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ABSTRACT

The purpose of this study was to assess the clyakeof parents of children and their support
needs in raising an autistic child. To attain thigective, a qualitative research approach was
implemented. In this qualitative study, four paseof autistic children at Nehemiah Autism
Center were interviewed regarding their experiengeshaving autistic children and the
challenges encountered and their support need.dtlitien, two staff members were also
interviewed. The researcher utilized semi-structurm-depth, face-to-face interviews as a
gualitative research method of data collection gigmerview guide. As the finding of this study
indicated that, parents of autistic children exgeced many challenges. Together with many
other social, emotional and economic challengesethparents facing, lack of professional and
institutional support were the major ones. Theifigdf the study also showed that parents and
the public including health workers have limitedameness and information about the disorder.
Therefore it can be concluded that the lack ofimfation and awareness about the disorder is
the biggest challenge this parents facing. As tiidip lacks awareness it also affects the service
available to the autistic children and their pasent is recommended that the concerned
professionals and institutions main focus shoul@vbeking on awareness creation.















CHAPTE ONE

INTRODUCTION

Autism is one of the five primary developmentaladders called Pervasive Developmental
Disorders (PDD).Pervasive Developmental Disordera general term which includes a wide
range of social and communication disorders, suchutistic Spectrum Disorders, Childhood
Disintegrative Disorders, Rett's Disorder, AspeggBisorder and PDD-not Otherwise Specified
(PDD-NOS) Disorders. These disorders show simdage of symptoms, but they differ in terms
of when the symptoms start, how fast they appeaw, $evere they are, and their exact nature

(Volkmar&Wiesner2009, p. 25).

Autism is one of the five developmental disabistief childhood included under the umbrella
term ‘Pervasive Developmental Disorder (PDD)’. lsaMirst described by a psychiatrist named
Leo Kanner at Johns Hopkins Hospital in BaltimarelP43. He based the term on the Greek
work autoswhich mean self, for the children who showed sughgom are seemingly locked
inside themselves and detached from the wdliam, 2000, p. 124). Many professionals now
use the term ‘autism spectrum disorders (ASD) dadtof PDD. Autism Spectrum Disorders
refer to a complex group of related disorders mérky impaired communication and

socialization and by a limited (and often unusuahge of interests.

Autism is a neurological and developmental disottat usually appears during the first three
years of a child’s life. It is as a severe develeptal disability marked by impairment of

communication, social and emotional functioningh@t characteristics often associated with



autism are engagement in repetitive activities atereotyped movements; resistance to
environmental change or changes in daily routimesumusual responses to sensory experiences

(Volkmar&Wiesner 2009, p.25).

According to the report of National Research Colu2001), autistic children often have
problems in communication, avoid eye contact, dmuslimited attachment to others. A child
with autism appears to live in his/her own worldpwing little interest in others, and a lack of
social awareness. The focus of an autistic chilgl gensistent routine and includes an interest in

repeating odd and peculiar behaviors

Experts estimate that three to six children out\ary 1,000 have autism. According to scholars
in the field, boys are affected four times morentigals. As US Centers for Disease Control and
Prevention (2011)stated, in the U.S.A, one 1.1&ere 100 children is diagnosed with autism.
This reported prevalence is substantially highantthat of a decade earlier. Similar increases
have been noted in the UK, Europe and Japan (Lgend2010,p. 219). The reason is not known
why there has been such a rapid increase in auflsitism affects all children regardless of
colour, race and gender. However, a lot is stili kmown on the possible risk factors for and

causes of autism. Scientists think that both geragtd environment play a role.

Regarding the prevalence of disabilities there apguk lack of appropriate information in
Ethiopia. Issue of developmental problems, delays disorders are not very well researched.
According to the World Report on Disability (2011)ere were 15million people with disability
in Ethiopia. However, the available data do notvfate sufficient evidence on the type and the
prevalence of persons with disabilities by degrnee specific category afmpairment This is

because of the reason that the public associatelafexdental problems with spiritual evil and



caused by ones sin most people do not let disgi#esbns to go out in public. This stereotypic
attitude also forces families to hide disabled fgmiembers which in turn lead to inaccurate
information and statistics on disabilities ( Tiras€2005).Thus, statistical evidence on the extent

and prevalence of autism in Ethiopia is not sugftly available at the moment.

Although it is difficult to know the number and tlpFevalence of autism in Ethiopia, it is
estimated that 600,000 people throughout the cpy@etnet, 2013).This is also confirmed by

the Annual Report of Nehemiah Autistic Center,tas stated:

Since Autism is found throughout the world and agsbnall nations,
nationalities and social classes, Ethiopia is notexception. If one in every 100
children are diagnosed with autism in the U.S.A, ageld fairly say that with
Ethiopian's population of more than 80 million, wan estimate to have over
600,000 children suffering from autism and relatiedelopmental disorders, with
no access to rehabilitation, education and trainif@lehemiah Autistic

Center,2012).

As explained by Nehemiah Autistic Center, therecameently 800 children on waiting list of Joy
Center for Children with Autism and Related Disord@CCARD).Though there is lack of

official data on autism in the country, it is bekel that prevalence rates are increasing rapidly

According to 2006Report of UNICEF, Ethiopia did r@ve centers for autistic children, until
2002.0ne parent who had discovered her son hadisoeder decided to build her own after
facing a lot of challenges and struggles to fincappropriate support in Ethiopia. She began the
centre by the name ‘Joy Center for Children withtism and Related Developmental Disorder.

The Joy Center’s work was unique for it dared terafe for a disorder that neither received any



medical attention nor specialization in Ethiopidtett time. Medical practitioners’ knowledge on
the disorder was insufficient and those who knewaualt treated it as one of psychiatric cases or
simply told the patients’ parents to treat theiildrien better than the previous time (J-CCADD,

2005).

Currently, there are two autism centers that giaee and support for children with autism in
Ethiopia. These are Joy Center for Children withtigya and Related Developmental Disorder,
and the other is Nehemiah Autistic Center whichngigerecently. The two centers are opened by
parents with autistic children. The centers aratied in Addis Ababa and are currently limited in
giving services to the area. Even if these cergsrontributing a lot in creating awareness and
giving service, unfortunately the majority of thebtic including professionals who are living in
Ethiopia still lack awareness of the problem. Adtog to the report of Joy center of autism (J-
CCARD)(2005), parents of autistic children alsoklanformation about the nature and the
symptoms of autism. Because of this reason as agetithers stated above, many parents will
continue to suffer in silence until more pareniise [Zemi and Rahel, who are founders of the
Autism Centers in Addis Ababa, can be found with thtme and the sacrifice to lead these

children to a brighter future.

Considering the described limitations, social sagrand lack of awareness in Ethiopia,
developmental problems in general and autism iitiqogar can be considered as one of the most
important issues that social workers need to addreshe country. As social workers have a
responsibility to promote social justice and inmérgvorth and dignity of all people it is
important and necessary to study challenges angosupeeds of parents of children with

autism.



The researcher’'s motivation for the choice of thgic through social work perspective is both
personal and Professionals. The personal intecesthfs study arises after having an autistic
student in the researcher’s class room while tegcht one preschool and meeting his parents.
The situation is that the pupil is not getting appropriate support and his family struggle to get
professional help made the researcher to realetettiere may be many children and parents in

different sub cities of Addis Ababa struggling tope with the problem and to get appropriate

professional supports.

The professional motivation is to assess the amgdle and support needs of parents of children
with autism in Ethiopia. The aim is to inform heligi professionals and social workers to
develop effective and efficient intervention modatgl counseling programs that are sensitive to

the unique needs of the identified target poputatioEthiopia.

Therefore studies on autism, what it is, its symoand characteristics are well represented
throughout the available literature. However, thHellenge of this disorder on parents is
investigated only by few researchers with differeapacity. This is also confirmed by a study
undertaken by Wnoroski,(2008)on uncovering thenséign parents of children with autism. As
Whnoroski further explained information and study autism have exploded in recent years
however, the effect of this disorder on parents aiher family member is investigated only by
few studies. The researchers of this study sinyileeviewed studies conducted on autism in

Ethiopia. Nevertheless to date, there have beatelinstudies on this area in general.

Quoting Mauk Reberand Batshaw, Argaw(2010), ineor cope up with the challenges of
raising an autistic child parents need professisravice ,information and social support. This

is also substantiated by study conducted by M&i2006) on Autism and the Family: Prospect



and coping with the disorder, in Ethiopialmost all parents agreed on working together with
professionals in different areaS§he further explained in her findings, to cope uphwhe
challenge parents make connections and seek hefp family members, professionals and
autistic center. The parents also started commtingcdo and building friendship with other
parents of autistic children as a coping mechanidowever, Meron was not specific which
coping mechanism is widely used by the parentsvandthey use it. However, there should be a
need for outlining the kind of coping mechanismepés usually utilize for this will indicate
what kind of professional help or assistance thpaeents would need. Any successful

professional intervention plan has to be tailongec#ically to the parents’ individual needs.

In conclusion, previous studies reviewed for thiigsdy are limited in their scope, as well as
inconclusive regarding supports need. In additooy few studies were undertaken on autism in
the Ethiopian context due to the fact that there r@w institutions that may produce reliable
information. Thus, it is important to study autisautistic children, their parents challenge and
support needs from relevant professionals. Thiddystseeks to investigate the social,
psychological, emotional and economic challengespidwents of autistic children undergo and
the means of support they need in order to furtheir child’s development and their family
well-being. Therefore this study aims to assesdlemges and support needs of parents of

autistic children in Addis Ababa, Ethiopia.

1.1 Statement of the Problem

Being a parent is one of the most rewarding, chgiteg and difficult task one can ever
undertake. This is because the role requires amanis lifetime commitment, no matter how

old our children get. Even if parenthood is a reliray experience realizing that a child has



disability can be one of the most painful experenof a parent. Having a child with
developmental disability is the most challenging @emanding task for parents. Among other
disabilities autism is unique and challenging inngnavays Problems with communication,
emotional expression and antisocial behaviors rantism as the most stressful childhood
developmental disabilities. Among childhood patlgeds, autism is the most challenging one

due to its severity, duration and impact on theiffa(®Gray, 2002,p.215).

Autism is a developmental disorder which is oftdmaracterized by extremely disruptive
antisocial behavior like tantnims, self-destructaets and other forms of inappropriate public
behavior. Like other disabilities (e.g. mental ré&dion, deafness, blindness, and aphasia) this
disorder has no clear biological marker and de¥i@itmedical tests. Its diagnosis is full of
uncertainties. These unclear situations make itemely difficult for parents to accept the

child’s condition (Gray, 2002, p.214).

Even when autism is diagnosed, the services dlaifar its treatment are limited. In addition,
the basic reward of parenting, which is showingland forming attachment is limited as autism

causes impaired social and communication skill pt@&Singhal, 2005,62-63)

One of the challenges faced by these parents ialssalation. Friends and family members may
not understand the special needs of a child. Timese people in such social networks may not
be able to provide the child-care support oftenilabke to families with more typical young
children (Gray 2002, p. 216).Gray further explaitieel general public still lack awareness when
it comes to autism. Parents of autistic childrah stffer from social stigma, criticisms and
insensitive treatments when the autistic child mives in public. These negative reactions

further delineate the physical, mental and emotichallenges of parents with autistic children,



further exacerbate the struggles of the parentdtathmily in general( Gupta &Singhal, 2005,

p. 63)

In Ethiopia, this situation is even more tragic @edere due to the failure of the community in
general to understand and to accept the persontmetlisability. As Tirusew(2005) stated, the
birth of child with disability in Ethiopia has beerewed as the source of shame, disagreements
as well as divorce among some families. Moreovexr EDRE 2002 Country Profile on

Disability,(2002) also explained the situation as:

Ethiopia is characterized by stereotypes and priegidbased on traditionally

held views that link disability with immorality, pgshment and curses. Labeling
people according to their disability is still commaand disabled children and
their parents are stigmatized.

Besides, to that there are still major problemsceomng developmental problems (like, lack of
public understanding, insufficient information drethnumber and status of disabilities, shortage
of basic needs, such as vocational training plaogntesalth facilities etc) inaccessibility to

assistive devices (FDRE, 2002).

It is common to misdiagnosed and misunderstandahéealth disabilities and developmental
disorders in Ethiopia. However, when compared wather developmental problems, (like
intellectual disability) the complexity surroundirtge life-long autistic disability are rarely
understood. As reported by J-CCARDD,(2005) and afsafirmed by a study undertaken by
Meron(2006), the majority of the public, includipgofessional and parents themselves are still
unaware about the problem and also its impact divioluals and family life. Due to this most
children with autism in Ethiopia are deprived ogithrights for education and rehabilitation

because of lack of awareness as they are consittebeduseless and unworthy to invest on.



In the worst cases, these children are subjecégbect and abuse because of their unacceptable
behavior. J-CCARD (2005) report stated that thenftmw of the center saw an autistic girl who
was kept with her hands tied behind her back irm&k doom. Many people still think affected
children are possessed by the devil because af plaeents' sins thus most parents hide their

autistic children.

The other problem is, that theaee only two official institutions in Ethiopia theave been giving
care and support for such children and their fasiliThese centers are located and are working
only in Addis Ababa for a limited humber of famgielue to lack of the required resources and

funds. These centers are established by thosaduodie who have had autistic children.

In this framework, the present study is designeddsess multidimensional challenges being
faced by parents of children with autism and tkajpport needs at one of the two autistic centers

in Ethiopia, namely Nehemiah Autism Center.
1.2 Research Questions

The basic research questions in the study to aslthhesaforementioned aims of the study are:

What are the social, emotional, and psychologic¢ealllenges are being faced by the

parents of autistic children?

* What are the social, psychological, and emotiorsam@ll as personal demands that

parents of autistic children have?

* What types of experience do the parents have regahéindling their autistic children?

* What are the greatest challenges in raising astaughild?



* What are the major support needs of these parents?
* What are the strengths and constraints of theviete¢ion?

* What are the possible social work interventiontstyes for these parents?
1.3 Objectives of the Study

1.3.1 General Objective

The general objective of the study is to asseslainggs encountered and support needs of

parents of children with autism at Nehemiah Auti€enter in Addis Ababa, Ethiopia.

1.3.2 Specific Objectives
* To identify support needs specific to parents aidcén with autism
* To assess the social, psychological, emotionalesmathomic challenges being faced by
parents of children with autism at Nehemiah Auti€ienter; and

* To identify the strengths and constraints of Neladn#Autistic Center.

1.4 Definition of Concepts

Challenge refers to the situations that are difficult foarents of children with autism in

raising their children and to cope with the disorde

Support need:is the material, financial, psychological and soc&gistance, aid and service

that parents of children need to cope with therdisoand the challenge of raising an autistic
child.
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Parent: is a person who is a father, a mother or a legal gaaraf an autistic child and who is

living and raising the child with autism and prosgdcare and support for that child.

Pervasive Developmental Disorder (PDD)PDD is a category of disorders that involve

impairments in, social interaction skills, commuation skills, and the presence of stereotypical
behaviors, interests and activities. There are fisodrders under this umbrella term; Autistic
Disorder, Asperger’'s Disorder, Rett's Disorder, I@hood Disintegrative Disorder (CDD),

Pervasive Developmental Disorder Not Otherwise BipdqPDD-NOS).

Autism: is one of the most complex and life-long pervasiegelopmental disorders that can

impact how people understand, see, hear and demseotld around them. It is characterized by
qualitative impairment in social interaction, qtetive impairment in communication and

restricted, repetitive and stereotypic patternsesfavior, interests and activities.

1.5 Limitation of the Study

The sample size was originally intended to be 1@mda of children with autism at Nehemiah
autism center as a case informant and 4 staff mendsekey informant. However there were
only 4 parents and 2 staff members had the timetlaaavillingness to participate in the study.
This study is also limited to one institution thssbecause there are only two institutions that
give care and support for parents of children vaitiism in Ethiopia, of these institutions only

one was willing to cooperate for this study.
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1.6 Chapter Plan of the Thesis

The MSW thesis consisted of five chapters. The @hapter is an introduction of the theme of
the present study. This chapter described theeptraf autism and how it is a social problem. It
also provides a brief rationale for the particidardy is worth pursuing. It further presented the
statement of the problem, the research questibaglijectives of the study, and the definition of
key terms, the limitations of the study and theaorgation of the thesis. The second chapter
reviewed related conceptual, theoretical and ecadilatest and classical literatures. The third
chapter stated about research design and methdtleopresent study. The fourth chapter
presented the result of the data. In fifth chagherfindings will be discussed. The final chapter
will pack up the major findings of the study in erdto draw conclusions and forward

recommendations in the light of social work persipec

12



CHAPTER TWO

REVIEW OF RELATED LITERATURE

This chapter presents an extensive review of tlaladble literature and research related to the
study. It also has three sections. The first sectibvells on definitions of autism, its
characteristics, prevalence, causes, treatmentsnaadonceptions about the disorder. The
second section discuss about the challenges afigaas autistic child. The last section presents
the review of related empirical studies and redess®n the prospective support needs that the

parents of autistic children needs elsewhere imtbréd

2.1Autism: Definition and Characteristics

2.1.1 What is Autism?

Autism is a most common pervasive, neurologicalasdd developmental disability which
causes severe learning, communication, and behdiorders with age of onset during infancy
or childhood. It is marked by qualitative impairnemf problems with verbal and nonverbal
communication, social and emotional functioning ethmakes it difficult for autistic people to

understand the world around them. (American PsyehiAssociation,1994)

It belongs to the class of developmental disordatlied pervasive developmental disorders. It is
an umbrella term consists of a group of five disosdcalled: Rett’s disorder; Childhood
Disintegrative Disorder (CDD); Asperger’'s Disordé&ervasive Developmental Disorder Not

Otherwise Specified (PDO-NOS) and finally Autisnut&sm has been detected four times more
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in males than in females. In conventional casetssrawets usually diagnosed in children below

three years of age (Volkmar & Wiesner, 2009, p.26).

Autism was first described in 1943 by a child psgtist Dr. Leo Karnner. He called the case as
“an inborn disturbance of affective contaoteaning, a child born without the usual interest
other people. According to Karner's earliest diasgg® on eleven children with autism, the
children particularly exhibited resistance to chang He described resistance to change as
insistence on Sameness or routine, like requirintaking the same route, wearing of the same
kind of clothes, eating the same kind of food, éte.also used the term resistance to change to
refer some of the unusual behaviors frequently seautism like, stereotype purposeless motor
behaviors such as, body rocking, hand flapping, wadking, unusual staring etc. Another
characteristic reported by Dr. Karner was the uabknguage development like not having the

proper tone, echolalia or pronoun reversal (Volk&akiesner 2009, p.26).

All people with autism exhibited difficulties in el interaction and since they respond to
sensory stimuli in an unusual manner they showiedypodd and repetitive behavior such as
body rocking, spinning, hand flapping etc. Howevtre extent and type of difficulty and
behavior of each child may vary. For instance, samde/iduals may be very withdrawn, while
others may be overly active and approach peoppeauliar ways, some may even demonstrate
unusual use of objects and attachment to objeaspi®® sharing some behavioral similarities,
people with autism have different characters. Cgueastly, the pattern and extend of difficulties

may also change as individuals grq®@olumbia Ministry of Education, 2003)
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2.1.2 Characteristics of Autism

When. Karner first reported his finding about amtishe stated that the main features for the
diagnosis autism are social isolation and insigemt sameness. Other succeeding studies and
researches also includes communication problermasnportant element in the diagnosis of
autism. In 1980, the American Psychiatric Assooratpublished an official guideline on the
diagnosis of autism. It was intended to serve agrbstic criteria (Volkmar & Wiesner 2009,

p.27)

In spite of the fact that all individuals with am are unique, there are still some common
characteristics that these people encounter. Tleaderes also serve as a hallmark to diagnose
the disorder. There are three distinguishing chiaretics that all professionals in the field use,
however a fourth feature can be considered thoughnot as salient as the first three. These
features are; impaired social development, impaleedjuage and communication, flexibility

impairment or resistance to change.

Special need teachers take learning behavior afotheh characteristic of autism though other
professionals usually base their diagnosis onitsethree features especially if the diagnosis is

for children under three years qldolumbia Ministry of Education, 2003).

2.1.1.1 Impaired Social Development
Impaired social interaction is one of the hallmég&tures of autism. Children with autism have
difficulties of interacting both with peers and #duFrom infancy to age years 3 they exhibit

lack of social skills such as, disinterest in sb@ames, having little attention for family
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members, having abnormal eye contact or limitegnéitin to other people, poor playing skills,
etc. Children with autism demonstrate rigidity alivditation in social interaction and have
problems establishing relationships. This is beedhsy are unable to process social information
properly and to use appropriate social skills teate and maintain relationships (Columbia

Ministry of Education, 2000)

Since they have difficulties in language processamgl communication, they are unable to
understand the social situations and the envirohmergeneral. This in turn makes them
disinterested in the world of people around thehreyTmostly do not interact with others as most
people do. According to the American Psychiatricsdsation (1994), although the type and
degree of social skill severity differs from persmmnperson, an autistic child in general lacks
imaginative or social play and could not be ableige their imagination for creative purposes,

have limited use of toys and show limited pleasnrgcial games.

Additionally, since they have trouble understagdothers people’s feelings or talking about
their own feelings, they have difficulties in magifriends and show significant difficulty with
any interaction that requires knowledge of otheopbe and what they think or know.
Consequently, autistic children have impaired bt initiate or sustain a conversation. Some
children with autism show difficulty in noticing pple who are talking to them and others might
be interested in people but do not know how to, tali&y or relate to them. (Ruble & Gallagher,

2004)

2.1.1.2Impaired language and communication
About40% of children with autism does not talk #taad others have echolalia or repeating

what was said by others. Even if they can commuejcautistic children’s communication skills
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are limited to getting needs met rather than infdram sharing or complex interaction with other
people. An individual with autism shows consideeadifficulty in using languages as faculties
of communication and interaction and informatiothgaing and dissemination. This can include
delayed development of spoken language, diffichtilding a conversation or repetition. (Ruble

& Gallagher, 2004)

The communication problems of autistic children eext to their use of non-verbal
communication agencies such as avoidance of eym@agpmability to use hands gestures and
facial expressions and repetitive and idiosyncrspieech pattern. The communication problems
of autistic children extend to their use of nonbagrcommunication agencies such as avoidance
of eye contact, inability to use hands gestures fawihl expressions and repetitive and
idiosyncratic speech pattern. Some may have odth,pitnusual rhythm or stress while others

may have faster or slower rate of speech than nd@aumbia Ministry of Education, 2000).

Some autistic children have problems in initiatconversations and even if they initiate it, they
encounter difficulties in maintaining the conversat Some may continually discuss about one
topic again and again. They also have restrictedivoalary which is dominated by nouns. They
use their vocabulary for requests or rejectionetulate one’s physical environment rather than

for social functioning. (Ruble & Gallagher, 200&4lkmar & Wiesner 2009)

2.1.13 Flexibility Impairment or Resistance to Change

Demonstrating unusual and distinctive behaviorrie oharacteristic of autistic children. These
stereotypic and unusual behaviors are typicallyiletdd through repetitive behavior like
restricted range of interest and preoccupation gjicific interest or objects or parts of objects

(spinning of fan, turning of wheels on toys, etfgreotypic and repetitive motor mannerisms,
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such as hand flapping, finger flicking, rockingjrspng, walking on tiptoes, spinning objects.
Autistic children might repeat actions over androagain. They might want to have routines

where things stay the same so they know what teaxiray, 2000)

Many of the odd and stereotypical behaviors mayduesed by other factors such as a hyper-
sensitivity or hyposensitivity to sensory stimubatj difficulties in understanding social
situations, difficulties with changes in routin@jdaanxiety. Most of the time environmental
stimuli may be disturbing or even painful to someanith autism.(Columbia Ministry of

Education, 2000)

2.1.2 Causes of Autism

Autism is a complex brain disorder that affectshddés ability to communicate, respond to
surroundings, or form relationships with othersehrly times the cause of this complex brain
disorder was believed to be parenting style (esfigcihe mother’'s styles).Careless and cold
parenting were believed to contribute to the prnoblélowever in the 1970s, studies began to
show that autism was a brain-based disorder. Tam$iof individuals with autism appear to
have some structural and functional differencesftbe brains of other people. (Volkmar &

Wiesner 2009, p.27)

More recent studies reported that children withisautwere more likely have had problems
either before birth or during and other reportesbagtions of autism with a number of medical
conditions that can affect brain developmérrently, there is growing evidence that autism is
a genetic condition, and that there are likely savelifferent genes involved (Ruble &

Gallagher, 2004). Environmental factors such asl\imfections, metabolic imbalances, and
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exposure to environmental chemicals and harmfubtsuges ingested during pregnancy are
currently gaining wide attention in the causes ofissn as well (Landrigan, 2010). Various
studies have been done to identify the cause ofditbarder and multiple theories have been

proposed to date. However, the absolute causetishatemains unknown.

2.1.3 Diagnosis

Getting a diagnosis for autism is not an easy taeere is not a simple blood or laboratory test
to determine who is autisti¢Volkmar & Wiesner 2009, p.26).Since the exact eanfsautism is
not known, the diagnosis mostly relies on obseovatind history. In order to diagnose autism
accurately, the child should have a comprehensiaduation by professionals in the fields of
language development, behavioral, social, and tegrékills in young children. Autism is thus
diagnosed by multidisciplinary team which conswtpsychologists, neurologists, psychiatrists,
speech therapists, social workers and other profegs (Ruble & Gallagher, 2004, Columbia

Ministry of Education, 2000)

Medical doctors will often use a questionnaire dheo screening instrument to gather
information about a child's physical, mental, emaél and behavioral development. Some
screening instruments rely solely on parent obgienva while others rely on a combination of
parent and doctor observations. Medical doctory mh main characteristics, such as,
manifestations of qualitative impairments in sgat@mmunicative and imaginative development
to alert them to the possibility of diagnosis ofism (Jardine, 2008).The American Psychiatric
Association (1994) also specified three criteriat thre used to make diagnosis for autism. These
criteria are composed of the main distinctive cbiastics of autism and include the following:

» Social interaction- severe abnormality of recigiaocial relatedness,
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» Communication- severe abnormality of communicatemelopment, and

» Behavior- restricted, repetitive behavior and iestr

The above stated criteria are used by most praieslsi and most authors also agreed up on them.
However, there are also other features that soufegsionals use as diagnosis criteria together with
the above criteria. These are early onset of sagitssymptoms and abnormal response to sensory

stimuli. (Balfuor, 2007)

2.1.4 Prevalence

Autism is one of the developmental problems th&cafeveryone regardless of race, culture,
religion, level of income and education. It is assbfelong disability with no known cure. Early
studies on the prevalence of autism among childhenv that in every 10,000 child births, 10 are
affected by autism. However recent literaturesestenating the prevalence to be 1 in every 150
births and in the USA, it is estimated to be 1 werg100 births. (National Research Council

2001, Columbia Ministry of Education, 2000)

Although autism affects both sexes, empirical gsdound out that males are highly likely to be
autistic than females. Studies also reveal the ratige from 4: 1 to 5:1.Autism has a spectrum
of severity which range from severe to mild. Theesely autistic needs institutional care while
the mildly autistic may be very intelligent and dare independently. However, approximately
only one quarter of people with autism can funciiorthe intellectually normal range a small
number may make significant improvements with re¢at weaknesses in social and

communication skills.(Balfuor, 2007) According to the American Psychiatric Association
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(1994),two out of three children remain severely impaiaad unable to lead independent lives.

The majority of children with autism are also mdlgteetarded.

The main treatments for autism are educational laglthvioral approaches. Other treatment
approaches such as medication and alternative aetimay be used in combination with these
approaches (Swanepoel, 2003). “There is no speti#atment and medication for autism.
However behavioral interventions which include teag a language, social skill and decreasing
maladaptive behavior are used as a therapies eauhents.” (National Research Council 2001,
Columbia Ministry of Education, 2000) Early detectiis also important for early interventions,
particularly special needs education is found teetip positive outcomes to the autistic

children’s future well-being (Swanepoel, 2003).

2.1.5 Some Early Mistakes about Autism

Karner's (1943) first descriptions of autism ledntore scientific inquiry regarding the disorder.
However, the results he published about autism piewed to be misleading. He stated on his
report that children with autism had normal inggince because the children did rather well on
some parts of intelligence test and quite poorlytle® other part. However, current studies
suggest that almost half of children with strictigfined autism function within the range of

intellectual disability (Volkmar & Wiesner 2009,26).

Another misconception about autism is the beliaf ffeople suffering from the disorder possess
extraordinary talents and skills. Findings showt thrdy around 10 percent of autistic people had
special abilities like idyllic memory, musical amdathematical prowess and artistic talents
(Volkmar & Wiesner 2009, p.27). According to a stuthdertaken by Taylor in 20080% of

autistic children have learning difficulties. Thisisconception can also be attributed to the
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movie a movie called “Rainman” which is about arisiic man who had an extraordinary
memory. Unfortunately, this film contributed to themmon perception of autistic children as

savants with extraordinary talents in calculatimusic or drawing.

Karner’s findings on the primary causes of autiserevalso misleading. In his study, ten out of
eleven participants of the research were highlycathd and successful and the children and
parents had less interaction. This leads to tha ithkat educated and successful parents are
somehow ignorant and did not treat their childr€his in turn, contributes for the cause of
autism. This leads to a belief that autism spectudisorders are caused by cold, distant
parenting, and the mothers were particularly legpoasible for the social and emotional
abnormalities their children exhib{Swanepoel, 2003)Even if the cause of autism is still
unknown, it has been empirically demonstrated plaaénts of children diagnosed with autism do

not differ from parents of typical children.
2.2 Challenges of Raising Autistic Children

Having a child with developmental problem is a tading task for parents due to the constant
extra attention that the child needs. However, astratudies and researches mentioned, rearing
an autistic child is more challenging that rearaigdren with other developmental disabilities.
According to Gray (2006), due to problems with commmation, emotional expression and
antisocial behaviors, autism gives tremendous stfes the families.“Autism occupies an
extreme position among childhood pathologies imgerof its severity, and impact on the

family.” (Swanepoel, 2003)

Autism is unique in most aspects than other devetyal disabilities. Most of the challenges
arise from its nature and characteristics. Autissn a problem that causes impaired
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communication and social interaction which in tumakes intimate familial relationships
extremely difficult to develop. An autistic chifday have self-injurious behaviors which make a
parent feel frightened and helpless. According isjdparents of children have high risk of
developing psychiatric disorders such as major elgpon and social phobia which may be
directly related to the stress and burden of liwvith and caring for an autistic child or adult

(Gray, 2002).

According to a research, parents of children withisan typically report higher levels of
parenting stress and higher affective symptoms whempared to parents of typically

developing children and parents of children withestdisabilities (Davis & Carter, 2008).

2.2.1 Diagnosis as a challenge

Due to the lack of more appropriate diagnosticeaat the process of obtaining an accurate
diagnosis and an appropriate form of treatmentdotism is often a long and frustrating
experience for parentswWhile the symptoms of autism are usually manifesaely in childhood,

it is usually several years before the disordeelitss diagnosed. This process is complicated by
the absence of a biological markdGray 2003). Most of the time examiners will usgrious
methods to ensure that the result is valid. Theeengany reason that makes autism diagnosis
challenging. One is that it is misdiagnosed mogheftime. Autism is misdiagnosed because the
disorder shares a number of features with otheishndre commonly known as disabilities like
intellectual disability, hearing impairment and étlspeech and language disorders. For instance,
both intellectual disabled and autistic childrenhibkX low IQ and both may also show

stereotypic body movement. Gray also supported thecause of the difficulty in accurately
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diagnosing the disorder. It is likely that many iatit children are misdiagnosed as retarded,

and, consequently, never receive appropriate treatin(Gray, 2002).

Another reason that makes autism diagnosis chatigng the tremendous range of variability
in levels of functioning within and between childréNo two children with the disorder behave
the same way. Additionally, autistic children mayhibit behavioral problems that can
complicate the process and also the child may ooperate due to lack of social interest. These
problems can all be devastating for parents and alay lead to depression (Gray 2003;

Swanepoel, 2003).

2.2.2 Getting Social or Professional Support as a Challage

Having a child with autism imposes an extra demamd parents as their children have
specialized and reutilized needs. In order to detl the stressful situation parents then require
considerable formal and informal support. Pareetedrnprofessionals and social support starting
from the time of diagnosis until the interventiolamqming period (Gupta & Singhal, 2005). The
absence of such support may lead to the childregagi home, a situation that would only cause
more stress to the parents. According to a studgraken by Jardine (2008)aving an autistic
child can not necessary be the source of stregherfamilies, although lack of appropriate

service or insufficient special education provisgam be an external stressor.
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2.2.3 Autism Characteristics as a challenge

Autism is a disorder that is characterized mainyyitmpairing a child’s communication and
social interaction, and causes the developmenteoéatypic or repetitive behaviors or interests.
These characteristics impose a great challendgerasamental rewards of parenthood such as
forming attachments and showing affection are natilable to them.(Gray, 2002) Autistic
children also exhibit behaviors that are diffictdt understand and manage. They similarly
exhibit socially inappropriate and aggressive beravhich leads parents of autistic children to
have high levels of anxiety, depression, and ewmnatress from parenting. In addition, these

antisocial behaviors cause stigma to pargsganepoel, 2003).

2.2.4 Family Strain

As studies on the family strain revealed, raisimgaatistic child is the most challenging and
demanding task that has a serious impact on fahidy A diagnosis of autism presents
significant challenges to parents; this is becatlsee are no specific diagnosis criteria for
autism. Mostly autism misdiagnose as there is pardbiological marker like other disabilities
such as mental retardation, deafness and blindifiRegarding to family strain the following

experts say this:

After the onset of autism, parents experience tengely stressful period as their child’s
problems grow more pronounced and they strugglebtain an accurate diagnosis and
treatment for their child The process of obtaining an accurate diagnosis and
appropriate form of treatment is often a long andsfrating experienc&ray (2002).
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Autism also makes intimate familial relationshipgremely difficult to develop as autism is a
disorder that impaired social and communicatiofi skhis inherently changes the parent-child
relationship and intimacy. The child’s self-injpwis and disruptive behaviors may also make a

parent feel frightened and helpless ( Wnoroski 800

2.2.4 . 1Marital

Autism causes difficult marital relationship. Thgess of living with such an individual can
affect the psychological well-being of family membas well as generate conflicts among them
According to a study undertaken by Grey (2003), trpasent emotional well being had severely
affected by the disorder. Many parents had expee@mlistress and required psychotherapy and
medication.Parents of disabled children are particularly eultble to stress. High levels of
distress have been found in up to 70% of motheds 40% of fathers of severely disabled
children. Parents of autistic children also foundbe at a higher risk for depression, social
isolation and marital discord. A study conductedBajfour (2007) illustrated that a child with
autism put marital relationship under stress whicturn pull the relationship apart. Swanepoel
(2003) argued thaéxtreme demands on time and energy which the mutibild made on
caregivers gave them little or no time to spend asuple. This in turn causes marital conflict as

the other partner feels neglected.

2.2.4.2Siblings
As the core nature of autism makes extreme demamgsrents’ time and energy they devote

less parental attention to normal developing sgsirAs Guptha and Singhal (2005) reported,

Many siblings have felt that their parents percditkeir needs as being secondary,
with more time and attention given to the childwaiutism. Whilst they may have a
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deep love for their sibling, they may also harbeelings of resentment at the amount
of time their parents are spending with the chilidhvautism, and feel that they are
being treated unfairly.

The study conducted by Gray also explained thataddition to the feeling of getting less
attention, siblings of autistic childrewere also at risk of bearing the psychological and
emotional brunt of growing up alongside a child hwivehavioral difficulties. Along with
psychological problems, exhaustion may affect sgdiwho may be responsible for domestic

tasks and physical ca&ray 2003).

2.2.5 Stigma

As most studies on the stigma conducted in diffepants of the world revealed, families of
children with autism experienced stigma from theéswmle world. This is because of socially
inappropriate and aggressive nature of autisti@bien families. Such families often find that
public reaction to them is stereotypical and nega(iGray, 2002).The same author further
explained thathe parents of autistic children frequently enceuhistile or insensitive reactions
from the public when their children behave inappiaply. This problem may be exacerbated by
the contrast between the children’s appearanceschamsinows no signs of disability, and their
behavior, which is perceived as abnormal and “gganSwanepoel (20033lso stated that
families of autistic children lose family friends isolate themselves because of public criticism

and inappropriate behavior of the autistic chilghublic places.

2.2.6 Stress

A number of studies have demonstrated that padnthildren with developmental disabilities

experience higher levels of stress than parentymé€ally developing children (Pisula 2010,

27



Davis &Carter 2008). The feelings of loss of personal control, abseotspousal support,
informal and professional support are found to e najor source of stress in parents and
caregivers of children with autism. Other importéattors associated with parental stress in
families of children with autism, include, adjustme to the reality of the child’s condition,
housing and finance. Studies have also demonstthtgdfamilies with aggressive or violent
children and had few resources in terms of treatroemesidential placement to deal with their

situation experienced high levels of stré€uptha & Singhal 2005).

Other study undertaken by Pisula (2010) revealadl ¢hild characteristics, lack of adequate
professional support and limited access to medica educational services for the child and
social attitudes towards individuals with autisnal deck of understanding to be the major groups

of factors that contribute to elevated stress mepis of children with autism.

2.3 Support Needs of Parents of Autistic Children

Any form of developmental disabilities causes aioser challenge, for both the afflicted
individual and familiesParenting autistic child though is the most denraménd challenging
task which creates physical and emotional exhausiMany parents greet the news with shock
and denial and keep looking ways to prove it istnoe. At the same time they often experience

tremendous guilt anger.

After passing the first stage parents cope withdituation differently. One parent may cope by
giving every attention for the child and others nimcome avoidant or depress@blkmar
&Wiesner 2009, p.28).According to Batshaw(2010}e@iin Argaw 2010), to cope with the

challenges of raising an autistic child parentsdn@efessional's advice and information and also
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social support. This issue also supported by M@@dg), parents of children with autism needs

professional support to cope up with the disordesitprely.

The majority of parents will need a range of supgpo order to cope up with the demands of
caring for a child with a developmental disabiliffhe type of support needed may vary
according to child’s behavioral problems, motor amments, parents’ gender, parenting roles,
parents’ socioeconomic background and parentsudés to childrearing. However, according to
experts in the field, most parents of autistic dt@h support needs are; information, support,
social support, access to professionals serviespite care and financial support (Guptha &

Singhal 2005).

In Ethiopia finding professionals for support idfidult due to the fact that there are no such
professionals in the field. This also confirmed Aygaw (2010), on a study of parental
involvement at the intervention program of Joy eerfor children with autism. As he stated
there is a lack of professionals that can giveviddial based support and also guide parents
through their involvement in the intervention pragr. All parents interviewed for the researched
stated this as a problem

According to Meron (2006) Most parents of childseith autism in Ethiopia did not have clear
idea and understanding of autism and its natugeireral. Although some people give their own
explanation, it is far from the concept and defamtgiven by professionals. For instance, The
Autism society of America defines autism as seViéeelong developmental disability marked
by impairments of communication, social and emaiofunctioning. However according to
Meron, some parents believed it is mental illnesspe thinks it is caused by evil eye which can
be cured by prayer and some rituals, and othdtsdeti't understand what it is, how it affects

people. In connection with this Meron has stated tharents are still unaware of autism and do
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not have the information on how it affects peopkirther Meron, also stated that there is also
limited public knowledge and understanding of theability in general. As the respondents
mentioned, neighbors do not allow their childrenplay or be with their kids. Some also

believed that the children are acquired the digglgilie to their parents sin.
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CHAPTER THREE

RESEARCH DESIGN AND METHOD

3.1 Background Information of the Study Site

Nehemiah Autism Center is one of the two center&timopia that are providing service to
children with autism. It is an indigenous non-goweental and non-profit organization which
was established in August, 2010 by a mother ofudistec child who was tired of waiting at the
long waiting list of the only center providing s&® for such children in the country at that time.

Nehemiah is the second autism center in the Ethiopi

Nehemiah Autism Center is located in Addis Abab#hidpia, in Bole Sub City around
‘Megnagna’ district. It is giving service in a sthadnted house situated in a residence place. The
center comprises of eight class rooms, one offizktevo toilets. Currently it has 16 teacher and
4 supportive staffs. The teachers who are presamiking at the center are 16. 3 males and 13
females of these one has autistic child. All treckesrs took different training which enables plan
intervention program and gave different education #&raining for the children. Regarding
gualification there are 4 psychologists and thé mesmbers of the staff are college graduates in

different fields.

Regarding student population, when the Center Her dutistic commenced its services there
were only two children. However, within the laste@ years the number of autistic children has
dramatically risen and currently it has 33 childw@mo are receiving school based intervention

and 140 children in the waiting list. Among the26, are males and 7 are females. The major
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areas of the services provided by the Center ak; help skill development, social skill
development, occupational therapy, cognitive skitimmunication skill and others. The center

has been also providing care training and educ#bioparents.

3.2 Research Design and Methods

In this study the researcher was employed non-é@rpetal research design. A qualitative
research approach was identified as the most apatepgo meet the aim of the research in
assessing the challenges of parents raising a wehild autism and support needs. The central
guiding question is “What are the challenge andpsupneeds parents of autistic children at
Nehemiah Autistic Centre?” This existential quastwas answered with a qualitative research

approach which was conducted at the centre in Adldaba.

The research approach was chosen by the fact thdttagive research method offers the
researcher the opportunity to understand individustuation the way it appears naturally. This
in turn, helps the researcher to understand whaedns to them, within their social reality, to
live with a particular condition or be in a partimusituation. It is also through an in depth
interviews of qualitative research method that oae better gets answer to questions of why,
how and in what way? It then allows the investigdb go deep and to generate an intensive

data which are useful for intervention.

Qualitative research is also concerned with thaiops, experiences and feelings of individuals
thereby producing subjective data. It describesas@henomena as they occur in their natural
settings (Biggerstaff& Thompson,2008). With regardsanswering the central question of this

study, the qualitative research methods prove téhbemost efficient as it can provide direct
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answers to the question of the events people uadertpeir daily routine of lives and how they

are affected by them.

To this end, qualitative research methods, suctaas study method which involves in depth-
interviews with case informants, semi-structuregmviews with key informants, observation of
setting of the center, related published and ungldtl documents, research and case studies in
the centre was reviewed to triangulate the researdilem completely and also to get
background information about the autistic centrequialitative research approach and method
reviewing relevant documents, progressive repartsracords which help the researcher to get
the necessary background of the situation andhtsigto the dynamics of everyday functioning
of the parents, autistic children and the Centrecunents, reports and records also give the

researcher to have access to pieces of inform#tairwould otherwise be unavailable.

3.3 Universe of the Study

The universe of this study was composed of pareftshildren with autism at Nehemiah
Autistic Centre. Nehemiah Autistic Center is ondlaf two centers in Addis Ababa, Ethiopia. It
is located and operating only in Addis Ababa. Cuitkeit is providing care and support for more
than 20 autistic children. It also provides traghend support to a group for parents. The study

used cross-sectional data which was collected duhie academic year of 2012/13.

The main target group for this study was parentshdfiren with autism at Nehemiah Autistic
Centre who were willing to disclose pieces of imfiation about their daily lives and how they
are dealing with their autistic children. The saenpias selected from Nehemiah Autism Center

The sample size was consisted of 4 parents who blaNdren with autism and come to the
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center to seek for professional hefienerally the total sample size was 4 key infornpaménts

and 2 people from other stakeholders.

3.4 Sampling Methods

The sampling method to select case informants aydirformants in the study was purposive
sampling of non- probability sampling method whighs entirely dependent on the willingness
of the informants to answer the interview questiden if it was based on their willingness, the

following study participant inclusion criteria weaéso considered:

all participants will have child/ children diagndséy physician as autistic;

» who were willing to share their experience with tesearcher;

* who reside in Addis Ababa; and

» were able to speak Amharic or English in answetimgse qualitative questions in a

research tool(s)/ instruments.

The sampling method for the institution was alsoppsive. Since autistic centers are the best
places to find parents of autistic children who directly related to the study topic and can share
firsthand information on the parents’ experiendesaddition, there are no other well organized
social institutions that provide care and supportdutistic children and their parents in Addis

Ababa, Ethiopia.

3.5 Data Collection: Tools and Procedures

The researcher was employed research methods,asusémi-structured, in-depth and face-to-

face interviews under qualitative research mettasdsiethods of data collection. These methods
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were used since they are the best fitted methogudoh qualitative research undertaking with

small number of informants.

According to Longfield (2004), Semi-structured mviews give the flexibility to explore
different topics in-depth with different informantnd also facilitate the collection of new
information. Open-ended questions encourage infotsnéo determine the direction of the
response and encourage them to reply at length.nfdjer advantage of using open ended
guestions is that they reveal what is on informanisds, as opposed to what researchers
suspect is on their minds. The questions were ftat@ed keeping in mind the objective. Thus,
the researcher was held in-depth interviews wittedaformants who are parents with autistic
children using interview guide consisting of semnustured open ended questions for about 90

minutes.

Such in depth interviews through probing was neeahede than one interview sessions, the
researcher was held with those case informantsrdiogly. This was to ensure that if one
interview does not go well, the researcher stk lamother interview with the same type of
informant from whom to collect qualitative data.igmeasure was taken by the researcher to

ensure the reliability and validity of the datale study

Based on consent all the interviews were record@tguhe tape recorder. Audio-recordings of
the interviews were made with the informed consehtall participants. Informants were
informed about the purpose of using a tape recofdlenfidentiality was also maintained for the
sake of protecting the informants from unforesegoumstances by changing their personal
names and it will be only accessible if neededpi@fessional purpose after the researcher has

got consent from the respective informants. Alltiggrants in the study were informed at each
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interview session that they can refuse to answegr cquestion, or end the interview session

whenever they wish in the process of the actua fadace interview.

3.6 Data Processing and Analysis

If data are collected using audio tape recordee simould prepare written verbatim transcripts
the interviews. Later analysis can be done, bueésishould still be recorded immediately after
being in the field (Dey, 1993; 2005). Taking thiga account, the interviews made using audio
tape recorder was transcribed and noted on a pge¢fter the interviews. Then was translated
from Amharic in to English by making sure that thetual statements were repeated and
meanings are clear to readers in order to idep#fiyerned categories of issues and themes. The
collected data should be labeled according to eatbgory of issues, theme and in the light
specific objectives of the study because it enatilesresearcher to manage data by labeling,
storing, and retrieving it according to the codbgy, 1993; 2005). After the completeness of
data collection, the researcher read the transcagéin and again till the data were understood.
Then, the data were categorized by identifyingrtfagor and essential themes. In what follows,
these themes were again divided into categoriesttasd the categories were divided in to sub
categories as required. The data were further cagegl until all the relevant themes were
identified. Then after, the researcher was idesdiftonnection between and within categories of

issues and was interpreted the data qualitatively.

Narrative and thematic qualitative data analysithwds were employed for this study. Narrative
analysis is one of qualitative data analysis methedich seek to understand human experience
and/or social phenomena through the form and condénstories narrated by individuals

(Reissman, 2005). Of the different models of nareatlata analysis, the researcher was used
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thematic model of narrative data analysis. It & itiodel which focuses on the content of a text.
In other word it emphasis on “what” is said morarthhow” it is said(Reissman,2005)As the

aim of this study is to assesses challenges ohfmiutistic children and their support needs
from what they said; this model was selected. Tdestified and categorized major issues, as
well as themes were putted in different labeleddod and then drawn to be used while writing

up the MSW thesis.
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CHAPTER FOUR

RESULTS OF THE FINDINGS

The chapter presents results of the data analysisdescussion of the results of the study and
their interpretation process. The themes and caesgthat resulted from the data analysis were
grouped into two broad themes. These include: leigeés and needs specific to parents of

children with autism. These themes are again categband subcategorized accordingly.

4.1 Data on Parents Interviews

The analysis was done based on the following thpofeslenges, support need and strength and
constraints of Nehemiah Autistic Center. Then thbsenes again divided into categories and the

categories further divided in to sub categoriesesesied.

4.1.1Challenges

Having an autistic child is the most challenginguaiion one can face. All respondents
experienced so many challenges before and afteingoto the center seeking help. The

challenges were explained under the following aatieg and subcategories.

4.1.1.1 Social Challenge

4.1.1.1.1 Diagnosis

Getting diagnosis for autism by itself is challemgi This is due to the fact that, diagnosis needs

time and different professionals working as a tea@uocording to researches, receiving a
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diagnosis is a complex process that frequently fsegvhen parents recognize that there is
something ‘different’ about their child and theieHavioral developmen(Kirsten, 2003. All

participants in this study described recognizingt tthere was something different about their
child and wondering and doubting what it was. Frbis theme the following sub categories

were identified.

I.  Recognizing the problem and searching for an answer

Parents with autistic children have different exgreces. Parent 1forexample has recognized her
child was different since she was eight months 8tk was told by a physician that her child is
not sitting properly like typical children of heg&a However, she explained thattfought she
was fine and | even used to say that all kids atetime same and my daughter will sit in her own

time, so | left her alorie

This mother continued and stated that she spest ofidver time searching for what the problem

was but it took her four years to discover what wasng.

Some other parents had various ways of recogniautgsm. Parent 2 recognized her son’s
situation because of his behavior. As she explatihad such a difficult behavior. He didn’t
use to sleep well; he used to cry and disturb leg.&he said that she used to spend most of her

time praying about her child’s situation. Parekih2w her son was autistic after four years.

In addition to the child’s behavior, problem in spl can be taken as another evidence on
autism. Parent 3 is a case in points, as he sadabia to detect his son’s disability because he
had a speech delaywe thought that the problem was only speech de¥dnen we took him to a

physician, we got the same respohse
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As parent 3 explained they were not able to findsmon that their child is autistic right away,
even with the physician’s help. That was becauserofessional misdiagnosisThe other
physician told us that there was blood clot in théld’s brain and he prescribed medicine for

”

him.

Parent 4 also identified the problem on the parhef child because the differences became
evident as her child was displaying difficultiegeiracting with his environment. ‘used to
compare him with his elder and younger brothers tid a physician that he was different. But

| didn’t get any solutions just by saying tfigks this parent continued to explain, she fount ou
her child’s exact problem after she had watchedaichentary on television about one autistic
child and she compare her child to him. The motkealled My child had similar character

with the child on TV,. | called one doctor | knomdaold him about my discovety.

Il.  After diagnosis: Searching for professionals help

All parents with autistic children first got the®spective child and diagnosed. Afterwards, they

looked for professional help.

Parentl explained her reaction when she first knemchild has autism ast‘was so difficult to
accept that. | used to talk alone while walking.c®na car was about to hit me while | was

crossing road having been filled with this thought.

She said that it was her husband understandingt @lobism that gave her strength. She had no
idea about the disability. She used to ask physstihelp for every single matter and talked to
everyone about it for she thought that people mighte her solution to her child’'s

developmental problem.
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Parent 2 explained her feeling back then safed. She had never heard about autism before

and she got her strength back through prayer.

Parent 3 was in denial. Even if he knew what autigms, it was not easy for him to accept the

fact that his child is autistic. He saidt s difficult to handle when it come to ybu

When Parent 4 realized his child’s disabilitiesctied a lot and asked God why that happened

to my child”

Parent 4, said that she was aware of the factdrathild is different from typical children of his
age and after she saw a documentary on televisiontautism she knew that her child had the
same problem too. However when the doctor toldtiatr her child is autistic she was very sad

and desperate.
4.1.1.1.2 Getting Professional Help

Once parents know about the situation they passigfiran emotional adjustment till they accept
the problem and seek for help. However, findingphghs as complex and challenging for the

parents as identification and recognition of treadility.

Parent 1 was told by a physician to go to one efathly autistic centers in the country, but it was

closed for admissions due to overcapacity. She said

| went to ‘J’, but I didn't get a place for admiesi. When | saw the autistic
children there, | thought my child was not like rtheand hence, | didn't give
much attention to follow up and lost motivationadmitting my child theré |
never got professional support. | have lived sesghor a convenient school
that suits her, but | found none
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For Parent 2, however, the situation was diffefentshe did not know how to proceed after
discovering that her child was autistic. No oneinfed her for the procedures and interventions
she has to take as a parent. When she stabd: ghysicians didn’t tell us anything about where

to take our child after that, they had no idea.

Even if her husband finally got the information abthe only autistic Center in the country at
that time, it was also closed for new admittandais Bituation has its negative impact as she
reflected That hurt me so badly. The fact that he couldn’tgmther regular schools hurt us

more again.”

Parent 3 explained that he was denying for a leamg tso he sent his son to a conventional
school where he paid extra for the guards to keemy® on his son not to run out of the
compound. However as he noticed he got no helgetherhe went to a doctor that made him
believe that his child problem is autism. Then dekthis child to the autistic center. He said
that: “1 wouldn’t be able to secure a place for my chiet if | waited for four years while the

child was learning in community schdol.

Parent 4 also experienced the same challenge thékether parents she also went to ‘J’" Autistic
Center as recommended by the doctor. This paretgda®Vhat the doctor told me was that my
child wouldn’t be fine; you don’t expect such resg®from a doctor. What he told me made me

desperate of my child’s health
When she got back in her feet again she wentt@adiistic center. She disclosed,

| took him to ‘J’ Center and got registered. | whg 408' something person to be
registered. | didn’t even know that | was in thdatimg list. There were many people
crowded there and weeping. | saw an old man weepmtelling the registrar

officer that he had been waiting for the previougears’ time when | asked why
they are doing this with no service she said ‘da ¥oow how many people are
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before you?’ | said ‘1 don’t know’. She asked foy registration number and when
| told her she said that it is a waiting list.

Like other parents this parent also didn’'t enblheer child and gets professional support at the

Center.

4.1.1.1.3 Impact on Family life

Having an autistic child has a negative impactamily life; because once a diagnosis has been
made, the family with an autistic child faces yebther challenge. According to Gray (2000),
families of children with autism have to learn tjust to and cope with the needs and multiple
demands of their child. In addition they need tabee the situation with siblings, marriage and

some financial strains. From the above theme thewong categories were identified.
Marriage

Parent 1 described that having an autistic chifth'tlicause any impact on her marriage. She said
that “My husband gives much focus on our daughter arestakery care for her. He helps her a

lot as he understands the matter more than me.erThad never been any problem that has
arisen in our marital life due to our autistic ctiif Parent 1 explained that she coped with her

grief because of her husband’s understanding amglost

Parent 2 also had the same experience regardinghaeiage and autism. As she statbty;”

husband is so busy, and he frequently goes fat figrk. So it is me who stay most of the time
with the child. My husband, however, helps me anlatll his presence here. It is just because |
have some good things with my husband that we awumd together. We would have been

separated had it not been our close understandireaoh other.”
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However Parent 3's marriage was greatly affectetidoyng an autistic child. As his wife is still
grieving, their marriage is not like it was befonhen he expresseda$ my wife couldn’t accept
the problem, she usually gets depressed, upsetirartdars. Whenever he shows unusual

character, she weeps. So, this has created sombaa@en me and her.”

Parent 4 also described that her marriage is rfettatl by autism. She said that it is their
understanding and support kept them strong, asctefl: “lam so grateful; God is great, we
understand the situation well. It is our undersigry towards the problem and my husband’s

strength keeps us like ttiis

Siblings
Parent 1 described that she spent more time withdtestic child, however as she said the others
are old enough to understand the situatibspend much of my time with her. The others focus
on their education, they are not that demandingythnderstands me, as they are her elders,

they help her very muth

Parent 2 also explained that she gave more atteatid time for her autistic child. As she aired
“lI am biased to him. He needs my whole attentioe. athers understand why | do that. They
know that he can't go here and there independarity can’'t communicate his needs properly.
So, they don’t complain if | spend more time fanhi Nowadays, as they have known about
autism, they stay with him most of the time

Parent 2 also said that since they understoogrbi@em, they started to play with him and he

has shown physical improvement. She also acknowtedgpw the situation was difficult and
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disturbs her family members. She continuéd/e“sometimes go to sleep without dinner seeing

his unfavorable situation. When my children seermmg, they will also feel so bad.”

However, when her autistic child’s behavior is eetParent 2 considered it that she spent time
with her other children.
Parent 3 also described that he gives much timeigoautistic child. He also said that his autistic

child’s younger brother is too young to understtresituation.

Parent 4 also spent much time with her autistitdchs he demands a lot. But, she said that the
elder one slowly understands the situation thotighypbunger one is too young and also required
her attention. She said her elder child use tontdser, as she utteredte eldest one has grown
and become able to differentiate things. He usetélitome ‘you don’t like me’ when | fed my
autistic child. The youngest one still wants myecdir Dani (the autistic child) sits on my lap, he

also wants to do that

4.1.1.1.4 The Public Understanding

Parent 1 explained that the urban population hdteer understanding of autism now than

before.

Since this place (Addis Ababa) is a city, | suppibse the public has understood
about it. When we go out for an invitation or reaien, we won't face serious
problems They tell me that God will heal her and reveal sver. | talk about it
with everybody who comes to me. | do this thinkirag | will get mental relief. |
also think that people will give me better ideashomv to handle the problem if |
am open to them. When people come to my storef dmere is a discussion about
our children | tell them about my child’s situatiohdo think that people might
have some information where | can get help.
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Parent 1 also mentioned that sometimes she gettiveegcomment in public places. She

remembered one that incident that hurt her, assalte'Once we were in Sodere (a recreation

center) and my daughter took someone’s glass aaokdrvhat was in it. The lady who was using

the glass poured out the remaining drink and washeshe was not even satisfied with washing

that, and she brought another glass to use as i€inilg had any other communicable disease. It

really hurts”

Parent 2 thinks that the public does not have avem® and understanding about autism yet.

When she stated

Most people don’'t have the understanding. | mysathie to know about it just
because it happened to my child. The physician,, &hthe beginning, told us
about our child, didn’'t even inform us where todakm for education or any
other help. Even sometimes when we take him tathb&p other checkups, the
doctors and the nurses themselves don't have tleessss about autism and
they just take their own judgment and comment wmatshould discipline him
when he misbehaves

She also mentioned that people passed negative entamand judgments.

People talk many things about it. Sometimes whergovsomewhere far, he
shouts after going some distance. | will feel Hgeebple turn back because of the
child’s screams. Once he was sick and we took loina thealth center for
medication. While going here and there for laborgtiche was screaming and
people were saying how undisciplined he is. | watsastually surprised with that
since | had also heard bad experiences from otheents of autistic children

However, this parent mentioned that things ardistato change now.

Parent 3 explained that the educated ones in Agloiba have better understanding.

While walking on the street or going by taxi, sqmeple ask me why he doesn’t
talk as his face doesn’t indicate he is autistiexplain it to them. There are also
people who know well about autism, some, evereyf tlave no idea what it is
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they pretend that they understand you they donittwa bother you. Anyway,
there is some positive change nowadays

However, he said there is still a problem with timeducated ones, as he expresséley think
the child has got some kind of evil spirit. Thegoathink that it is contagious. When | came from
Dilla, 1 was looking for a house of rent and seemg child the land lord refused to rent his

house to mé

Parent 3 also described that he received negatimenents. When he statedQrice we took
him to a dentist to get his teeth pulled out. Thatdt did that with the help of two other guys
with a lot of difficulty. Then, the dentist told Ulew have you raised him up to be rude like

this?

Parent4 disclosed thatiMost people have not understood it, yet. But, therteetter awareness
now as compared to before. Here in Addis is beltée. hear about autism on the media more

frequently. There are many people that at leastktiwre is a disability called autist

She also responded that there is a huge gap instadding the main causes of the problem.

Some still thinks that it is something evil andssiby your sin. Some confuses it
with retardation. Let alone the ordinary people soprofessionals whom you
think know a lot don’t have the awareness. Thathy they don’t even tell you
that there is the possibility that it might be auati Most parents only know of the
disability a lot later. | came to know about it byself late. In fact, lot of things
should be done immediately. While teaching in theah once, a pastor told me
to close my door, stay at home and pray to Godetdobgiven instead of going
out to the public to open a school.
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41.1.1.5 Personal life

Having an autistic child affects the parents’ paeddife in many ways. Parent 1 described the

way that her personal life changed. As she shageéxperience,

I quit my job for her. Wherever | go, | take hethwme. Sometimes | take her to
social gatherings (Mehaber) if she doesn’'t haveudisng behavior, but she may
unexpectedly stare at you. She touches you, plk®mething, and so on. When
she does these, people won'’t say anything; but tigéurbed. For this reason, |
don’t have friends whom | invite them to come home
Parent 2 related and said thatspend most of my time with him. | don’t have mw ¢dime. If
there was some institution that | can trust | coble at least have sometime for myself. | am
happy working here and | love my son, | really [bv@a. Sometimes | feel guilty for not giving
much attention for my other children.”
She also said that as her child does not enjoyggmirplaces, she avoided going to any social
gatherings except the church.
Parent 3's personal life was also affected in maays, when he argued, [eft my job and came
here to help him, though by chance, | got a joleheasily. | had begun doing my PhD but due to
him | couldn’t proceed, and had to quit. | somesmi@nk that there is no use whether | learn or

not.

Parent 3 responded that his social life is notctdie as his wife. Then he reflected,

| can say that he has affected my social life tielibit. My wife however, is very
much refrained from that. As she can’t toleratengjs, she gets easily disturbed
when he does something in the presence of othleesd&sn’t even like it when
people stare at him. Her friends don’t come home tduhis. Therefore, | can say
that it has affected her social life a lot.
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Parent 4, however, described having an autistild adffected her personal life both positively

and negatively mixed experience. She explained:

| was a good Christian and | use to pray beforégraimy mother died | stopped
everything. No church, no praying, | was disappaihtvith God | guess, but He
called me again through my child. Not only I, buee my aunts also- we all
renewed our relationship with God. It is my childawbrought me to spiritual life
again”

She said that her personal and social life alsectdtl negatively, as she aired,

It alienates me from social life, you don’t evervénaufficient time to get your
hair done let alone going out for wedding and iatiins. Once or twice, | tried
to go to a birthday party with him, but he hims#in’t enjoy it. He doesn'’t like
to go to someone’s house that he doesn’t know. éjéron’t usually take him to
such places

4.1.1.2 Economic Challenge

4.1.1.2.1 Financial Strain

Regarding finance, the participants had differeqgegience. Parent 1 reported that having an
autistic child didn’t affect her financially. Howew this mother mentioned that when she was

looking for a school she was asked a great dealoofey that she could not afford. As expressed

What | spend for her is the same as what | spenth®others. “1 went to some schools that
give special classes for such children, but whaythsked me to pay was too much. Even if | sell
all my properties, | still couldn’t be able to covie Even if | dare to pay there is no guaranty
that they really help my child, for how long amblexto pay that amount of money? They don't
even consider this.
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Parent 2 reported that having an autistic chilcseather some financial strain but not that much.
In the same framework but through different windpWwarent3, however, said that having an
autistic child doesn’t affect him financiallyl ‘pay tuition fee for him just like the amount

anybody pays for a normal chitd.

Parent 4 responded regarding financial strafedication costs a lot and, initially, it strained
our budget. After the medication though, there’s meally any other expenses incurred from

having an autistic child.

4.1.1.3 Psychological Challenge

4.1.1.3.1 Parents Understanding and Attitudes towards Autism

l. Parents Understanding

Parent 1 is still unable to fully comprehend thetroause and consequences of autism. Her

predicament as a parent of an autistic child stekes her uncomfortable.

| used to be worried how it happened to me andih’tieven know what it was. |

had inquired from a physician about it but theyrdidell me anything.... there

was nothing different when | gave birth to her gatdgat | had taken labor pills.

Due to this, | sometimes doubt that the physicraight have overdosed me with
pills which may have created an impact on the childven if she was puzzled

by the situation she still believed that her daaghtill heal, ‘God is sacred, and

what | know and believe is that my child will béieeed from this problem. |

don’t know how it can happen or | have never hay @ea about it, but | have

the belief that my child will be normal in the ftgu

Parent 2 viewed autism as:

It is the worst type of disease. A devil shouldewan deserve to have it. It makes
you lose social life. | have no words to explairoatbit. It is a disease human
beings should not deserve to get it. Oh can | gebed to explain how difficult it
is? | don’t know how it happened to me but the tihe | used to feel bad has
ended
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Parent 3 had awareness about autism before howwe\still explained it as:

Most challenging, it is so challenging despite nmaeeness. It is such a difficult
matter. You can’t recognize their interests anddsedt is difficult to know what
they want, what is disturbing them. It is the madstllenging thing | have faced in
my life. | don’t know how it happens.

He also explained that through reading and persasakrch on the disorder, he is able to have a

better understanding and knowledge on how to cafiehis child’s behavior.

However, Parent 4 said she understood autism t&srawas the science describes De$pite
the fact that it's challenging | understand it welShe believes that her understanding is the

reason why her has acted quickly when she knewhtivathild was suffering from the disorder.

Il. Parents Attitude
Parents described their attitude towards theido#ii’s situation and beliefs regarding leading an

independent life.

Parent 1 wanted to find her child’s unique talendl delp her develop it. When she stated,
“People say that autistic children have some exttmary talent. | think if we can find that gift
in her and it's developed through our support, she be effective in her lifé have a strong

faith in God, my child will be fin&.
Parent 2 thought that having a better service wbald her child to improve.
If there is a better service, change will come. Gad done a lot of things for me. My child has

gone through a lot of changes. And there will bmaiiiing more tomorrow. | believe that God
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will do much more things. If there is better seevihan which is now it will minimize the

problem.

Parent 2 believed that being autistic by itsels haoblems but the problems had been

exacerbated by the lack of professional help aattitfas that could aid her child’s development.

Parent 3 wanted to know his child’s unique tal&sthe stated;fll get the opportunity of taking
him abroad, | believe that | will get to know hisique natural talent. And, if he develops that, |

suppose that he will be effective. Anyways God kremerything about it.

He also said that there is a problem that hisdcfating and will face just by being autistic
especially in Ethiopia. However, like Parent 2,dPr3 also believed that improvement in his
child’s well-being will be faster is professionalcflities and services are available, affordable

and accessible.

Parent 4 had a complete conviction about her chilsture and his ability to lead an independent
life. “My child will be an engineer. God is super. | havBuge trust in thi§ She explained that

there are existing problems right now but she beBehat there is also resolve for improvement.

4.1.2Need Specific to Parents of Children with Autism

Having an autistic child is the most demanding @s& can have. Parents have different needs to
cope with the disorder. The following categoriegevielentified from the finding of the study:

professionals’ support, social support, future en@nd prospect,

4.1.2.1 Professionals’ Support

Parent 1 wished if she could get support to discbee child’s special talent. As she stated,
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| would be happy if there are any help from othiwat could work on detecting
talents of autistic children. | wish there could figecial needs schools according
to the level of mild autistic children. | have beeorrying about where to take my
child for education. A regular school is not sui@lor her. She needs to be in a
special school for her previous school was not earent for her. The autistic
children there were in worse condition than hereifhbehavior was different
from hers. The school where she is learning nows dae also fit her. She has
started screaming and disturbing nowadays. Shensaske this before.

Parent 2 described the institution with professi®aa her support need. When said;

It will make situations easier and better if thesea better service. | will also be
relieved if such things get established. Well-tegirand committed professionals
can bring positive changes if an institute will &t up. | am doing this job now
giving up a lot of other things just to make saceffor my child

Parent 3 also explained that having professionalddvmake things easier, as she explained

Things will be better if there is an institute waehese children get help. There is
no sufficient number of professionals. Those whokwere are always with
check lists to tell you something insignificantefiéghis no team work and they
inform you what any educated person can read ardkrgtand easily. | suggest
that the government be involved in establishingpecsl school, arranging and
providing transport access to the autistic children

Parent 4 shared the idea of having professiongd@tip As she stated in the following answer,

If the government gives emphasis and makes govatalrszhools incorporate
special needs in the curriculum, it will make trsrggtter. It has been started, but
it is always challenging in the beginning. We dohdve professionals. It is
mandatory to have a speech therapist, and thatesproblem we have here. We
parents have to raise our voice. Nobody understdhdssituation better than us
so we have to push the government and other peosgleNGOs to work on the
problem.
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4.1.2.2 Social support

Regarding social support all parents, except P&emtplained that they got support from their
spouses and the rest of the family other than aktmded family or friend.

Parent 1 related thatQwing to my husband’s help and better understagdinhave passed all
those sufferings and become well like this now.|RBigire not to say that | have just understood
about it well, tod. She said that her daughter also is a great stgdporher autistic sister.
However, this mother has never been in any sugpottp and has never discussed about her life
with her autistic child with other parents who alsove autistic children.

Parent 2 said she got support from her family hasexpressed,

Nowadays, as they have known about autism, tagysth him most of the time.
They play football with him; especially they youstgene plays ‘hide and seek’
with him. They take care of him as much as theerstand about his problem.
Hence; his body has become stronger and able tempmperly. He was not able
to do that before.

She also said that she is a member of a socialosugpoup which is formed by parents of

children with autism. She argued

After | started working in the school here, | haheen discussing with parents,
sharing ideas and praying together as most of wes @hristians. It is good,; it
helps us to support one another, as we have the famden. We take trainings
together. We discuss about our children’s progrebgir behavior and our
general experience with them. It relieves us framldurden of keeping things in.
You know sometimes we laugh about some of ourioeacttowards our
children’s behavior or peoples comments

Parent 3 said thatAs | am also working on the same issue, | discuis parents who have

autistic children. It is helpful, we have commomaerns.”
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Parent4 related that,

Here, we discus about our children with parentsaafistic children. We meet
regularly for trainings and if there is anyone wisointerested, we pray together.
It is really helping us and it gives us relief. \Wepport and encourage one
another. When we meet we share experiences andnf@mation. In addition,
the problem is not something you talk about witlycsn@; most parents are not
comfortable to discuss it, actually | don’t blanteemn because the public lacks
awareness. When we meet it is like oh, you shawe Barden, no fear of
judgment or being misunderstood.

Parent 4 also explained that,

My husband helps me a lot. He used to go to gyordeThen, he stopped saying
here after my gym is my son. Coming back from bikwhe helps him at home.
We help each other very much. That is why manygshitave become easier for
me. My husband said to me, the problem had alreadye to our house and we
should accept it and made me accept it, too. Wi goedo religions institutes and
teach about it.

4.1.2.3 Future Concern and prospect

Parent 1 explained that she will do whatever iesaéis long as she is alive. Her fear and concern

is who will look after her daughter if she failsdo so.

Who will look after her? | am afraid of this thimghen | think about her future;

nevertheless, nothing will happen to her as lond am alive. | have a strong

faith in God that my child will be fine. After Igy | always go and look and touch
her, hoping that it is gone. | sometimes complahy od is taking his time, but
he has a reason, | believe | would be happy iféehmuld be a place where my
child can be in a better situation without my prese

This mother has other concerns when she thinkstabeufuture. As she is a female, | am

always worried that she could go with someone atcaused. She likes to go with anyone. She
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may start menstruation soon, and that scares matVWhshe going to do with that? You know

being female has a problem by itself let alone sitbh situatiorf

Parent 2 did not want to think about the future $he explained that she has a strong faith that

her son would get a healing from God. She thugctdtl

There is a long gap between the problem that exast$ the service that is
rendered. Nevertheless, | believe that my childl gt healing from God. | think
there will be some changes in the future. Perhagshomol might be built where
these children can independently learn and do sbimgtetter. But | don’t want
to think about the future right now. Things are sbow better than before. |
heard that there are some health professionals aredrying to work in a team.
But God will find a way that is my hagewish my child could speak and tell me
even just a word. | wish people had a better undeding of autism and had the
opportunity of getting a better public service battautistic children could learn
how to support themselves and live independently

Parent 3 believed that his child has improved sieeeame to the Center and he has hope he will
do much better in the future. However he still &edis that if he could take him abroad his child

would be even much better. As he stated:

If I get the chance and take him abroad for medacatit will be good. As autistic
children have extraordinary natural talent, we mggt a chance of identifying
that capacity which could help him a lot. Sometinvaen | think about his future,
| become pessimistic and so | rather not think abbu do what | have to do
now. When you think about the future based on thesiot situation, it looks
frightening

Parent 4 explained that she has concerns for tineeflbut her hopes outweigh such concerns.

She aired:

There are still so many challenges though | hawwaghope that things will be
better. You know we still don’t have professionialghe area. If professionals
from other countries come here, we will get traghand support for the children.
The government trained four speech therapists buhes time none of them are
here for they went abroad. We need a speech thstrbpcause it is necessary for
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autistic children. Some health professionals haweeted to work as a team to
diagnose autism. This is a big step at least thaytdell like previous times just
by some check list they read on the internet. Hewabove all this challenges |
can see a bright future ahead of us

4.2 Staff Interview Report

4.2.2 Major Activities of the Center and Future Plan

The center has been working on different activit@sards supporting the autistic children and
their parents. To improve the service has beenigedvand also to reach out as many parents as
it can, the management team has also future plEnis. is discussed under the following
categories: intervention Plan, Implementation ars$essment Procedure, awareness creation,

communication with parents, relationship and &ffibn, support service for parents.

4.2.2.2 Intervention Plan, Implementation and Assessment Ricedure
The Center planned and implemented interventiom & the autistic children using ABA

method. Key informant 1 stated as,

We use the strategy called applied behavior analysiBA) which has wide
applicability to various student groups and setting/e took so many trainings on
this area. We plan our intervention based on theAABethod. The method has
very basic things for the autistic children. It Wwénable us to assess their
progress and development level. Our interventi@m fbcuses mainly on life skill
training as the major aim is to enable children deedependent life. After we
achieve the life skill goal we proceed with acadetraining. We focus mainly on
the three major areas that autistic children immair We prepare individual
based intervention and group them based on theiersly level and age. The
recommended way of implementing the interventi@amésto one; however, as we
have no capacity to do that we use one to two Wst;is one teacher for every
two children. We assess children using VB MAPP l{&eBehavior Milestones
Assessment and Placement Program). We assess ésexh ¢n the milestone and
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the target of the intervention program for a speci€hild. There is daily
assessment the teachers record the implementewéenten, the target and the
student progress in each session. So it is an oaggmiogress assessment.

Key informant 2 also explained,

We use ABA method to plan, implement and assesstéineention. ABA method
is the widely applicable method for autistic chddr We use different strategies
to implement the ABA based intervention plan astipergoal of every child. Our
first focus is self —help trainings, like usinglébi self dressing up, and self
feeding. The teachers decide which strategy tcaggeer each child capacity and
severity of the disorder. They may use verbal regjumodeling or visual
approach etc to train the desired skill. In somses several trials targeting the
same skills may be implemented. They also evalaiate assess the student
progress according to the goal set. All childrendhaever had any kind of
training before they come to the center. Here, éhae autistic children who are
12 and 15 years of age. We have become unablelpotiem improve. Their
parents didn’t do anything to help them know somgtprior to this age. If it was
known earlier, lots of things would be done to hislem. We have to train them
basic independency skills. According to the tangetimplement and assess the
progress. The assessment will be recorded everysiag assessment milestone.

4.2.2.3 Public Awareness creationand advocacy

Regarding the center activity on public awarersssadvocacy Key informant 1explained,

We use the media, now days we hear a lot abousraubin media. We educate
people in religious institution about the disord@ve sale t-shirt during the April
foot marching, as it is autism month. We also tgaatents of autistic children to
educate others whenever they got chances. Our faglsnow is creating public
awareness. If the public has better awareness ayooevill be easy as more
people know the depth of the problem we can usenawmiilize the available
resource and we can have more funds and can reawle people. There are
many parents who still hid their children the stgibas to be educated before
advocating in their behalf.

Key informant 2 stated,

Since this center is opened of the many activities have done awareness
creation is the major one. We use media well. & @o to religions institutes
and teach about it. We had street foot marchinggpom to create public

awareness. We go to different school and teachnpsreshen there is parent
conference. This year we had fund raising prograwes,were invited ministers
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and higher officials. We have elected one persoausm ambassador. He is a
famous artist; our future plan is to educate theblpu more. We just ask the
government working place other than that we haveenelone advocacy.
However once we have insured our sustainabilitg bur future plan. We want
parents to raise their voice. Nobody understandsdituation better than parents
so we have to push the government and other peogleNGOs to work on the
problem for this parent need to have better undeding and has to believe they
can make a difference. The government has to wank tlee policy
implementations. More schools and centers have topened. Parents have more
voice than the center. We want them to enforcgdvernment for that we have to
first educate the public.

4.2.2.4 Communication With Parents

The center communicates with parents mostly thrahghdaily communication booklate. Key

informants 1 explained this,

We have two ways of communication parents asknrdbon and pass their
comment and we also communicate with parents regutdoout their children

progress and to discuss about the disorder. We sentmunication book every
day. It has information about the child’s day ae tbenter The communication
book has the daily activity report, progress andhére is any information or
needs from parents we attach a letter. Further elel la regular meeting monthly.

Key informant 2 stated that the in addition to ithiermation booklet the center also held regular

meeting with parents.

We have regular meetings it is mandatory. We dsa@aimut the intervention
program and exchange information with parents. V& deld conference to
discuss about child progress report and transittonthe next level. During the
conferences and meetings parents ate expectedse gaestion and share their
experience. However parents don'’t attend meetimgsanferences. We made a
sanction if any one misses a conference or a ngeetith pay 50 birr. They are
not happy with that but attending the meeting ipartant for the success of the
intervention program. As we communicate with paeiiout their children and
what is expected at home they have to be there50Hér is the only controlling
way. We also have communication booklet that isl ®very day home. If it is
urgent and important we call for parents too.
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4.2.2.5 Relationship and Affiliations with others

Key informant has said the following about relasbip and affiliations with othersCurrently
we are working closer to ministry of women'’s, cteld and youth. It has started supporting us

we are one of the beneficiaries of the income fitoergreat run.”

Key informant 2 also answered;

We have relations with different organization. Ttdgnate money sometimes.
Last year we were about to close the center asadeno money to operate any
more, it is Oak Foundation which release money waedsurvived. Now we have
members organizations like Commercial Bank of Hilaidhey contribute money

annually as a membership payment. Currently weadfi@ated with Ministry of
Women'’s’, children and Youth.

4.2.2.6 Support service for Parents

Support service available for parents was explaeley informant 1as;

We prepare training and education when ever spetg&atome from abroad. We
may hold such event two to four times a year. Wet d@ave formal counseling
for parents, however whenever parents communitetie toncern we will try to
help. There are parents who have formed their owgpsert group. We facilitate
meeting place if they asked. If someone has pefrpooblem like, death of family
member we facilitate and collect money from paranis give to that person. We
provide the intervention plan for free; no one wily except some parents pay
for transportation service we provide.

Key informant 2 aired the service provided for paseby the center, as she explained

The center prepares training and education for pése Professionals come from
abroad, most volunteer to train and educate pareatisut the disorder. For
holiday people from abroad send money and clothpdoents and children, we
distribute that according to their economic statUWge assist parents on how to
precede the intervention program for the childrémame.
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4.2.3 Constraints and Challenges of Nehemiah Autism Cente

The center has been facing many challenges whib&iging support for parents. Lack of
government support, limited parental involvementha intervention plan, financial constraint

and lack of professionals in the area were mentidnyerespondents from the center.
4.2.3.2 Government Support

Key informant 1 responded that the government sdppdimited. As he said,

Government is giving special education in goverrinsehools however there will
be one teacher for more than 20 students in thae dhe program will not be

effective. Here the center has no support frongtheernment. This year Ministry
of Women'’s, children and youth is supporting uswelger the autism is becoming
one of the biggest problems. There are a lot ofdofm on waiting list at one of

the autistic center. We already have 140 childr@overnment at least has to
teach health professionals about the disordersitthey can diagnose properly in
addition early intervention are good for the autisthildren development.

Key informant 2 also viewed the government conitnglthan supporting. She reported,

We have no support from the government insteadnitrals us. We need to add
more classrooms and one real estate promised tetaat that for free but the
“Kebele” officials (district officials) did not penit the construction. We are
giving service- social service, which is also thevernment’s responsibility.
Parents are hiding the problem. They have to adwwocand demand the
government to allocate resources. However, pareams still hiding their
children. Only a few dare to come to us. Those wdime to us have so many
burdens. They need to work to support their lived they don’t have the time and
energy to advocate the issue regarding their ceifidrso how can the government
see the depth of the problem?
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4.2.3.3 Parents’ Involvement

Key informant 1 viewed parent’s involvement in thehildren intervention program as limited.

Parents lack understanding and attitude regarding disorder. Most parents still

believed that autism caused by evil spirit. Inidd most parents who came
here are from low economic class, most are uneadcahey don’t have enough
time and understanding to help their children ati®o They have to run for daily
bread, as the intervention has no continuity thédcbn development will not go

as expected. As most don’t have time they dorendtimeeting and trainings.

Those who are from middle economic class, evdreyf have the awareness and
understanding they gave up on their autistic cld@ldand don’t want to spend

time.

As Key informant 2 explained parent’s involvemeanthe intervention program as,

The intervention we planned for the children sholoéd repeated at home. We
train the parents what and not to do. Doing thisg®ntaneously will hinder the
children’s development andhe intervention needs to be repeated exactly as
specified. If the children could only get suppogténbut it is necessary to have
equal support at home so the intervention can fecefe. Parents’ involvement
is important. Parents have to work to earn forriyj | don’t blame them because
it's an economic problem. They are already tiredl ahey have to support the
other family members with household activities. k\itie children get back home
they want them to sleep. Most parents think thair tAutistic child is a burden
and useless so they don’t want to invest on thémy Want us to work over the
weekends so we can take care of their childrerwdfprepare trainings and
meetings to discuss their children’s progress dely participate.

4.2.3.4 Financial Constraints

Key informant 1 stated the financial problem is t@or constraint the center had.

Finance is our biggest problem. We need differelutcational material to teach

the children. One puzzle is so expensive here.|dt¢ely made ones are not
comfortable for children. We always struggle to dfyce rent. Staff turnover is

also high as we can’t pay them enough. Peoplemiweey but it is not enough we
need sustainable source of money. We are workiniatn this year we are one
of the beneficiaries of the income from the Etlaogireat Run.
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Key informant 2 also explained the situation as

We get money from individual donors most of theetinve have financial

problem. Last year, we were about to close theecelpécause we didn’t have
money to pay for house rent. We have to go to egknzation and individuals

for money all the time, we prepare fund raising pargn frequently but it is not

enough, our office rent expenses is big. We haftsgurn over because we don’t
pay good money. This year we have found membemnizag@ns, they give us
specific amount of money as a membership paymaniathHeast can cover our
house rent. However it can’t insure our sustaingpilWe are working towards

that. We already have 140 children on our waitiisg. We are operating only in

Addis Ababa and only in specific district. We am# reaching as many families
as we want to. Currently we need to have 15 brasmady for Addis Ababa;

however, sadly our only center sustainability isdemn question mark. If the

government give us working place it will be a greapport.

4.2.3.5 Professionals on the area

Key informant 1 reported that there lack appropriptofessionals in the field. He stated the

situation as,

There are no professionals in the area here, mashec from abroad. The

government is training in masters and degree progra special need education
but there is no special training for autism. Theéseno speech therapist in the
country which is basic for autistic children. Eveahe existing medical

practitioners don’'t work in team they just diagnosigh some check list. Some
children diagnosed autistic when they reach 15 @rygars which is difficult to

change them. | have seen many children who stilttd@ve potty training by the

age of 16. If we have professionals it will miniensuch problems, the children
can get early intervention before parents give aptltem and the program also
help them to develop in to independency.

Medicalworkers viewed by as having limited awareness afadmation Key informant 2
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We require parents to have diagnosis paper givemfdoctors before we register
their children. However, the doctors misdiagnose ¢hildren. We have one child
here who has no social and communication problesralbo speaks very well but
they said he is autistic, he is not ,| don’t kndwit diagnosis criteria. They can at
least see the accepted criteria for diagnosis. fneblem is deep but the
understanding is still far. We need speech thetapi®member few years before
the government trained four speech therapist nomehere now, and they all
went abroad. For autistic children speech therapymandatory. Most medical
practitioner diagnosis just by asking few questifros parents and label them as
autistic.

4.3 Document review Report

4.3.2 Child enrolment file

The child enrolment is a kind of document that Badtlild and parents profile including contact
address, pictures, diagnosis report, and any priervention report and date of enrolment at the
center. The children and parents information welfin a box file with different folder. Each

folder contained full information about each child.

4.3.3 Child progress file

This file holds the type of the intervention pragrand the child progress in each intervention in
daily basis. The file holds different children feld. In each folder the intervention implemented
and child’s performance and progress in each sesses documented. The document has
different formats according to the type of intertren and child’s performance and the way the
teachers implemented. The center uses VB MAPPABIA S in order to assess the progress of

each child and they all were included in the fitethe folders there are progress assessment kits

64



according to the goal of the intervention. The mw@tion progress assessment kit contained the
implemented intervention (e.g. concentration of,taslf dressing up etc), how it implemented,

how the child responded. Each kit has differenectiye, activity started and date.

4.3.4 Parent communication booklet and Report

Children daily activity communicated to parentsotigh communication book. Teachers sent the
communication book after feeling the daily repdrarmal headed letter were also sent for
parents attached on communication including ndbcenonthly meeting, training and payment
request for school bus( for those who pay). Unubealavior on children and any concern or if

there is a request for special meeting with spepiéirent letters were sent.

4.3.5 Meeting and Training Reports

Minutes of regular meetings and reports on trai@ingd education for both staff and parents were
kept in this file. Reports on training given inctuthe topics of the training, the individual or

organization delivered the training.

4.4 Data on Observation at the Center

4.4.1 The Physical Environment of the Center

The center is located in a residence places wisidarifrom the main road. It is a rented house
with big compound. There is a billboard 50 kilomstbefore the center and at the main gate of
the center. It has the name and address and mbttee aenter. There are no other signs or

information about the center or the disorder wnitbe posted outside and inside the compound. It
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has big compound with safe play ground. Half of ¢hess rooms and the office are inside the
house; the other class rooms are at the back fdrds eight class rooms and one office and bath

room.

4.4.2 Reception (Giving information)

The reception and the main office of the managerimthe same room. There were no posters
or written information about the disorder in théicd. They provide brochures for any guest and
give clear and appropriate information accordinghte demand of the individual. They handle

clients well. However one has to knock for sevaradutes before the main gets open.

4.4.3 Class Rooms

The class rooms have different visual aids hangimghe wall. There one shelf, one table and
chairs equivalent to the number of individualshattclass room. The seating arrangements were
different according to the day lesson. Each chiéé wlaced based on their severity level. There
were two teachers in each classroom for four childiThere were also different supplementary
materials in each class rooms like, puzzles, Lddocs and toys. The teachers had positive
interaction with the children. As they are helpthgm to be independent they give instructions

repeatedly.
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CHAPTER FIVE

FINDINGS AND DISCUSSION

The purpose of this study was to assess multi-dsineal challenges being faced by parents of
children with autism and their support needs atéd@hh Autism Center in Addis Ababa. The
aim of this chapter is to present the key findifigen the analysis of the qualitative data. It
comprises detailed discussion of the results ofdtita analysis. The findings of this study will
be presented in the light of to the basic resequestions and objectives of the study as well as

the subsequent themes.

Background Information of Participants

Table 5.1
Participants | Gender| Age Marital Educational Number of
Status Status Children

Parent 1 Female| Above 4Q Married College Degree 4

Parent 2 Female| Above 33 Married High school 3
Education

Parent 3 Male Above 35| Married Master’s 2

Parent 4 Female| Above 33 Married High school 3
Education
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Background Characteristics of Participant’s Children

Table 5.2
Participants | Child’'s | Age Age at Diagnosis Birth order
Gender in the family
Parent 1 Female 12 | At 5( Autism) & at 10 4"
Mild Autism

Parent 2 Male 74 years

3I’d
Parent 3 Male 8 4 years 1°
Parent 4 Male T4 years 2"

5.1 Discussion of the Findings on Parents Interview

5.1.1Challenges of Raising an Autistic Child

Under this theme different categories are presetatetiscuss the challenge faced by parents of
autistic children while raising an autistic chil@he categories will have subsequent sub-

categories as needed.

68



5.1.1.1 Social Challenge

5.1.1.1.1 Diagnosis

The two periods, before and after the diagnosidtegenost challenging periods for the parents
to cope with autism. Making sense of the symptomautism represents the initial part of the
parents’ discovery of their child’s development&atbility. This began with recognizing that
something is wrong with their child. According toig study, all parents recognized that their
children have problems early on. However, theyridfind out what exactly it was as early as
they recognized the problem. This is because df laic knowledge from the parents and

unavailable professional services.

We thought that the problem was only speech dé¥éagn we took him to a physician, we
got the same response; the other physician tolthaisthere was blood clot in the child’s

brain and he prescribed medicine for him. We brdugh medicine from abroad and got
the child to take it for a year time.

As one parent also respondddused to compare him with his elder and youngethers and

told a physician that he was different. But | didget any solutions just by saying that.

The above example revealed that even if parentsegessional help, the medical practitioners
themselves lack sufficient knowledge about the rdiso thus further delaying the detection
process. This in turn created more strain for theepts because they did not have sufficient
knowledge about what their child has and what medirieelp they can provide for their child.
Parent 3 and 4’s children were misdiagnosed an@nPat and 2 were not able to fully

comprehend the cause of their children’s behavidifidrences. This led to a delay of diagnosis
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and parents only knew of their children’s predicatmgears after first recognizing the

disabhilities.

Even after their child was diagnosed with autisertiere knowledge about the problem was not
a relief to itself. All parents had an emotionapesience, passing through a process of denial,
frustration and depression before they were ablactept the truth. The health professionals
were unable to help the parents to understandiioedér and they were also unable to provide

instrumental support for parents to access thdablaisupport.

The above reasons in turn caused delay for eadyviention for the autistic children. According
to the American Academy of Pediatrics (2010), eatiggnosis is important for immediate
implementation of consistent and appropriate irgeton, which has shown improved outcomes
in the development of autistic children comparedhiose who were not diagnosed early. The
development of an autistic child could be serioustydered if the diagnosis is delayed for even

just six months to a year.

5.1.1.1.2 Getting Professional Help

The study revealed that after passing through ssteamotional adjustment, the parents
subsequently looked for professional support fogirthautistic children. However, finding

professional help proved to be more difficult thastepting their child’s diagnosis. The major
constraints after diagnosis were the health praogts’ failure to help parents to understand the
problem and cope with it well, and the lack of asc¢o appropriate professional help and

support.
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All parents were frustrated and desperate by thetFat they were not able to get support for
their children. This made the challenge worse bsedbere was only one institution that was
known to give support for children with autism hiey were not able to get admission. Thus,
going through the emotional hurdles of knowing dhibxe child’s disability was not the most

extreme of challenges parents of autistic childi@ced, but rather, the fact that there is no

professional help and support available to inteeviertheir child developmental disorder.

As this study shows, support for parents was inadeqduring and immediately after the
diagnostic process. This indicates that gettinggssional support was another fundamental
challenge parents have to face in having an awt@tild. According to researchers, lack of
adequate professional support is one of the maggsiif&ant causes of stress experienced by
parents of children with autism (Pisula, 2010).Agsimparents have no idea of the existence of
the disorder before, they did not know how to dedh the situation. Hence, not getting any

professional support makes the challenge even worse

5.1.1.1.3 Impact on Family Life

| Marital

Most studies indicated that having an autisticcciml the family affects the family interactions
and relationships, including husband and wife, isgplto sibling and children to parents’
interconnections. Participants of this study alebielved that the disorder is difficult and can put
their relationships under stress. However, thidystevealed that despite the strain of having an

autistic child, all respondents except one were &dblmaintain a healthy relationship with their
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spouses. They also described that understandingugmbrting one another was their source of

strength.

Il Siblings

This study regarding parental relationship witheothiblings indicates that parents devote less
parental attention to normal developing siblinge do the extreme demands of their autistic
children. One participant reported of being gudtyd regretful that she is not giving enough
support and attention for her other children. Altblo some respondents disclosed that siblings
of autistic children are becoming more understagdand supportive as they mature, this study
has revealed that the parents’ relationship witirthormal developing children are affected by

having autistic children.

5.1.1.1.4 The Public Understanding

According to the parents interviewed for this stutlye public understanding of autism is
changing. However, they all mentioned that everughothe disability is widespread, A gap
between public awareness and the frequency of dwrd®r's occurrence still exists. As the
finding revealed, people in public places still pagegative and express negative attitudes
towards the parents and their autistic childrenesenhattitudes can be either directed to the
parents or to the children.. Consequently, the maralso mentioned that even most medical
practitioners lack the basic information about smtiand attribute the autistic child’s behavior

directly to the parents.
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Most people don’'t have the understanding. | mysafhe to know about it just
because it happened to my child. The physician whthe beginning, told us
about our child didn’t even inform us where to tdken for education or any
other help. Once he was sick and we took him teadtlh center for medication.
While going here and there for laboratory, he waseaming and people were
saying what a misbehaved he was. | was not actsallgrised with that since |
had also heard that bad experience from other pare autistic children 1 will
feel bad if people turn back and see us hearingkile scream.

The above example illustrates that the public Hdksligtle knowledge and awareness about
autism. All respondents mentioned that they reckinegative comments due to their child’s
behavior. The health professionals’ failure to ustind and guide parents through the disorder
comes from lack of knowledge and understanding.oftiog to Gray (2006) and Pisula (2010),
parents of children with autism must cope not awmith problems resulting from their child’s
developmental disability and challenging behavibrg, also with distressing responses of others
to the child’s behavior, as well as general lackmmbwledge about autism. Participants of this
study also mentioned that they are negatively &fteby the public attitude towards their autistic
children.

This study also shows that there is a better utatgigrg of autism in Addis Ababa than
anywhere else in Ethiopia and there are more pewopte at least know of its existence. The
respondents of this study also mentioned that tieie difference between the behaviors of

educated individuals to the disorder to that ofdumated ones.

The educated ones have better understanding aboWhile walking on the street or
going by taxi, some people ask me why he doedk’asahis face doesn't indicate he is
autistic. | explain it to them. There are also pkeowho know well about autism, some,
even if they have no idea what it is they pretdrat they understand you they don’t
want to bother you. Anyway, there is some postinage nowadays
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Autism is however a disorder which can affect alhfan beings regardless of race, social,
economic and educational status. Ethiopia is a tcpumith 85 million people, more than 80
percent of which live in rural areas. Even if theébjic’s awareness and understanding in Addis
Ababa is changing, when compared to vast populdtiorg outside of Addis, the study revealed

that there is still a gap in public awareness.

5.1.1.1.5 Effect on Personal life

With regards to personal life, the study indicatbdt the parents’ personal life is affected
negatively by having an autistic child. Respondeatsrted that they quit their jobs and other
important things of life to help and look after ithautistic child. Since autism is among the most
stressful and demanding developmental disordemparesponded that they gave up so many
things. Two parents explained the situation“akeft my job and came here to help him, though
by chance, | got a job here easily. | had begumgany PhD but due to him | couldn’t proceed,
and had to quit."The other parent also stated the effect the disandposes on her life ad “
spend most of my time with him. | don’t have my tme. If there was some institution that |

can trust | could have at least some titne

This explains that how having an autistic childeafs parents’ personal life. As the disorder is
demanding most of their time parents forced to gipeheir personal life, this in turn can cause
more stress and strain on the parents. Experthisratea also reported thadrents of disabled
children are particularly vulnerable to stress padents of children with autism typically report
higher levels of parenting stress and higher affecsymptoms when compared to parents of

typically developing children and parents of cheldrwith other disabilities. This is due to
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additional demands over typical childcare dutiehisTin turn makes parents tired and
unavailable to perform other tasks to satisfy tipeirsonal and family needs. This also has direct
effects on employment choices, nearly 40 percepaoénts of children with autism claimed that
problems associated with childcare significantlfeetied their employment decisions and

professional careers (Pisula, 2010).

Parents also reported giving up their social I§enell. As they said,

I quit my job for her. Wherever | go, | take hetttwme. Sometimes | take her to
social gathering (Mehaber) she doesn’t have dishgbbehavior, but she may
unexpectedly stare at you. She touches you, pgkemething, and so on. When she
does these, people won't say anything; but | gstudbed. For this reason, | don't
have friends whom | invite them to come home.
As the finding illustrates parents spend most efrttime taking care of their autistic child. This
gives no time for their personal need includingihguriends and attending social gatherings
which is one of the most important aspects of iféethiopian culture this in turn can restrict

parents from getting the most common social supgportided by the society and participating in

different social events.

5.1.1.2 Economic Challenge

5.1.1.2.1 Financial Strain

This study found that having an autistic child doeshave significant effect regarding finances.
All respondents explained that they are only spspndnoney for school which is the same
amount that they spend with their typical childreHowever, before they come to Nehemiah

Autism Center they all responded that the disox®rsed financial strain in different ways.
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Parent responded that the financial strain was lgnastthe initial time during diagnosis. One
parent reported that he used to pay extra moneguards at a conventional school to keep an
eye on his son while he was at the school. Angtheent was also reported that she was asked a

lot of money to send her child to a special school.

| went to some schools that give special classesuich children, but what they asked me
to pay was too much. Even if | sell all my propestil still couldn’t be able to cover it.
Even if | dare to pay there is no guaranty thatytneally help my child, for how long am

| able to pay that amount of money? They don’t easider this.

However, because of the limitations in professia@aé and services, the parents did not have to
invest any financial resources for specialist suppideir only choice is to enroll their children

in schools that provide limited services to studemith special needs which currently cost the
same as they would have paid in a conventionaldchdis indicates that finance was not such

a challenge for these parents.

5.1.1.3 Psychological Challenge

5.1.13.1 Parents Understanding and Attitude

As the finding of this study indicates, the parentsderstanding about autism is still limited.
This limited understanding affects their views attitudes towards the disorder and also their
future expectations regarding their child’s devebeptal process. Two respondents believed that
autistic children have extra ordinary talent anelytivere seeking help in finding that. They also
explained their child will be successful if theialdnts are identified and development.

According to scholars, the vast majority of peogilggnosed with autism spectrum disorders do
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not possess genius abilities and the belief thatuistic children possess extra ordinary talent i

a just myth (Wiesner. & Volkmar 2009, p,25).

However, as Parent 3 disclosetf, I"get the opportunity of taking him abroad, lliege that |
will get to know his unique natural talent. Andhié develops that, | suppose that he will be

effective.”

Moreover, all respondents showed strong faith tiheit children will be healedGod is sacred,
and what | know and believe is that my child wél felieved from this problem. | don’t know
how it can happen or | have never had any idea alipbut | have the belief that my child will

be normal in the futuré

This revealed that parents have still limited ustlerding and awareness about autism. Since the
parents are the children’s first and most importaathers who provide fundamental emotional
and social support, their understanding of theildobn’s disorder can affect both the children’s
development and their own coping strategies. Addéily, their attitude towards autism could
further exacerbate the limitations of the disordercan further the developmental success of

their children.
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5.1.2 Needs Specific to parents of children with autism

5.1.2.1 Support Needs

Parents of autistic children have various suppedds not experienced by parents of typical
children. Based on the study, the respondents’ roaimcerns included the security of their
children’s future, specifically on how their chiér will manage the pressures and

responsibilities that adulthood entails.

5.1.2.1.1 Professional Support and Service

As the finding revealed the major need of pareritautistic children is having professional
support and better services. Apart from professicugport they also mentioned a better
transport service. Parents also explained thatrgavent and NGO involvement will be essential
in finding adequate professional and institutiosapport for their children. As one parent
Indicated, speech therapy is necessary to imprasreld's speech development, yet there is not
even one professional speech therapist in the poufhese are significant indicators of the
importance of getting proper support for thoughpghablem is widespread and needs immediate
intervention, the solutions, particularly professb help and services available are practically
non-existent. This shows that it is an area thatsesocial work intervention through different
methods including advocacy. According to the stutigse parents are currently getting help
from one autistic center, however as their respopnkestrated, the available service is not

enough. One parent explained the situation,

I wish there could be special need schools accgrdonthe level of mild autistic
children. | have been worrying about where to take child for education. Regular
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school is not suitable to her. She needs to be spexial school. The school where
she was learning before was not convenient for Fike autistic children there were

in a worse condition than her. Their behavior waedent from her. The school

where she is learning now is also not fit to hene Sas started screaming and
disturbing nowadays. She was not like this before

The above example is a good indicator of parenssadisfaction of the service available since it
is not based on the child’s need and level. It algplained that there is a need for appropriate

and reliable individual-based intervention.

5.1.2.1.2 Social support

The study revealed that the support from spouses iamediate family members remain
fundamental to how parents overcome the challenfjeaving an autistic child. Although other
relatives, friends and neighbors give out theirpgurpto these parents, their basic needs could
only be supported within the nuclear family. Twagrds explained the situation a§wing to
my husband’s help and better understanding, | lpmssed all those sufferings and become well
like this now. But | dare not say that | have justlerstood about it well, tob
My husband helps me a lot. He used to go to gyordethen, he stopped saying
here after my gym is my son. Coming back from bikwhe helps him at home.

We help each other very much. That is why mangshitave become easier for
me.

According to the parents interviewed for this stuslgcial support groups are also essential in
helping them cope with the challenges of parenéingutistic child. Social support groups were
able to provide these parents a means of outletaasafe environment wherein they are heard

and understood. In addition to the psychosociapstipthese parents are giving one another, the
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support group is also helpful in sharing new infation regarding the support available and
other helpful information about the disorder. Onaremts argued, .:..the problem is not

something you talk about with anyone; most paranésnot comfortable to discuss, actually |
don’t blame them the public have no awareness. W emeet it is like oh, you share your

burden, no fear of judgment or being misunderstbod

The above example illustrates that the social sipgpoup is a place where parents cope from
their stress.

5.1.2.1.3 Future Concerns and Support need

The parents described their needs and concernslnegadheir autistic children. The presence of
professional support was mentioned as a kind op@timeeded by all parents in the future.
Respondents explained that their children were gahg to be independent unless better

professional services are provided. The parentsealg

Who will look after her? | am afraid of this thimghen | think about her future;
nevertheless, nothing will happen to her as londg as alive. | would be happy if
there could be a place where my child can be inetieb situation without my

presencelt will make situations easier and better if thésea better service. | will

also take relief if such things get established.|lW&ned and committed

professionals can bring positive change if an tns#i is set up. | am doing this job
now giving up a lot of other things just to makergee for my child.

The above example showed that having professiomél raliable care and support for their
children is not only parents’ current challenge al®nand but it is also one of their major
concerns for the future. Parents concerned thahdf situation regarding professional and

institutional support is not improved their childreill be their life time burden.
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Additionally, one parent also indicated that gendex cause of concern as well.

As she is female, | am always worried that sheccga with someone and get
abused. She likes to go with anyone. She may rsmstruation soon, and that
gives me fear. What is she going to do with thatu know being female has a
problem by itself late alone with such situation

The above example justified the concern of a pavéatfemale autistic child. The challenges of
being female with developmental disorders mightehs&vere consequences to the individual as
she experiences the biological changes that hajgpariemale body. Not being able to take care
of herself means that she will have difficulty aogiwith menstruation and might become

susceptible to sexual abuse. This is an area itjlaltymeeds social work intervention.

In general, parents of autistic children are hobdhat things will be better in the future.
However, after careful analysis of the respondenéw, only one parent showed strong
optimism for the future. Two of the respondentseya that their children will be healed by God
and another one sees relocation abroad as theefficgnt way to discover his child’s gifts. All

in all, the parents of autistic children are walrend anxious because of the current challenges

and hindrances in providing adequate help and stufgaheir children’s developmental needs.

5.2 Finding and Discussion on Staff Interviews

5.2.1Strengths and Constraints of Nehemiah Autism Center

The aim of this session is to present the key figslifrom the analysis of strength and constraint
of Nehemiah autism center. The discussion will besented using to major themes, major
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activities and future plan and constraints. Thésenes will be categorized and sub categorized

as needed.

5.2.1.1 Major activities and Future plan

5.2.1.1.1 Intervention Plan, implementation and assessment pcedure

As the finding of this study demonstrated Nehenaiatistic center plan intervention program for
children with autism using ABA method. As experts the field explained, the standard
interventions for autism spectrum conditions inldimod are Applied Behavioral Analysis, or
ABA, speech therapy and special education. (ColanMinistry of Education,2000). They use
the method to plan and also assess children pmgres the finding revealed most of the
intervention plan focuses on life skill traininghd intervention programs are individual based.
The information arguedQur first focus is self —help trainings, like ugitoilet, self dressing up,
and self feeding. The teachers decide which styateguse as per each child capacity and

severity of the disorder.”

As the above example illustrated different stragegare used to plan interventiamd the
strategies and methods vary based on the childreerity level and support need. The child
progress assessment has also procedures. As thiagfidemonstrated the center has daily
assessment for each child according to the goatisdhey use a standard assessment kit called

VB MAPP. They stated

We assess children using VB MAPP (Verbal Behavitestbnes Assessment and
Placement Program). We assess them based on testomé and the target of the
intervention program for a specific child. Theredaily assessment the teachers
record the implemented intervention, the target #re student progress in each
session. So it is an ongoing progress assessment.
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5.2.1.1.2 Public Awareness Creationand Advocacy

According to the finding of this study the centend activities to create public awareness. They
went to religious places and schools parent dayreviaelarge number of individuals can be
found. Media is one of the great means to addrasge Inumber of people, as the finding
revealed the center uses media well to educatelepemput the disorder. However, regarding

advocacy the study showed that the center hasamat chuch activity. As the respondent argued,

Our focus right now is creating public awarenegghe public has better awareness
advocacy will be easy as more people know the d=ftie problem we can use and
mobilize the available resource and we can haveenfonds and can reach more
people.
The above example supported that the center hatkdimctivity on advocacy. This can show
that the resource constraint that the center has faeing can also be resulted from the limited

activity on advocacy.

5.2.1.1.3 Communication With Parents

Parents and teachers of autistic children haveotonmunicate beyond the traditional parent-
teacher interview modes. Parents and teachers toeewrk together to develop an effective
intervention plan. For this regular communicatienniecessary. (National Research Council.
2001) Regarding communication with parents the endristudy revealed that the center has
regular communication with parents regarding thehildren in daily basis.  Daily
communication book, letters and regular meetingeewke meanness of communication with

parents. This is one the indicators that the ceistémplementing good intervention program
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which can give a chance for parents to involve alsd help them to proceed the intervention
program at the home in the same manner.

5.2.1.1.4 Relationship and Affiliations with others

According to the finding of this study the center not affiliated and related with many

organizations that are working in the same aredy @aw organizations were mentioned by
respondents. According to respondents however tigcdre center is working cooperatively

with one government institution and also the MimigDffice will release fund and also has few
member organizations. Relationship and affiliatrath organization is important for awareness
creation and also mainly it would help the centerovercome the constraint in finance and
resource. This is also an indicator of the readbas the center is facing regarding financial
problem. As the respondent explained the Centenésof the beneficiaries of the income from
Ethiopian Great Run as it is now affiliated withrivéitry of Women'’s, Children and Youth. This

indicates more relationship and affiliation witthet organization is important for the center to

overcome the constraints and to reach more families

5.2.1.1.5 Support service for Parents
The major support available for parents from taeter was found to be education and training
about the disorder and how to help their childrehceme. The study demonstrated that the center

has no formal counseling and professional leadassapport group for parents.

5.2.1.2 Constraints and Challenges of Nehemiah Autism Cente

5.2.1.2.1 Government Support
From the finding of the study the center has cairsts and challenges. The lack of support from

government was revealed to be one. As the resporagrained the government lacks support
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in using the available resource and giving eduodio the public and health professionals about
the disorder. This is one of an indicators that ¢beter giving service to a limited number of

children.

5.2.1.2.2 Parents’ Involvement

The other challenge the center encountered was{galess participation on the intervention
program of their autistic children. Parents viewsdthe center staff as lacking understanding
awareness, giving up on their children and not tgthe proper time to participate in their

children intervention program as they have othmiliato support. The study indicated that;

The intervention we planned for the children sdoo# repeated at home. We train the
parents what and not to do. Doing things spontasgowvill hinder the children’s
development andhe intervention needs to be repeated exactly aipd. If the
children could only get support here but it is resagy to have equal support at home so
the intervention can be effective. | don’t blamenthbecause it's an economic problem.
They are already tired and they have to supporiter family members with household
activities. When the children get back home thegtwil@dem to sleep. Most parents think
that their autistic child is a burden and uselegdfsey don’'t want to invest on them. They
want us to work over the weekends so we can taleafaheir children. If we prepare
trainings and meetings to discuss their childrgpragress only few participate.

As the above example explained parents involveneenportant for the autistic children
development and for effectiveness of the intenaemglan. The limited parental involvement can
be an indicator of the parents’ lack of awarendssitithe disorder. This in turn can affect the

children development and the effectiveness of tbhgnam.
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5.2.1.2.3 Financial Constraints

Financial problem was found to be the major camstrand challenge of the center. The
respondent explained that to reach out many pethecenter need sustainable source of
income. The financial constraint can impact theteeactivity in providing appropriate support

and making available the service for more autsitdren.

5.2.1.2.4 Professionals on the Area

Having no appropriate professionals was also thercchallenge for the center. According to
the finding of this study the lack of proper prafiesmals was both in the center to implement

proper intervention and also outside the centendudiagnosis.

We require parents to have diagnosis paper givemfdoctors before we register
their children. However, the doctors misdiagnose ¢hildren. We have one child
here who has no social and communication problesralbo speaks very well but
they said he is autistic, he is not ,| don’t kndwit diagnosis criteria. They can at
least see the accepted criteria for diagnosis. Véednspeech therapist, |
remember few years before the government trainedsfoeech therapist none are
here now, and they all went abroad. For autistidldien speech therapy is
mandatory. Most medical practitioner diagnosis jogtasking few questions from
parents and label them as autistic.

As the above example demonstrated that there ag angprofessionals who diagnose autism and
also the center lacks professionals to plan andeimgnt proper intervention program for autistic
children. This in turn can affect the interventiprogram as the right information about the

children problem is important and also each chit@ed is deferent.
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5.3 Discussion on Document Review

5.3.1 Child Enrolment File

It is a kind of document that filled by parentsaod staff of Nehemiah Autism Center when the
child was enrolled. It has all information about ¢hild and also the diagnosis result given from
doctors was attached with each child file. Howeaherdocumentation style was not orderly with

pattern which would make is easy to access.

5.3.2 Child Progress File

Intervention program and the child progress in eexérvention was recorded and kept in
different folders in this file. The center has fotmassess child progress. The child assessment
and performance in everyday activities were reabrg the teacher on these forms. This
documentation will enable parents and other pradesss to see the intervention and the child
performance and progress clearly. The assessmenat® were prepared based on VB MAPP
ABLLS (Assessment of Basic Language and LearningjsgkThis format will make it easy to
further plan individual based education and alsonaking placement decisions in transferring
the autistic child to another program. As the wéation and the child performance clearly

presented it is easy for anyone to understand.

5.3.3 Parent Communication Booklet and Report

Teachers communicate with parents daily using tmencunication book which was sent home
every day. The objective of the daily communicati®no help parents proceed the intervention

program at home for enhancing the developmentetthld and also to have information about
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their children day at the center. The communicaliook will be helpful for parents to see their
child’s progress as it holds daily report. In aubdit parents can help their child at home

accordingly.

5.3.4 Meeting and Training Reports

Minutes of regular meetings and reports on trairing education for both staff and parents were
kept were also filed and documented. Such fileshatpful for new individuals at the center to

have some information about the center activities.

5.4 Discussion on Observation at the Center

5.4.1 The Physical Environment of the Center

As the center is located in a residence area fitess from noises that can disturb the autistic
children, as some autistic children are sensitivadise. The compound has enough space for
children to play out door games which is helpfulr footh their gross and fine motor
development. There is a billboard 50 kilometersoleefthe center and at the main gate of the
center. It has the name and address and motteafethter. However there were no sign at the
main road so it was a bit difficult to get the aanfThere were no signs or posters by the outside
wall or gate to create awareness to the nearby eomtyn Posters and other information written
on the wall can be one way to educate and createeaess to the surrounding community. The

size of the class rooms are enough for the existimgber of children.
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5.4.2 Reception (Giving information)

The staff has a welcoming face. They provide infation well. They handle clients well and
provide brochures for any guest and give clear a@mgropriate information according to the
demand of the individual. There were no posters\antien information about the disorder to

teach anyone who stop by the office. The guardlseagate were not active and informed.

5.4.3 Class Rooms

“The most strongly recommended approach for teaglstudents with autism is to use visual
aids. One of the advantages of using visual aidsas students can use them for as long as they
need to process the informationColumbia Ministry of Education, 2000)There weréetient
visual aids hanging on the wall related to thedas3 he pictures and the other materials were
colorful. Teachers change the seating arrangeneeotrding to the day lesson. However as one
of the character of an autistic child is sameneshkings or activities teacher were changing only
their seat. Children develop their fine motor slgtcial skill, communication skill through play,

in the class room there were materials to suppdstus, puzzles, Lego, blocs and toys, however

the number of the material were not enough. Thaestuteacher ratio was one to two.
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CHAPTER SIX

CONCLUSION AND RECOMMENDATIONS

6.1 Conclusion

The overall objective of this study was to investey describe and analyze the social,
psychological and economic challenges being faggolbents of children with autism, and their
support needs. This goal was attained by conduetimg depth interview with four parents of
autistic children who are attending Nehemiah AutiSenter, two staff member of the center,

document review and observation. From the studydhowing conclusions were drawn.

Parents of autistic children faces so many chadlergjarting from the time they realized that
there are developmental abnormalitiegheir children. The time before and after diagjiesavas
the most challenging for parents. It is becauseobknowing their children problem as autism is
a disorder with no biological marker and taste. fram having no clear biological markers for
autism, health practitioner didn’t have the awassrabout the disorder. Low level of awareness
among health workers was the reason for misdiagrensil late diagnosis for autistic children.
Early diagnosis is important for autism as mostkenventions are successful when they
implement at early ages. From this it can be cateduthat even if the Center is planning
appropriate intervention as most children diagndagsit will be difficult to have the expected

outcome of the program.

After diagnosis, getting services and professiof@sducation and intervention was the most

challenging experience that parents faced. As thdysrevealed there were no supports for

90



parents before and after the diagnosis regardiagptbblem and how to cope with it positively.
Together with the psychological turmoil parentsamter due to the disorder and having limited
understanding of autism knowing that they are mih@to get any support make their life more

complicated.

From the finding it is evident that autism hasuefhce on different areas of family life. Parents
don’t give enough time and attention to their ndtyndeveloped children due to the extreme
demand of time and energy from their autistic chittbwever, apart from the strain and

challenge the disorder imposes, three of the paaint explained that their marital relation is less
affected; instead the support they get from theause is useful to cope with the disorder. One
parent however said that his marriage is affectedatively. This shows that the support
available within the family members is more impattéor parents to cope with the disorder

positively.

Diagnosis required more monetary resources fornpsirédowever, having no professionals and
adequate service in the area, parents are spenubngy only for school and this cause less
financial strain. This clearly shows that if thexere appropriate service available financial
issues might be the other burden for parents.

As the study revealed, parents lack awareness altism. Most participants believed that their
children get healing from God. They also believiedt tautistic individuals have extraordinary

talent. Even if hope and faith helps to cope wiitism positively, parents need to have the right
information about the disorder, how it affects, hin children should get help. This affects how
to work with the individuals with autism and paipiating in the intervention program and also
choosing the right intervention plan for their dnédn. According to the interview with staff

members parents’ involvement in their children rimésation program is also low and the
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intervention of most autistic children has no couitly at home. This can be an indicator of
parents’ lack of understanding and awareness.réna understood autism well they will choose
the appropriate intervention for their childrentbie right time which in turn enhance children’s
development. From these it can be concluded thett dvparents come to seek help they don't
still understand autism well. This has negative astpboth on the service and the children
development as well.

Even if the public understanding is changing itlear that there is still a limited awareness
about autism in the country. There are still hepltbfessionals who don’t have the information
about the disorder. Health centers are the fistgd that parents go and seek information about
their children’s developmental concern. The un@eding and awareness of health professionals
is great in assisting and guiding parents. Healtbfegsionals can be the first sources of
information where to get support and can help garemunderstand and cope with the disorder

positively.

The public awareness and understanding is the &etpif for a better support and service for
individuals with autism and their parents. Currgnthe Center is only giving service for 33
children and there are 140 children on the waitisig This is a clear indicator of the limited
service available in the country. When there iseriorowledge and information it will initiate
other NGO’s and individuals to provide supportaidition parents also will raise their voice
towards using available resource and implementietteb policy for such children. From the
above it can be concluded that the lack of publiaraness is one of the key factor it is hindering

the service available for autistic children andrtparents.

In addition to the above, as the study revealedotii#ic awareness is viewed as changing only

in Addis Ababa mostly among the educated ones. édewthere are more than 85 million
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people living in Ethiopia of that 80 percent angrg in small town and rural areas. From this
one can conclude that there still a huge lack odramess among the public. Further there are
only two autistic centers in Ethiopiti.nas been more than ten years since the firgteutenter
opened in Ethiopia but most parents are still wgitio beregistered their due to limited space.
Now other autistic center has opened after tensyaad it is opened by one parent who has an
autistic child. As both centers are opened by gareho have autistic children and both centers
are giving service for a limited number of childr&urrently the estimated number of people
living with autism in Ethiopia is around six hundréhousand of that below 150 children are
getting support. This clearly shows that how thblig awareness has impact on the service and
support available for parents. Since parents haveal with their emotions it will be difficult to
accept the problem easily and take such huge acBonother professionals and institutions

should involve in making support available.

Consequently, aside from the current day-to-daylehges that parents are facing in raising
autistic children, they are also concerned of tlebitdren’s future.Throughout this study, the
finding illustrated that the parents’ main needhaving professionals services and facilities that
can support their children to improve their acadgmeocial and communication skills which in

turn will enable them to lead an independent lifb@ less of a burden for their parents.

Autistic children in Ethiopia are deprived of gegiiappropriate services and support because of
the lack of professionals and medical facilitieattban help in their development. It is not only

the autistic children who are affected by this asithe study indicates the parents’ personal and
social lives are also affected negatively. Pargate up their life and dreams due to the intense

demands in time and energy.
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As the finding demonstrated the center has no foswoeial support group and also it has no
counseling service. However, few parents form tlein social support groupnd as they
explained it is helpful in sharing everyday expeces and challenges these parents have. It is
also a good strategy in coping with the challenge tlisorder imposes. Parents need
professional support not only for their child th&lgo need support to cope with the challenges
faced by raising an autistic child. So, social vesskcan use the support group to increase
parents understanding about the disorder, to gbyelmsocial support, to train and also to help

them advocate in mobilizing the available resoane also creating public awareness.

As the study revealed all participants did notaglace at one of the only center in the country
by that time due to limited places. Parents wergingafour to five years, which limits getting
early intervention programs that could greatly etffthe children’s development. As observed
during the study, Nehemiah Autism Center is workiogts best even with the challenges and
limited resources. However, it has many constraimtiiding finance and working place. This
shows that there is a need for the government,gomernmental organization®GOs), other
concerned bodies and professionals like social @rerto provide immediate servicesmeet the
needs of these children and their families. As Wpraental problem is one of the social
problems, it is one of the crucial areas in ourntou that needs immediate social work

intervention.

6.2 Recommendations

In order to overcome the challenges surroundingrgarof children with autism as well as to
enhance the support need of these parents andctiieiren, the following points and areas of

social work interventions are recommended.
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Parents’ knowledge and understanding about therdiisas crucial for the development and
improvement of autistic children life. So it is oeomended that the center has to work on
education and awareness rising for the portents.

As the number of children diagnosed with autisnm@seasing overtime, health professionals’
especially general medical practitioners and padsashould improve their knowledge of autism
so as to identify the early symptoms of autism.sTémables them to refer parents to the right
specialists which in turn help autistic childrert garly intervention. This is crucial not only to
parents but also to the children since early ieton has been successful in the development

of these children.

There has to be a better assessment procedureti®maSpecialists who are working in the area
should come together and work as a team in ordassess and diagnose autism properly other
than using some check lists. They have to make Wate information available for parents like
instrumental support including to access servicailable like social support group, training,
school place etc.

As autism is new in our country the service avadab limited, so parents coming together and
forming associationds recommended. This is one way to increase pubhareness and
empathy for the unique challenges that familiedhaittistic children encounter. It is also helpful
for parents in raising their voices to get appraterisupport from the government and other
concerned bodies. The center can play a greatr@mpowering parents to raise their voice. To
do so social workers should work with autism center empower parents and change their

current understanding of the disorder to betteeasjph the challenges is poses.
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Parents of autistic children can benefit from pssfenally run support groups where they can
share challenges, experiences and leanings inffreild task of raising children with autism. In
addition to the social support the center alsotbggovide counseling service for parents as the
disorder imposes emotional and psychological distoce. So social workers involvement is
needed.

Autistic centers should prepare appropriate intgiee program according to the level of

autistic children. There should be more serviceslable for mild autistic children.

The government has to give more attention towarggementing the policy for education and

support for disabled children in general and atitildren in particular.

6.2.1Recommended Social Work Interventions
Since one of social work values is promoting soguatice, equality and inherent worth and
dignity of all people. As developmental problems ane of social problems that negakial

work intervention, the following intervention arem® recommended from the study.

» The Center should engaged in consulting parentstdabe service and support available and
also on how to raise an autistic child

* Nehemiah Autism Center should teach both the pudolid parents to better understand
autism

* It should providing social and professional supportparents and their children.

e The Center should provide counseling service parent

* The Center together with stakeholders at defeesmt Ishould engage in advocacy
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As autism is new in our country very few studiesenbeen done in the area. Researchers in our
country may explore more in this new area. The #geand categories in this study could still
serve as individual research topics. However, titha of this study highly recommends that a

study concerning the life of female autistic cheldrshould be done.
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Appendices

Annexure |; Interview Guide for Parents of Children with Autism

Back ground information about parents

1. Sex:M F

2. Age

3. Marital Status: Married Single dboed
Widowed have

4. Relation with the child: Mother Father Other (specify)

5. Educational Level: Literate Primary educatio Secondary
education Collage and above Hieer

6. The standard of living of the family to accommodtie child
7. Occupation:
a. Employed at governmental organization
Employed at private or NGO
Daily laborer
House wife
Business person
Others (specify)

~0ooo0CT

8. How many Children do you have? Do you have othédd avith developmental
problem?

Back ground information about the child with autism

e Sex:M F

« Age___

 Birthorder

* Age when first diagnosed with autism__~~
Parents understanding and attitude of autism

* Did you have any idea about autism before?

* What do you think of your child situation? How douyexplain it? What do you think is
the cause?
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* How do you explain autism?

* Do you feel comfortable to discuss about your chiith other person?

* How does your child spend his/her time in the leGus

* Do you think there are problems that your child #ate in life only because of her/his
developmental problems?

* Do you hope that your child can get employmentraftane qualification like the other
people?

e Did relatives and neighbors use to visit your childhen they knew he/she has
developmental problem? If so, what did they ussapabout the problem?

* What kind of concerns do you have for your child?

* What are your thoughts on the future care of ytiide

* Do you believe that a child with developmental peolb can be as effective as the
normal ones if necessary support is given?

Parent’s experience of living with autism

* When did you know that your child has Autism? Had ybu know?

» What was your first reaction when you know thatrychild has a special need? What did
you feel when you first know? What did you say? Wiid you do?

* Did you tell for someone when you first know abgatr child? If yes for whom? What
was their reaction? If not why?

» After you know, what was the first institution yawent for help?

* Since your child has developmental problem is trerg help you get from different
bodies? If any specify. Is there any organizatibat thelps your child to enable him
educated and be a better person? If any, ment@ndme of the organization, and what
it did to your child

* Have you ever receive instrumental support fronfgasionals to access service available
like social support group, training, school placebuy things which is supportive for
your child

» Have you ever have a discussion about your cleldigational and overall growth with
other parents who have children with autism? How th& discussion? What advantages
did you get?

* With whom do you discuss freely regarding your @il

» Have you ever done an advocacy for your child throational access or other service?

* How do you help your child at home?

» Do you communicate with the center regarding ydildgrogress?

* Do you work as team at your home with other fanmigmbers to make the program
consistent?
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Siblings

Do you spend equal time with your children?
Does your other child understand their siblingsbfgm. Have you ever discussed
properly with them about the situation
Do they play or spend time with him/ her together

Marriage
How do you manage helping your child with your spef21In what kind of support does
he /she involves
Which one of you spend more time concerning about ghild?
Do you think having an autistic child has an imgadhe family unit?
How do you support as a couple

Challenges of Having a Child with Autism

Do you think the public understand autism well nban previous time?

Have you ever received negative comment from p&opbat kind of comment? What
was your reaction?

Does your child situation cause isolation from s@oeial gathering?

Have you ever feel misunderstood by others?

What was the most challenging time that you wiskdtldn’t happen to anyone the way
it did to you?

How do you communicate with your child? Does it ch@auch more effort to play and
spend time with your child?

Do you take your child to any social gathering (died, to visit friends or relatives,
religious places)? Which places you frequentlhketaim/her? why?

Is there any negative impact your child's develapwigoroblem caused upon your social
life? Could you mention them? For example

+ In work places, social activities, etc.

¢ In your neighbor-hood

+« In your relationship to kinships

Have you ever feel that your child is acting or déehg the way he does purposely like
because he needs it? Especially showing some lmebadkiat he/she did it before right?
Does having an autistic child affect your marriageour family?

What kind of things do you think makes having atistig child challenging than other
problems?

Does having an autistic child affect you finangialhow

Specific needs of parents

What was is your concern for child and what isoivrand in the future

What kind of services do you think will make thirgggmehow easy if available?
What do you find to be the most important sourcsugfport?

What do you like to do if you can regarding youidh
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Annexure Il: Interview Guide for Staff Members

Background information

Age

Sex

Educational Level

Profession

Year of Services (relation to the intervention)

Skill and training background

Information on the center

How many autistic children do you have enrolledently? boy/qgirl/

How many staff do you have? Their profession?

Behavioral specialist
Occupational Therapist
Physical therapist
Speech, language pathologist

Psychologist

Major Activities of the Center and Future Plan

How do you communicate with parents?

Do you have professionals in different areas ferittiervention?

Do you have parent conference or meeting? If yes fnequently do you do that? What
are the major topics you discuss mostly?

Do you have staff empowerment? If yes what kindrapowerment?

Do your staffs have up to date information abotisau?

Did you do advocacy? If yes what was the objectid&®you achieve your goal? If not
why
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Are you related/affiliated to other organizatiorf?yés what kind of organization are
affiliated with?

What kind of activities have you done regardingludwareness creation and education,
resource mobilization and uses?

Do you teach the public? What are your means tchraad educate the public?

Intervention Plan and procedures for Autistic children

How do you plan your intervention?

Do you have individualized intervention plan?

Do parents work closely with the center? Are pa’eparts of the intervention program
planning process of the program?

Do you have different strategies to teach diffesiilts?

What are the procedures adopted in assessing eeehstg the children development
Who plan the intervention?

What are your check list to label the children sti¢c? Do you diagnose? If yes Are you
eligible? What is your eligible source to knowhegtchild is diagnosed with autism?

Service and Support Available For Parents

Do you have training or parent education prograinyes what are the areas of education
and training? How frequently you give training?

Do you have social support group for parents?

Do you have counseling program for parents?

Do you help and empower parents to advocate andandemobilize the available
resources?

Challenges and Constraints

What are your constraints?

Source of support (For the center)

What are your sources of income?
Does the government Support you? If yes in what way
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Annexure |ll: Observation Schedule

» Geographical location

» Class rooms’ arrangement

* The way they deliver service
* The school environment

* Play ground
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Annexure IV: Document Analysis Template

Background of the organization

* Year of establishment

* Founders

*  Number of staff

* Number of beneficiaries

Major activities of the center (report)
Recorded review

» Child progress file

* Assessment and evaluation kit( how do they evalaatistic child(check list))
» Social support meeting report

* Parent communication report
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