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Abstract 

This study tri ed to explore the psychological, social and economic challenges faced by parents of 

children with autism. To this end, qualitative research design was used in order to have an in­

depth understanding of the matter where the selected study site was Nia foundation-Joy center 

for children with autism and related developmental disabilities. By using interview guide as data 

collection tool , sufficient data was collected where twenty research participants were selected 

purposively. The accounts of the study participants were analyzed rigorously Lls ing thematic 

analysis. The thematic analysis was based on interrelated steps involving translating and 

transcribing the collected data, coding and categorizing where it was reached at maj or themes. 

Findings of this study showed that the psychological challenge of parents raising children with 

autism was mainly stress, the social challenges were interruption of family system, lack of public 

awareness about autism, inadequate social service, limited social support and controlled social 

life and the economic challenges were effect on earnings and expenses. In addition, parents with 

low economic status were found to experience higher psychological social and economic 

challenges mainly because of lack of support in the above three dimensions. This research 

concludes the mandate that parents of children with autism need to get psychological, social and 

economic support from all stakeholders mainly government, community, service giving 

agencies, and social work practitioners. 
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Introduction 

Developmental di sabilities are a diverse group of severe chronic conditions that are due 

to mental and/or physica l impairments . People with developmental disabilities have problems 

with major life activities such as language, mobility, learning, self-help, and independent li ving 

(Centers for Disease Control and Prevention [CDC], 20 13). Auti sm is one type of 

developmental disability whose cause is not yet fu ll y understood and that does not have as such 

cure. 

American Psychiatric Association [AP A 1 (2000) defines Autism as a neuro­

developmental disorder which can be distinguished by impairments in reciprocal social 

interaction, communication, and restricted, repetitive behavior, interests and activ ities. The 

study by Wiggs (20 10) further adds that self stimulatory behaviors, self inj ury behaviors, and 

obsessive compulsive behaviors are also characteristics of children with autism. 

According to Dzubay (20 11 ) the above mentioned characteristics are displayed in 

children with autism when they reach 18 to 24 months of age inducing parents to develop 

concern about them. 

Childhood is a demanding and challenging period for all parents, and when a child has a 

problem, the demands and challenges are magnified. When the problem is autism, one of the 

most devastating and least understood mental disorders of childhood, it is hard to imagine how 

parellls and siblings cope (G lass 2001). Therefore, as there is difference between raising a 

normal child and a child with disorder, the previously mentioned behaviors charge parents of 

children with auti sm special attention, time and energy. Miodrag (2009), states that auti sm is a 

lifelong disorder affecting not only the individual but the family as well. Moreover, in Ming ' s 

8 
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(2006) study of parents of children with autism, it was described that the characteristics among 

children with autism pose a unique set of challenges for parents. 

Therefore, learning the challenges they face in caring fo r their chi ldren with autism is the 

first step in identifying ways to improve support for such caregivers or to help them capi talize on 

the coping strategies that they have been using. 

The purpose of this study is thus to explore what challenges parents whose children are 

cared by Nia foundation-loy center fo r children with autism encounter while raising their 

children with autism. Specifically it will look into the social , psychological and economic 

challenges in raising children with autism. 

Statement of the problem 

Recently, more and more children are being diagnosed with autism at an increasi ngly 

younger age. Currently, one in every 110 children in the United States is diagnosed with autism 

(viww.cdc.gov) . 

Statistical evidence on the extent and prevalence of auti sm is not sufficiently available in 

Ethiopia at the moment. However, it is estimated that from more than 80 million popul ation of 

Ethiopia, over 530,000 are suffering from autism and related developmental disorders, with no 

access to rehabilitation, education and training(www.ethioautism.org) . This significance 

confirms the advance in the llumber of parents who are supposed to deal with children with 

auti sm and the associated psychological, social and economic challenges. 

According to Vihar (20 13), there are a number of aut ism centers around tbe world but 

there are only two in Ethiopia established to care for children with autism; Nia Foundation-Joy 

center for children with autism and Nehemia Autism Center. 
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The issue of parents of children with autism is studied by different international and 

limited local researchers; for instance the li teratures by Balfour (2007), Miodrag (2009), 

Alteri ere (2006), and Efrem (2005) can be mentioned. 

10 

The study by Balfour (2007) made needs assessment on parents of children with autism 

in South Africa and found that the needs of parents of children with autism are not met. [n doing 

so, the study looked at the gaps in services and financial strains as challenges and overlooked the 

social challenges of parents of children with autism. 

On the other hand, the study by Miodrag (2009) examined how various chi ld and parent 

factors relate to psychological wellbeing in parents of children with autism. This study 

discovered the presence of depression and parental stress with parents of children with autism 

but it overlooked the economic and social challenges. 

Alteriere (2006) studied family functioning and coping behaviors in parents of children 

with autism by comparing relationships among different familial variables to determine the 

contribution of each individual to the developmental outcomes of the family unit. 

The research by Efrem (2005) studied the level of parental enrolment in the early 

intervention program designed and implemented to help their children with autism. It fo und that 

all parents of children with autism have positive understanding about the causes and intervention 

strategies of auti sm. 

Furthermore, the study by Ritche (2008) which looked at the attachment style between 

parents and their children wi th autism, the study by Lo, Chak-chuen and Eddie (1994) which 

focused on the parenting stress in family with individuals with autism and the study by Wnoroski 

(2008) whose point of concern was to uncover stigma in parents of individuals with autism can 

be mentioned. 
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Thus, the above mentioned empirical evidences can give an overview of challenges of 

parents in raising their children with autism. However the psychological, social and economic 

challenge of parents rai sing children with auti sm in Ethiopia is found to be overlooked . 

Therefore, thi s study is different in that it will give an insight on parents' challenges from the 

psychological, social and economic dimensions since these three dimensions are interrelated to 

one another. 

Understanding the challenges of having a child with autism wi ll be the first steps to 

support parents develop coping strategies as they care for their child. Hypothesizing that it will 

be an input in this aspect; this research will try to uncover the parental cha ll enges from parents 

whose children are cared by Nia Foundation-Joy center for children with autism and related 

developmental disab lilities. 

Objective 

Genera l Objective 

The general objective of this research is to explore what challenges parents face in raising 

their children with autism who are cared by Nia Foundation-Joy center for children with autism. 

Specific objective 

The specific obj ectives ofthis research are 

• To investigate the psychological challenges of parents raising children with autism 

• To find out the social challenges of parents whose children are auti stic 

• To explore the economic challenges of parents who have children with autism 

• To analyze the implication of the result of the study in line with socia l work 
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Significance ofthe study 

This study has meaning in the aspect that it creates the opportunity for parents to ex press 

their feelings and challenges that emerged from their concerns and hopes for their ch ild. This 

gives society a better understanding of autism in general and specifically about the 

psychological, social and economic challenges of parents of children with auti sm. 

Relevant studies that explored the challenges in parenting children with autism in Ethiopia 

are unavailable. Hence, this study wi ll shed lights and makes its own contribution to uncover the 

Issue . 

This study will further discuss the implication of the finding that will have significant 

contribution to practitioners who are working with parents of chi ldren with autism. In addition, 

the implications of the findings wi ll help to initiate policy makers to revi se policies regarding 

services provided to individuals with autism. Last but not least, it will act as an impetus for 

flJtlU'e studies. 

Scope of the study 

This research deals with the challenges of parents of children with auti sm; specificall y the 

psychological, social and economic challenges they encounter while trying to respond to their 

chi ldren's intense needs and behav iors. 

In doing so, qualitative research design is used. The data collection tool utilized is in-depth 

interview guide so that detail information is collected. 

The study site for thi s research is Nia foundation-Joy center for children with autism; which 

is selected because it is the pioneer foundation relatively aged in working with parents of 
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chi ldren with autism. Therefore, the study participants are those parents whose ch ildren with 

auti sm are cared by this center. 

The theoretical base for this study is fami ly systems theory and thus the issues wi ll be viewed 

for the point of view of this theory. Although thi s is the case, this study specifically focused on 

mothers and fathers only and overlooked the chall enges faced by siblings and other extended 

family members. 

Limitation of the study 

There are limitations to this study and therefore the find ings should be interpreted with 

caution. 

This study is done by taking parents of children with autism who get educationa l and 

therapeutic support for their children and psychosocial support for themselves at Nia Foundation-

joy center for chi ldren with autism. Therefore, it is difficult to generalize the result of thi s study 

to the general population of parents of children with auti sm. 

More to that, the research is not done to the greater scale and it is limited to 20 research 

participants fo und in one unit of analysis, Nia foundation-Joy center for children with autism. 

Methodologically, this study used only one data collection tool which is interview guide. 

Therefore, the validity orthe collected data is not strengthened by other data co llection tool due 

to time constraint although it sho uld have been triangulated with other data collection tools such 

as observation of the family in their real life setting. 
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Operational definitions 

Autism: A pervasive developmental disorder characteri zed by the physical , cogn itive, 

emotional and spiri tual impairment of a child . 

Developmental Disability: An organic disability that becomes limiting to a child before the 

child reaches early childhood and continues to incapacitate tlll"oughout his or her life. 

Child: For the purpose of this research a child is defined as an individual who is below 13 years 

of age. 

A child with autism: A child who is below 13 years of age and who is diagnosed with 

pervasive developmental disorder. 

])arent: A mother, a father or a legal guardian who provides care for and rai ses the child with 

auti sm. 

Stress : A function of the interaction of the subjectively demands of a situation and the capacity 

of a parent to respond to these demands. 

Parental stress: A stress in the parent-child system as perceived by the parents. 

Attachment: The affectional bond that is formed between a parent and a child witb auti sm. 

Stressor: an internal or external stimulus that causes stress to parents of children with auti sm. 
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Literature Review 

This chapter reviews theoretical and empirical literatures pertaining to this study. First it 

will look at theoretical frameworks that relate autism wi th child development theories and child­

parent relationship. Nex t, it will go through literatures that give general insight about what 

autism is, characteristics of children with autism and the causes, incidence and prevalence of 

autism. Subsequently, it will go through literatures regarding the psychological, social and 

economic challenges of parents of children with autism. [t will then finali ze by supporting the 

discussed ideas with empirical findings of different researches. 

Theoretical framework 

This section tries to see the development of chi ldren with auti sm in accordance with 

different chi ld developmental theories. It al so looks at the psychological , social and economic 

challenge of parents associated with the presence ofa child with auti sm in relati on with differen t 

fami ly theories. 

Autism and Developmental Theories. 

Understanding child development is vital because it enables us identify the cognitive, 

emotional , physical, social and educational growth that children go through. Different 

developmental theo ries have outlined diffe rent explanations for child development. Relating 

these theories to the development of children with autism will help us identify the impaired 

development of their children in order to understand the challenges that parents face while 

dealing with their children with auti sm. 
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Cognitive theory. 

In regard to children's cognitive development, Piaget's cognitive developmental theory 

states that chi ldren can be thought of as "little scientists" who actively construct their knowledge 

and understanding of the world. He adds that they play an active role in gaining knowledge of 

the world through developing 'schemas' (Cook & Cook, 2005). 

The development of children with autism in the cognitive aspect is contrary to what Piaget's 

cognitive developmental theory stated. (Dubin and Graetz as cited in Wiggs 20 I 0) state that 

research suggests that symptoms of auti sm relate to a limitation in cognitive development. 

Children with autism are rather passive and do not usuall y show interest to learn whal is going 

on around them. Glass (2001) further argues that cognitive skills are present in autism but seem 

to function at a low level which he described as "Because of insufficient development of a theory 

of mind, people with autism lack the ability to engage in imaginative ideas, to interpret fee lings, 

and to understand intentions beyond the literal content of speech". 

Behavioral theory. 

Behavioral theories of child development which were developed by John B. Watson's, 

Ivan Pavlov's and B. F. Skilmer focus on how environmental interaction influences behavior 

consider development as a reaction to rewards, punishments, stimuli and reinforcement. It 

focuses purely on how experience shapes who we are (Center for learning innovation, 2006) . 

On the other side, children with autism are either very slow or very hasty to react to the 

envirolUnent. Even if doing some specific activity (e .g. self-harming activities such as pounding 

their heads on a wall over and over again) resulted in punishment (e.g. pain) in the past, they 

keep doing it repeated ly (Wiggs, 20 I 0). This shows that children with auti sm have very low 

interaction with the environment. 
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Social Development Theory. 

Social development theory of John Bowbly underlines that early relationship with 

caregivers plays a major role in child development. He adds that children are born with different 

proximity-seeking behaviors that create attachment with their care givers which develops 

through the routine of care giving (Center for Learning Itmovation, 2006). 

Regarding children with autism in this aspect, Levine (2010), states that the ability to find 

comfort by gentle touch, smiling face, or voice tone has no meaning with children with autism. 

They have problem in regulating and communicating their emotions with others. 

Social Learning Theory. 

In his social learning theory of child development, Psycho logist Albert Bandura entail s 

that, children learn new behaviors from observing other people. He states that children develop 

new skills and acquire new information by observing the actions of others, including parents and 

peers (Cook & Cook, 2005). In the case with children with autism, acquiring new skills tlu·ough 

observation is possible but it takes much more time that it takes a typical child (Balfour, 2007). 

Socio-cultural Theory. 

Lev Vygotsky's socio-cultural theory proposes that the development of higher order 

function is highly affected by parents, caregivers, peers and the culture at large. He adds that 

children' s minds stretch through challenges (Cook & Cook, 2005). 

When children with autism are viewed from this dimension, it is seen that the passivity of 

their sensory system deprives them from understanding what is going on in the environment. 

Levin (20 I 0) suppOlis this idea by saying that children with autism are not as much influenced 

by the culture and external activities as typical children are. 
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According to the above discussed developmental theories and the associated impai rments 

of autism, children with autism have limited abi li ties in the cognitive, behavioral and socia l 

aspects. These limitations hinder them from performing in the level a typically developing child 

can perform at certain ages. Identifying these limitations is helpful to gain an insight of the areas 

where parents of children with autism, as primary care givers of a child are challenged while 

raising their children with autism. Furthermore, knowing in which areas children with autism 

are different from typically developing ch ildren helps in gaining better understanding of the 

consequences that accompany raising a child with autism. Subsequently, the challenges of 

raising children with autism as seen from the perspectives of various theories will be di scussed 

hereafter. 

Challenges of parents in raising children with autism and related theories . 

Fami ly, the immediate enviromnent of an individual affects and is affected by the 

members embraced by it since it is the smallest structure of society within our vast world of 

societies where the members are physically, emotionally or spiritually interrelated. As a result, 

the proper functionality of the members is influenced by the health status of any other member. 

Family system theory and attachment theory, which back up the above argument, are disc ussed 

hereunder. 

Family system T heory. 

The theory base for thi s study is family systems theory. Family systems theory views 

fami lies as li ving organisms and stresses boundaries, rules, expectations, and behaviors that help 

the family maintain equilibrium and the status quo or homeostasis . This theory stresses that a 

change in one part of the family requires other fam ily members to adjust as well (Mailers n.d.). 
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The study by Mallers (n.d.) describes the relationship between autism and family theory 

as follows. A family is considered as one emotional and functional unit whereby individuals 

cannot be understood in iso lation from one another. Therefore, a family with a child with auti sm 

may need to redefine their original system and its day to day functioning because roles will have 

. to shift and the small family unit may need to be developed into larger unit, one comprised of 

other families of children with autism where support can be obtained. As such 'boundaries' will 

need to be broken so that connections can be made to other systems and 'subsystems' need to be 

created whereby special time is created solely for the other siblings (Mallers, n.d. ). 

The study by Dzubay (2001) also noted that family member may have to re-establish 

family roles, power distribution, boundaries, and rules necessary to keep the family functional 

and relationships within the family positive. Therefore , in the case with children with autism, the 

family system theory proves that parents of children with autism are affected by the issues that 

rotate around their children with autism. 

Attac/lment Theory. 

Attachment can be summarized as the lifelong developmental system that emerges from 

the child-parent bond, in which people use increasingly complex physical, cognitive, and 

communicative strategies to form strong emotional bonds that will protect them from real or 

perceived threats (Newman, 2006). As for children with autism, Konstantareas & Homatidis (as 

cited in Ritchie, 2008) say that studies reported that an attachment strain has been specifically 

noted between parents and their child with autism. Balfour (2007) adds that creating attachment 

is a very difficult task as they have difficulty to make sense of what is around them. 
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The study by Ritchie (2008) whose objective was to explore the attachment sty le between 

parents and children with autism supports the above statement. It states that the parent-child 

attachment changes after the child begins to display autistic behaviors and fa il s to di splay 

attachment behaviors such as smiling, reaching or fo llowing. This attachment loss and the fact 

that children with autism do not create secure attachment with their parents create connlsion and 

is a challenge fo r mothers whereby parental grieving is experienced. 

Lo's study (as cited in Lo, Chak Chuen & Eddie, 1994) aimed at fi nding out the stress, 

the psychological we ll being and the belief of parents of mentally disabled children in I-long 

Kong. 40 pair of parents of children studying in the special child care centers were interviewed 

and the results indicated that exercising discipline to the disabled chi ld were stressn ll tasks. In 

other words, the chi ld 's maladaptive behaviors were important sources of parenting stress. 

From the above discussed developmental theories, it can be seen that parents are affected 

by the limitations of their children. The limitations with their children in the cognitive, 

behavioral and social aspects make parents prone to the challenges of dealing with the 

consequences of the disability. Both family systems theory and attachment theory explain how 

the inability of a child- one fami ly member to do the expected 'roles' influences the parent­

another family member. 

What is autism? 

The word au/ism is derived from the Greek word autos meaning self. According to the 

Oxford Engli sh Dictionary, the term was first used and defined in the 1912 American Journal of 

Insanity in reference to " instances where thought is divorced both from logic and from reality" 

(O' Brien & Daggett as cited in Dzubay 20 I I). 
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Autism is a group of developmental brain disorders, collectively called Auti sm Spectrum 

Disorder (ASD). The term "spectrum" refers to the wide range of symptoms, skill s, and levels of 

impairment, or di sability, that children with ASD can have. ASD is diagnosed according to 

guidelines listed in the Diagnostic and Statistical Manual of Mental Disorders, FOlu1h Edition­

Text Revision(SDM-IV-TR.) The manual currently deti nes five disorders, sometimes called 

pervasive developmental disorders(PDDs), Autistic disorder(Autism) which refers to problems 

with social interactions, communication, and imaginative play in children younger than 3 years, 

Asperger' s Disorder (Asperger Syndrome) which is characterized by children who do not have 

problem with language but have similar social problems and limited scope of interests as 

children with auti stic di sorder, Pervasive Developmental Disorder (PDD) which is a kind of 

catch-all category for children with autistic behaviors but who do not fit into other categories, 

Rett's Disorder(Rett Syndrome) which is commonly occurring in girl s is characterized by normal 

development but lack of social and communication skill and Childhood Disintegrative 

Disorder(CDD) which is where children develop normall y for at least two years but lose most of 

their communication and social skill afterwards (www.nihm.nih.gov). 

There has been much confusion in distinguishing the differences between Autism and 

Asperger's Disorder because the clinical criteria are so similar. However, their similarities bring 

about many of the same cognitive and development problems in children. Therefore, they are 

grouped into the broad category called ASDs (Ritchie, 2008). 

Characteristic of a child with autism 

Different Authors explained the characteristics that children with auti sm show. Dzubay 

(2011) states that auti sti c Syndrome is identified by three core features : (a) the child lacks social 
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understanding; (b) the child has limited abili ty to have reciprocal conversations; (c) the child has 

an intense interest in a particular subject or object. Wiggs (20 I 0) agrees with thi s idea by saying 

that auti stic disorder is characterized by impairments in the areas of social interaction, 

communication, repetitive behaviors and limited behavior patterns, delayed motor ab ilities and 

very literal interpretations. Levine (20 I 0) also argues that individuals with auti sm spectrum have 

varyi ng deficits ranging from guite severe cognitive disabilities to less severe impairments in 

social interactions. 

Individuals with autism spectrum disorder have difficulty focusing or concentrating on 

relevant activities or people. It is easy for an auti stic individual to be distracted. This can take a 

toll on their social life as well as their academic career. Research has found that such 

inattentiveness may possibly result in delayed language development over time (Bopp, Mirenda, 

& Zumbo as cited in Wiggs 2010) 

Causes of autism 

Duzbay (20 I I) states that autism remains a mystery where there are no known causes and no 

cures fo r it. The study by Wiggs (2010) furthermore adds that different theorists attributed the 

cause of autism to family dysfunction and social stress although the cause is currently of much 

controversy. In the study by Balfour (2007) it is stated that some researchers relate it to 

vaccination while others relate it to problems with genes. 

Another presumption put forward by Hertz-Picciotto et. al. (as cited in Levine 20 10) is that 

the cause of autism spectrum disorders is still relatively uncertain among researchers; however, 

most believe it is a combination of both a genetic susceptibility in addition to an environmental 

trigger that cause an indi vidual to develop auti sm. 
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The most current research suggests that ASDs could stem from several different sources, 

including environmental factors, biological factors, vaccinations containing high levels of 

mercury, and a deficiency in a child 's immune and endocrine system (FombolUle et. AI. , as cited 

in Ritche 2008). This shows that the cause of auti sm does not have a universally and 

scientifically accepted source. 

Incidence and prevalence of autism 

Studies report the prevalence of autism to be anywhere from about 5 cases in every 

10,000 individuals (APA, 2000) to 60 cases in every 10,000 children 18 years old or younger 

(Alteriere, 2006). According to Wiggs (20 I 0) autism is diagnosed in at least 1 in 600 

individuals, of all age, and abo ut I in 200 children show at least some symptoms of it. He 

further states that the center for Disease Control and Prevention (CDC) currently estimates that 

about 1 in 110 children in the United States have autism. 

A study made in Sweden on children aged 13 years and under by Gillberg, Steffenburg 

and Schaumann (1991) suggested that there has been an apparent rise in the frequency of auti sti c 

di sorder and autistic-like conditions in one area of western Sweden over the last ten years. It 

also states that whether this possible increase in prevalence rate is due to better screening 

measures and better diagnostic criteria or whether it represents a rise in the frequency of autism 

over the last ten years remains open to speculation. 

In South Africa Balfour (2007) states that 1 in 158 under the age of 6 are diagnosed with 

auti sm. The researcher was unable to find enough data that In Ethiopia there is no clear figure as 

to the prevalence of autism. 
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Challenges of parents raising children with autism 

Different literatures have outlined different challenges that parents of children with 

autism face. Morgan (1 988) considered auti sm to be the most severe childhood behavioral 

disorder with the most complex developmental pattern . Some of the researches rev iewed 

hereunder demonstrate that parents face different challenges due to their children with autism. 

Konovalov (2008) says the challenges of raising a child with autism lay in different spheres of 

life: getting used to the diagnoses and having reali stic plans for the future, economic concerns, 

social contacts, cooperation with professionals, dai ly routine. 

According to Kumar (2008), parents and children in the family must undergo a variety of 

changes to adapt to the presence of a disabled member. Most parents expect that their children 

will be attractive, smart, graceful, athletic, and lovi ng. Parents of a disabled child not onl y mourn 

the loss of unfulfilled expectations but often face enormous strain on their psychological and 

eCOnOlllJC resources. 

Alteri ere (2006) says that caring for a chi ld with auti sm can be a twenty-four hour, seven 

day a week job throughout the child 's entire lifetime. Moreover, according to 

(www.ethioautism.org)parents are as well affected by autism. The impact of the child 's 

disability creates psycho-emotional and financial distress on parents too. 

A chi ld with autism' s influence on the parent' s life, the parents' concerns and 

expectations, and their feel ings was studied by the research by Heiman (2002). This study found 

that parents face different challenges due to hav ing a child with autism, of which the main ones 

were disruption of family life, disruption of social Ii fe, worrying about the child 's future 

independence, adolescence and life management. This study discovered that parents are much 
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happier and filled with hopes recovering from the negative feelings which disturbed them during 

their child 's diagnosis with autism (Heiman, 2002). 

A study by Ambikile and Outwater (2012) made in Dare-selam Tanzania also revealed 

that parents face psychological, emotional , social and economic challenges. This study tried to 

identify the different challenges faced by parents from psychological, social and economic 

dimensions. 

Psychological challenges. 

The psychological challenge described by many researches that parents of disabled 

children face are mainly feelings of guilt and shame and psychological stress. Compared to 

those parents with typical children, it is poss ible to say that parents of mentally di sabled children 

endure more stress. This stress starts from the time that thei r child is diagnosed with the 

disability, to treatment, everyday life and in realization of their chi ldren 's future. Their stress can 

also result from the characteristics that their children exhibit. Researchers have said a lot about 

these issues. 

The birth of a disabled child is likely to be one of the most traumatic events experienced 

by the family . Parents and other children in the famil y must lUldergo a variety of profound 

changes to adapt to the presence of a disabled member (Kumar, 2008). 

The crisis engendered by the first intimation or diagnosis that something is wrong with their 

child is probably the parents' most difficult and shocking experience (Heiman, 2002). 

During diagnosis of autism in children, parents are prone to feelings of guilt and blame, 

wondering ifit was something they did or did not do that led to their child' s ASD', (Dzubay, 

2011). Bristol (as cited in Levine 20 10) says that a child with autism is a large stressor on the 
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fam ily because of the ambiguity of diagnosis, the severity and duration of the di sorder, and 

problems with the child's lack of adherence to social norms. 
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During treatment, chi ldren who have behavior and speech difficulties undergo therapy that 

requires repeated sessions until the therapist decides they don 't need it anymore. For example, 

speech therapy could take several years in more extreme cases, depending on the severity of 

autism, because of the small steps that are taken at each therapy session. The repeated sess ions 

over long periods of time can be stressf'ul , especially if there is not a noticeable difference in the 

child from the parents' perspective (Schieve, Blumberg, Rice, Visser, and Boyle as cited in 

Wnoroski,2008). 

As to the characteristics children with autism display, according to the study by Alteriere 

(2006), the combination of difficult emotional and physical behavior displayed by the child with 

autism creates a high level of stress on the entire family. For example, chi ldren with an autism 

spectrum disorder may di splay poor eye contact, have little interest in playing with other 

chi ldren, and may fail to engage in give and-take activities with others (www.nimh.nih.gov). 

Largmash and 10hnsoton (as cited in Chee, 1991) say that the increased stress reported by 

parents of hyperactive children was largely a reflection of the children 's characteristics. The 

elevated score on demandingness made parents suffer from stress. Their child seemed to lack 

ability to adjust to change in his physical and social environment. These characteristics lead to 

increased stresses and frustrations for both the child and the parents. 

The fact that there is no cure for auti sm by itse lf is another issue that further aggravates 

the parents' stress. For parents of ch i Idren with auti sm, the future of their children turns out to 
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be vague. Wiggs (20 I 0) says that knowing that thei r children have a significant amount of 

difficultly in leading an independent life worries parents. 
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As a result of these, parents are especially affected by the psychological and emotional 

stress imposed by autism. When parents are stressed, they can become easily irri lated and 

frustrated. It is not surpri sing then that parents raising a child wi th autism are significantl y more 

likely to experience elevated levels of anger and depressed mood Benson & Karlaf (as cited in 

Wiggs, 2010). According to Murphy (as cited in Levine, 2010) providing care to a child with 

disabilities can be a tremendous source of stress for caregivers that may have detrimental, lasting 

impacts on both their physical and mental health. Alteriere (2006) suggests that a family with a 

child with autism may need to make adjustments in order to cope and function at an adequate 

level. 

Chee (1991) says development of undesirable behaviors in the child leads to the 

subsequent frustration of parents. The parents of di sabled children have to deal with a set of 

needs arising from their children's developmental difficulties, increased physical and fi nancial 

difficulties . It adds that disability brings a problem not only to the individual but also to those 

closest to him. 

Several family life problems were identified as important stressors to the families with 

mentally di sabled children. They were limited time available, the arrangement of regular 

medical consultation and the worries about the di sabled child's future (Lo, Chak-chuen & Eddie, 

1994). 

In Ritchie (2008), the researcher was looking to explore the attachment style between the 

parent and child, as well as the process of the parents' changing their expectations of their child. 
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from the expectation of rai sing a normal child to raising a chi ld with Autism. The result showed 

that all parents in the study illustrated the attachment injury after their child 's diagnosis, in 

addition to when the chi ld began showing the classic signs of Autism. 

Social challenges. 

Having healthy social interaction is a necessary input for the proper fu nct ioning of day to 

day lives of individuals. Disturbed social interaction on the other hand makes people's lives 

unstable. Tefera (as cited in Efrem, 2005), indicated that in Ethiopia, as in many countries, one 

of the major difficulties encountered by people with disabilities is social. Specific to autism, 

different researches show that parents of children with autism face social challenges for one or 

another reason being vulnerable to stress. 

In the study by Gray (as cited in Alteriere, 2006) families reported that they bel ieve it is 

difficult [ur suciety to accept a child with autism and that there is social stigma and 

embarrassment assoc iated with the inappropriate public behavior that these children might 

display. Balfour (2007) says that some parents even choose to isolate themselves instead of 

fac ing the frustration of taking their child out in public. (www.ethioautism.org) agrees with this 

idea. It says "Parents are unable to feel at ease to talk about their own children openly. Instead, 

they feel guilty and are ashamed of their child due to pressure and misunderstanding of the 

society at large". 

Miodrag (2009) describes the rejection by extended family members a challenge. He 

adds that relatives distance themselves from the fami ly by maintaining cold and generally 

unhelpful relationship. The combination of the rejection from family members and the stigma 
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felt from members of the community increases the burden offamilies ofa child with autism 

(Alteriere,2006). 
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It was found that the transition in a family with a special-needs child brought about 

significant changes in that family 's social life. Many parents had to make changes in their social 

life of frustration and dissatisfaction (Heiman, 2002). 

Therefore the judgment posed by others on their child, and on them as a parent becomes a 

cause of emotional distress for parents. As said above, the lack of definitive, visib le signs of 

autism causes outsiders to view children with autism as 'normal' . Since children are usually a 

reflection of the parents, thi s causes stress for the parents because they are being judged as 

possible "bad" parents for not controlling their child when the children do things that are 

believed to be beyond the lines of societal ' norms'. 

Chee (l991) addressed the importance of social snpport for parents of children with 

autism to help them tackle the problems they face in the process of rai sing their children with 

auti sm. It adds that people with spouses, friends, and family members who provided 

psychological and material resources were in better health than those with fewer supportive 

contacts (Chee, 1991). 

Lewis (2009) said the following on policies regarding service in Ethiopia. 

"Education policies and plans often do not reflect what is happeni ng on the 

ground. They tend to be influenced by Northern approaches to special needs education 

and inclusive education, and draw only limited inspiration from the country's own culture 

and context. Ethiopian system tries to include children with special needs in the special 

units of regular schools which are a long way from accommodating all of Ethiopia's 
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disabled children for example Nia foundation, which was the only center for chi ldren 

with autism at the time, lack of segregated schools was also raised as the other problem 

that should be given due emphasis" (Lewis, 2009). 

Economic challenges. 

Li teratures have documented the economic challenges that parents of children with 

autism face. According to Raina ( as cited in Levine, 2010), depending on the severity of their 

child' s disorder, many parents are faced with unexpected life and even career changes upon the 

bit1h of a child with a disability or upon hearing a diagnosis of a disability in their child. 

Caregivers of a child with a developmental disability are oftentimes forced to assume an 

unexpected additional role of providing intensive, long-term care for their child 

In the study by Gray (as cited in Alteriere, 2006) it is described that some mothers are 

faced with limitations in their careers. Most mothers want to work outside the homc; fcw wcrc 

able to seek outside employment due to the high level of care they should provide to their child 

with autism. 
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Specifically, research by Crnic et al. (as cited in Miodrag, 2009) has shown that income 

levels offamilies are closely related to family functioning in families with children with 

developmental disabilities. Importantly, Herman and Thompson (as cited in Levine 20 I 0) found 

that the severity of child characteristics in children with developmental disabilities negatively 

impacts the way in which parents perceive the effect their child has on time and fami ly finances. 

As a result, both the perceived and the actual avai lability of family resources can be 

causes of stress in parents raising a child with autism. Family resources include income level, 

level of parental education, social supports , and time available to attend to the child 's needs Van 
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Horn, Bellis, & Snyder (as cited in Levine 2010). It has been well documented in the literature 

that the actual availability as well as the perceived avai lability of family resources effects famil y 

functioning and the ability of parents to provide care in families with typically developi ng 

children (Dunst, Leet, & Tri vette as cited in Levine 20 I 0). 

According to (Ababi 2008), the development of mental disorders and caring for them 

may result in economic burden on individuals, families and communities. Loss of income, 

employment; out of pocket expenses, reduced productivity, days out of role, emotional strain, 

cost of caring or lost opportunity, recurrence of illness causing sudden and unexpected disruption 

of the li ves offamily members and disturbed social relations were the points raised as the 

economic burdens of mental disability. It concludes by saying that mental and behavioral 

disorders have economic burden with increased health expenditure, loss of job and reduced 

productivity. 

Empirical findings 

The empirical findings of different researches outlined the various challenges that parents 

face in raising children with autism. 

In the study conducted by Balfour (2007) in South Africa, the research participants were 

5 (five) parents of children with autism. The important finding of the study was that the 

participants experienced many challenges. The participants informed that they were emotional 

while receiving the news that their children are diagnosed with autism. They all went tlu'ough 

denial and grieving before accepting the fact. It was a challenge for the mothers to cope with 

having a child with autism in their li ves . Financial strain was also found to be another challenge. 
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Wnoroski (2008) in his study, involved 3 (three) participants who are parents of children 

with autism. The find ing shows that each subject noted negative experiences that have been 

associated with raising a child with autism. These experiences most often came in the form of 

the rude comments or harsh treatment of strangers. The subjects perceived that Auti sm is so 

behav iorally-linked in its mani festation that it is easy for strangers to make assumptions about 

parenting based on the child 's behavior which is a challenge for them. 

The study by Levine (20 10) examined the extent to which chi ld severity and family 

resources are related to parenting stress using parents of26 young children with auti sm as 

participants. He found significant negative correlation between parenting stress and family 

resources and a significant relation between autism severity and child-focused aspects of 

parenting stress. 

The study by Miodrag (2009) examined the effect of child di sability on maternal and 

parental stress levels in a sample of 141 parents, mothers (76) and fathers (65) of child ren with 

autism or Down syndrome. In this study, a high proportion of parents reported clinically 

significant child related stress (67% mothers; 60% fathers) and to a lesser extent, parent-related 

stress (49% mothers; 28% fathers). 

Lo, Chak-chuen, Eddie's (J 994) study compared younger children with auti sm with the 

older ones. 50 to 75% from each group reported that their children had limited the 

development of other family members, affected the famil y social life, and causing fami ly 

members fee l upset, worri ed tense and despondent. Moreover, the indicators of high parenting 

stress included low education level and household income, and grandparents as the major 

caregiver of young a chi ld with auti sm. 
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Unfol1unately, the researcher was unable to come across researches in the Ethiopian 

context that measure parental challenges in raising children with auti sm. These empirical 

findings prove that parents face different challenges in raising children with auti sm. 
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This chapter has tried to review di ffe rent literatures that look into developmental theories 

that give an insight on what autistic children are missing in the cognitive, behavioral and social 

aspects. It further tried to relate theories with the challenges parents face as a resu lt of rai sing 

children with auti sm especially; family systems approach which is the theoretical base for this 

study. It also explored literatures regarding the cause and prevalence of autism, characteristics of 

children with autism, the challenges that parents face due to raising a chi ld with autism and 

supporting empirical findings. In the next chapter, the methodology used in order to cany out 

thi s study wi ll be discussed. 
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Methodology 

This section demonstrates the methodology used in this research. The study area, the 

study design, participant selection, data collection instrument, data collection procedure, data 

analysis procedure and ethical considerations followed are illustrated hereunder. 

Study Area 

This research was carried out in the compound ofNia Foundation-joy center for children 

with autism, Addis Ababa, Ethiopia. This center is established by a mother of an autistic child in 

2002. This institution is selected for this research because it is the knowledgeable and 

experienced foundation capable of sharing its long year experiences. Currently, there are 70 

children with autism that receive care and support under the center. Among the parents of these 

chi ldren 20 parents of children with autism participated in thi s research. 

Study Design 

The research was exploratory type of study that answered the 'what' question and it is 

cross-sectional research as it was carried out at one time of the present period . It is conducted 

using qualitative approach since thi s style of research allows researchers to explore social life in 

its natural setting producing a richer understanding of various social phenomena. Patton (as 

cited in Ritchie 2008) state that qualitative research method, through open-ended questions 

enables research participants to provide information they perceived to be important to them, 

giving the researcher a more-in-depth understanding of how the research participant viewed his 

or her worlel or situation. 

Participant selection 

In order to have representative participants that fit to the purpose of the study, non 

probability, purposive sampling method is used. In doing so, the judgments of staffs in Nia 
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foundation were considered. The selection was based on the paliicipant's relevance to the 

research topic, their availability, their willingness and their ability to provide the necessary 

information, as well as individuals who meet the inclusion criteria were part of the research. The 

inclusion criterion is parents who have children with autism who are under the age of 13 and 

those parents from all educational background, economic background, age group and both sex. 

From a total population of 70 pal'ents who have children with autism, 20 research participants 

were selected for this research and they participated in the study on voluntary basis. 

Data Collection Instrument 

The data collection instrument used is in-depth interview guide which consisted of open-

ended questions. The interview guide was developed and the questions were arranged in a way 

that it first gets information about the background of the participants and then addresses the 

specific objectives of the study. The primary reason for using interview as data collection tool is 

mainly because interacting via interview was believed to be helpful in order to get at the feelings 

and emotions of the parents because of the sensitive nature of the matter to be di scussed. During 

the interview data were recorded on tape recorder and notes were taken. The audio record and 

the notes were then transcribed to English during data analysis. Relevant literatures that have 

looked on similar issues were considered and documents that gave insight on the background 

information of the center were also reviewed. 

Data Collection Procedure 

The letter of permission from Addis Ababa University, School of Social Work was submitted 

to the organization in order to make the necessary arrangements with the administration of the 

center for initial engagement. Introduction was made by the researcher about the research and a 
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range of discussions were made with the concerned persolUlel in the center about the convenient 

time and procedure to undertake the research . Interview schedules were then determined. 

The participants were well informed about the purpose of the study and info rmed consent 

was signed. The informed consent consisted of description of the study's purpose, expected 

benefits and risks, procedure, intended use and confidentiality and the voluntary nature of the 

research participants. Each participant was interviewed separately where common introduction 

was made with all of them. It was tried to build rapport and positive relationshi p with the 

participants tiu'ough creating a relaxed atmosphere that invo lved informal and interacti ve 

conversations. The interview which was constructed with open-ended questions was helpful in 

exploring deeply within the inquiry areas. In addition to taking notes, interviews were tape 

recorded with the consent of the participants so that all the data can be captured more 

completely. 

The interview was conducted in the compound of the center because it was the convenient 

place to have contact with all the research participants. The interview took an average of forty 

five minutes. 

Data Analysis Procedure 

It is known that data analysis goes hand in hand with data collection in a qualitative research 

(Creswell 2008). Although data analysis was an ongoing process, the formal process started 

after data collection was finalized. The data analysis method used was thematic analysis. The 

data collected through interview was transcribed to Engli sh. All relevant transcri bed statements 

were coded and categorized based on their relationship in address ing the specific objectives of 

the research. These were categorized in to sub-themes and major themes. 
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Ethical Consideration 

Discussing with parents about the developmental disability of their child was a sensitive 

matter. Therefore, data collection and presentation was governed by the social work ethical 

code. In order to protect the participants of this study, they were informed about all the possible 

consequences of the stud y. 

Informed consent, stating the purpose of the research, the rights of the participants to 

withdraw from the interview at any time during the course of the research, the anonymity of the 

participants; protection of the participant's identity and the confidentiality of the pmiicipants; not 

identifying them publicly was sought fi'om all participants prior to interview sessions. 

During interview, the questions were sensitive and were emotionally arousing to some 

participants. Therefore, it was tried to handle the emotions moused carefully. 

Ensuring trustworthiness was also maintained during interview through inquiring 

clarification from research participants and also by clarifying questions to them. In addition, 

continuous probing and cross checking was used to guarantee the dependability of the data. 
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Finding 

In this part, the findings of the study will be outlined within the framework of the 

objective of the research. The study area, demographic data of research participants and the 

major themes identified will be discussed. 

Description Of The Study Area 

This study chose Nia Foundation-loy center a nonprofit making foundation whlch is 

established in May 2002. The vision of the foundation is having a concerned society where 

individuals lead a quality of life to the best of their potentials in spite of their gender and 

different abilities while its mission is striving to empower and inspire children, youth and women 

through education, rehabilitation, vocational training, personality and leadership development. 

The two major services provided by the foundation are providing a center based holistic 

rehabilitation and education services for children wlth autism and to give psychosocial support 

for their parents in Addis Ababa. 

The children at the center are provided with the rehabilitation services on a daily basis 

separated in groups based on their disabilities and ages. The center provides intensive program 

to help the children develop skills in academics, languages, sel f help, social interaction and 

motor exerci ses areas. Children are provided with sensory, speech, occupational, audio-visual 

and other therapies. The center consists of psychologists, therapists who took trainings on 

different therapies and social workers. 

The parents recei ve continuing workshops with detailed information about autism and 

related developmental disorders to help them develop ski ll s in increasing the family's coping 

skills, by providing an overview of behavioral management techniques. Monthly meeting of 
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parents is also arranged so that they can discuss about their children' s progresses. It helps 

parents form a system to support one another. Those parents who are not se lf-s ufficient to 

economically support themselves adequately are helped to engage them in different small skill 

income generating activities. Currently the center is supporting 70 children with autism and 500 

children are on the waiting list. 

Description Of The Research Participants 

The participants of the study were 20 individuals who are parents of children with autism 

at the foundation. They were parents whose children are below the age of 13 years old. Fifteen 

of the research participants were mothers while the rest were fathers. The educational 

background of the participants ranged from higher education to elementary or no academic 

education of which the majority was the latter. Most of the participants were between the ages of 

35 and 55. As to their economic background, parents ranging from high to low economic status 

participated. 

Psychological Challenges 

The finding of this research shows that the psychological challenge faced by the participants 

is stress which was experienced at different level in different circumstances and times. Stress is 

a function of the interaction of the subjectively demands of raising a child with autism and the 

capacity of a parent to respond to these demands. 

Stress. 

All participants expressed that they experienced high level of stress at the time of 

diagnosis. They al so reported experiencing situational stress during their day to day lives and 

when they think about the future. Therefore, the sub-themes identified under thi s major theme 
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are explained below in two parts: stress during diagnosis and day to day life and stress about the 

future. 

Stress during diagnosis and day fo day life. 

It was found in this study that the participants encountered high level of stress during the 

diagnosis of their child with autism and also during their day to day life. Each wi ll be di scussed 

below. 

Stress during diagnosis. 

The finding shows that all of the participants experienced high level of stress during the 

diagnosis of their children with autism. Before acceptance, some went through denial and others 

were highly depressed. They expressed that moment as the most heartbreaking times of their 

lives. One participant remembers it as; 

When the doctor told me that my son is autistic, I had no clue what auti sm was. After he 

explained it to me, I did not want to accept that my only child is autistic. I felt that the 

whole world even God turned his back on me. I was so stressed that I closed my door 

and stopped my relationship with everyone for long years. 

Stress during day to day lives. 

All participants informed that although they are less stressed than the time of diagnosis, 

they still experience stress when they think that they have di sabled chi ld and due to the care 

giving responsibility. A participant expressed his stress that emerged from thinking abo ut having 

a disabled child, 
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I am adapted to this life but it does not mean that I am ok with it. It has stresses. I am 

jealous at parents who have normal kids that go to toilet by themselves. 

Within the prolonged care-giving roles that parents confront with, their children 's 

behaviors and their chi Idren's unpredictable or fi xated needs were found to be causes of stress. 
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It was found that the participants were stressed by the different behaviors oftheir children 

with autism some of which were being aggressive, destructive, restless or hyperactive, making 

noise, lack of proper eating skills and lack of attaclunent. The sleeplessness of his a child with 

autism was described by a participant as, 

My child has sleeping problems. He doesn't go to bed until 2pm after midnight. We 

suffer a lot because we do not sleep either. My wife used to cry in the middle of the night. 

It is so di stressing to experience this every night. 

The absence of proper sensory information transmission with the children was another 

source of stress. One parent expresses her concern by remembering an incidence like this, 

My child was once beaten by a dog. But even though he had that experience, he is still 

not afraid of dogs and stands in front of them. This bothers me because if he can't learn 

from the things that hUli him, how is he going to protect himself from other harms he diel 

not experience. 

It was also founel that the unpredictable anel fixateelneeds of their children with autism 

were sources of stress for the participants. Their children's need for constant adult supervisor 

was also fOllnd stressful mainly for the economically di sadvantaged parents. A participant 

expressed it as, 
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I have to look after my boy most of the time. I don't have time for my own things. 

can' t hire maid because I can ' t afford it. It is stressful. 

Stress abo lit the fllture. 
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Eighteen participants informed that different unpl easant thoughts flow through their mind 

about the future regarding their children and themselves. Both are viewed separate ly. 

Stress about the jiilure of the a child with autism. 

Thirteen parents viewed the future as challenging and source of stress. Their reasons were 

the inability of their children to be independent, to protect themselves, to deal with their 

psychosexual needs during ado lescence, and probability of regression. 

One participant noted that, 

My daughter looks very normal physically. So, I worry that people may take advantage 

of her or hurt her as she grows up because she is unable to express her feelings. 

Another participant whose stress emerged from her worries about regression of children 

with autism expresses her concern like this, 

There was one girl in thi s foundation that joined formal education because of her 

successful development. Sadly, she regressed back to zero and came back to the 

foundation to start a ll over again. Since then, awful thoughts run through my mind. 

What if this happens to my child? I am grateful for the little progresses my chi ld makes. 

But I am terrified to enjoy it because I cannot tolerate getting hUli again if he regresses 

back. 

Stress about thejiilure of the parents. 
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This research fo und that fi ve of the participants were stressed about their psychologica l 

wellbeing, their career and their abil ity to deal with their children in the fut ure . A participant 

expressed her di stress about herself as, 

My child is growing up and getting older while the burden of caring for him is making 

me sk iJU1ier and smaller from time to time. J look very old because of the di sturbance I 

have inside myself. I have stopped caring for myself since long time. 

Another participant whose stress sourced from her concern about her future ability to care 

for her child said, 

When my child is restless, I hug him, put him in bed and try to make him sleep. It 

bothers me when I think what I am going to do when he becomes an adolescent. Life 

wi ll become more and more difficult. 

Social Challenges 

The findi ngs provided an insight into the main social challenges faced by parents of 

ch ildren with auti sm. The major thematic areas identifi ed were interference on family system, 

lack of awareness, inadequate social service, limited social support and controlled social life. 

Interference on family system. 

Cha llenges that were identified by the research participants as interference on fa mily 

system were the effect on marital relationship, effect on siblings, adjustment offamily plans, and 

the problem in communication. 

Marital relationship was found to be affected both positively and negati vely. A 

parti cipant shared his experience like thi s. 
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After we fou nd that our ch ild is autistic, the relationship between me and my wife 

became even tighter. I support her when she becomes distressed and she does the same. 

T have a strong and amazing wife. We are there for one another more than ever". 

Two opposing ideas about the effect of the presence ofa child with auti sm on sib lings 

were identified whereby some typical siblings were found supportive of their parents in caring 

for their autistic sibl ings while others were found di sappointed by the extra attention given to 

their autistic siblings and by the disruptive behavior of their auti stic siblings. A participant told 

his experience as, 

My daughter who is the immediate younger sister of my a child with auti sm is onl y 5 

years old. Amazingly, she understands the problem with her brother and she tries to help 

us and him by her own ways. 

Lack of awareness. 

All the participants of this research expressed that lack of awareness about auti sm was 

one challenge that they had to encounter due to having a child with autism . The consequences of 

lack of awareness as expressed by the participants were that people dashed to criticize their mode 

of child rearing and conflict arises because of the child's wrong doings. One participant 

expresses the judgment of others like this, 

Sometimes when we take our son to the public playing areas, his behavior is mostly 

misunderstood by people. People think that we spoiled him and give us a blaming look. 

Another participant also expresses the discomfort that others people 's wrong judgment 

created to his regular child as, 



CHALLENGES IN RAISING CHILDREN WITH AUTISM 

My younger son is embarrassed to clean his auti stic brothers ' unmanageable saliva in 

public areas because the lllll1eCessary attention and staring from others disturb him. 

Inadequate social services. 

All of the participants of thi s study raised the absence and inadequacy of social service 

fo r children with autism as a big challenge for them. These challenges focused on lack of 

schools and health centers intended for chi ldren with special needs. One participant described 

hi s experience li ke thi s: 
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After we knew that our child was auti stic, we had searched for centers that give support 

for our child but we found nothing. After a while there was the opportunity that I and my 

family went to USA for some time. We were so frustrated by the lack of service in 

Ethiopia that we were considering to reside in USA leaving the business and all the life 

we have in Ethiopia fo r the sake of our a child with autism. Fortunately we heard about 

Nia fo undation, the only one at that time and got registered. Even after that, we 

succeeded to join here after 14 months of waiting. I can imagine how many parents 

suffer who do not have the opportunity like ours. It is very sad. 

Limited social support. 

Sixteen participants stated that the support they get from their relatives and neighbors is 

limited whi le four said that they do not get any support. The monthly meeting of parents 

arranged by Nia foundation was found to be interesting and very supportive for all participants. 

One participant describes it like this, 

Meeting with other parents li ke us is really helpful. We brainstorm, we direct each other 

in the right way, we share ideas, we approve each other's successes and we comment on 
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our failures. Generally we feel safer and more secure here because we know that we are 

not judged by the behaviors of our children. I have never missed the meeting. 

Controlled social life. 

Controlled social life was one issue found in this research as a challenge fo r the 

participants. Some expressed that being part of social life acti vities such as attending wedding 

celebrations and get-togethers with neighbors was altered while others said that their social life 

has changed but it did not become unmanageable. A house wife participant expressed the 

challenges as: 

My life is so occupied with my child that I do not participate in social gatherings as I 

used to before. Through time, my neighbors started to cease informing me what is going 

on out there. 

Another single mother participant who runs the family by herself reported, 

I had tried to attend events leaving my son with my neighbors. But I do not fee l 

comfortable. I usually go out early and come home to my son. 

Similarly another participant noted, 

Our social life is affected but somehow we managed it. [n the absence of an adult 

guardian, one of us goes to weddings and one of us stays home. 

Economic Challenges 

Effects on incomes and effects on expenses were the two core thematic areas that were 

identified to challenge parents of children wi th autism. 

Effect on earnings and expenses. 
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It was discovered in this study that seventeen participants agreed that having a child with 

special needs has an effect on earnings and expenses although the degree varied highly. 

Regarding their earnings, eight participants said that their income was affected due to 

having children with autism because they were forced to be house wives or worked less hours 

while the economically advantaged said that their income was not affected. A participant 

expressed it as, 

I quit my work since I gave bilth to my a child with autism. I was not able to work and 

support my husband. 

The economically able participants who have nurses at home who take care of their child 

with auti sm do not seem to encounter problems on their incomes. 

As to the expenses incurred while caring for children with autism, all participants agreed 

that there are extra expenses incurred. Trying different alternati ves in order to satisfy the child 

because of the inability to understand the child's needs were the main reasons. A participant 

described it like this, 

Caring fo r the child involves extra expenses. It starts from choosing the type offood we 

prepare for our chi ld. 

Seven financially able parents stated that they incur extra expenses because they hire 

additional therapists that give trainings to their children with autism at home. A participant 

described it as, 

[ could say there is extra expense in raising my child because we assigned him a 

therapist that come home regularly and teach him. But I am not complaini ng. 
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Therefore, as described above, the major themes identified by the finding of thi s study as 

the psychological , social and economic challenges of parents of children with autism were stress, 

disrupted family integration, lack of awareness, inadequate social services, limited social 

support, controlled social life and influenced earnings and expenses. These majo r themes and 

the sub themes under these major themes are discussed thoroughly in line with related literatures 

and theories in the next chapter. 
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Discussion and Analysis 

In this chapter the challenges experienced by parents of children with auti sm identified in 

the previous chapter wi ll be discussed rigorously within the framework of the specific objectives 

of the study. The difficulties associated wi th having a child with autism have been well 

documented in different literatures. Therefore, the psychological , social and economic 

challenges of raising children with autism will be discussed in relation with different theoretica l 

perspectives and literatures. 

Psychological Challenges 

The current research identified that parents of children with autism experience 

psychological challenges, mainly stress. It wi ll be di scussed hereafter. 

Stress. 

Participants of the current research were found to experience stress at different 

circumstances and times as categorized as stress during diagnosis and day to day life and stress 

abo ut the future. 

Stress is a situation when an individual perceive or fitce a condition that dem~mds 

resource than the person has (Medhin, 20 11 ). In Heiman ' s (2002) study, it was reported that 

parents of children with autism experienced considerable stress, as well as feelings of depression , 

anger, shocks denial , self-blame, guilt, or confusion. The study by Chee (1991) which states that 

caring for a mentally disabled child poses even more stress to most parents as the child will bring 

uncountable problems related to growth, caring, management of the developmental tasks and the 

child's unclear future corresponds with the previous statement. 

Stress as experienced by parents of children with auti sm at different periods is discussed 

hereunder. 



CHALLENGES IN RAISING CHILDREN WITH AUTISM SO 

Stress durillg diagllosis and day to day lives. 

This study identified that the participants encountered high level of stress duri ng the 

diagnosis of their child with autism and al so during their day to day life. Each will be discussed 

separately. 

Stress during diagnosis. 

The parti cipants of the current research remember the diagnosis of their child with autism 

as di stressing one. They experienced shock the first ti me their child was diagnosed with autism 

and when they were told that there is no cure for autism. They did not have any information 

about autism until it was the case with their child . 

I-Ieiman (2002) agrees with this by say ing that for parents it is the most difficul t and 

shocking experience to find out that there is problem with their child. Ling (1998) further says 

that the two opposing experiences of a family, which are the joyous experience of having a new 

born baby and the painful experience of knowing that the child is di sabled happen to a family 

with in few years creating high level of stress on them. The study by Chee (1991 ) also reached 

on the same conclusion based on the data collected from twenty two research participants where 

most of these participants experienced an initial period of stress, anxiety, sadness, shock etc. 

After the long journey of pregnancy, having a baby is exciting as it is the affirmation of 

another chapter of life especially for those parents for whom it is the first time. Parents expect to 

have a healthy child that will feel their life with joy. They count every progress their child 

makes. Since the signs of autism are seen couple of years after the baby is born, parents think 

that they have a healthy child. Therefore, as seen in different literatures and from the iinding of 

the current study, stress is highly experienced by parents of children with autism when they 
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discover that their child is auti stic. A number of questions and confusions create feeli ngs of loss 

of their children making the situation more distressful. Denial, anger and feelings of sadness 

associate the stress the parents experi ence. 

Stress during day to day lives. 

According to the finding of this study parents experience stress induced by the thought of 

not having a regular chil d and the complex care taking responsibilities. 

Within the care giving responsibili ties, managing their children with autism's cha ll enging 

behav iors and responding to the diverse, unpredictab le, fixated and adult supervisor needs were 

identified as the major stressors. 

Chee (199 1) says that parent's stress was situational and related directly to thei r ro le as 

parent ,md to their interactions with their child. Opposing to thi s and to the findi ng of the current 

research, is the study by Heiman (2002) which fo und most of the participants saying that their 

in itial negative reactions and feelings have turned into positive and optimistic feel ings of 

acceptance. 

The study by Lo, Chak-chuen & Eddie (1994) widely investigated the care-taking 

responsibili ties of parents and categorized the fam il y li fe in fo ur groups based on the age of the a 

child with auti sm: infancy to early childhood, early childhood to late childhood, adolescence and 

adulthood. This study says that care-taking role of parents is present throughout the life of the a 

chi ld wi th auti sm where it is higher in the fi rst stage; gets lower in the second stage and go 

hi gher in the third and fo urth stages. Although the current research d id not compare the 

magnitude of the challenge of care-giving ro le at different developmental stages as the above 

research did, it agrees wi th the presence of stress at all levels. 



CHALLENGES IN RAISING CHILDREN WITH AUTISM 52 

Therefore, the finding of this research and the above literatures show that parents, even 

after they accepted the fact that their child is autistic, the continuous care parents have to provide 

to their children mainly, managing the chi ldren's behaviors and responding to their children's 

needs cause them stress. 

Managing the behavior of the a child with autism, which is the major care taking role of 

the participants, was found to cause stress on the participants of this study. Duzbay (20 II) 

supports th is finding by saying that a child's behavior related to being autistic causes the greatest 

amount of anxiety and distress for parents. This is also substantiated by the study by Alteriere 

(2006) which says that the combination of difficult emotional and physical behavior displayed by 

the child with autism creates a high level of stress on the entire family. 

Moreover, the finding by DeMyer (as cited in Lo, Chak-chuen & Eddie 1994) reports that 

substantial amount of mothers of preschool children felt upset because of the " nerve-racking" 

behaviors of their child. Ritche (2008) further says that it is no surprise that the caregiver of a 

child who has autism may become distressed and begins grieving due to the lack of the child's 

ability to securely attach to them. 

Therefore, the finding of this study and the studies reviewed show that parents are prone to stress 

because of the auti stic behavior of their children. Children with autism, as described in different 

parts of this study portray different unord inary behaviors. Bizarre responses to various aspects 

of the envirorunent, pervasive lack of responsiveness to other people, resistance to change, 

peculiar interests, attachment to carrying odd objects, resistance to minor change in the 

enviroru11ent, repetitive peculiar hand Imotor movements, unstable mood, unexplainable crying, 

laughing without unidentifiable cause, underlover responsiveness for sensory stimuli, like light 

pain and sound, nervous habits and real danger. When children behave in these unusual and 
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difficult to predict ways, dealing with one of these behaviors is difficult let alone the 

combination of many of these. 
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Long discussion may not be practical due to the child 's restlessness or continuous crying, 

Having proper meal time is not always sLiccessful because the child may not be able to sit 

appropriately fo r extended periods of time, attending difJerent events may not be possi ble due to 

the child's aggressiveness, bedtime routines may be interrupted by difficulties of sleep and the 

child's safety from real dangers may not always be guaranteed because of their low or 

heightened sensitivity to stimulus. Therefore, parents experience stress because of the additional 

challenges of dealing with the inflexible and unusual behaviors of their children. These 

behaviors become emotionally and physically exhausting fo r the parents even in the presence of 

an assistant care giver because they have to get involved one way or the other. Raising the a 

child with autism by dealing with these behaviors will be a stressful challenge that adds anxiety 

to the parents. 

Regarding the other care taking role, which is responding to their children 's needs, the 

child 's obsessive desire for sameness, unpredictable needs and the child 's need for adult 

guardian were the maj or stressors of the participants. Participants, especially the economicall y 

di sadvantaged ones were fo und more stressed because their children need a great deal of their 

time. 

According to Chee (1991), parents are the most important primary care takers ofthe child 

and a di sabled child in a family exerts greater stress and demands on them whereby they ought to 

deal with a set of needs arising from their chi ldren's developmental difficulties. They see 

themselves as being contro lled and dominated by their children's demands and needs. The study 
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by Lo, Chak-chuen & Eddie (\ 994) further fo und that parents are disappointed to see their 

children continue to need a great deal of custodial care and that independence seems to be 

unattainable. The same is fOlUld in the study by Wiggs (20 I 0) which says that it is di fficu lt for 

parents to be independent because they have to closely look after their children. Ambikile and 

OUlwater's (201 2) study investigated thi s matter and found that the inabili ty of the a child wi th 

auti sm to express needs was a source of emotional and psychological distress that caused parents 

to be unable to understand the ch ild especia ll y when he/she had problems. 

Therefore, it can be seen from the finding of the current research and the above literatures 

that a child with auti sm may not express hi s/her basic needs as can be understood by the parents. 

It is difficult fo r children with autism to explain when they are mistreated by other people. It is 

also difficult for parents to fully understand what the child is feeling when he is sick and need 

health care. Therefore, parents are forced to use their past experience with their chi ld that was 

developed tlu'ough guessing which may not always work at the tirst trial. It will not be easy for 

parents to determine the needs of their child easily and thi s leaves them frustrated. Not being 

able to understand what their child needs is quite distress ing for parents. 

Generally, regarding the care giving role of parents that take place in thei r dai ly lives, 

parents with better economic background are found less stressed because they are less burdened 

by the caring role since they can hire nurses or bring relatives from countryside that can deal 

with and respond to their children's behaviors and needs. Therefore, econom ically 

disadvantaged families face higher stress by the extra care giving activity. 

The study by Lo, Chak-Chue and Eddie (1994) substantiates the above concept. It says 

that parents with substantial income can afford to pay for training service and special treatment 
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provided by private practitioner. They are able to hire maid to reduce their burden of child care. 

I! also adds that there level of stress is expected to be lower because there will be less problems 

in maintenance and will have a greater sense of achievement and higher se lf esteem. 

Stress about the jilfure. 

The finding of the current study shows that parents experience stress about the fu ture of 

their chi Id and their own future. 

Regarcling the future of the child, the current research found that long time after 

diagnosis, parents still feel overwhelmed about the future of their children. The major reasons 

identified were the inability of the child to be indepenclent, the vulnerability of the child, the 

inability of the child to properly deal with psychosexual issues during adolescence and the 

poss ibility of regress ion. 

The study by Heiman (2002) which tried to understand what aspects of the future worry 

parents of chi ldren with autism found that many parents worry about the child being included in 

society including his/her financial and phys ical independence, their education and how they 

would manage without them. Harris (as cited in Lo, Chak-chuen & Eddie 1994) supports this by 

saying that the issue of separation becomes particularly prominent as parents begin to face their 

own mortality. 

Most of the time parents are the primary care givers of a child. This is more amplified in 

the case of parents of children with disabilities. They are the ones who provide their a child with 

auti sm with exceptional care no matter how distressful and frustrating the process is. They are 

the ones who can tolerate their children for life long. So, the thoughts and worries about who is 

go ing to care for their chi ld constantly bother parents especially in their absence due to the 
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inability of the child to be independent to the extent that they worry about what will happen if 

they die. 
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The reaction of ado lescents towards psychosexual issues is substantiated by the study by 

Lo, Chak-chuen & Eddie (1994) which noted that fear of adolescences response such as 

masturbation for boys and se lf-care in menstruation and fea r of pregnancy fo r girls were 

identified by parents as stressfi.Ii . This substantiates the concerns of parents about the 

adolescent's sexual problems. The fact that these children, as any human beings wi ll experience 

hormonal changes at certain ages which they may not be able to manage appropriately is 

therefore another source for stress . 

The probability of regression was also addressed by Ababi (2008) which reported that 

there is the constant fear that recurrence of illness may cause sudden and unexpected di sruption 

of the lives offamily members. Therefore, regressing back of children with autism is also a 

point of concern. A lived experience of regression has been seen in the center by one child who 

having learned lots of skills had regressed back to her first situation. This creates stress on 

parents because they worry that same might happen to their children and it will be most di fficul t 

and frustrating to do the trai nings all over again. FUlthermore, when the children spend thei r 

days at home during summer times, they tend to lose the skills they learned because of lack of 

constant follow up. This is al so another source of frustration for parents. 

Having addressed the above issues about stresses relating to the fi.lture of the children 

next will be di scussed stresses identi fied in relation to the parents' fi.ilure which are their concern 

about their future psychological well being, their ability to handle their children during 

adolescence, and being deprived to pursue their dreams. 
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The study by Lo, Chak-chuen & Eddie (1994) states that management problems with 

ado lescents takes greater importance because of the increasing size and strength of the children 

and the decreasi ng strength and energy of the parents. The study further says " I f physical 

aggression becomes a problem in adolescents, this has the potential for acute fami ly crisis unless 

parents are highl y skilled or help is avai lab le" . Heiman (2002) also says that parents of younger 

chi ldren with a di sability were concerned with how they would deal with their children's 

ado lescence and puberty. 

The permanence of the child ' s di sability and its implication to the parent' s own lives can 

be a significant stressor for the family. Knowing that they have to deal with the challenges of 

hav ing a child with autism as the child grows up is stressfbl for parents because it forces them to 

question their abi li ty to handle the ir children as they grow up. In addition, parents evaluate their 

efforts and abilities of child care and the sacrifice they have made through limiting their personal 

growth and development as well as those of other fam il y members (Konovalova, 200g). 

Especially, since it is difficult for economically disadvantaged parents to work regular jobs wi th 

better pays or to advance their education, the concerns about lost oppOltunities for employment 

and education are di sturbing for them . 

Therefore, stress, experi enced by parents of children with auti sm at different spheres of 

life as discussed above is therefore a major psychological challenge. This challenge deprives 

parents from functioning as they desi re. This parenting stress causes psychological burden on 

the parents. 
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Social Challenges 

The major soc ial challenges identified in this study are interference on fami ly system, 

lack of awareness, inadequate social service, limited social support and contro lled socia l li fe. 

Each wi ll be discussed thoroughly with the support ofl iteratures. 

Intcrfcl'cncc on family system. 

The reasons for family disruption identified in thi s study as portrayed on the fi nding part 

are the effect on marital relationship, the effect on siblings and modiiication of family plans. 

The effect of having a child with auti sm in the family is investigated by BalfolU' (2004). 

The tindings of the study by Balfour (2004) report that having a child with auti sm at home have 

an impact 0 11 fam ily li fe. In add ition, in the study by Heiman (2002) the majority of the parents 

believe that they are the ones most affected by their child' s disability, whereas others thought 

that the family' s other children were the most affected and many felt that it affected the nuclear 

rami Iy. 

Concerning the challenges faced wi thin the marital relationship, the finding of the study 

by Lo, Chak,chuen & Eddie (1994) says that mothers were found to have lower levels of marital 

satisfaction while Heiman (2002) found that most of the parents reported that the disability of 

their child strengthened parental relations and few claimed that it created new problems, 

conflicts, and impatience between the parents, and the dyadic relationship was weakened. 

The above literatures and the findings of this study show that some parents go apart 

emotionally because they are much focused on caring for the a chi ld with autism or they are 

frustrated with raising a child with autism. This hinders them 1i'om having quali ty time of their 

own. Others are jo ined in mutual support of each other helping one another emotionally. Those 

parents who go apart because of the presence of a child with autism at home need to pull 
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themselves to one another so that they can strengthen their relationship which is helpful in times 

of stress and frnstration. 

As to the reaction of siblings, some children can be supportive of their families and others 

can be disappointed by the unbalanced attention provision and the disruptive behavior their 

siblings. This is suppOl1ed by the study by (Glass, 2001). It says that there appear to be both 

positive and negative effects on siblings ofliving with a child with autism. McHale, Sloan, and 

Simeonsson (as cited in Glass, 2001) report that many children feel they have not received the 

same amount of attention from their parents as the impaired child, and express feelings of unfair 

treatment, with their sibling able to get away with more than they could ever do. On the other 

hand, Mates (as cited in Glass, 2001) found that no difference between siblings of different 

groups on measures of seLf-concept, academic achievement or home or school adjustment. 

Regarding the need for modification of family plans, Holroyd &McArthur (as cited in Lo, 

Chak-chuen & Eddie, 1994) say that children with autism are more di srnptive of family 

integration such as meals, vacations, family outings, fami ly get-togethers and the like. A 

statement by Balfour (2004) corroborates this concept by saying "the behavior of their child 

forces parents to split as the mother will take care of her a child with autism at home while the 

father takes the sibling/s on an outing". 

The finding of this research therefore goes in line with the literatures stated above. More 

to the normal pressure of family life, families with children with autism also face with the 

adj ustment to the presence of the child with a disability. In order to accommodate these pressures 

and care for the child, parents are forced to change their life routines. 
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Lack of Awareness 

The lack of awareness about auti sm within the communi ty is found to be a great 

challenge for participants initiating community members to be judgmental of the parents' way of 

child rearing and to argue with the parents in case the children did something wrong. 

Children with autism do unpredictable things. As a result of this, family outings may be 

complicated because parents can not anticipate what the child will do next. There are times that 

the child behaves well but there are also times when the child may become distressed and scream 

or act in strange ways attracting others attention or disturb or destroy others properties. Thus, the 

behavior exhibited by the child specially a child who physically looks normal misleads people to 

rush to conclude that parents are poor at child rearing when they see the chil d behave in an 

unusual manner. People hold them responsible for the child 's strange act. This is challenging 

for parents because it is difficult for them to explain. 

Conflict with others is experienced when the children do wrong things to other people. 

Especially those fami lies who share one compound with other households experience dispute 

when thei r children destroy properties. The neighbors blamed them why they do not control their 

children. Families who live within their own compound did not experience such problems with 

their neighbors but sometimes face conflicts in other setting such as playing grounds and 

cafeterias when the children disappointed other parents' chi ldren or destroyed materials. 

Lack of Social Service 

Participants of the study were highly challenged by the absence of service providers for 

their chi ldren with auti sm. They were not able to find them schools or hospitals that could 

accommodate them based on their autistic behaviors. 
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Lewis (2009) says the following about the lack of service in Ethiopia. "A further 

illustration of the impossibility of meeting the educational needs of all di sabled children through 

segregated education is the example of Ethiopia's only special school for children wi th auti sm 

(that is not government run). In 2006 the school was able to enroll 60 students, but had a further 

250 on the waiting li st". 

The finding of thi s research and the above literature show that the absence of schools for 

children with auti sm is very distressing and frustrating for parents. Parents spent a lot of time 

looking for schools that could accommodate their a child with auti sm. On average, the 

parti cipants of this study waited from 8 months to 2 Y, years to have their child join Nia 

fou ndation. According to the current information collected from the foundation, there are about 

500(five hundred) children on the row waiting for their tllrn to join the foundation. These facts 

clearly show that there is high scarcity of social service for children with auti sm in Ethiopia. 

This problem creates bigger disappointment in parents. They experience frustration while 

waiting such long times to be accepted by the foundation because there was not enough center 

equipped with speech and other therapists that would guide them on how to care fo r their child. 

The participants also expressed their sympathy for those parents who are not able to have thei r 

children join such professional centers for children with auti sm. 

Regarding the policies developed in Ethiopia concerning education provision for children 

with special needs, the study by Lewis (2009) says that Education policies and plans in Ethiopia 

have attempted to explain the direction their education sectors should take to ensure education 

for learners with special educational needs. However, clarity on how policy makers interpret the 

key concepts of special needs education and inclusive education remains elusive. 
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Challenges of inadequate social services experienced by parents in thi s study are similar 

to what is found by the research conducted in South Africa by Balfour (2011). The absence of 

health care system, which includes specialized professionals is di sappointing fU1d challenging fo r 

parents. 

Limited Social Support 

The finding of the study has shown that most parents get limited support from their 

significant others. Cobb (as cited in La, Chak-Chue and Eddie, 1994) describes social support as 

information leading the person to believe that he is cared for and loved, esteemed and valued, 

and part of a network of mutual communication and obligation. Chee (1991) says that there exist 

four types of social resources that can give support to people. These are informational support, 

social companionship support, emotional support and instrumental support. Furthermore, this 

study states that parents said they are socially isolated from their peers, relatives and other 

emotional support system. A study by Ambikile and Outwater (20 12) also stated that some 

people could not even give help when they found the child in a critical condition like having 

seizers and do not even give seats with their child on their back while using transportation 

services. 

This is different from what is found by the current study. Majority of the participants 

reported getting emotional support and understanding from relatives, neighbors, friends and 

significant others although it is limited to some kind of incident or event. Parents said that most 

of the problems they face emerged from the lack of awareness but once people knew that the 

children 's problem is related to mental issues, they were sympathetic and collaborative in giving 

them priorities. 
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Therefore since the presence of a chi ld with autism makes the parenting role more 

difficult in comparison to parents of normal children, outside support is helpful for parents. The 

support which is given to the parents of children wi th auti sm should not be limited to certain 

events. It should be deli vered to them with planned and systematic manner. 

Parents also emphasized the importance of meeting other parents with similar concerns or 

experiences in order to feel less iso lated and more comfortable. The monthly meeting arranged 

by Nia foundation is advantageous in providi ng socia l support (0 parents. Sharing of ideas, 

discussion on challenges and successes and giving and taking advises takes place. The chi ldren 

are not judged by parents of children with autism unlike parents oftypical children. This shows 

that the foundation acts as a comfort zone for the parents as well. 

Controlled Social Life 

As to the finding, the social life of the parents was found to he interrupl ed by the 

presence of a child with autism in the family. For few economically di sadvantaged parents who 

do not have close relati ves or cannot hire care givers, the interruption of their social life was felt 

intensely whi Ie it was not uncontrollable for others who get assistance from their paren ts, 

relatives, spouses or children. 

Economically disadvantaged parents who do not afford to hire care gi vers and do not 

have close relatives are obliged either to miss an event or take thei r child with them, or leave 

their child with neighbors in order to attend an important event. In unavo idable social events, 

parents take the latter option but still feel discomfort because they think that they bothered other 

people with their problems and they worry that their child caused some problem. This forces 

them to miss social gatherings and to have restricted social life. 
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The current study's finding differs from what is found by Heiman (2002) which states 

that the presence of a disabled child affects the parents' social life whereby parents rarely spend 

lime with friends , friends ask them not to bring their child to social events and lose contact with 

friends, relatives, or even with their extended family. 

Unlike the fami lies of most western countries where the nuclear fami ly is full y in charge 

of itself, the culture in Ethiopia where there exists strong bond between relatives and neighbors is 

a positive asset that supports parents of children with autism. Therefore, cultural system of the 

setting where families are residing can affect the social life of parents of children with autism. 

Economic Challenges 

The economic challenge that could be faced due to caring for an individual with mental 

disability is well illustrated by (Ababi , 2008). According to Ababi (2008) , development of 

mental disorders and caring for them may result in economic burden on individuals, families and 

communities. These burdens were described that they could be in the form of loss of income, 

employment; out of pocket expenses, reduced productivity, days out of role, emotional strain, 

disturbed social relations. 

Effect on earnings and expenses. 

The finding of the current research shows that participants were forced to get no or low 

income due to caring for their a child with autism. This is supported by the study by Gray (as 

cited in Alteriere, 2006) which says that most mothers are forced to stay home caring fo r their 

children. Parents of children with autism are forced to be house wives and some are forced to 

work limited hours. (www.ethioautism.org) also states that it is more likely that parents, 

particularly mothers become disabled themsel ves, burdened and most probably have no or very 

low incomes as their child's disability directly constrains their ability to work and make a living. 
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Therefore the finding and literature show that parents need to spend more time with the children 

and as a result they will not be able to emoll in a fu ll time job that generates average income. 

The condition where extra expenses are incurred while caring for children with autism 

was commonly agreed by all parents. This expenditure was strongly felt by economically 

di sadvantaged parents unlike those with good income. The regular home based private therapy 

was described as an extra expenditure by some participants. 

Parents incur costs while trying different things to understand, fulfill or enlarge the needs 

and interests of their child. While trying to provide their child with better things, some parents 

jeopardize the financial security of their family. This leads them to worry about how they can 

support their family fi nancially. Families of a child with autism experience more finan cial 

problems because they have higher expenditures some of which can be expenses for therapy and 

professional services. 

Generally the psychological, social and economic challenges that parents face in rai sing 

their children with autism as identified by the empirical find ings of thi s study and as supported 

by the different literatures reviewed, are found to have influence on the family when looked from 

the family systems theory. 

Family systems theory states that fami ly comprises of elements and structures that are 

interrelated in nature (Mailers n.d. ). Parents, children with auti sm, other siblings and extended 

fami ly members living together are elements of a family . According to thi s theory, each element 

of a fami ly has characteristics where the characteristic of one member affects the other member 

because of the interdependent nature of the relationship between members. Therefore in the 

case of a famil y with a child with autism, the different behaviors and needs of chi ldren with 
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autism were found to create challenges on the parents leading them to experi ence stress. Parents 

experience stress at different life spheres of their children because they have to deal with the 

consequences of the disability with their child. Thus the challenges ari se from the 

interconnected nature of the relationship between the parents and children with autism. 

Furthermore, in striving to play the roles expected from them as elements of a family, they are 

faced with social and economic challenges associated with the autistic nature of their chi ldren 

that are identified and di scussed previously. This forces the parents to redefine their boundaries 

by seeking support from outside. 

Implication to social work 

This research has an implication to social work research, practitioners and pol icy. 

Intervening effectively in the lives of children with auti sm and their families is not the sole 

responsibility of any single agency or professional group, but rather is a shared community 

concern. 

Accord ing to Alston and Bowles (2003) , social research is the systematic observation and 

co llection of info rmation to make decision or to take an action. Therefore, social worker 

professionals know that working with the child means working with the whole famil y and other 

environmental factors in a culturally competent way, this research forwards suggestions by 

putting this in to consideration as follows. 

Implication to social work research 

• There is a need for further research on the issues of children with autism as well as their 

parents since existing research and the finding of this study carmot give a comprehensive 

way to look at the issue. Therefore, since the challenges of parents of children with 
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autism lie in the psychological social and economic spheres, addressing all of these issues 

with few studies is difficult. Therefore, there are several areas worth further exploration. 

• Since the selection of participants was made through the involvement of the center and 

since the research participants get support from the center, the study experienced 

selection bias. Therefore, further research should be done on parents who do not get any 

support from any foundation. 

• In addition, since an autistic child 's family size, birth order, frequency of contact with 

parents, severity of the autistic behavior, parental collaboration, and other related issues 

directly or indirectly influence the challenges of parents of children with auti sm, studies 

focused on these areas should also be done. 

• As prevention is the first and best way of tackling a problem, studies on prevent ive 

interventions should be done. Furthermore, studies that explore the coping strategies 

uti li zed by the parents of children with autism should also be done so that they can be 

assisted to capitalize on their strengths. 

Implication to social work to practitioners 

• Since social work professionals are on the front line to lobby these facts, their 

invo lvement should be promoted so that they can advocate for the provision of 

psychological, social and econom ic support for parents of children with autism. 

• Various strategies on how to support parents of children with autism should be proposed 

tlu·ough the coalition of the concerned stake holders; the society, government, service 

giving agencies, private sectors, educators and professionals. Practitioners should work 
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on bringing these stakeholders on the same table and faci litate their cooperation for the 

shared purpose. 
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• Although initiatives are done by non government organizations such as Nia Foundation­

joy center for children with autism which continue to give psychological support to 

parents of children with autism through empowerment and counseling, it is still far from 

ending the challenges because the efforts so far made are very limited and unsatisfactory 

compared to the need. Service giving agencies especially those working with children 

should bui ld on programs that can accommodate children with autism and their parents. 

Therefore, social work practitioners should promote for the involvement of other service 

giving agencies in this matter. 

Implication of socia l work to policy 

• The govenU11ent must in the short term pursue an active policy of the serv ices that should 

be made available for children with autism and their parents 
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Conclusion & recommendation 

Conclusion 

This study attempted to adopt family systems theory as a theoretica l framework to 

explore the psychological, social and economic challenges of parents face while they raise a 

child with auti sm. The study looked at the experience of20 parents in raising a child with 

auti sm. Findings in the current research answered what the challenges of parents of children 

with autism are. 
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The reculTing themes found to be experienced by parents of children with auti sm are: 

stress, interference on family system, lack of awareness, inadequate social service, limited social 

support, controlled social life and influenced earnings and expenses. 

This study has found that regardless of their socioeconomic group or educational 

background, parents are fac ing a major psychological challenge, stress. Qualitative data showed 

that high level of stress was found to be present in all participants during the diagnosis of their 

child with autism . In their day to day lives as well , the care-giving tasks, mainly managing the 

complex behaviors of their children and managing the unpredictable, redundant, or guardian 

dependant needs of their children were found to be di stressing fo r parents. The economicall y 

stable parents were found to experience lesser level of stress than the economically 

di sadvantaged parents in the care giving activities. [n regard to the nlhlre, concern about the 

future of their child and concern about their future were found to be sources of stress. 

Dependency and vulnerability of the children with auti sm were the stressors for most of the 

parents. In addition to thi s, the educationally li terate parents were found to be concerned about 

the psychosexual needs of the children during adolescence and the possibility of regression of the 

children. Some were also found positive about the future. As to their own future, their own 
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psychological wellbeing, incapability to pursue their career and fear of difficulty to manage their 

children in the future were found as causes of stress fo r the parents. 

In the social aspect, interference on family system, lack of public awareness, inadequate 

social service, limited social support and controlled social life were fo und as challenges. Within 

interference on family system, marital relationsh ip was one issue where for some it became even 

tighter while for others it became loose. Dealing with the a child with autism's siblings was also 

found to be challenging because some regular children were found supportive while others were 

found disappointed because lesser attention was provided to them. Influenced famil y plans 

whereby most parents were forced to think about their a child with autism before making plans, 

and communication problems whereby they are hindered from fully exchanging their thoughts 

and fee lings with their children with autism were the other challenges found. 

Being cri ticized for their child rearing way due to the behav ior of the child and 

encountering confl ict due to the child's wrong doings were the challenges faced due to the lack 

of awareness of the public about autism. Inadequate social service, specifically scarcity of 

educational and health centers was another challenge for all parents. Social support which was 

better available for some and less available fo r others was another point of concern. The 

monthly parents meeting arranged by Nia fou ndation was found very supportive by all 

participants. Full pm1icipation in social life was also found to be unfeas ible for all participants. 

Having a child with autism highly affected the social life of parents who are economically 

incapable to hire nurses or who do not have close relatives that can help them or who do not have 

good relationship with neighbors. 
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The economic challenge identified were the effects on earnings and expenses. Few 

parents were forced to be either housewives, or work lesser hours than regular hours in order to 

care for their children jeopardizing their income. Others with better economic background were 

less or not affected because they have either business that can run by its own or they have people 

who can cover for them their work or their caring task. Regarding their expenses, all participants 

agreed that they incur extra expenses in trying to understand or widen thei r child 's needs. The 

private home based regular therapy they made avai lable for their children was another source of 

expense which is financially challenging for some and not challenging for other parents. 

Recommendation 

Based up on the review ofliterature and the result of thi s study, suggestions are put 

forward for consideration. Therefore, this chapter will give recommendation for futu re practice 

based on the themes identified in thi s study thus giving rise to the identification of areas where 

future research could potentially be developed. In addition, it will recommend the roles that all 

concerned stakeholders should play to help parents of children with autism cope with their 

challenges. 

There is a need to strengthen and broaden the services focusing children with autism and 

their parents since there are few initiatives done regarding this issue in Ethiopia for example that 

are done by nongovelTLIllent organizations such as Nia Foundation joy center. The s<., rvice is 

limited and unsatisfactory compared to the need. Services aimed at address ing tbe needs and 

challenges of both children with auti sm and their parents must be nUliured by psychological 

support to parents of children with autism through empowerment and counseling. 
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Efforts have to be made on educating the society about what auti sm is otherwise 

permanent change cannot be maintained. Therefore the focus of the future lies in communily 

awareness which can be attained through awareness programs about children with auti sm at all 

levels of society in order to reduce parental challenges faced from the society due to lack of 

awareness. 
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Educational institutions should press on departments under them to include in their 

curricul ums courses that provide an understand ing of autism so that profess ionals oftol11orrow 

can have better knowledge while assisting parents of children with auti sm. In addition, 

interd isciplinary approach should be practiced with in the educational institutions for example 

coalition between the school of social work and department of special needs should be promoted 

so that both can share knowledge and experi ences with one another so that a stronger effort is 

exerted on creating awareness about autism in education, in the public and in service giving 

organizations. 
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Annex i 

In depth interview Guide 

Interview Date: _____________ _ 

Interview Start Time: ---------------------
Interviewee Id No: ____________ _ 

Background 

l. Tell me about yourself and your family (your age, your marital status, your .iob/work, 

your chi ldren)? 

Psychological Issues 

2. What was your response when you found that your child is autistic? 

3. Are there psychological challenges that came with having a child with autism? If yes, 

what are they? 

4. What do you feel when you think about the future? 

Social Issues 

5. Are there social di fficulti es that you are facing that resulted from having a ch ild with 

autism? If yes, what are they? 

6. What is the attitude of the people around you towards the fact that your child is autistic? 

I~conomic Issues 

7. Are there financial strains caused by having a child with autism? If yes, what are they? 

8. [s your income and expense affected as a result of having a ch ild with autism? If yes, 

how? 

Thank You! 



CHALLENGES IN RAISING CHILDREN W ITH AUTISM 77 

Annex ii 
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Annex iii 

Table 1: Tabula." representation of identified themes 

Specific objective Major themes Subthemes 

PSYCHOLOGICAL Stress dur in g diagnos is and da ily liFe 
Stress 

CHALLENGES Stress about the future 

Influence on marital relationship 

Interference on the family 
Influence on sibling relationship 

system 

Influence on family day-to-day plans 

Judgment on parent' s way of child rearing 
Lack of awa reness on Autism 

SOCIAL Confli ct because of child wrong doings 

CHALLENGES 
Lack of special schools for A child with 

Inadequate sOL:ia l servi ces autism 

Lack of health and related profess ionals 

Limited social support 

Controlled soc ial life 

ECONOMIC Influenced earnings and 

CHALLENGES expenses 
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Annex iv 
Table 2: Tabular representation of pa.-ticipants' demographic data 

Id No Sex Age Ma ri ta l Level of Occupation Birth Order of 
Status Education the autistic chi ld 

NFJ COO I F 40 Married No formal Employed in private 3'" 
education organization 

NFJC002 F 45 Married g! 1 grade Self emp loyed 3T1J 

cert ifi cate 
NFJC003 M 52 Divorced No formal Security Guard 4" 

education 
NFJC004 F 4 1 Single Elementary Self Employed 3'" 

education 
NfJ C005 F 38 Married Higher Civ il servant 211<1 

education 
NFJ C006 F 32 Married 811 grade House wife (st 

certifi cate 
NFJC007 F 38 Married Higher Project coord inator in 21la 

education in ternational organization 
NFJC008 M 47 Married Dip loma Teacher 4" 

NFJC009 F 39 Married Elementary Employed in Hair salon 2'Hl 
education 

NFJCOO IO F 33 Separated High school Se lf employed I" 
dillioma 

NFJCOOII F 5 1 Married No forma l Small bu siness 4th 

~COOl2 
educntion 

F 60 Widowed No forma l House wife 8" 
education 

NFJCOOl3 F 36 Married High school Self Employed 2110 

1-- certificate 
NFJCOO l4 F 36 Married Elementary Sa les person I" 

education 
NFJCOO l5 M 52 Married No forma l Security 5" 

~l\iFJCOOI6 
education 

F 37 Married Elementary Working ill Hotel 2ml 

--I-- education 
NFJCOOi7 F 40 Married No formal Small household business 3 rd 

education 
NFJCOO l8 M 45 Married 8" grade Employed in private 211<1 

certificate organ ization 
NFJCOOl9 F 43 Single No formal Small business 3'" 

education 
NFJC0020 M 49 Married Higher Self Employed 4thnu 

Education 

I 
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