials, an observation made by Spector and Steve 

[23] in an earlier study. In this study, the following excerpts reveal what parents said: 

parent participant < A'6> said that.  

I believe God cannot give me a problem I cannot handle. I accepted that my children have 

a disorder, and I always pray for strength; that was a vital religious experience. 

 I began reading my Bible, wanting to know why I was given a child with a disorder and 

where I went wrong. I keep asking myself this question and praying for God's miracle to 

heal my child.     

Participant < A'1> A father said it is essential to be patient and accept every child 

God has given someone because God rewards people in different ways. As a Christian, I 

have accepted my child using verses in the Bible that one day, God will heal my child in 

his own time.   

Religion has a role in helping parents cope with the difficulties they face in life, and 

this study, therefore, calls on religious leaders and organizations to play a role in helping 

parents adapt to the disability and manage the stress caused by having a child with ASD. 
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CONCLUSION 

This study explored the coping strategies parents of children with autism spectrum 

disorder (ASD) in the Lusaka district use to cope with the stressful behaviours of their 

children. Through a hermeneutic phenomenology, ten parents participated in the study's 

sample size. Based on the findings of this study, parents in Lusaka need various services to 

adapt, accept and support their children with ASD. Parents must be provided with 

knowledge and skills on various methods to interact and cope with children with ASD. 

They must be linked to various service providers to access financial support, counselling 

services, and skills to live with a child with ASD. Linking parents to support groups would 

help alleviate depressing feelings and improve mental health among parents living with 

children with autism.  
The study was qualitative, using ten parents of children with autism, which means 

it is restricted in generalizability. It would be necessary to upscale this study quantitatively 

to obtain more parents in the same situation to broaden service provision to all parents of 

children with ASD in Lusaka and Zambia.  
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