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ABSTRACT

The most difficult burden in relation to the diagnosis and treatment of autism rests on
parents in general and mothers in particular. Due to the nature of the disorder taking care of
an autistic child alone is an insurmountable task for mothers. The objective of this study is
assessing the contribution of autism centers for mothers of autistic children by particularly
addressing the difficulties mothers face and the services rendered in autism centers. The
framework of the study is that there is a direct relationship between the contributions or the
services of autism centers to mothers of autistic children and the resultant improvements in
the life of the autistic child, mothers and the whole family. Qualitative research method is
used in the whole process of conducting this research. Focus group discussion and an in
depth interview are utilized as instruments of data collection from the participants of the
study. The study was conducted in joy autism center. According to the data gathered from the
center there are 80 autistic children receiving education, training and treatment from the
center. The populations of the study are mothers of these autistic children at joy autism
center. Among them 12 are purposively selected to participate in the in depth interview and
focus group discussion according to the duration of admission and their background. The
findings of the study revealed that mothers of children with autism face different social,
economic, psychological and other problems. Particularly lack of awareness, shortage of
time, financial scarcity, stigma and stress are some of the problems mothers encounter. The
study also found out that autism centers are ideal in solving these problems faced by mothers
by providing different services for their autistic children and the mothers themselves. In
order to albeit all the problems associated with autism the government, the media, health
institutions and civil society organizations shall give due concern for autism and its overall
impact. Future researches shall be conducted on the impact of autism at individual, family
and societal level. Particularly the impact of autism of family and the society in Ethiopia is

unaddressed area.

Key Words; Mothers, Autism, Mothers’ of Children with Autism, Contribution, Autism

Centers
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CHAPTER ONE

1. Introduction

1.1. Background of the Study

Autism is a developmental disorder characterized by difficulties with social interaction and
communication, and by restricted and repetitive behavior (S. K. Thomas, 2016). According
to Findling, (2015) and Ornoy et al., (2015) parents often notice signs during the first three
years of their child's life. These signs often develop gradually, though some children with
autism experience worsening in their communication and social skills after reaching
developmental milestones at a normal pace (Vohr et al., 2017). It is also called autism
spectrum disorder (ASD) (Reichow et al., 2018). The developmental problems associated
with autism sustains through the whole life span of the affected persons (Bird & Cook, 2013)

and if you are autistic you are autistic for life (Gerdts, 2010).

Autism spectrum disorder (ASD) is not only a complex but also a pervasive
neurodevelopmental condition with lifelong impacts (Lyall et al., 2017). Genetic and
environmental factors contribute to ASD etiology, which remains incompletely understood
(Zerbo et al., 2015). Autism is prevalent in almost whole countries and continents (Franz et
al., 2017). Even though it is not in flat rate (Thurm et al., 2019), autism exists all over the
globe (WHO, 2019). According to WHO (2019), one out of 160 children has an autism
spectrum disorder in the world. While there is no official count of the number of people who
have been diagnosed with autism (Maenner et al., 2020), CDC's most recent estimate is that 1
out of every 59 children, or 16.8 per 1,000, have some form of ASD as of 2014 (Xu et al.,
2018).

Persons with autism face inability to conduct effective communication and social interaction
and show repetitive behavior (Frye, 2018). Due to its nature the diagnosis and treatment of
autism requires the involvement of multiple professionals (Srinath et al., 2019) such as

caregivers, pediatricians, psychologists, psychiatrists, social workers and the like. As a result



autistic children need an institutional support from where they can get all these professionals
and their services (Camm-Crosbie et al., 2019). According to Stroth et al. (2019) autism
affects not only the child but also his family. It is heterogeneous in many ways, including
developmental trajectory. For example, while most children with an ASD diagnosis continue
to experience substantial social difficulties, the family gets primarily hurt along their way
adulthood.

Any health problem on family member in normal course of things always affects the life of
the whole family (Golics et al., 2013). The situation will be worst and difficult if the disease
is related to some mental health problem like autism (Fuld, 2018). Like the nature of the
disorder, the impact of autism on the mother is pervasive and multifaceted (Karst & Van
Hecke, 2012). The mothers of autistic children face a multitude of challenges because of the
behavioral problems associated with the disorder (Weiss et al., 2014). Having a child with
autism in the family may have adverse effects on the mother’s life including marital
relationships, sibling relationships and adjustment (Begum & Mamin, 2019). According to a
study by (Zhou et al., 2019) mothers of autistic children generally exhibited high levels of
anxiety and depressive symptoms. The core symptoms of the autistic children were observed
to be strongly associated with both maternal anxiety and depressive symptoms (Zhou et al.,
2019). Improvements in the core symptoms of children with ASD may help reduce maternal

anxiety and depressive symptoms to some extent (Theses & Villar, 2018).

Different studies showed that autism centers are very helpful for the prevention of the anxiety
and depression felt by the mothers of the autistic children. A study by Bdélte et al. (2019),
showed that mothers whose autistic children were admitted to the autistic centers were found
to be less stressed than they were before their children were admitted to those centers.
Mothers of autistic children often report decreased levels of stress, depression, and anxiety
after their children with ASD got admitted to the autism centers (Catalano et al., 2018).
Supporting this idea (Grant et al. 2015) found that mothers after admitting their child got less
stressed and got a very convenient environment to work and got advanced in their economic

and psychological life.



Autism centers are ideal places in solving the problems of autism for the autistic individual
and their families especially for the mothers since most of the burden lies on the mothers
(Birhanu, 2016). According to her study (Birhanu, 2016) found out that there are only few
autism centers in Ethiopia which are located in the capital city. This study also labeled autism
as unstudied disorder in Ethiopia and recommended its every aspect to be researched in local
context. The other study by (Abera, 2013) showed that lack of awareness is the main reason
for the absence of adequate number of autism centers in the country. She stressed that non-
governmental and societal organizations always consider their contribution before
participating in any sector. This study also showed that the absence of studies which clearly
reveals the possible contributions of any organization in the sector is the main reason for lack
of sufficient service provision (Abera, 2013).

Demissie (2015) and Berhane (2016) in their respective study recognized the increased
burden of mothers of autistic children in the diagnosis and treatment of autism and the lack of
adequate family, social and institutional support. Both concluded that studies shall be made
to show the impact of autism on the individual and the mothers and the possible contribution

to be made in order to draw the attention of the government and other responsible organs.

1.2. Statement of the Problem

Practically speaking though there are different non-governmental and civil society
organizations, almost most are not interested in autism. According to the researcher this is
due to lack of studies which clearly shows the demand of the sector and the contribution to
be made. Hence studying the possible contribution of autism centers to mothers of autistic

children will fill this gap partly.

It is natural that all families want to lead a happy and peaceful life free from any social,
economic and health problems (Abatemarco, 2020). Any kind of problem happened to one
family member usually affects the life of the whole family especially the life of the mother
(Thomas et al., 2017). The condition of the mother would be more difficult if the problem is
associated with health (Ji et al., 2007).



Among all health problems autism is unique and challenging in many ways both for the
autistic children and their mothers (Begum & Mamin, 2019). The mother suffers a lot from
the autistic condition of their children than any member of the family (Mann, 2013).
Researchers found that mothers of children with autism had higher levels of parenting-related
stress (Oprea & Stan, 2012), and their wellbeing is on the frontline (llias et al., 2017).

If autism has such magnitude problems on the mothers of autistic children, then it is
important that a socially involved institution like Joy Autism Center takes a good care of
these autistic children. Some studies studied the importance of professional help that the
mothers of autistic children needed to cop up with the challenges they face (Oprea & Stan,
2012). Autism centers give different services to the mothers of the autistic children such as
providing reliance on family to give courage (Oprea & Stan, 2012), school involvement
(Khudhair & Jassim, 2018), support mothers to act so as to improve the condition of their
child (Bolte et al., 2019).

The other contributions of the autistic centers to the mothers of autistic children is that
interventions by the autistic centers to the autistic children can promote development and
produce significant and lasting improvements (Paul, 2008). This gives the mothers pleasure
and relief. According to Rogers & Vismara (2008), interventionist autistic centers positively
modify the course of development of children with ASD, and hence impact the life of the

mothers positively.

Begum & Mamin (2019) from Savar, Dhaka, Bangladesh studied the impact of autism on the
family as a whole, in which it didn’t see the effect of autism centers to the mothers of autistic
children. A study conducted in Pakistan (Furrukh & Anjum, 2020) explored lived
experiences of the mothers who have children with autism spectrum disorder (ASD)
including but not limited to the mothers, in which it didn’t study the contributions from the

autistic centers.

Even though it is a pressing issue, researches and studies conducted in relation to autism are
hardly available in Ethiopia. Due to the government’s lack of attention and the society’s lack

of awareness to the disorder it is not easy to found data, statistics and information about



autism. There is a study, which tried to address the challenges and the help need of autistic
children’s parents in Addis Ababa, Ethiopia taking Nehemiah autism center as a case study
(Abera, 2013). But this study didn’t see the contribution of the autism center to the mothers
of the autistic children and this study is conducted before seven years. Another study by
(Kebed, 2015) assessed the autistic children’s families’ practices with their children in Addis
Ababa, not the contribution of autism centers. A study by Tadesse (2014) tried to assess the
challenges and coping mechanisms of the families living with an autistic child.

All the above studies and others didn’t study the contribution of autism centers to the
mothers of the autistic children. Most of the studies so far are focused only to the autistic
children and persons around them are neglected. Some of the studies tried to address the
challenges faced by the families of the autistic children in which the mothers are included.
The challenges faced before their children got admitted to the centers, the contributions by
the centers and the lives of the mothers in relation to the status of their children was not
studied yet and comes the importance of this study.

1.3. Basic Research Questions

As per the problems stated above and the gaps from previous theories, articles, journals, and

researches, the following basic research questions were raised.

1) What were the difficulties the mothers of autistic children face before their children’s
admission to Joy Autism Center?

2) What did mothers expect from joy autism center just before their children got
admitted?

3) What differences were made in the life of mothers after the admission of their

children to Joy Autism Center?
1.4. Objectives of the Study

1.4.1. General Objective

The overall objective of this study is assessing the contribution of autism centers to mothers
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of autistic children in the case of Joy Autism Center.

1.4.2. Specific Objectives

This research has the following specific objectives as numbered and presented below.

1) To assess the difficulties mothers of children with autism face before their children’s
admission to Joy Autism Center.

2) To identify the expectations of mothers of children with autism from Joy Autism
Center during their child’s admission.

3) To assess the difference in the life of mothers after the admission of their children to

Joy Autism Center.

1.5. Significance of the Study

Effective diagnosis and treatment of autism require the comprehensive participation of
professionals and families. But due to different social, economic, legal, political and
psychological problems the burden of undertaking household activities relies on women.
Unlike the ordinary and obvious responsibilities, taking care of autistic children for life is not
something to be overlooked. Mothers in such situation highly need someone to share their
burdens. But husbands and other family members, the community and the government had
seen giving little attention for the issue. Even only few NGO’S and civil society
organizations, among multiple are engaged in autism and related issues. Autism is just

neglected. The contribution of autism centers is not studied well in Ethiopia.

For the researcher the failure of these organs to give attention for the issue emanates from
two reasons. For One thing these organs are ignorant about how much taking care of an
autistic children increase the already crowded household burden of mothers. In addition these
organs are not aware about how much contribution they will have for the autistic children,
the mother, the family and the community in general if they engaged in the issue.

Accordingly this study will contribute a lot in narrowing down the knowledge gap described



by closely researching autism centers contributions to mothers of autistic children there by
attracting the attention of different stake holders to the issue.

1.6. Scope of the Study

The study is limited in topic to the contribution of autism centers to mothers of autistic
children taking one autistic center in Addis Ababa, Ethiopia. The center selected for the study
was Joy autism Center which the researcher visited during her course study.

Hence mothers whose children had been diagnosed with autism spectrum disorder and
admitted to joy autism center are the population of the study from whom samples for data
collection are selected from. The employees of the center were also involved in the study.

The research was conducted in 2019/20 and the data was collected in April 2019. The
responses of mothers of autistic children in Joy Autism Center were collected. The annual
report of 2018 and the annual activity plan for 2019 were also consulted in the course of this

study.

1.7. Operational Definition

Autism center - is an institution which gives a comprehensive treatment services for persons

diagnosed with autism and for the case of this study it refers joy autism center.

Autism is a developmental disorder characterized by difficulties with social interaction and
communication, and by restricted and repetitive behavior often noticed during the first three

years of a child's life.

Autism Spectrum Disorder (ASD) — a range of complex developmental problems
manifested by either atypical behaviors in social impairments, communication difficulties,

and restricted, repetitive, and stereotyped patterns of behavior.

Autistic child- an individual who is diagnosed with autism officially and admitted to joy

autism center.



Mother - is a woman whose child or someone in her custody is diagnosed with autism.

1.8. Organization of the Research

This project is organized in five chapters. Chapter 1 is going to present the general
introduction about the whole report. Chapter 2 describes both theoretical and empirical
literature review related to the issue under study; Chapter 3 provides research design and
methodology employed for conducting the study. Chapter 4 is going to contain data
presentation, analysis and interpretation. Finally, the last chapter concludes the total work of
the project and gives relevant recommendations based on the findings. A list of related
literatures that was referred while writing the paper and annex were included after chapter
five.



CHAPTER TWO

2. Literature Review

2.1. Introduction

This section reviews existing literature in relation to the main concept and the assessment
questions. First, a brief review of literature regarding the nature of autism is presented in
order to provide an overall understanding of the condition. Afterwards, literatures in relation
to the experiences of parents raising a child with autism are presented. There are numerous
studies that have been conducted regarding autism including its diagnosis, symptoms,
treatments and its effect on an individual, family and societal level. However, limited studies
are available in the context of Ethiopian societies and they mainly focus on the prevalence of
autism. Other dimensions of autism such as parents’ perspectives on coping mechanisms
have not been the emphasis of studies in an Ethiopian context. Particularly the contribution

of autism centers for mothers of autistic children is not addressed well.

2.2. What is Autism

Autism is the most common pervasive, neurological based developmental disability which
causes different range of disorder in the way individuals learn, communicate and act which
usually begins before the age of three (Johnson & Myers, 2007). According to APA (2013) it
is characterized by qualitative impairments which results in difficulties in verbal and non-
verbal communication, social and emotional functioning which in turn hampers autistic

person’s ability to understand the world around them.

According to Bolton et al. (2011) autism is one of the developmental disorders called
pervasive developmental disorders (PDD). Pervasive developmental disorder is a general
term which includes the following five disorders: Rett’s disorder; Childhood Disintegrative
Disorder (CDD); Asperger’s Disorder; Pervasive Developmental Disorder Not Otherwise
Specified (PDO-NQOS) and finally Autism (Steven & Rubenstein, 2006). Despite the fact that



each disorder possess its own unique features in relation to cause, diagnosis, progress,

treatment and the like there is still some kind of overlap.

Due to the absence of a clear and definite scientific neurological and biological marker,
autism spectrum disorders are necessarily identified and characterized by their respective
behavior (Reichow et al., 2018), which results in a greater degree of uncertainty and
frustration. However the last twenty years have been marked by major advances in the ability
to meaningfully define and quantify the behavioral patterns that differentiate autism and
other ASDs from other disorders and from typical development problems (Steven &
Rubenstein, 2006).

Autism is a heterogeneous disorder (Masi et al., 2017). No two autistic persons have same
level of problems in all ranges of activities. Some autistic people possess an average
intelligence, but significantly impaired in social skills. Again some autistic individuals are
capable to taking care of themselves, function well, live independently, maintain
relationships and work at high level jobs (Schriber et al., 2014). While others face difficulty
even in basic need activities like eating, drinking, dressing, waking and the like. This vast
difference of ability between autistic people is due to different reasons like the severity of the
disorder, the age of the autistic individual, the accessibility of due care and intervention or
the nature of the disorder itself. Thus, effective treatment and intervention mechanisms and
procedures need to be made in accordance with these personal circumstances (Veague,
2010).

Autism which begins during childhood persists to exist through the whole lifespan of the
person as an incurable disorder. Due to the similarities that exists between autism symptoms
and childhood activities, it is usually difficult to identify autism early in childhood (Martinez-
Pedraza & Carter, 2009). Parents may not be able to identify their child as autistic before the

age of three, because the symptoms of autism are more apparent after the age of three.

Autism spectrum disorder is basically different from the common health problems labeled as
diseases like tuberculosis, epilepsy or blood pressure(Mughal et al., 2020). A disease is an

illness or a condition which resulted from the impairment or dysfunction of one of the body
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organs, where as an ASD is a condition in which there is abnormality in the mental and
physical development of a person often retardation(Exkorn, 2008).

Generally speaking autism spectrum disorder is a neurobiological developmental disorder
which affects the regular development process and functioning of the brain. Even if autism
exists and grows up even in adulthood, it starts during the early period of childhood. Even
though it differs from person to person, the effects of autism ranges from causing simple
communication problems to complex abnormalities. Impairment in social interaction is the

basic characterizing feature of autism (Gerdts, 2010).

Unlike other kinds of health problems the treatment of autism is more social, behavioral and
psychological and less medical in line with its cause, diagnosis and effect. It is not possible to
treat and cure autism by administering some kind of tablets. There is no specific treatment
and medication for it. The basic treatments for it still remain an educational and behavioral
approach which probably continues for the whole life span of the individual depending on
his/her progress (Abera, 2013).

2.3. Diagnosis of autism

Unlike other health problems and diseases diagnosis of autism is a very difficult task for
professionals since there is no a simple blood or laboratory test to determine who is autistic.
As already noted above, the exact causes of autism are still unknown. This in turn pushes the
diagnosis to rely on physical observation and history. The already identified effects of autism
(social interaction, communication and repetitive behavior) are also ideal in the diagnosis of
autism. The diagnosis of autism by its very nature requires a multi-disciplinary team of
psychologists, neurologists, psychiatrists, speech therapists, social workers and other related
professional (Abera, 2013).

Like its others aspects, the diagnosis of autism has witnessed improvements from time to
time. In the last 20 years standard measured for assignment of diagnostic status was adopted
internationally (During, 2005). Now a days the diagnosis and statistical manual, fourth

edition, text revision (DSM Iv-TR) is the official manual used by physicians and mental
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health professionals for diagnosing children on the autism spectrum. According to this
manual, a child with autism display a qualitative impairments in their reciprocal social
interaction and communication and a restricted, repetitive and stereotyped patterns of
behavior, interest and activities to some degree before the age three. However there also
exists other features that some professionals use as the above ones (Abera, 2013).

2.4. Autism in Ethiopia

According to (Hoekstra et al. 2018) the knowledge and understanding of autism in
developing countries was sourced from studies and researches conducted by developed
countries particularly in America and Europe. It leads that the disorders’ status and
prevalence is understudied in least developed countries including Ethiopia. This in turn
means the peculiar features and characters of the disorder in each local context are not

known.

Unlike other disorders autism demands an extensive treatment which usually requires the
involvement of different professionals, family members and the society as a whole if possible
in an institutional setup (Thurm et al., 2019). But in most developing countries finding the
service of these stake holders is a nightmare including Ethiopia, which in turn affects the life
of not only the autistic person but also his family too. Lack of appropriate services and
adequate special education provision are among the challenges mothers of children with
autism in Ethiopia face (Berhane, 2016; Guler et al., 2018; Kebed, 2015). Due to insufficient
number of institutions and service providers, finding places which suites the interests of

autistic children in Ethiopia is hardly possible (Berhane, 2016).

There is a severe service provision problem in relation to autism in low income countries
including Ethiopia (Dejene Tilahun & Hoekstra, 2019; Tekola et al., 2016). This similar
study described that the services being provided are not capable to address the personal
circumstances of each autistic individual and his/her family. In order to fully appreciate

autism conducting continuous and detail studies in all parts of the world is mandatory (Faras
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et al., 2010). But according to Elsabbagh (2014) almost all of the studies in relation to autism
are conducted in the developed western world and there exists a serious shortage of studies in
low income countries including Africa. Tekola et al. (2016) found out the absence of
practical studies on autism in Ethiopia and the existence of lack of awareness and knowledge
on the issue among the public and other stake holders.

The role of professionals like pediatricians, psychologists, psychiatrists, social workers and
volunteers is indispensable to help children with autism in the diagnosis and treatment
process (Jacobs et al., 2019). It is the synergy of the service of these professional which
results in betterment of autistic children (Subramanyam et al., 2019). Hence the service shall
be provided in an institutional set up. However, in Ethiopia there is inadequacy of mental
healthcare facilities and a severe shortage of trained personnel (Tekola et al., 2016).

Even though there is no accurate statistics about autism prevalence in Ethiopia (Kebed,
2015), around one million individuals are estimated to be living with it (Berhane, 2016).
Making special autism centers accessible to all these individuals is challenging due to
different reasons. Though mainstream schooling appears to be an ideal substitute to autism
centers, schools in Ethiopia are not equipped with the necessary facilities and didn’t
recognize children with autism (Tekola et al., 2016). This lack of adequate service provision
for children with autism results in stress and depression among mothers of children with
autism (Abera, 2013).

According to Berhane (2016) one of the main obstacles that hinder the establishment of
efficient support programs for parents of children with autistic disorder in Ethiopia is the lack
of studies that can inform about the impacts of raising children with autism on parents and
lack of adequate number of centers and trained staff. This prevents the mothers of the autistic
children and the autistic children not to benefit from the fruits of those autistic centers.
Besides to lack of studies there is another factor that challenges mothers, lack of adequate
information and knowledge about autism which leads them to face extreme difficulties in
dealing with the challenging behaviors (Weiss et al., 2014). This problem could not be

different in Ethiopia. Most mothers of autistic children in Ethiopia doesn’t have the necessary
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knowledge and information about the nature of autism and its symptoms (Berhane, 2016;
Tekola et al., 2016).

Generally most studies reviewed (Cloete & Obaigwa, 2019; Furrukh & Anjum, 2020; Hubert
& Aujoulat, 2018; Piercy et al., 2017) provided rich and descriptive information on firsthand
accounts of the lived experiences of actual families particularly mothers affected by autism
which allows us to better understand, using lived experiences, what it is like to be a parent of
an autistic child, and what that experience means. Since autism is an issue that still needs
much exploration in our country (Abera, 2013; Berhane, 2016; Kebed, 2015; Tekola et al.,
2016) the various reviewed studies across the globe (Andersson et al., 2017; Chung et al.,
2012; Gona et al., 2015; Jacobs et al., 2019; Picardi et al., 2018; Sumiya et al., 2018;
Taderera & Hall, 2017) will add more information regarding autism to the body of the
current study and will give the audience a better ability to gain knowledge of the feelings,
motivations, challenging experiences and coping mechanisms of raising a child with autism

across cultures.

Additionally, the researcher hopes that by synthesizing the literatures conducted looking at
the experiences of mothers of children on the spectrum, a more holistic view of the kinds of
interview questions to the current study and identifying gaps in the current literatures has

been provided.

2.5. The Impacts of Autism

2.5.1. The Impact of Autism on Family Members in General

2.5.1.1.  The Social Impact

In most societies of the underdeveloped world autism is still linked to some kinds of wrong
beliefs and attitudes. Pursuant to this autism is believed to be an evil spirit phenomenon and a
result of super natural anger on the autistic individual and his family. Even it is considered as
a penalty for the sins and misdeeds of ancestors. As a result of this it is a source of stigma
and discrimination on the autistic individual and his family (Gona et al., 2015). Following
this Autism diagnosis and treatment may result in the stigmatization of the autistic person,

family members, school mates, friends, medical providers and caregivers by the community
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(Papadopoulos et al., 2019). Studies have also revealed that families of children with autism
experience practical and psychosocial challenges, including severe stigma (Tekola et al.,
2016). According to (Evans, 2013) families with autistic children have been perceived by
their societies in different ways causing the families to be shaped by the beliefs systems of
autism specific to their society (Evans, 2013). Because of social stigma, there is a lot of
discrimination not only of the autistic child but also of the family as a whole because the
family is seen to be a part of the illness (Aadil Bashir, 2014). A study by Rdssler (2016)
found that parents having child with autism feel being isolated from social life due to a
perceived lack of understanding about what autism is and what was involved in caring by the

community.

The activities and behavioral patterns of an autistic person are different from the normal
move of a child and it could be strange for family members. Family members of an autistic
person may face multiple difficulties in managing and dealing with these behavioral
problems related to the disorder (Weiss et al., 2014). Dealing with the case of autism usually
impacts the other segments of life since it demands a considerable part of attention, money,
time and energy. As a result this process adversely affects various domains of family life
including marital relationships (Hartley et al., 2018), sibling relationships and adjustment
(Picardi et al., 2018), family socialization practices (Hartley et al., 2018) as well as normal
family routines (Aadil Bashir, 2014).

As per (Bambaeeroo & Shokrpour 2017) most social interactions are dependent upon either
verbal speeches or nonverbal gesture. However one of the major symptom and impact of
autism is lack of adequate reciprocal social interaction and verbal and nonverbal
communication (Steven & Rubenstein, 2006). In parallel to Bambaeeroo & Shokrpour (2017)
and Steven & Rubenstein (2006), LaGasse (2017) found that it is hardly possible for an
autistic individual to manage social relationship even though, according to Sauter (2017),
social interaction, joy, and verbal and nonverbal communications are presumed to be the best
rewards of family hood. Aadil Bashir (2014), also confirmed that autism negatively impacts
those social interaction, joy, and verbal and nonverbal communications, which are the best

rewards of family.
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Autism only does not have family impact, but also it has impact on a person with autism
him/herself (Sauter, 2017). S/he may not have friends, may face difficulties while playing
with others (Sumiya et al., 2018), may not secure a job (Lorenz et al., 2016), and may be
unable to express his emotions (Rump et al., 2009). So that mothers of children with autism
need to provide a great deal of social support for her child in order to enable him/her make
friends, interact successfully in social situations and eventually become adults who can hold
jobs, relationships and other activities of life (Robledo & Donnellan, 2016).

2.5.1.2.  Psychological Impact

There is no medical test for ASDs and a diagnosis is made after a thorough evaluation of the
conditions of the concerned individual (Huerta & Lord, 2012). The evaluation might include
clinical observations, parent interviews, developmental histories, psychological testing,
speech and language assessments, and possibly the use of one or more autism diagnostic tests
(Randall et al., 2018). The unusual mechanism of diagnosis of autism usually results in fear

and psychological stress among family members (ESHG, 2019).

The mere existence of some symptoms in their child’s childhood would obviously leave the
family in fear and frustration that, the individual might be diagnosed autism (Pierce et al.,
2009). This might possibly create tension and stress among family members long before the
individual formally diagnosed autism (Bravo-Benitez et al., 2019). Due to lack of adequate
support and treatment family members of autistic persons Families with an autistic child
frequently undergo through anxiety and depression (Nadeau et al., 2011). Other important
phenomenon which arises from parental stress in families of children with autism, include,
feelings of loss of personal control, absence of spousal support, informal and professional
support (Bluth et al., 2013). Studies also showed that brothers and sisters of children with
autism are at risk of bearing the psychological and emotional burden of growing up alongside
a child with behavioral difficulties (Orsmond et al., 2009). Many siblings have felt that their
parents perceived their needs as being secondary, with more time and attention given to the
child with autism (Ooi et al., 2016).
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As a childhood disorder autism usually, diagnosed on children under the age of three.
However, for many families locating a diagnosis before the age of three is very difficult.
Some families even have not been able to obtain a diagnosis until their child was much older.
Such families may feel isolated, confused, unsupported and very anxious due to inability to
secure early diagnosis (Lawson, 2004).

In addition to this, the type and effectiveness of the treatment mechanism, the attitude of
others towards the autistic individual and them, the cost of treatment and other related issues
will also be sources of stress and disappointment for individuals around him.

2.5.1.3. Economic impact

The burden of family members increases after their child diagnosed with autism since it is a
beginning of a journey which demands the families human and financial resources for the
remaining lifetime of the child (Hodgetts et al., 2015). Intervention strategies are expensive
and require long hours of one on-one interaction with a trained therapist or use of costly
foods or drug supplements (Ventola, 2010). Costs associated with having a child with autism
is not only limited to the cost of interventions (Horlin et al., 2014). Like any other forms of
childhood disability, parents of a child with autism often face greater outlays of time and
money than they would for a neurologically typical child. Additional cost is also associated
with extracurricular activities for children with disabilities (Memari et al., 2015). In general
According to a study in 2005 the expense for a child with autism is three times more than that
of a child without autism (Payakachat et al., 2012).

When an individual shows some kinds of abnormal activities, his families or friends would
obviously bring him to hospital. The process of examination and treatment will in turn cost
them some amount of money. Likewise an autistic individual and his family members would
incur an abundant amount of money for the diagnoses and treatment of the individual (Weiss
et al., 2014). This cost includes examination cost, medication costs, drug costs and payments
for the professionals. The lifelong existence of the disorder and the treatment as well adds an
insult to injury. According to Elder et al. (2017) autism highly affects the social interaction

and communication of the individual towards others and leaves him in a lonely environment.
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As a result of this it is difficult for such persons to get involved in different jobs and earn a

living.

2.5.1.4.  Other impacts

Autism is considered to be a severe disability because of the intense lifelong impacts it has
on the individual and his or her family (Faras et al., 2010). Parents raising a child with autism
face extreme difficulties in dealing with challenging behaviors (Khudhair & Jassim, 2018;
Miranda et al., 2019), teaching their child to communicate, teaching basic life skills, guarding
their child from danger, and preparing their child for adult life. There are high-risk factors
that might induce acute or chronic stress and trauma to the parents of autistic children and, in
turn, lead to dysfunctional parenting (Emberti Gialloreti et al., 2019; Padden & James, 2017).
As mentioned above there is serious shortage of service providers and professionals working
in relation to autism (Tekola et al., 2016). As result securing formal diagnosis and treatment
is challenging for families of children with autism. The failure to incorporate children to
mainstream schooling is also struggling for family members (Chandrasekhar & Sikich,
2015).

2.5.2. The Impact of Autism on Mothers

As already mentioned, effective diagnosis and treatment of autism require the comprehensive
participation of professionals and family members (Thabtah & Peebles, 2019). Due to
different social, economic, legal, political and psychological problems the burden of
undertaking household activities relies on women (Jenkins et al., 2011; Kaur & Garg, 2008).
In such patriarchal family women hold difficult responsibilities inside and outside of home
especially when they have children with autism (Weiss et al., 2014). Unlike the ordinary and
obvious responsibilities, taking care of autistic children for life is not something to be
overlooked. As studies on the family strain revealed, raising an autistic child is the most
challenging and demanding task that has a serious impact on family life (Hoefman et al.,
2014). Mothers in such situation highly need someone to share their burdens. But husbands

and other family members, the community in general and even the government seem giving
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no attention at all for the issue. Even only few NGO’S and civil societies, among multiple

organization are engaged in autism and related issues in Ethiopia (Tadesse, 2014).

Mothers sacrifice their education, jobs, social status, opportunities, money, and other
advantages in favor of their family. This fact worsens when there is health problem in the
family (Cidav et al., 2012). If the problem is a life time like autism it is not even possible to
explain how women will suffer in handling the situation. In general mothers of autistic
children lead the most difficult life like no one did (Oprea & Stan, 2012; Weiss et al., 2014).
Mothers always experience the most difficult situations in relation to their autistic children
(Navot et al., 2017; Zhou et al., 2019).

Different reasons can be mentioned for the difficulties mothers of autistic children face.
Stigma and discrimination, lack of support from other members of the family and the society
(Khanlou et al., 2017), financial constraints (Taderera & Hall, 2017), and lack of awareness
are among them (Kinnear et al., 2015). In her work Helen Berhane mentioned lack of
awareness as the basic reasons for the challenges mothers encounter in the handling of autism
cases (Berhane, 2016). In short family members in general and mothers in particular

experience the heavy burden related with autism.

In additions to the obvious difficulties they share with other family members, mothers
particularly experience great problems in relation to autism. In many developing and African
countries still autism is presumed to be the result of poor parenting by mothers (llias et al.,
2019). This is always a source of anxiety and stress in mothers of autistic children. Studies
have showed that the level of distress is higher in mothers than other family members
including fathers (Aadil Bashir, 2014). Mothers of children with ASD appear to suffer from
increased levels of parenting stress compared with fathers (Allen et al., 2013). Mothers of
autistic children have higher parenting-related stress and psychological distress as compared
to others (Kebed, 2015). Berhane (2016) also asserted that mothers make the most intense
adjustment to a child’s developmental disability and they are at a higher risk of long term

stress than fathers.
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Autism, a lifelong disorder, demands a considerable time of family members in general and
mothers in particular. Mothers are also expected to undertake the lion share responsibility in
her marriage (Hartley et al., 2010). Peace in marriage and autism are not usually go together.
Hence mothers of autistic children experience more marital stress in their marriage which is

more likely to end up in divorce (Taderera & Hall, 2017).

Zuckerman et al. (2014) stated that handling a child with autism requires a joint effort of all
members of the family. An isolated act cannot result in the expected outcome than
exhausting the person. In a study on the issue, Tekola et al. (2016) concluded that mothers of
children with autism are the main cares with little or no support at all. Lack of support from
anybody let some mothers to chain their child when they go out as per this similar study
(Piercy et al., 2017). Many mothers of autistic children also report a feeling of lack of
support (Kebed, 2015). This again hinders mothers from participating in economic activities.
Many mothers who worked before were often forced to miss work. They performed below
average and some eventually worked part-time or ultimately left the workplace altogether
(Chung et al., 2012).

Commonly parents of autistic children in Ethiopia, particularly mothers, become disabled
themselves due to the burdened of full responsibility of care and likely having very little
income (Kebed, 2015). Mothers of children with disabilities had insufficient time for other
household chores and other social interactions as a result of being engaged in caring for their
children fulltime (Berhane, 2016).

As discussed above the nature of autism by itself demands the involvement of different
individuals for the sake of both the autistic children and his family. The challenges of raising
an autistic child forces parents to demand professional's advice and information and social
support (Burrell et al., 2017). If we love mothers, if we want to share their burdens,
professional support is mandatory. Studies showing ways of support and intervention for
mothers of autistic children are very important. But most of the studies about autism focus on
causes of autism, characteristics of autism, and dimensions of autism. The challenge of this
disorder on parents is investigated only by few researchers with limited scope (Abera, 2013).

Whether autism centers are ideal in relieving the burden of mothers of autistic children or not
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is something necessary to be studied and never investigated before. This study is significant
since it will contribute a lot by identifying the contribution of autism centers to mothers of
autistic children (Thurm et al., 2019).

2.6.  The Support Needs of Families of Autistic Children

Some of the challenges of autism are beyond the reach of the hands of the autistic individual
and his family. Families with autistic children need social support for coping with stress and
attunement due to having a child with developmental disability (Aadil Bashir, 2014). Parents
of children with autism need support to assist them emotionally and physically by being
provided resources (Berhane, 2016). In addition to this, in a study conducted by Tekola et al.
(2016) culturally and contextually appropriate autism instruments are very important for the
autistic individual and his family. This enables family members of autistic children to
approach the disorder in their cultural way and the disabilities particular feature.

Due to our level of development and other factors it might be impossible to establish multiple
special autism centers in Ethiopia (Tekola et al., 2016). The best possible alternative and
solution for this is admitting children with autism to mainstream school by furnishing at least
the basic infrastructure and supplements. After directly interviewing mothers of children with
autism Tekola et al. (2016) identified that mainstream schools with autism facilities are more

in the burning needs of autistic children and their families than special autism centers.

Family members of children with autism always want to undertake their day to day activities
despite the demand of attention from the child (Kebed, 2015). As a result they require service
providers to take care of their children and support them so that they can perform other tasks

and engage in other socio economic activities.

2.7. Contributions of the Centers in the Treatments of Autism

Even though conflicting and overlapping, there are so many effective treatments for autism
by both the interventionist centers or the families (Weitlauf et al., 2014). Applied behavioral

analysis, floor time approach, medications, occupational therapy, pivotal response training,
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physical therapy, sensory integration therapy, social skills training, speech and language
therapy and dietary intervention and alternative and complimentary treatment are among the
most popular treatments for children With ASD (Exkorn, 2008) by the centers of Autism or

institutions supporting people with autism.

Since autism is a heterogeneous disorder (Masi et al., 2017) no two children with autism are
identical which in turn demands different treatment approaches depending on individual
circumstances (Andersson et al., 2017). The main effects of autism are related to social
interaction and communication. As a result of this treatment mechanisms are usually focused
on social and communication skills. The treatment always begins with more foundational

skill and move towards more complex skills (Gerdts, 2010).

The multi-dimensional nature and effect of autism demands the involvements of different
categories of professionals and other individuals (usually parents) for an effective treatment
(Payakachat et al., 2012). Like the case of diagnosis, parents, physicians, pediatricians,
psychologists, social workers and the like have an indispensible role in the treatment of
children with autism (Jacobs et al., 2018). The treatment also includes home setting

treatment, school setting treatment and institutionalized treatment (Gerdts, 2010).

The other most important point related to treatment of autism by the autistic centers and other
institutions helping the autistic children is early intervention (Elder et al., 2017). A child
diagnosed with autism shall be given treatment as soon as possible (CDC, 2020). For that
matter diagnosis should also be as early as possible. This is due to the fact that children’s

brain is receptive and easy to shape at young age (Exkorn, 2008).

2.8. Contributions of Autism Centers to Mothers of Children with

Autism

Children with autism require a continuous and professional support in order to coup up with
the disorder. Different studies have revealed that it is not possible for family members alone
to bear the challenges of the disorder (Khanlou et al., 2017). If children with autism need to

bring improvements in the way they communicate and do things, they shall get an
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institutionalized training and support from different concerned professionals and care givers
(Abera, 2013).

Autism centers and multi professional care givers are ideal in dealing with autism disorder
unlike health institutions which focuses only on the medical aspect of the disorder (Cloete &
Obaigwa, 2019). It is not possible to give the self-help trainings and other person specific
guidance for these children at home or other place without adequate training and equipment
(Weiss et al., 2014). A study by Evans (2013) mentioned that nowadays the world have
understand the indispensable need of autism centers to children with autism.

According to Masi et al. (2017) the challenges of autism however are not limited to the
autistic individual. Another report by McHale et al. (2012) parents, family members
including siblings, friends and other members of the society also face different social,
economic psychological and other challenges in relation to autism. Parents in general and
mothers in particular hold the most unbearable suffering in relation to the disorder of their
child (Hubert & Aujoulat, 2018). In relation to this different studies have been conducted in
order to show the challenges parents face due to the disorder (Neece et al., 2012). According
to Weiss et al. (2014) autism affects the life of not only the autistic individual but also his
parents in different ways. Berhane (2016) also discussed that mothers are exposed to the
most difficult problems of autism and it impacted their life negatively. According to
Mahapatra et al. (2019) parents need direct and indirect external assistance in order to coup
up with the challenges of autism. However, none of the above authors (Hubert & Aujoulat,
2018; Khanlou et al., 2017; Mahapatra et al., 2019; Masi et al., 2017; McHale et al., 2012;
Neece et al., 2012) identified the necessary types of external interventions and the benefits

that are going to be derived for parents.

Logically speaking any service or help provided to children with autism indirectly has a
positive impact on the life of the whole family (Bluth et al., 2013). However, Tekola et al.
(2016) found out in their study that the blessings of autism centers and other care providers
for the family and the society must be studied separately in order to attract eyes not only for
the autistic individual (Plaisted Grant & Davis, 2009), but also for persons around him or her
(Ooi et al.,, 2016). The studies by Gillespie-Lynch et al. (2017) and others conducted
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previously limit the contributions and the need of autism centers to the autistic individual

only.
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CHAPTER THREE

3. Research Methodology

3.1. Introduction

In this chapter of the study the research methods, technics, data collection methods and
procedures, sampling technics and sample sizes and ethical issues of the research were raised
and presented.

3.2. Research Approach

Research approaches are plans and procedures for research that span the steps from broad
assumptions to detailed methods of data collection, analysis, and interpretation (Creswell,
2014). It informs the philosophical assumptions the researcher brings to the study;
procedures of inquiry; and specific research methods of data collection, analysis, and
interpretation. In researches, quantitative, qualitative, or mixed methods approach can be
applied to study a topic. Quantitative research design is used to examine the relationship

between variables and test theory.

The main emphasis of quantitative research is on deductive reasoning, which tends to move
from the general to the specific. It is proved to be suitable for the researches that will use
structured questioners to collect data, depend on small sample size and results will be
presented and analyzed using statistical methods. It places greater emphasis on the numerical

data and statistical test to achieve conclusion that can be generalized (Saunders, 2012).

Qualitative research approach is applied for exploring and understanding the meaning
individuals or groups ascribe to a social or human problem. Follower of this approach
support honors an inductive style, a focus on individual meaning and the importance of
rendering the complex (Creswell, 2014). The purpose of this study is to investigate the
contribution of autism centers for mothers’ of children with autism by making special

reference to joy autism center. Qualitative research is one method of research which attempt
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to gain an understanding of the underlying reasons and motivations for actions and establish
how people interpret the world around them (Austin & Sutton, 2014). The focus of
qualitative research is to find explanations for questions of ‘what’, ‘how’ or ‘why’ of an

occurrence (Goundar, 2012).

Qualitative research is in-depth research using a range of techniques, which aims to
understand why people think, feel, react and behave in the way that they do. The aim of this
approach of research is to generate concepts, strategies, for example, the contribution of the
autism centers to the mothers of the autistic children. And hence, the researcher employed
qualitative approach of research to conduct this study.

3.3.  Research Design

According to (Kothari, 2004), research design is the conceptual structure within which
Research is conducted. They specifically indicate the arrangement of condition for collecting
and analysis of data in a manner that aims to combine relevance to the research purpose with
economy in procedure. There are three types of research design based on the study purpose:
exploratory, descriptive and explanatory (Babbie, 2007). Exploratory research studies aim at
formulation of a problem from more precise investigation or of developing the working

hypothesis from an operational point of view.

According to (Polit, 2001), exploratory studies are undertaken when a new area is being
investigated or when little is known about an area of interest. Its major emphasis is on the
discovery of ideas and insights (Kothari, 2004). Descriptive research design can be related to
statistical research, which means that it describes data and different characteristics about a
specific population and/ or phenomenon. The primary concern of descriptive research is
finding out "what is”. It stems from prior knowledge and is concerned with describing a
specific phenomenon (Saunders, 2012). It usually is the best methods for collecting

information that will demonstrate relationships and describe the world, as it exists.

Descriptive research involves gathering data that describe events and then organizes,

tabulates, depicts, and describes the data collection (Tadayon Nabavi, 2010). On the other
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hand, the main aim of explanatory research is to identify any causal links between the
variables that pertain to the research problem. Explanatory studies look for explanations of
the nature of certain relationships. It focuses on why questions. Descriptive research design is

used in conducting the study because is used to demonstrate the current reality.

3.4. Population and Sample

Population is “the total number of units from which data can be collected”, such as
individuals, artifacts, events or organizations. Polit (2001) define a sample as “a proportion
of a population”. A carefully selected sample can provide data representative of the

population from which it is drawn.

3.4.1. Study Center

This study is conducted at Nia foundation, joy autism center. Nia Foundation is a non-profit
and non-governmental organization that provides treatment and education for children with
autism. In a milestone laying ceremony for the construction of a new excellence center W/ro
Zemi Yenus, founder of the center stated that the center is actively working since 2002,
reaching out for children with autism in Addis Ababa and it is the first autism center in the

country.

In addition to the treatment it provides for children, the Foundation also offers counseling
and support to parents. The Foundation encourages parents to be active participants in the
development of their children. It works closely with parents, extended family networks and
children with the goal of integrating children with autism into the society. As the head of the
center told me by now more than 80 children with autism are receiving treatment in the

center.

According to the annual activity plan for 2019 of the center Nia Foundation is an indigenous,
nonpolitical, non-religious and nonprofit making organization established in May 2002 in
Ethiopia. In January 2006 the Nia Foundation received its legal recognition by the Ministry

of Justice as a local humanitarian NGO and after wards the Foundation was re-registered as
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per the new Charities and Societies proclamation number 621/2009 as Ethiopian Residents
Charity Organization on November, 2009 bearing registration # 0854. The center has been
enthusiastically engaged in community awareness creation activities side by side with the
center based holistic rehabilitation services, and the center attracted different organizations
and individuals interested to visit its work and be part of it. The awareness creation
engagements also encouraged parents to send their confined children with autism to the
center so that the number of children we serve increased through time to 13 in 2005 and now

more than 80.

Moreover, based upon the need for advocacy, services, support, training and education, the
Nia Foundation has established to play a key role in educating and training and serving
children and adults with autism, families affected by autism, the autism community as well as

vulnerable youths and women.

3.4.2. Study Population

Target population is defined as identifiable total set of elements of interest being investigated
by a researcher. Therefore, the target populations for the study were the mothers of the
autistic children admitted to Joy Autistic Center. Since the center have more than 80 children
with autism it is possible to access more mothers of children with autism than other centers.
The mothers of these children enrolled in the center are from different background. Some of
them are educated and financially rich, while others are illiterate and poor. Again some of

them have other family members, but some have no or only one or two.

According to the annual report of 2018 of the center most of the mothers of children with
autism whom their children enrolled in Joy center are single and destitute. This in turn
enables the researcher to gather sufficient information and data on the research question. Joy
autism center is the first autism center with more than 15 years of service. This also allows
the researcher to access detail and examined data on the issues of the study. Finally the
varieties of the services being given at the center are important to clearly sort out its

contribution to mothers of children with autism.
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3.4.3. Sampling Technique

According to Kothari (2004), two general approaches to sampling are used in social science
research i.e. Probability sampling or non-probability sampling. Probability samples are those
based on simple random sampling, systematic sampling, stratified sampling, cluster/area
sampling whereas non-probability samples are those based on convenience sampling,
judgment sampling and quota sampling techniques.

Sampling in qualitative study tends to be small number of people nested in their context and
studies in-depth unlike quantitative studies, which aim for large number of context of
stripped cases and seek statistical significance. In this study purposive sampling is employed
to select the research participants. Purposive sampling is a non-probability sampling in which
the investigator selects a sample which will yield results favorable to his point of view.

If the researcher selects the samples impartially, work without bias and have the necessary
experience so as to take sound judgment, the results obtained from an analysis of deliberately
selected sample may be tolerably reliable (Kothari, 2004). Accordingly the researcher
selected six mothers for in depth interview and six mothers as one focused group discussants
by using the duration of their child’s admission to the center, the connection with the center.
According to the data available in the center the children of these mothers selected for the
study are enrolled at least before five years. Due to the personal observation of the researcher
and information from the centers these selected mothers have a relatively close connection
with the center and low socio economic condition. Close connection is traced from the
frequency of bringing their children to the center personally, attending regular meetings and

events and information they provide to the center.

3.5. Data Collection Tools

Data collection tools in a study are sources of data from which you directly obtain data

(Kabir, 2016). In this study both primary and secondary sources of data were collected.
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3.5.1. Primary Data Collection Tools

A primary data source is an original data source, that is, one in which the data are collected
firsthand by the researcher for a specific research purpose or project. Primary data can be
collected in a number of ways. However, the most common techniques are self-administered
surveys, interviews, field observation, and experiments. Primary data collection is quite
expensive and time consuming compared to secondary data collection (Salkind, 2010). As
parts of primary sources of data are in-depth interviews, focus group discussion and
observations were utilized to gather reliable and sufficient data to answer the research

questions.
3.5.1.1.  In-depth Interview

According to Showkat & Parveen (2017) an interview is an important qualitative research
method in which the researcher collects data directly from the participants in-depth
interview. In-depth interviews (Idls) are mostly long-duration, face-to-face, interviews
conducted to achieve desired goals. In-depth interview also known as one-on-one is a method
of extracting more detailed information or deep understanding of a subject or concept
(Showkat & Parveen, 2017). The researcher also develop an open ended interview guide line
to conduct an in depth interview. Interviews provide in-depth information pertaining to
participant’s experiences and viewpoints of a particular topic. The researcher chooses open-
ended interviews as it allows participants to discuss their opinions, views and experiences
fully in detail. Perhaps a set interview with closed ended questions may prohibit them to
express their full opinions and feelings. Six mothers of children with autism were

interviewed open ended questions.
3.5.1.2.  Focused Group Discussion

Focus groups have advantages for researchers in the field of health and medicine: they do not
discriminate against people who cannot read or write and they can encourage participation
from people reluctant to be interviewed on their own (Al-Majdhoub et al., 2015; Kitzinger,

1995). Focus group discussion was also conducted with a view of obtaining some
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information as to how mothers see the activities and services of the center. FGD allows
participants to openly express their ideas. In addition, the group communication creates a
condition for participants to trigger memories and feelings over certain forgotten issues about
the matter being discussed. There was one group of focused group discussants in this study
which comprises six mothers who participated after expressing their willingness by the
checklist.

3.5.1.3. Observation

The use of observational research methods in the field of care is vital to building the evidence
base, identifying best practices, and understanding disparities in access to and delivery of
health care services (Carlson & Morrison, 2009). Observation was one tools of data
collection for this research. The researcher tried to observe the feeling, gesture, facial
expression and the match between their internal feeling and external expression of mothers of

children with autism.

3.5.2. Secondary Data

Secondary data refers to data that is collected by someone other than the user (Horn, 2018).
Common sources of secondary data for social science include censuses, information collected
by government departments, organizational records and data that was originally collected for
other research purposes. Among those organizational records of the center and comment

book were also used as secondary sources of data in line with the regulation of the center.

3.6. Procedure of Data Collection

There were four data collected through in-depth interview, focus group discussion,
observation and Joy Autistic Center records content analysis. The researcher scheduled the
in-depth interviews and interviewed twelve mothers of the autistic children. Throughout the
researchers first visit there had been a number of opportunities to engage with participants
and build relationships with them prior to interviewing. It was felt that this report building

prior to collecting data led to greater openness and willingness to engage with the researcher
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during the whole process. After wards depending on their preferences, the mothers were
interviewed at a time and location convenient to them which is their home, at the center and

an event in a recreation center.

An interview was begun with briefing of the situation under which interviews came about to
participants, purpose of the interview, and the use of a sound recorder. The length of each
interview ranged from 45 minutes to an hour in some cases and the focus group discussion
took 2 hours and data were collected in 45 days. They were audio-taped to get all the detailed
information that the researcher intended to investigate for a detailed analysis and to ensure
that the participants’ answers are captured in their own terms. The participants were informed

that they could request the tape recorder to be shut off at any point during the interview.

Then the data using the FDG after meeting all the mothers in person and made sure that they
are willing and can give rich information regarding contribution of Joy Autistic Center in
raising a child with autism and relation with the center was collected. Different questions
were raised and responded by the mothers’ focus groups and the notes were taken from the

members of the focus group discussants.

3.7. Method of Data Analysis and Processing

According to Kabir (2016) data analysis is a mechanism for reducing and organizing data to
produce findings that require interpretation by the researcher. Data analysis consists of
preparing and organizing the data for analysis, reducing the data into themes through a
process of coding and condensing the codes, and finally representing the data in figures,
tables, or a discussion (Kothari, 2004). First the data gathered was manually transcribed by
the researcher. Since the researcher conducts the interview in Amharic, transcription included
two steps. The first step was transcribing directly from the native language and the second
step was also be translating it to English. After finishing the pre-coding process, the
researcher coded the data in to meaningful segments and terms. Following the coding the
data categorized in searching for patterns or grouping exactly alike, very much alike data or
data which have something in common within coded data. Then both data from interview and

FGD were analyzed thematically.
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3.8. Ethical Consideration

Ethics is the core to human relations and dignity. Ethical codes are written to cover the
specific problems and issues that researchers frequently encounter during research work. In
this study, the researcher informed the participants about the objectives of the study. The
respondents were assured of confidentiality of the information they were going to provide
and protection of their name. Also it was made clear that the information gathered would

solely be used for the purpose of this study. Any deceptions in data collection were avoided.
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CHAPTER FOUR

4. Findings and Discussion

The major objective of this research is studying the contribution of autism centers to mothers
of children with autism specifically in Joy Autism Center. Accordingly, this chapter presents
the main research findings obtained from the data gathering process combined with the

researcher’s analysis.

First the demographic information of participants will be presented in a table format. (See
table 1). Then the results of the raw data will be presented in different major and minor
themes in accordance with necessary categorizations. The situation of mothers before their
child’s admission to the center, their expectation while enrolling their child to the center and
the actual changes brought to their life after enrollment will serve as major themes.

4.1. Findings

4.1.1. Demography of Participants

All mothers of children with autism in the center are not in the same situation and
background. The reason to present the demography of the mothers is that their demographic
variables highly affect their perception and opinion about the contribution of Joy Autism
Center towards their life and their children with autism. Hence it is very much good to know

their demographic background.

The needs and demands of the mothers of children with autism are different according to the
situation they are in and according to their demography. For instance few of them didn’t want
any financial support from the center since they have adequate source of money. Again some
of them don’t want any family counseling service from the center since there is no such a
problem with their husband and other family members. The same works for awareness,

marital problems, economic issues and other factors. Hence in order to signify the relation
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between the contribution of the center and the background of mothers, demography of the

participants is provided below.

Table 4.1: Demography of Interviewees and Focused Group Discussants

Sr. Mothers Marital status | Education Job/work

No. background

1 Mother one Married 7" House wife

2 Mother two Widow 7" Daily worker
3 Mother three Married [lliterate Employed

4 Mother four Unmarried Diploma Small business
5 Mother five Unmarried 4" Shop owner

6 Mother six Married 4" House wife

7 Mother seven Widow 6" House wife

8 Mother eight Married Illiterate Unknown

9 Mother nine Married Iliterate Small business
10 Mother ten Unmarried g™ Daily worker
11 Mother eleven Widow 10" No job

12 Mother twelve Married Degree House wife

Source: Own Interviewed Data Presentation, 2019

4.1.2. Difficulties Mothers of Children with autism face before Their Children’s

Admission to Joy Autism Center

One of the basic research questions explored by this study is the life experience of mothers of
children with autism before their child’s admission to Joy Autism Center. Thus, the changes
after enrollment will be revealed critically. During the course of gathering the data
participants come up with different shortcomings and explain how these factors impact their
life.
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4.1.2.1. Lack of Awareness

Before their children’s admission to the center almost all participants of the study were not
aware about autism. Only one of them knows the term ‘autism’ and some of its symptoms

before. But her understanding was very much limited.

The participant labeled as mother two said that;

“Being ignorant of the disorder | considered my child as a late talker and walker while he
can’t talk and walk at the age of four. ”

Some of the participants expressed that they considered the problem of their children as an
evil spirit phenomenon which is totally unknown to the other people. They considered what
happened to their child happened only to their child and to them. Supporting this fact mother
seven stated that she believes her child’s problem as supernatural and an evil spirit in which

she took her child with autism to holy water.

Another mother labeled as mother one replied that she had never thought of another person
with similar disability with her child, and she was not aware where to take him. What all the
interviewees and the focus group discussant knew was that their children’s behavior and
action is different from what they know before from others. None of them even know the
term autism before approaches to diagnosis and treatment to different health institutions,

except one.

According to the findings of the in-depth interview and the focus group discussion, all
participants of the study have similar understanding about the causes of autism, its effects
and how it could be treated. Ten out of twelve respondents believed that autism is an evil
spirit phenomenon and it couldn’t be treated and cured. Only two of them described it as a

biological problem like other disease but unaware of its diagnosis and treatment.
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4.1.2.2. Stress

All participants of the study unanimously experienced high level of stress before their
children’s admission to the center. They have similar reasons for being in such kind of stress.

For instance, mother twelve stated that

‘My ignorance about the disorder/the problem forced me to experience heavy stress and
headache which sometimes let me in a severe sickness. Had | known that it is this kind of

disorder, I wouldn’t be in such terrible situation.’

Another respondent, mother ten also expressed that considering their child as the only person
with the disorder let them to experience a high level of stress and confusion. Others also
describe lack of support, economic problems, social stigmas, and considering the disorder as
untreated as factors leading them to stress. As per the principal investigator’s visit and
observation of the mothers during interviewing most of the mothers were very stressed. It
was heartedly felt by the principal investigator that the situation of the mothers of children
with autism were very stressed by reading their facial expression when talking about their

past.
4.1.2.3. Lack of Social Support and Stigma

All of the participants of the study believe that taking care of an autistic child is cumbersome.
Added to the already over loaded household task of mothers, treating children with autism

demands cooperation between family members and society, as mothers said.

However, most of the respondents experienced severe social stigma and fail to get support
from family members. All mothers mentioned that siblings are more cooperative in providing
support for mothers and taking care of their autistic brother or sister. For example, one
respondent (mother three) told the principal investigator that after disturbing her the whole

day, her child (a boy) gets calm when his elder sister comes home after school.

The participants have different experience with regard to support from husbands and other

family members. Only three of the respondents genuinely mentioned the support they
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received from their husband and other family members. Three of them had never received
any support from their husband regarding taking care of their autistic children. To the worst
mother seven responded that her husband left her and their children and got married to other

women after their son was diagnosed autism.

As the respondents explain another difficult problem before their child’s enrollment to Joy
Autism center was social stigma. All the participants said that members of the community
and relatives don’t want to look children with such disorder. As a result, all of them
stigmatize the mother and the child from all social events like birthdays, idir, and weddings.
According to them it is not possible to use public transportation, gathered in public places

and bring them to play grounds.

The participant labeled as mother six said that; ‘One day when I and my daughter enter in to
a train to come to the center, she runs to the corner, immediately every one shouted at her

saying crazy. That was very irritating for me.’

Mother three also stated that ‘Autistic children expressed their felling in different ways. They

may kiss you in the street. But the community is not even ready to accept their love.’

As they reported this social stigma exclude them from their social life and let them to be
pessimist. In addition, they considered it as the main source of stress and sorrow equal to the

disorder itself among mothers of children with autism.
4.1.2.4.  Time Constraints

All participants of this study underlined that the nature of the disorder by itself demands an
intensive care from family members. It is only family members that can be able to manage
the behavior and action of children with autism. Even it is not possible to take away your
eyes from the child day and night. One of the respondents, mother ten explained this fact as
follows: ‘Due to the nature of the disorder, my son usually engages in self-destructive
activities like biting himself or attacks others. So, if | left him unattended even for a moment,

he may inflict injury on himself or on others including his siblings.
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Mother nine also stated that; ‘My daughter has an aggressive behavior which can arise at
any time in day or night. Letting her alone at any time means accepting the consequences of

her aggressive behaviors which could sometimes be terrible.’

Most of the mothers mentioned that from their experience it is only mothers themselves that
are able to provide such demanding care for their child. Some of them said that the children
themselves don’t want to be attended by other persons, including family members except
mothers. One respondent labeled as mother two said that; ‘His actions and behaviors are
manageable for me than other family members. When he is hyper active, it is only me that

can calm down him.’

Others responded that it is difficult to trust others and let them attend your child while you
are not around. On this regard mother five said: ‘Even though possible, for me letting him
attended by others and leaving him amounts to betraying him. My emotion can never be

collected in such situation.’

Only one participant is willing and able to let her son stay with his sister while she left home,
but with some insecurity. Stressing on the intensive care and follow up demanded by the
child, all mothers similarly argue that they fall short of time to undertake other activities of
any type. They all are marginalized from different socio-economic activities due to lack of
time. It is hardly possible either to bring the child with them everywhere or leave him at
home. Most of them believed that an attempt to do this may cause an irreversible
consequence on the child himself or others. Mother one mentioned that for about six years
before her child joined the center she had never participated/attended any social event since

she had been busy of attending him.

Another respondent, designated as mother eight also expressed that before having a daughter
with autism, she had a job with a good salary. But everything has gone after her daughter
diagnosed with autism. A third respondent, mother eleven, after a long breath said that;
“when you have autistic children, social events and job are luxurious for you. It is not even

possible to take care of yourself and others in a similar home.”
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4.1.2.5. Financial Constraints

All mothers who participated in this study similarly identify money as one of the challenges
of having an autistic child. According to them the problem of finance is twofold. For one
thing bringing the children to different health institutions before diagnosis consumes them a
considerable sum of money. One respondent in this regard (mother one) stated that she spent
all the money she had been saving before for her boy’s medication. Had his problem been
identified early and joined the center, | would not have fallen in such kind of life.

Another respondent, mother three, said that health institutions took her a lot of money for
medication and medicines, which | thought aggravated my child’s problem. For the
participants another factor which aggravated the scarcity of finance is their inability to work
and earn something. Mother seven this regard discussed that

“As | have told you earlier, | have to attend my child day and night. So, it is absolutely
impossible to go out for work and earn money. Let alone work every day it is not even easy to

search other sources of finance like loan. ”

Another participant, mother five, expressed her experience as follows; before the condition
of her child get worse, she used to work and earn an average income. Later on, though she
struggled to the last, leaving the job becomes evident. However, all of the participants did not
experience financial problems despite expending a huge sum of money for pre diagnosis
treatments. Few of them have had adequate wealth and financial source to cover all the

expenses. In relation to this one of the respondents, mother twelve told me that;

“Even though I am not able to work, finance had never been a concern for me and the family.
My husband earns a sufficient amount of money for our autistic children treatment and other

household expenses thanks to God. ”
4.1.2.6. Impact on Marital Relation

In the course of gathering data for the study, all mothers who participated in in-depth

interview and focused group discussion agreed that Autism has an adverse impact on their
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marital relationship in different ways. One of the respondents, mother two said that
“sometimes it is better to be a single mom; at least you can give your full attention to your
child. Otherwise, if your husband is not understanding and tolerant, it is like trying to treat
two competing interests for mothers”. According to her if her child was not admitted to the

center, she was on the verge of divorce.

Another participant mother eight described her situation in relation to her marriage saying
that taking care of their autistic children had totally changed her behaviors. Usually she was
depressed, upset and in tears. Her husband, though polite and concerned, faced difficulty in
accepting her situation. As a result, they were always in disagreement and quarrel not due to

their child’s situation but her new behavior.

A third mother (mother seven) who suffers from the worst situation in relation to her marital
relation stated that; “Being ignorant of what is going on me and my husband always quarrel
and can’t agree on every issue. Me after attending our child the whole day get depressed and
impatience at night. He while coming back to home is not willing to accept this let alone
helping me. Gradually he insisted divorce, leave the home and married to another woman. |
am not in the situation of saving my marriage. Later on, what | have realized is that

marriage by itself needs treatment. ”

Only few participants responded that they were able to manage and protect their marriage,
though there were some difficulties. Mother number ten on this regard expressed that; “her
husband was as concerned as she was for their child. He understood the situation and took
every necessary care. Though different issues had been risen different times, they fall short of

threatening our marriage due to our cooperation. ”

Mother twelve on her part added that; ‘My husband is so strong. He always takes
responsibilities in our life. He tries to look every incident from positive point of view. This
helps us to develop a strong bond. As a result, | had never been in a situation to worry about

my marriage.
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4.1.3. Expectations of Mothers of Children with Autism from the Autism Center

during Their Children’s Admission

More or less all participants of the study have some positive expectations while enrolling
their children to Joy Autism center. Speaking of what she has expected from the center,
mother three stated that; “after spending more than 6 years at home, with such stress and
frustration, for me finding a place out of home to spend his time with children who are in a
similar situation by itself was enough.” She felt that her son was the only person with this
disorder. Knowing that there are other children with similar problem where he can spend his
days with was satisfactory. Another respondent with similar idea (mother four) told me that
she didn’t expect anything in relation to his disorder. However she expected her child would
experience some new place with children of similar problems so that she could have some

free time and space.

Mother six said that; “I had no information about the disorder. | was totally unaware about
the overall issues of autism. As a result, when | am directed to the center and my son enrolled
there, | thought he will be cured. I personally expect to be relieved from all the problems
associated with the situation of my child believing that he will be cured and be normal. My
understanding about the incurability of the disorder comes gradually after his admission to

the center.”

Some of the participants of the in-depth interview and the focused group discussion had a
great expectation for their children and themselves while being admitted to the autism center.
Speaking on this regard mother two stated that she was very much eager to place her child in
the center. While he was in the waiting list, she felt that all the challenges that happened to
her life will no more exist after his admission. She believed that they would improve his
overall personality and bring the happiness back to her home. From the first day of his
admission, all her worries were gone and she got all the physical and mental freedom

immediately she had dreamt before.

Another mother labeled as mother nine with similar experience mentioned that she felt she

can regain all the things she lost if he joined the center when he was registered in the waiting

42



list. She believed she can have all the confidence, life, happiness and job back to my home.
Another mother with a different idea expects nothing from the center and feels that they will
reject him after some time. In her own words, this mother four stated that; “Before joining the
center, | had enrolled him in to two different schools, both of which expel him after some
time. After that | have decided to keep him at home. It is only the pressure of others which
forced me to bring him to the center. Having no idea about the center and its difference with
the schools, what | was thinking off is that they will expel him like the schools did after some

time.”

The expectation of two participants was more or less similar. They expect something for their
autistic children but nothing for them. Mother number eight stated that when she decided to
let him join the center resisting different socio-economic and family problems, she thought
they will do something to manage his behavior and educate him how to do things. But
nothing was in her mind regarding her situation. She didn’t dream of that she would be

relieved from her worries. That was an extra thing for her.

The other mother, mother one expressed her expectation as follows: “My expectation and the
actual thing in the center are very much different. From the very beginning I was not willing
to let him go out of home. | had never thought of a place suitable for his situation. My
decision to bring him to center is from a ‘let’s try’ sense. Hence, I had never thought any
improvement in his and my life rather than finding an alternative place for him to spend his

days.”

4.1.4. Contributions of the Center to Mothers of Children with Autism

The feedback of the in-depth interview and focused group discussion indicates that the
contributions of the center are not limited to the autistic children only. According to them the
services in the center have a far-reaching consequence for families in general and mothers in
particulars. While responding on this point mother six emphasized that for a mother of a
child with autism, finding someone with institution and professional knowledge to take care

of her child by itself is a great support. But the center is more than that for them.
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4.1.4.1. Freedom of Time

As already noted above, all respondents of the study agree that taking care of a child with
autism is a full-time job for mothers. It is not possible to participate in socio-economic
activities if you are the one to take care of the child due to the nature of the disorder, as per
them. All participants of the study admitted that the center, while taking care of their child,

solves their problem of shortage of time.

Mother eleven on this regard stated that; ‘Before his admission to the center, I have no time
to take care of myself and the family let alone going out for socio-economic activities. But
after his admission to the center | have free time of the whole day. What | am required to do
is to bring him to the center at 9:00 pm in the morning and take him back in 3:00 am in the

afternoon. In between | am free to take a rest or enjoy socio-economic activities.’

Mother nine added that before the admission of her child he was always on her back and she
couldn’t do anything. Now he is on the center’s services, which gave her ample time to move
on. Mother ten had a relative freedom time even before her son’s admission to the center and
expressed the difference as follows; “The help of my husband and siblings gives me a
relative freedom of time even before my son’s enroliment to the center. However, the freedom

of time after admission is absolute, it is with no worries. ”

Some of the participants have also reflected a different perspective on the freedom of time
even when their child is at home. Mother one and mother five have said the following.
Mother one said, “The care givers give training for the children how to do things by
themselves. After some time my daughter begun to eat, play, dress and sit independently

which enables me to do all household activities while she is at home with little supervision. ”

According to mother five after her son’s admission, he gradually began to help him-self
without my assistance back in home. This gave the mother additional time and space to do

other activities while he is at home.
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4.1.4.2.  Awareness Creation and Empowerment

Almost all of the participants have no or little information and knowledge about their
children disorder. They told the researcher that they have suffered from lack of awareness
and sufficient knowledge about the disorder which is now tackled by the center’s service.
According to them the services from the center enables them to better understand the nature

of autism as a general awareness and how to treat their children at home in particular.
4.1.4.2.1. About the Disorder

Talking about awareness mother nine expressed that before her sons’ admission to the center
she knew nothing about autism. She thought it is only her son with such a disorder. But the
center changed everything for her. On the first day of her appearance, the employees of the
center told her everything about the disorder which changes her understanding about her son
and the disorder. All other respondents of the study also stressed their lack of knowledge and
information about autism and recognized that the center’s awareness creation program

equipped them with the necessary knowledge about it.

Mother twelve, the only mother with prior information about the disorder said that she had
some information about the disorder which she got from reading a book. But that sort of
knowledge was not enough to understand her son’s problems and stay collected. It is only
after she received consultation from the center that she get settled and fully understand the

disorder.

In addition to lack of awareness some of the study participants told the research that they
have wrong perception and understanding about the disorder. Among them two mothers
stated their wrong appreciation about the disorder as follows; Mother one said that; “The
awareness creation and development activity of the center not only give me new insights
about it but also corrects my wrong beliefs. While taking my daughter to the center, I believe
autism is a curable disorder and they will cure my daughter. But, the center through different

programs thought me about its incurability and how to adapt myself with it.
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Mother eight said that; ‘before enrollment to the center | believe that the disorder of my child
is an evil spirit phenomenon which happens to him due to my sins. Hence, | use to blame
myself by considering my faults as reasons for the disorder. This was my long held believe
until my son joins the center. But the professionals in the center told me that there is no
connection between autism and mother’s sins and its occurrence is due to biological factors.

This is not simple for me. I feel a heavy weight lifted from me.’

4.1.4.2.2. About Home Treatment

All of the mothers unanimously accepted that the biggest problem in relation to autism is the
difficulty to manage the behavior, emotion and activities of the autistic child. Speaking on
this issue mother twelve mentioned that the behavior and actions of her son is not normal,
regular and with patterns. He accidentally becomes aggressive, silent, naughty and sad. She

didn’t know what to do in every change of his behavior and action.

According to the participants the center had administered training for mothers in order to
acquaint them with skills to handle and manage their child’s behavior and action out of the
center and they have something to say about it. Mother four said that the center gave her
continuous trainings and advices on how to treat her child at home by considering his
specific condition. After the training she can easily treat him at home in accordance with his

emotions. She realized that his every activity and feeling have their own interpretations.

According to mother nine before her child’s admission to the center she was very sad
because she didn’t know what to do in his every action and emotion, more than pitying him.
As per her being unaware of what to do while your son is in a problem is hurting for a
mother. But after receiving training from the center she is able to manage all his emotions

and activities.

4.1.43. Economic Assistance

Whether it happens to them or not all the participants of the study in their responses agreed
that the diagnosis and treatment of autism requires a substantial amount of money. They also

stressed that the economic challenges of autism are multi-dimensional. For mothers, for one
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thing the disorder demands a relatively huge sum of money for overall medical treatment. In
addition, the nature of the disorder by itself demands mothers to spend their whole time with

their children which forced them out from all economic activities to earn a living.

According to the respondents the center provides different direct and indirect economic
assistances for mothers. Telling the research about this point, mother ten stated that; ‘The
center is generous enough to provide direct and indirect economic benefits to mothers of the
autistic children depending on their demand and living conditions.’ I informally heard that
due to the help of the center many dependent mothers are now able to finance the living of

their families.’

4.1.4.3.1. Direct Economic Assistance

Among the participants of the study, two mothers are beneficiaries of this scheme by the
center. Mother two and mother five expressed the economic assistance provided to them and
how it impacts their life as follows as. Mother two had a permanent job which earns her
living money before she gave birth to her son. But after she gave birth, she was not able to
proceed with the job. She has to spend the whole time with her child. Her employer fired her
after waiting her long to recommence her job. Gradually she began to experience shortage of
money. Finally, she fall in to a severe financial problem and sacrificed a lot. After her child’s
admission to the center, the persons in the center discussed with her about her economic
condition and gave her three thousand birr in order to start a small business. Giving her child
to them, she started preparing French fraise and other fast foods for sale. By saving every
little money she got from the business, she expanded her business to a medium scale. Now
she has a sufficient income to finance all expenses of her family, and she is able to extend

some support for the needy.

Mother five says; ‘Before my child was admitted to the center | have no source for income
and no one to support me. | use to beg publicly in order to cover some expenses. It was
absolutely the worst history of my life. When we called to the center after spending a long
time on the waiting list, | start thinking about our future and try to seek some source of

money. In the meantime, the center asked me to begin a small business and encouraged me to
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do that. They gave me three-thousand-birr cash and advise me to begin a small business.
Using the money and advice from the center | started to operate a small shop. Gradually |
scaled up it and now | have a reliable source of income. Currently | have no worries

regarding money and I am able to finance the expenses of my child and mine’

4.1.4.3.2. Indirect Economic Assistance

According to the respondents, the center provides different kinds of indirect economic help
for different mothers whose children enrolled to the center. Some of the indirect economic

assistances provided by the center to participants of the study are expressed below.

According to mother one when the autism center called her to be enrolled in the center, she
had no money to pay for entrance and tuition. After recognizing her condition, they accepted
her without any registration and monthly payment. And according to mother six, before her
admission to the center, even though she had different job opportunities, she was not able to
work since she was expected to take care of her daughter the whole day and night. But after
they take over her child, she secured a part time job. Accordingly, she begun to work while
her child is in the center and subsidize her life. She doesn’t have any problems in working at

times when she is in the center.

According to mother seven; ‘Even after she admitted to the center, | faced shortage of money
for different expenses. Sometimes | kept her at home due to lack of money for transportation
to the center. Later on, | started baking injera at restaurants and hotels due to a connection
created by the center for me. From that time onwards | am able to at least cover basic

household expenses’.

Pursuant to Mother eleven before the admission of her child to the center there were a lot of
expenses she had to cover like for food and sanitation. But after he enters in to the center
they begun to feed him and he stopped using diapers. This saved the mother an incredible
amount of money. The remaining mothers who participated in the study also mentioned the
economic contribution of the center as an immense. They short listed that it helped them to
concentrate on their work, the positive developments in their children saved them from

incurring additional costs, the center gave them an ample time for economic activities, and
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the trainings given to their children make their behaviors manageable by any one. Hence to
the maximum they can engage in a time taking economic activity letting their child cared by
the center.

4.1.4.4. Psychological Rehabilitation

All participants of the study acknowledged that the psychological challenges of autism are
the most suffering for mothers and other members of the family. Some of them strongly
asserted that other problems like finance and time are easily forgettable once they are solved.
But the psychological influence of autism is far reaching and difficult to forget.

The results of the in-depth interview and the Focused group discussion signified that the
center administers different schemes for solving the psychological problems of mothers of
children with autism. All of these participants have something to express in relation to the
psychological support extended by the center to them. Mother nine as a beneficiary of a
monthly family communication program indicated that she always attends the monthly
family communication program. In the program mothers and professionals discussed about
the psychological influence of autism and how to be relieved from it. It helped the mother a

lot to avoid the stress and depression associated with the problem.

Mother eleven was a participant of a one to one/ a face to face consultation program by the
center. She expressed what she got from the program as follows: ‘Even after my child was
admitted to the center, | use to experience a severe stress, depression and headache which all
results from the psychological influence of the problem. In the face to face consultation the
professional told me different mechanisms of getting rid of these problems. After seriously
attending the program and implementing the advice | gradually feel relaxed and become
normal. That program is the one which brings happiness and joy back to my life at least to

that extent.’

Mother three have a different view on the psychological contributions of the center. The
center helped her a lot in rectifying the stress and depression she experienced before and after
her son’s enrollment to the center. Let alone the face to face and family communication

programs, the improvements in her son’s behavior significantly avoided the sorrow and stress
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and make her strong psychologically. Mother six also have a different perspective on the
psychological contribution of the center said that; ‘I was totally ignorant about the disorder
of my daughter. I don’t know what happen to her, how it will be solved and what our fate will
be. Even | was not able to express her situation to others. | had felt all the stress and
depression of ignorance. Crying was my day and night activity. But the awareness creation
and training given to me changed everything. They told me everything about the disorder and
how it will be treated, persuade me to accept the problem and undertake my responsibility.

This wiped out all my tears and backs me to a relatively stable and better life.’

In addition to the mothers whose views are expressed above, all the participants in similar
way mentioned that admission to the center by itself is a great relief for mothers. According
to them a child may be expected to stay in the waiting list for long before joining the center.
Getting the turn and joining the center by itself is something great for mothers. Mother
twelve on this point said that immediately after her child joins the center, she was free from
any sort of problem. Thinking that her child is going to spent his days with professional who
can give better care than her and with persons of similar disorders took all the sadness and

stress from her.

4.1.45. Social Attributes

Almost all of the participants of the study expressed that they faced different social problems
due to their child’s disorder in one or another way. Particularly the stigma and discrimination
from the community and even from family members is challenging as per them. Mother
seven who participant in an FDG stated that due to her son’s disorder all her relatives gets
away from her. Even my husband left the home and marries another woman. Neighbors and
the society were not willing to let her son play with their children. This was more painful for
her than the disorder itself. As per most of the respondents the services given to the children
and mothers have also the power of stabilizing the family and social life of mothers.
Responding about this mother three told the researcher that; ‘The center thought us a lot
about how to handle our family and social life. The mother’s discussion forum and the face
to face consultation enabled me to get my family happiness and social life back. Sometimes, |

even use to advice some community members and aware them about the disorder.
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Mother eleven who have similar ideas with mother three stated that she is free to attend any
social phenomenon after admitting her child with autism to the center. This allowed her to
get her former social life back. Even at home, though there was not that much problem, after

his admission all family fun, enjoyment and happiness are at their former place.

Mother six also mentioned not only improvement in her family and social life but also the
reasons for that. Before her daughter admitted to the center all family members were worried
and depressed. There were no laugh and other family companion. But after her admission,
her behavioral changes by itself change the family mood. Regarding the society due to lack
of awareness no one wants to approach her and her child. she cannot also attend social
events. But after admission since she have ample time, she attends social events and try to
aware individuals about the disorder. Now she has a happy family and social life.

4.2. Discussion

The purpose of this research is to study the contribution of Joy Autism center to mothers of
children with autism. Accordingly, the aim of this chapter is to discuss and present the key
findings from the analysis of the qualitative data. The finding will then be presented in light

of the basic research questions and objectives of the study in different themes.

4.2.1. The Burden of Mothers of Children with Autism

The findings of this study revealed that almost all the burdens of having an autistic child are
on the backs of mothers, with no or little support from family members and husbands.
Among the participants of the study only two of them received supports from their husbands
except financial contributions. Again, only two of the respondents are able to secure support
from siblings though they have other children. Another similar study has already concluded
that most of the time, the mother is the most responsible and burdened in caring children with
autism (Kebed, 2015).

All mothers who participated in the study admitted that having an autistic child and taking

care of them resulted in different problem on their life. This study accordingly discovered
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that mothers of autistic children face time constraints for socio-economic activities, mental
strain and depression, social stigma, economic problems, family instability and pessimism
due to the nature of the disorder, lack of awareness and family and institutional support.
Similar previous study supported this as commonly parents of autistic children in Ethiopia,
particularly mothers become disabled themselves. Burdened with the full responsibility of
care, and likely having very little income their child’s disability directly constrains their
ability to work and make a living: to take care of their children and themselves; and to have
social interactions. Usually the exceptional demands of the child’s disability also create
emotional, social and financial problems for mothers (Kebed, 2015).

4.2.2. The Role of the Center to Mothers

This study found that the center has a far-reaching contribution not only to autistic children
but also to their mothers too. All participants of the study unanimously agreed that all the
activities of the center whether to their children or to them personally brought some positive
improvements in their overall life. Even though the type and magnitude differ, all mothers
witnessed positive changes in different aspects of their life after their child’s enrollment to

the center. The contribution provided to mothers is provided in different categories below.

4221. Freedom of Time

This study found out that one of the most prevalent difficulties in treating an autistic child for
mothers is shortage of time. Since the disorder demands an intensive and whole-time care, all
participant mothers of the study face lack of adequate time for other socio-economic
activities. In a previous study (Abera, 2013) concluded that parents of an autistic children in
addition to other problems suffers from lack of adequate time for their own life by quoting
the answer of a mother to an interview as ‘I spent most of my time with him, I don’t have my
own time. If there was some institution that I can trust, I could have at least some time.’ In
another similar study (Berhane, 2016) stipulated that parents of an autistic children
particularly mothers are vulnerable to time scarcity for other activities due to the nature of

the disorder and lack of support.
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According to this study the center has a pivotal role in solving the scarcity of time faced by
mothers for other activities. Regarding this issue some mothers expressed that they are open
to do anything in time when their child is at the center. They mentioned household activities,
rest, personal caring, social life involvement and economic engagements as some of the
activities they performed due to the space of time created by the center. As a common idea
one respondent mother stated that ‘the center is a relief for mothers. As the burden is on
mothers, the contribution is also for us. All of us are free from 9:00 PM up until 3:00 PM

since our children are in the center.’

Abera (2013) stipulated that institutional support is mandatory in order to relieve mothers
from the time intensive care of autism. In line with that this study revealed that the center is
providing an immense contribution in at least minimizing the time problem faced by mothers
while spending the whole day taking care of their autistic children by sharing the caring

responsibility and training them to be self-sufficient.
4.2.2.2.  Awareness Creation and Empowerment

Almost all mothers who participated in this study are not aware of the disorder and were not
cognizant about how to treat their children. Only one of them has some information about it

which was not complete and sufficient.

In her study Berhane (2016) find out that lack of awareness is a source of different problems
in families raising autistic children which includes stress, divorce and decrease in family
happiness. Birhanu (2016) added that due to the nature of the disorder most parents are

neither aware about it nor able to treat it, which increase the problems associated with it.

According to this study the center employed different mechanism in order to solve the
awareness problem which proved to be fruitful as per the participants of the study. The face
to face consultation program and the regular family (parents) gathering and other informal
programs have the power of changing the awareness of mothers and equipping them with the
techniques of treating an autistic child. One mother among the respondents stated that ‘what

they did before anything was explaining to me about the disorder then they gradually trained
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me how to treat him at home and other places out of school. This releases me all my stress

and let me to enjoy the home time by treating him in accordance with his activities.’

In support of this finding Birhanu (2016) already noted out that autism institutions have an
indispensable role in counseling and training not only autistic children but also their parents
too. Hence in realization of this the center planned intervention programs extends
consultations and trainings for mother in order to raise their awareness and enable them treat

their children out of school which is successful as revealed by this study.

4.2.2.3. Economic Support

Different studies conducted on the effect of autism showed that it has a huge impact on the
economic condition of the family (Rastelli, 2006). Expensiveness of the diagnosis and
treatment of autism added to the inability of parents to earn a living due to time scarcity

worsen the situation of parents in relation to finance.

Similarly, participants of this study admitted that the disorder affects their economic life
negatively. According to this study the economic challenge of the disorder is in two ways.
For the first the diagnosis and treatment of the disorder is much expensive which consumes
all the remains of parents. In addition, it leaves parents particularly mothers unable to work
since they are required to provide the necessarily care for the child day and night. All
participants of the study agreed that it is not possible for mother of autistic children to engage
in any financial activity since it requires time. Accordingly, all of them were without

earnings before the admission of their respective children to the center.

Pursuant to this study the economic contribution of the center to mothers is not only
important but also multi-dimensional. The center by taking autistic children and keep them
with it enable women to have free time to engage in economic activities. Some of the
participants mentioned that they started doing business and earn a living after the enrollment

of their children to the center.

Three of the respondents were also beneficiaries of a direct funding for mothers from the

center. According to them the center extended some free money for them to start a business
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by using which all of them start doing small scale business and become self-subsistence and
economically independent.

Thus, the center contributes directly and indirectly for the economic life of mothers. It
enables them to work and earn money by employing different mechanisms. Kebed (2015)
Already noted that parents of autistic children need support from different organs in order to

have a job and earn money to cover family expenses.

4.2.2.4.  Psychological Support

Most mothers of an autistic children experience stress and other psychological traumas due to
the disorder (Kebed, 2015). Participants of this study also expressed that all of them were in a
difficult psychological situation before their children admission to the center. According to
them this was mostly for two reasons. For one thing they have no awareness about the
disorder. For another thing, they are neither able to treat their child nor able to find someone
to treat him/her. This exposes them from headache and stress to severe psychological

problems.

This study figures out that the center is successful in solving the psychological problems of
mothers of autistic children. As all mothers accepted, the mere admission of their children to
the center wiped away their stress believing it is the appropriate place for their children. Most
of the participant mothers stated that due to the trainings and therapies administered to them,
children are becoming self-sufficient from time to time. This gives mothers hope about their

children future. On this regard one mother mentioned that

‘I was always in confusion about my daughter’s future. Will she lasts in this way or will
there be any change was my always frustration. But after she joined the center, she tried and

starts successfully doing things by her. | am speechless, all my worries left away.

The center then contributed for the psychological well-being of mothers by the services it
delivered to children and to mothers themselves. The progress of the children, their
admission, the awareness raising and training programs enabled mothers to be

psychologically stable and relayed as to the results of this study.
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4.2.2.5.  Social Support

The impacts of autism on the social life of parents and family members are difficult to hold.
In her study Birhanu (2016) expressed that mothers in addition to the shortage of time to
attend social gathering, face severe stigma in their approach to the society. Most of
participant mothers of the study were also victims of different societal problems due to the

disorder. One mother stated that

‘I don’t know why I was suffering that much. The scarcity of time for social life is at least

out of any one’s control. But why should I suffer from the improper attitude of the society.’

According to this study the center has something to do in order to solve the social problems
faced by mothers. The most important thing provided by the center for mother is freedom of
time. Mothers were not free to go out for social events before their children admission to the
center. But after enrollment they use to go and attend social events there by maintaining and
strengthening their social life.

In addition to that mothers stated that the center in the face to face and family gathering
programs advice and train mothers how to uphold their social life and enjoy it to the fullest.
This enables them to reintegrate with the society and be part of it. Kebed (2015) in her
previous study figure out that for mothers in order to have their social life back, they shall
have someone trustworthy to take care of their children and consult them how to rejoin the
societal life afresh. In line with that the results of this study showed that the center helped

mothers to have free time for social life and train them how to use it.
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CHAPTER FIVE

5. Conclusion, Recommendation and Implications

5.1. Conclusion

This study provided a preliminary look on the experience of mother’s raising a child with
autism before and after the child’s admission to joy autism center. Accordingly it grasped the

difference in the life of mothers due to their child enrollment to the center.

In conclusion to the first research question, mothers of children with autism face different
psychological, economic, social and other related difficulties before the admission of their
children to the center. Psychologically due to lack of adequate awareness about the disorder
and its treatment mechanisms they experienced high level of stress and depression.
Economically the disorder poses short of time for mothers to engage in financial activities
and by itself consumes a considerable amount of money for medical and home treatment. It
hampers the mother’s readiness and actual participation in economic activities. Equally
mothers of children with autism face serious challenges in their social life from marriage and

family to neighborhood and the community.

Lack of adequate finance in addition to the societies and family members’ attitude towards
the disorder and its causes almost exclude mothers from enjoying their social life. Other
problems associated with autism for mothers include divorce, lack of solidarity from family
members and the society, lack of economic support, inadequate professional support, stigma

and discrimination and the nature of the disorder itself.

These problems faced by mothers are not mere challenges. They impacted the life of mothers
in different ways. The synergic effect of the problems let mothers to experience a health
problem which includes high level stress, depression and loneliness. These psychological
problems in addition disturbed their family relation which in turn leads to divorce in one
case. The shortage in time totally bars mothers from taking part in self-caring, social and

economic activities. This also let mothers to live in extreme poverty and destitute segregated
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from other members of the society and dependent on the help of others, if any. Lack of
awareness and professional as well as family and social support also impacted mothers to feel
pessimist about their children and their own future.

In general among family members the impacts of raising a child with autism first hampers
mothers in multi dimensions. Except differences in magnitude all mothers covered by this
study face different socio economic and psychological problems due to having a child with
autism. The other research question addressed by this study is the necessity of external
intervention to bring improvements on the life of mothers which is deteriorated due to the
problems discussed above. This study found out that the challenges of autism are not
bearable for a single mother or the family as a whole. It requires the concern and actual
participation of community members, government organs and other organizations. These
mothers who participated in the study unanimously stated that the challenges of autism are
out of the reach of mothers and family members. Different studies have already noted out
that the diagnosis and treatment of autism requires a combined effort of family members, the
society, the government, civil societies and health related professionals in personal and
institutional setup for the betterment of the child as well as the family and the community in

general.

The types of the external interventions necessary for mothers of children with autism include
educational, psychological, social and economic which can bring changes and reverse the
challenges mothers’ experience. The main theme of this study is identifying the contribution
of autism centers for mothers of children with autism. Accordingly the study explored the
difference in the overall life of mothers after the admission of their children to joy autism
center. All mothers covered by this study admitted that their child enrollment to the center
bring positive changes both in the life of their children and themselves. The benefits mothers
received are multiple. For one thing they indirectly benefited from the services the center
administered for their children and the improvements there in. in addition they are also
benefited from the direct accommodations accorded for mothers by the center in different

aspects.

58



As per this study the center provided different services for children with autism and their
mothers which equally contributed for the progress of the child and the life of mothers.
Keeping the children by itself gave mothers freedom of time to engage in other socio
economic activities. Believing that their children are in the hand of a professional institution
also help mothers to get rid of their psychological distress. The trainings, coping and self-
help activities for the children and the results that follow also enable women to develop
confidence and feel relaxed unlike the case of their child’s admission to the center. The
center also administers different awareness raising programs and home treatment trainings
for mothers. This allows mothers to avoid awareness related challenges stated above and treat
their child at home in a learned manner. It also helps them to reconnect with the society and

strengthen it.

Mothers in the center are also beneficiaries of direct economic assistance provided by the
center. The center gave cash money and business idea for some mothers. Using that mothers
run and own different business which enables them to fully engage in economic activity and
liberate themselves from dependency. In general this study discovered that autism centers
have contributions not only for children with autism but also for mothers in different aspects.
Autism centers are indispensable in eradicating and meaningfully reducing the psychological,
social, and economic and awareness problems of mothers and the impacts on their life that

follows.

5.2. Recommendations

The findings of this study clearly figured out that mothers of children with autism face the
most difficult burden related to autism in different socio economic and psychological aspects.
At the same time the study revealed that autism centers have a lot to contribute in solving
these challenges faced by mothers. However, due to different reasons so many mothers are

still facing the darkness of autism. Hence | strongly recommend the following;

%+ The government to give due attention for the disorder as one public health issue and

act accordingly
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% The media also need to give wide coverage to create awareness about autism and

attract stake holders to the issue

*
°e

Health institutions shall also establish special unit for the diagnosis and treatment of

autism

+ Civil society organizations and non-governmental organizations shall also participate
in the establishment and progress of autism centers

% Academicians and researchers are also recommended to conduct further studies on

the impact of autism.

5.3. Implications

The findings of this study revealed that mothers of children with autism face different
psychological, social, economic and other problems in relation to autism and its adverse
effects. Despite the diversity and gravity of problems autism centers are found to be the most
important institutions in mitigating and avoiding the problems mothers of children with

autism face in different spheres of their life.

Accordingly this study implies that social work practices and intervention in relation to
autism should not be limited to the autistic individual only. Mothers of children with autism
should also be the subject matters of social work practice. Since there are only few autism
service centers in Ethiopia social workers need to advocate for an increased number of

autism centers and special emphasis by different concerned bodies.

The results of this study have already showed that the challenges of mothers of children with
autism are not recognized well. Most of previous studies and intervention focused on front
line victims, children with autism, though mothers face huge problems as their autistic
children face. As a result this study signified that social work practice must be directed

towards making the issue of mothers as a mainstream problem in relation to autism.

The autism service centers in the country are organized by private individuals and charitable
organizations. The government’s role in the treatment of autism is very much limited. Due to

this the researcher has already recommended the government to establish special units for the
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diagnosis and treatment of autism in mainstream health institutions. The policy implication
of this study is that autism as a disorder and its adverse impacts on mothers of children with
autism shall be parts of the health policy of the government. In its policies the government
shall propose to create conducive environment for the engagement of charitable
organizations and non-governmental organizations in the sector since the government by

itself cannot do everything.

This research is limited to studying the challenges mothers of children with autism face and
the contribution of autism centers in reducing and alleviating these problems. It also
recommends researchers to investigate the impacts of autism on individual, family and
societal level at local context and the possible mechanisms of solving these problems. Hence
further researches can take the findings of this study in order to investigate the challenges

mothers of children with autism face and the possible coping mechanisms.
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APPENDICES

Appendix A: Interview Guide for Mothers of Children with

Autism

Part I: Back ground information about mothers

1. Age

2. Marital Status: Married Single Divorced

Widowed have

3. Educational Level: Literate Primary education Secondary
Education Collage and above Illiterate

4. The standard of living of the family to accommodate the child

5. Occupation:

[o})

. Employed at governmental organization

b. Employed at private or NGO

o

. Daily laborer

d. House wife

D

. Business person

f. Others (specify)
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6. How many Children do you have? Do you have other child with developmental problem?

Back ground information about the child with autism

- Sex: M F

- Age

- Birth order

- Age when first diagnosed with autism
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Appendix B:In-depth Interview Guide: Amharic Version

PPA 2AAN D PEPT

10.

11.
12.

AEP AtHIPIC ATRMSC DR 927 PHA 1H EUPTA 2

ABEP mP 5.2 PAtHI® FRdNA NN 927 PhA 1HM- 1M ?

AN IC P9994% AZTTIS ANT AZT7T (097429 (ov7h0h(l ovhhA  PLoo-
ALYl 9777 Y- ?

NALHI® IC PORLF4 ABTT NT9ALAGT NARYINNNN A LF @D PATHT 95 MLYD
hALTE RTET a2

NteemC 4 AL PIART AALIT NAATFED NATET HC MLI® ULME AR 97
ARTF +ROF MEIP BT AAD? ANTTER T MYNER T NIANTE DEIR AA ?
RTEF Nhde €mC 4 NC PHIABMT hALITF AT Nté ®*MC 5 PHIARDT ehG
NEAFD- APIR AMMTT agege SFAN NAD PANA? N PNL4T 2

ACNP AB.PTT ML oA ALATNT NEF ATHT ALHI® PANTF@T ABF NTIALS
NaeyNNNN A L% 35 M7 £I6 PALAITFPA NAD: AAND- POPX ? ATET? I°7
985 £08?

ABEPT mL B8 AtHI® @ohd PRI+ ATEFT NIRY 90T P+ 102

ABPT ML MONA ATNINT AOAF ML NAITT OFF haohk ATTPAL
NAD- PAMT MPIR JRYEY INC 2

AEPT ML oA NTINNT @PT TMONA PALAMD ATA%94T NAEP NAL
ARCAP AT M&ID AAND- PO A? FOTIIOT MEPgD?

AAEP NMONA PAYLAM- ATAT AT TRTIRT ATEU R N1AGAT?

ARCAP NTONA PAM ATAIFTF N TRITRT AR N1ABAT 2
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13.

14.

15.

16.

17.

18.

N@ONA AACAPIR U1 AAEP PR AM-T ATADATT [+ ML 11 AT 12/ NACHP
C AT URMF AL 9°Y 9RYt @Mt AAT@: /.2 MUNLP TAhFM PP :
NTANTRT AA

N@énA PAMT ATAIFFT NUEPTP AL PLM&HT /PAMTT ADm
mpan/p AEPT ML MohA ALNINT NAMFT AT9C AT8T P198¢3A? NHCHC
N7A%A%?

ABP @L MONA NIN/F NAA NACNP ULMT AL AB- A N7ARAT ?

AEP mE MohA hamaN+ N&FT NN NBA NACKP UBMF AR PADT TUNSRP ¢
ANPIPP INTANTPT AA ADMD NIXEC NTARAT?

NAMPAL NACAP ATRE NAPTATF PAtHI® MONA AZFF@ hAtHI® IC AT
AG$TG 927 EMPA9A 2

+enT4 AR PTRL AT 17C hA?

PA TPAANT CATA! ATTATTATY!
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Appendix C: Focus Group Discussion Guide: Amharic Version

PAMPP +8¢F /I PERPT/

1. AtHI® PANFE- AET AGH OOUPY MEIR AL 9o ARYH PRY ANGT TUNLP
ANE PP AT AT +PPH +OOFPTF AT ?

2. Nhe @MC AL AL P+EMeAT 11CF NATHT ULDF AL G AAD- 2 NAD- 97
9255 N9°7 PR £LE?

3. AEPT @ MONA NMAINTP N MLI® NTRLAINTNTF 11 hFdhA o7 Ryt
RIATAT RIEALS NULME AL 907 QL5  ADM BLMEA AN ANC?

4. P @ONA DAt NBA TRONA AACAP AT AAEP oY ARTH ATA9AF APAM
27547

5. Nhé- €MC 4 AL PIATFD A1AT AT NUBMFP AR PAMLM AQ-M AA? NA 927
9L245% 1@ 2 AEARLP ABPT A PN NAMNF AT9C NTAL ATST B1A6-F4 ?

6. NMPAAD- AZPT ML TANA NMAINFP N&TST AT NBA PAPHY Uas-
NADIgRIIe PAtHI® AANA At HI® AANFE AET ATHT MeTF [ANTPOA AAD
NAG- PANK 2 RANP A® T MPTFPE 92T 27 AT R NHCHE £9A8-AY::

\\—I—

N@-L£L2%+ @AM Ik +AFL NPT UANFUTT NI 3FUT NAIGFUT NAN ATARAITAT:
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Appendix D: Mothers Agreement Form and Short Discription:

Ambharic Virsion

UAS @PAA ANAAAL: NA&N ANN FLACNE PAAA ®Ch PRUZL R4 +T94 MUY
papan/e P MGt NMNTMY AL AIGAL: PARAR/EP MGF PALHI® AONAT AtHID
AANF@ AET MAET O-ND ATIA+E ATETY ALHIPAANTFE PALHI® FR0NA AT8N44
ATRE 2o POHA +Ae BFRGA:

ACAPIR NHU A PAAN BT ATLIAD- D PEPT TRAATT 9948 PUF ARANTT AT8.AM-
APMPNENDA - 9RAAN @& AtHI® hANT ABP T hACNP f NN+HANP AT hatHI®
M@ONA IC P+ PO M PEPTF ATLMIA ANTIHNAL = NPA TRPAAN ARAN PARAM-T ACNP
N+SF MY NF AT PALATTT mPR PATRARANG dPNT AT8APT PA APMELRT
NPFHE@9° NCHF MR ATLM T AT49U

NHYU 924N PARLAM- @RAN AMG+ AATY NF PR M-A T NTAMC PTRLH AT NIPII°
Ui @1+P PaL7I4A6 MURIT SATRAAN NEIRX PMR$8T MR P+ ML RU&
+71ANM e29Rg 8 PAYALH PRy AAD-PAL: PA - TPAANIE N30 ANN 45 249
ALE BFAA:

NAL P+aAN+DY TWNLLE ATNINDT +HE+M APA TPAAN &PLE NP DA NAD:
M/ I760, LCTPY ATRLNPTOM AME LA NAN AAPATAL:
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