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ABSTRACT

EXPERIENCES OF MOTHERS WITH AUTISTIC CHILDREN DURING THE
DIAGNOSIS PROCESS OF THEIR CHILD

KURSUN CAKIR, Sezgi
M.S., The Department of Psychology
Supervisor: Prof. Dr. Tiilin GENCOZ
Co-supervisor: Dr. Derya OZBEK SIMSEK

December 2023, 123 pages

Today, the prevalence of autism continues to rise worldwide, with an increasing trend
over the years. Early recognition of autism, early intervention, and adherence to
educational programs are of paramount importance. Particularly, the observations of
mothers, who are often the first to notice the signs and serve as primary caregivers,
play a significant role in the diagnostic process. This thesis aims to explore the
experiences of mothers with children on the autism spectrum during the diagnosis of
their children. The study seeks to expand our understanding of these mothers'
experiences throughout the diagnostic journey. The primary focus of the diagnosis
process is to comprehend the mother-child interaction and gain insights into the
mother's perspective. To capture the unique experiences of these mothers, a qualitative
research strategy was conducted. Purposive sampling consisted of five mothers with
autistic children. Semi-structured interviews were conducted with each of the
participants and the interviews were analyzed through Interpretative
Phenomenological Analysis. The analysis revealed four themes: ‘when there is no
communication: challenges in mother-child communication in the pre-diagnostic

period’, ‘delays in the process of diagnosis’, ‘what happened during the diagnosis



process’ and ‘acceptance after diagnosis’. The study's findings were discussed within
the context of relevant literature, and implications for clinical interventions were

drawn accordingly.

Keywords: Autism, Mother, Interpretative Phenomenological Analysis, Diagnosis,

Experience



0z

OTIiZMLI COCUGU OLAN ANNELERIN COCUKLARINA TANI KONMA
SURECLERINDEKI DENEYIMLERI

CAKIR KURSUN, Sezgi
Yiiksek Lisans, Psikoloji Boliimii
Tez Yoneticisi: Prof. Dr. Tiilin GENCOZ
Ortak Tez Yéneticisi: Dr. Derya OZBEK SIMSEK

Aralik 2023, 123 sayfa

Glinlimiizde otizmin goriilme siklig1 hem diinyada hem iilkemizde yillar gectikce
artmaktadir. Otizmde erken tani almak, erken miidahale, egitim programlarini takip
etmek a¢isindan olduk¢a 6nemlidir. Tanty1 ilk fark edenlerden, temel bakim veren kisi
annelerin gozlemleri 6nemli bir yere sahiptir. Bu tezin amaci, otizmli ¢ocugu olan
annelerin ¢ocuklarina tan1 konma siirecindeki deneyimlerini incelemektir. Calismada,
bu siiregte annelerin deneyimlerini derinlemesine anlamak amaglanmistir. Tant alma
sirecinde anne-cocuk etkilesiminin, annenin neler yasadiginin annenin bakis
acisindan anlasilmasi hedeflenmistir. Annelerin biricik deneyimlerini anlamak amaci
ile nitel bir arastirma metodolojisi tercih edilmistir. Amaca yonelik olusturulan
orneklem sonucunda bes otizmli ¢ocugu olan anne c¢alismaya katilmistir. Bu
katilmcilarin her biri ile yar1 yapilandirilmig gorlismeler gerceklestirilmis ve
goriismeler Yorumlayici Fenomenolojik Analiz yontemi ile analiz edilmistir. Analiz
sonucunda, ‘iletisim eksikligi: tan1 dncesi donemde anne-g¢ocuk iletisiminde yasanan
zorluklar’, ‘tanida gecikme’, ‘tan1 siirecinde yasananlar’ ve ‘tani sonrasi kabullenme’

olmak {tizere dort tema tespit edilmistir. Calismanin bulgulari, ilgili alanyazin

Vi



cercevesinde tartisilmis ve bu dogrultuda klinik miidahaleye iliskin ¢ikarimlar

belirtilmistir.

Anahtar Kelimeler: Otizm, Annelik, Yorumlayici Fenemenolojik Analiz, Tant,

Deneyim
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To looked after children...
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CHAPTER 1

INTRODUCTION

1.1. The Short History of Autism

The term "autism" was initially introduced by Swiss psychiatrist Eugen Bleuler. He
derived it from the Greek word "autos" meaning "self" to describe the introverted
behaviors observed in schizophrenia patients (Parks, 2009). He observed that patients
isolated themselves from the outside world and lacked interaction with their
environment. Therefore, he defined autism as a state of pathological self-absorption
and withdrawal (Houston & Frith, 2000). Leo Kanner borrowed the word "autism"
from Bleuler, emphasizing the similarities between individuals with autism and
patients with schizophrenia. He observed that both disorders exhibited negative
symptoms like social withdrawal. Both conditions were characterized by reduced
motivation for social interaction, flattened emotional expression, and deficits in social
and emotional reciprocity (Woodbury-Smith et al., 2010). However, Kanner also
pointed out a crucial distinction: individuals diagnosed with autism did not experience
a typical developmental period before symptoms first appeared. This differentiation

sets them apart from patients with schizophrenia (Gallo, 2010).

Kanner detailed the traits of 11 children in his article titled “Autistic Affective Contact
Disorder." He noticed unique characteristics in these children that distinguished them
from individuals with schizophrenia. These children showed social isolation,
echolalia, obsession, and impressive memory abilities. Kanner also highlighted their
tendency for "insistence on sameness."” It refers to their strong attachment to routines,
and any disruption to their routines can lead to anger and overreaction. Furthermore,
he noted that these children either do not speak, or if they do, it is often not purposeful
or appropriate. He referred to the challenges he observed in children as "autistic
disturbances"(Kanner, 1943). Although Kanner initially suggested that autism is

different from schizophrenia, autism was soon defined as childhood psychosis and
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widely accepted as a type of psychosis. The tendency to consider severe childhood
psychiatric disorder as the same as adult schizophrenia later made it difficult to
recognize autism as a separate diagnostic category. It was not considered a separate

diagnosis from schizophrenia until the 1970s (Ozonoff et al., 2003).

During Kanner's research, Austrian psychiatrist Hans Asperger published an article on
autism in 1944 without knowledge of Kanner's studies. Asperger's research involved
studying four young boys with average intelligence and language skills. These children
exhibited various traits, such as limited empathy, restricted interests, difficulties in
social interaction and communication, and deficits in motor skills. Asperger
highlighted that they experienced severe social isolation and struggled to participate
in social groups, and their lives, along with their families, were centered around
uncommon and sometimes obscure specialized interests (Asperger, 1991). In contrast
to Kanner's autism definition, Asperger stressed their good verbal skills (Volkmar &
McPartland, 2014). Additionally, he noted that these children had normal or high
intelligence yet struggled with social skills. Although they spoke well, they tended to
engage in monologues on specific subjects, faced learning difficulties, displayed weak
intonation while speaking, used minimal body language, and possessed exceptional
nonverbal communication skills. He referred to these children as "little professors™
because of their superior intelligence. The symptoms exhibited were milder than those
typically associated with autism, leading to its definition as a less severe form known
as Asperger's syndrome (Parks, 2009). Asperger's article, written in German, went
unnoticed by English-speaking psychiatrists. After its translation into English in 1991,
years following Asperger's original work, the traits he described became diagnostic
criteria for autism. Later, Asperger Syndrome was recognized in the international
diagnostic systems, namely DSM-1V and ICD-10 (Volkmar & McPartland, 2014).

Following these initial studies, during the 1950s and 1960s, research aimed to uncover
the underlying causes of autism. During this time, a prevailing perspective suggested
a connection between autism and mothers who were rigid, unresponsive, punitive,
perfectionist, and mechanical in their parenting approach. Viennese psychoanalyst
Bruno Bettelheim (1967) further supported this notion. He famously used the term

"refrigerator mother" to claim that a child's autistic traits were solely attributable to the
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behavior of their "pathological” mothers. However, by the 1970s, the psychological
paradigm had lost its prominence, giving way to a focus on neurological factors as
potential causes of autism. In addition, scientific methods have been applied to
families with children with autism, and psychodynamic treatments such as ego
enhancement and play therapy have been recommended. Then, Kolvin in 1971 and
Rutter in 1972 argued that autism differed from schizophrenia and demonstrated this
in their research (Volkmar & McPartland, 2014). With the contribution of these
studies, a growing consensus emerged in the late 1970s on the importance of
investigating autism as a separate diagnosis from schizophrenia (Ozonoff et al., 2003).
Consequently, while autism was defined as childhood schizophrenia in the DSM-I
(American Psychiatric Association (APA), 1952) and DSM-IlI (1968) in the
international diagnostic system, it became a separate psychiatric diagnosis category in
the DSM-I111 for the first time. It has been named "infantile autism" and classified under

the category "pervasive developmental disorder” (APA, 1980).

Later, in the revised edition of the DSM-I111 (1987), autism was redefined as "autistic
disorder.” The change in the name of the disorder from "childhood autism™ to "autistic
disorder" indicates a shift towards a developmental approach. This means that the
diagnosis and study of autism now encompass individuals who are not only in the early
stages of childhood but also those in later stages of development (Volkmar et al.,
1988). In other words, it recognizes that autism is not limited to childhood but can
persist and be diagnosed in individuals as they grow older. This shift acknowledges
the lifelong nature of autism and the importance of understanding its development

across the lifespan (Volkmar et al., 1988).

The diagnostic criteria were further refined, requiring individuals to meet at least 8 out
of the 16 specified criteria related to social interaction, communication, and limited
interests or activities to be diagnosed as autistic. The requirement for autism to
manifest in early childhood was removed, and a new category called Pervasive
Developmental Disorder Not Otherwise Specified (PDD-NOS) was introduced to
accommodate individuals with similar needs but who did not meet the specific criteria
for autism (Verhoeff, 2013). In DSM-1V (1994) and its revised edition, DSM-IV-R

(2000), the diagnostic criteria for autistic disorder were expanded to include subtypes
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such as Asperger's Syndrome, autism, childhood disintegrative disorder, Rett's
disorder, and pervasive developmental disorder not otherwise specified (PDD-NOS)
within the broader classification of Pervasive Developmental Disorders (Feinstein,
2010).

Today, autism has been revised as an autism spectrum disorder (ASD) with the release
of DSM-5 (2013) and its updated edition DSM-5-TR (2022). This classification
encompasses two main categories: consistent impairments in social communication
and interaction and patterns of behavior characterized by repetition and restriction
(APA, 2022). It includes impairments in social communication and interaction,
deficiencies in social-emotional reciprocity, challenges in wusing nonverbal
communication cues, and difficulties in establishing and maintaining relationships
(APA, 2022). Furthermore, at least two of the following restricted and repetitive
behavior patterns are involved in difficulties: stereotyped or repetitive motor
movements, insistence on sameness or resistance to change, ritualistic verbal or
nonverbal behaviors, and highly restricted, fixated interests or abnormal intensity and
focus on specific objects or sensory aspects. In DSM-5-TR, it is accepted that these
symptoms should emerge in the early developmental stages and continue throughout
life (APA, 2022). Although the symptoms express their general characteristics, each
autistic individual displays unique traits. Autism also has varying levels of severity.

This is why autism is defined as a spectrum at present (Parks, 2009).

1.2. Developmental Features of Autism

Individuals with autism experience difficulties in social interaction and
communication and repetitive, stereotypical behaviors. In the social domain, they
often exhibit a lack of concern for the physical presence, desires, and needs of others,
as well as a lack of empathy. When others attempt to communicate with them, they
might appear unresponsive and fail to react (Bowler, 2007). They usually prefer to be
alone. For instance, they only accompany a few activities their peers and family
members do together, such as eating and playing games. When they play games with
friends, they are unable to engage in social and symbolic games (Tohum Otizm Vakfi,

2017). Moreover, they face difficulties establishing and maintaining relationships and
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engaging in emotional reciprocity (Hart, 1993). When they communicate with others,
they do not make eye contact and cannot maintain joint attention. They have difficulty
understanding the feelings of others (Birtwell et al., 2016).

The challenges in social communication are strongly associated with their difficulties
in social interaction. For instance, they may use language for instrumental purposes
rather than engaging in social communication. Their conversations, therefore, tend to
be one-sided, lacking the mutual characteristic of dialogue (Boucher, 2003).
Moreover, their language use may involve repetitive phrases and self-centered speech
patterns. Additionally, they encounter challenges in comprehending linguistic tools
such as metaphors and struggle to interpret nonverbal cues like gestures and facial

expressions, which are essential for effective social communication (Boucher, 2003).

In terms of behavior, autistic individuals commonly exhibit repetitive routines and
atypical sensory-motor behaviors. They often adhere to specific routines and can be
sensitive to disruptions in their environment (Lord et al., 2018). They may exhibit
ritualistic behaviors and may want to perform their actions in a specific sequence. It's
common for them to become fixated on particular objects, investing substantial time
in interacting with them (Parks, 2009). They may overreact to changes in their rituals
and routines, displaying a high level of intolerance towards altered situations.
Moreover, they have aggressive and angry behavior, which can sometimes include

self-harming situations (Birtwell et al., 2016).

1.3. Prevalence

According to a report by the Centers for Disease Control and Prevention (CDC) in the
United States, the prevalence of autism spectrum disorder (ASD) is estimated to be
approximately 1 in 54 children, based on their latest data from 2020. These estimates
are derived from the CDC's Autism and Developmental Disability Monitoring
(ADDM) Network, which monitors ASD prevalence in various communities across
the country (Maenner et al., 2023).

In a more recent update from 2023, the CDC reported that the 2020 data indicates a
higher prevalence of ASD, with approximately 1 in 36 children in the United States
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being diagnosed with the disorder. Among 8-year-olds, the estimated prevalence of
ASD is approximately 4% in boys and 1% in girls. These new estimates are higher
than the previous ones reported by the ADDM Network between 2000 and 2018
(Maenner et al., 2023).

A study conducted in 2022 by Zeidan and colleagues analyzed global research on the
prevalence of autism. They found that the ASD diagnosis rate was about 1 in 100
children worldwide. However, prevalence estimates have shown that autism rates have
increased over time and varied between different groups. These differences may result

from changes in how autism is defined and the methods used in prevalence studies.

The prevalence of autism in Turkey is also increasing steadily, similar to global trends.
According to the summary of the Parliamentary Research Commission Report
provided by Tohum Otizm Vakfi, the reported rates were 1 in 150 in 2006, 1 in 88 in
2008, 1in 68 in 2012, and 1 in 45 in 2014. The report includes data from the Ministry
of Health, Ministry of Family and Social Services, Social Security Institution, and
TUIK. The Ministry of Health announced that there were 38,661 individuals with ASD
based on the data codes in the health information systems in 2019. According to the
Social Security Institution's 2018 data, there are 34,589 individuals with autism in
Turkey. The Ministry of Family and Social Services refers to the results of the 2011
TUIK Population and Housing Survey. This survey's results show that about 6.9%
(4,876,000 people) of the population aged three and above have at least one disability.
The rate is 5.9% for men and 7.9% for women. As of 2020, it's estimated that around
550,000 people in the country have been diagnosed with an autism spectrum disorder
(Tohum Otizm Vakfi, 2020).

1.4. Diagnosis of Autism Spectrum Disorder

Diagnosing autism does not involve a medical test. Gathering information from adults
who are familiar with the individual's developmental history is a crucial part of making
an accurate diagnosis (Volkmar & McPartland, 2014). Autism symptoms typically
emerge in childhood. It is often diagnosed around the age of 3 years. Early signs of
autism include not responding to their name and having difficulty making eye contact
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(Sauer, 2021). For the diagnosis of autism, two main classification manuals are used
in the field of psychiatry: the DSM (Diagnostic and Statistical Manual of Mental
Disorders) and the ICD (International Classification of Diseases). The 11th version of
the 1ICD was prepared by the World Health Organization (WHO) in 2018, while the
5th version of the DSM was prepared by the APA in 2013. While the DSM is primarily
used in scientific research, the ICD is used to improve clinical diagnoses and is
employed in the healthcare domain to address diseases. Both are manuals that meet
international standards and are used by clinicians for the diagnosis of autism
(Sampogna et al., 2020). Moreover, clinicians use various scales to facilitate the
diagnosis of autism. These include The Autism Diagnostic Interview-Revised (ADI-
R), the Diagnostic Interview for Social and Communication Disorders (DISCO), the
Autism Diagnostic Observation Scale (ADOS), and the Childhood Autism Rating
Scale (CARS). Additionally, depending on the clinical situation, tests such as
metabolic tests, electroencephalogram (EEG), and magnetic resonance (MR) tests may

also be required (Susuz & Dogan, 2020).

Also, the diagnosis of autism requires collaborative efforts from a multidisciplinary
team, which typically includes pediatricians, psychiatrists, neurologists, psychologists,
and speech-language therapists. These experts collectively contribute their specialized
knowledge and skills to assessing and diagnosing individuals with autism; parental
observations and teacher observations at school are also important for diagnosis (Lord
et al., 2006). The diagnostic and assessment process of ASD involves various
procedures, such as conducting interviews with parents or caregivers, reviewing
relevant medical, psychological, and educational records, performing cognitive and
developmental evaluations, observing direct play interactions, evaluating adaptive
functioning, and conducting a comprehensive medical examination (Kiling et al.,
2019). It is crucially important to make an early-yet-accurate diagnosis, as the
importance of early intervention and early education programs have been and currently
are being discussed all over the world. The aim of these is to increase the functionality
of the autistic individual and ensure they are compatible with their environment,
siblings, and friends (Sivberg, 2003). In addition to the diagnosis of autism, it should
be noted that approximately 70% of individuals with ASD have at least one

accompanying disorder. Furthermore, about 40% of individuals with ASD have two
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or more comorbid diagnoses. Comorbidities commonly found in people with ASD
include intellectual disability, attention deficit hyperactivity disorder (ADHD), major
depressive disorder, obsessive-compulsive disorder (OCD), bipolar disorder, phobias,

anxiety disorders, psychosis, and epilepsy (Kim et al., 2023).

The situation regarding the diagnosis of autism in Turkey is as follows: The diagnosis
of ASD is made by child psychiatrists together with clinical evaluations, neurological
tests, and test results from other medical departments such as otolaryngology,
psychology, and genetics. Moreover, families primarily request a visit to a child
psychiatrist, and if there are accompanying problems, then to a child neurologist.
When the families first apply for a visit to a pediatric neurology specialist, the pediatric
neurologists refer patients with suspected ASD to a child psychiatrist for diagnosis
after they have undergone the necessary tests. In addition, to benefit from the special
education services provided by the state in Turkey, the diagnosis should be made and
reported (Yigitoglu & Odluyurt, 2021). Diagnostic applications can display significant
differences from institution to institution; the most important limitation in this field is
that the number of medical specialists with knowledge and experience in autism is
very limited (Tohum Otizm Vakfi, 2017).

1.5. Theoretical Explanations About Autism

Considering human psychology, establishing simple cause-and-effect relationships
appears to be challenging (Moore, 2001). Despite advances in autism research, the
signs and symptoms of autism remain puzzling (Frith & Hill, 2004). Whereas the exact
cause of autism is still unknown, various explanations for its origins have been
proposed (Chen et al., 2021).

1.5.1. Genetic, Epigenetic, and Neurological Explanation

Genetic causes related to ASD can be categorized into three groups: chromosomal
anomalies detectable through cytogenetic (the study of chromosomes, carriers of
genetic material within the cell nucleus) investigations (%5), copy number variations
(CNVs) within the genome (%10-20), and genetic syndromes resulting from single
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gene mutations that encompass clinical features of autism spectrum disorder (%5), as
identified through cytogenetic examinations. In most genetic studies, a focus on the
2nd, 7th, and 17th chromosome regions has been observed in relation to autism
spectrum disorder (Colak, 2016). Numerous genes have been associated with ASD
through research into chromosomal abnormalities, CNVs, and individual gene studies,
as evidenced by studies (Chen et al., 2021). It is believed that the contribution of 400
1000 genes is implicated in autism susceptibility (Denucci et al., 2021). In addition,
there are some unusual genetic factors that add to risk factors of up to 20% to ASD
(Denucci et al., 2021).

Research on the genetic factors of ASD is based on studies conducted with twin
children, families, and relatives. The research in this area includes the following
findings: The concordance rate in monozygotic twins is between 70-90%, which is
higher compared to dizygotic twins (Sauer et al., 2021). If one of the monozygotic
twins has ASD, the likelihood of the other also having it is reported to be 60-90%.
Also, ASD is observed four times more frequently in males than in females.
Additionally, the recurrence risk among siblings is calculated to be 4%. Due to these
findings, it is considered that genetic factors play a significant role in the potential
causes of ASD (Sauer et al., 2021).

Another important discipline related to autism is epigenetics (Kesli & Dosay-Akbulut,
2021). Epigenetics involves modifications to the chromosome that impact gene
activity and expression without changing the DNA sequence or the genome itself.
Instead, it influences the transcription of specific genes by regulating the promoter
regions (Dagidir et al., 2022). Epigenetic mechanisms are thought to play an important
role in ASD as they regulate developmental genes and affect brain development.
People with ASD display different patterns of epigenetic gene expression, and ASD is
associated with certain mutations in genes that control epigenetic processes. Key
biochemical processes involved in the regulation of epigenetics and gene expression
include DNA methylation, histone modification, and non-coding RNA (Yoon, 2020).

In addition, the observation of brain abnormalities in the central nervous system and

the structure and functioning of the brain, a crucial component of this system, within
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the genetic basis of ASD, has led to the acceptance of viewpoints that ASD stems from
abnormalities in brain development and neural-chemical structures (Colak, 2016).
Children diagnosed with ASD often display pathological findings, such as being born
with a smaller brain size than normal. This is followed by rapid growth, leading to a
larger brain size than normal by the end of the first year. Other pathological indicators
include heavier brain volume, thicker cortex and convolutions, and a larger head
circumference than normal. These pathological features suggest a connection between
brain structure and functions in relation to autism spectrum disorder. Comparative
studies between typically developing children and those with ASD have shown that
individuals with ASD have certain differences in the frontal, temporal, limbic, and
cerebellar regions, which are believed to contribute to variations in emotions, social

interaction, and imitation skills observed in individuals with ASD (Colak, 2016).

1.5.2. Environmental Explanation

Research has also focused on the environmental risk factors of autism. Factors such as
maternal and paternal age, fetal environment, perinatal events, medications, alcohol
and tobacco use, nutrition, vaccinations, and toxic exposures have been studied as

potential environmental risk factors for ASD (Boélte, 2018).

Furthermore, the psychosocial environment and maternal stress have been linked to
the emergence of atypical behavior, including traits associated with autism. Numerous
mechanisms have been proposed to explain how these environmental factors could
lead to autistic behaviors and various clinical presentations of ASD. Moreover,
inflammation and immune activation, oxidative stress, hypoxia, and disruptions in the
endocrine system are considered to be some of the crucial mechanisms contributing to

atypical neurodevelopment (Bélte, 2018).

There are studies indicating the relationship between different pregnancy periods and
risk factors for ASD. In the early period of pregnancy, studies suggest that factors such
as valproic acid, thalidomide usage, viral infections, inadequate nutrition, excessive
vomiting, as well as in the second and third trimesters, bacterial infections,
hospitalizations, vitamin D deficiencies, and the mother's overall emotional burden
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and stress can negatively impact the brain development of the fetus (Ozbaran, 2014).
Apart from significant risk factors during pregnancy, there are also studies mentioning

the newborn period and later stages of pregnancy as crucial time frames (Ozbaran,

2014).

In addition, maternal infection or inflammation during pregnancy are linked to ASD.
A Danish study discovered a positive link between maternal bacterial/viral infections
that need hospitalization during pregnancy and the risk of ASD in the child. Moreover,
another recent Swedish research confirmed the link between the early stage of life
infections and ASD risks (Nudel et al., 2022).

1.5.3. Psychoanalytic Explanation

According to contemporary psychoanalysts, it does not seem possible to understand
the nature of autism with simple causality (Tarsia & Valendinova, 2021). Although
there are different theories and perspectives on autism in psychoanalysis, they have
essentially associated autism with the development of the child. Nevertheless, there
have been numerous psychoanalysts who have made significant contributions to the

psychoanalytic literature about autism.

1.5.3.1. Melanie Klein’s Contribution

One of them is Austrian-born Jewish psychoanalyst Melanie Klein, who conducted
studies in the fields of child psychology and development (Rustin & Rustin, 2016).
Klein first wrote a paper about autism in 1930, before Leo Kanner introduced the
concept in 1943. She discussed the case of a four-year-old boy named Dick, who
would likely fit the criteria to be diagnosed with autism (Hobson, 2011). She described
this child who does not react to their mother or nurse, does not display emotions, and
does not seem interested in what is happening around them. Klein's view of the child's
development focused more on the idea that the child has a developmental inhibition
rather than regression. She associated this with a structural deficiency in the ego's

ability to tolerate anxiety. She also noted that symbolism did not develop in Dick,
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arguing that this was not due to his relationship with the objects around him but that it

was an obstacle for the child to make contact (Klein, 1930).

1.5.3.2. Margaret Mahler’s Contribution

Another psychoanalyst contributing to the issue of autism is Margaret Mahler (1897-
1985), of Austrian Jewish descent. She is one of the pioneers of child development,
abnormal psychology, and ego psychology (Bond, 2015). She stated that there is a
psychobiological harmony between mother and child in the first years of life. The
empathetic care of the mother is crucial to the survival of human offspring. She defines
the mother's caring for her baby in the postpartum stage as a kind of social symbiosis
(Mahler, 1952).

Mahler proposed that infants go through a "normal autistic” phase in their early
developmental stages, typically occurring in the first two months of life. During this
period, the baby exhibits limited responsiveness to external stimuli, seemingly
withdrawing into themselves. This autistic phase is followed by what Mahler termed
the symbiosis stage, which typically lasts until around the sixth month (Coates, 2004).
She later expanded upon these stages by introducing the concept of the "symbiotic
trajectory of mother-child duality™ (Gergely, 2000).

In the symbiotic phase, the child's ego remains undifferentiated. The initial step in ego
differentiation occurs through the differentiation of the body image. The baby
undergoes cycles of experiencing bodily discomfort and then finding satisfaction when
his needs are met. They gradually realize that this satisfaction comes from something
outside of themselves, like their mother. She starts to understand that there is a world
beyond himself, and ego differentiation occurs. In this process, physical contact with
the mother, like cuddling and touching, is crucial for the baby to distinguish his own
body from the external world (Mahler, 1952).

As the child perceives their body as separate from their mother, they understands the
outside world and reality. According to Mahler, the development of the sense of reality

in childhood psychosis, especially the stage in which the mother is gradually excluded
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from the infant's omnipotent orbit, does not take place (Mahler, 1952). She states that
it is difficult to determine the main cause of childhood psychosis, whether it is due to
the mother’s pathology and lack of empathy, the child's innate ego deviation, or a lack
of interaction with the environment. However, she states that in clinical cases, mothers
lack empathy and love, do not accept the child as an individual, and are highly
possessive (Mahler, 1952). She saw autism as a type of childhood psychosis and
named it "infantile autistic psychosis.” (Mahler, 1952). The mother is not perceived
emotionally by the baby, and the mother is not distinguished from inanimate objects.
This condition is characterized by a lack of emotional awareness and anticipation of
other people, gestures of reaching out, and behaviors that show smile responses.
Parents often describe these children as unresponsive to physical contact and lacking
typical social behavior. Mahler described instances where parents of autistic children
mentioned that they couldn't connect with their children, the child would avoid them
when they started walking, and the child's disinterest in other babies caused distress.
Additionally, these babies wouldn't look back when the parent entered their room,
avoided physical touch, and never sought help or assistance personally. Moreover, she
emphasized that autistic children do not seem satisfied with spending time with their
friends and may perceive any change in their environment as deterioration (Mahler,
1952).

1.5.3.3. Frances Tustin’s Contribution

Frances Tustin was one of the psychoanalysts (1913-1994) who conducted pioneering
studies on child psychoanalysis (1913-1994), with a particular focus on children with
autism (Mitrani & Mitrani, 2015). She theorized the basis for autism using concepts
from the British object relations school (Brenner, 2021), claiming that autism was
derived from a highly traumatic experience with the child's early separation from their
mothers. She stated that this separation puts the child in a stable, depressive position
that blocks or prevents the child's cognitive and emotional development (Tustin,
1972). She referred to this depressive position using the term "autistic shell," which
radically isolates the child from the external world. Her argument suggested that this
shell prevented the child from forming relationships with others and cut off access to

their emotions and sense of self (Tustin, 1992). She observed that the child is isolated
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from the external world and exhibits deficiencies in both symbolization and the ability
to create imaginative fantasies. In this regard, she shared the same perspectives as
earlier psychoanalysts. In addition, she emphasized "non-integration” rather than
"disintegration™ of the autistic child. In other words, she suggested that the child may
not have fully integrated or connected certain aspects of their experience or
development. However, it does not necessarily mean they are falling apart or
disintegrating. She argued that children interact with autistic objects and investigated
how they interact (Hobson, 2011). These objects could be adjusted to create entirely
personalized, comforting, and manageable shapes according to the child's preferences.
Circular shapes, in particular, offered a sense of reassurance, especially to children
with autism. These objects were actively held by autistic children to provide them with
a feeling of security. Additionally, the softer, less-defined shapes found in autistic
objects had a calming and soothing effect (Tustin, 1984). She claimed that autistic
objects are employed to create the autistic shell. They are “pathological” and
destructive to the child's development. She proposed that the removal of these items
from the child's libidinal economy should be a component of autism treatment
(Brenner, 2021).

1.5.3.4. Lacanian Psychoanalytic Contribution

Lacanian psychoanalysis is one of the schools where important studies have been
carried out in psychoanalysis. It takes its name from French psychoanalyst Jacques
Lacan (1901-1981), who is one of the most controversial figures in psychoanalytic
literature after Freud. Lacan reinterpreted Freud's work and introduced original
concepts to the literature (Nobus, 2013).

Lacanian psychoanalysts reject the notion that autism can be solely attributed to a
specific brain region or a straightforward cause-and-effect relationship. Instead,
Lacanian Psychoanalysis views language as the sole "reason™ we have a grasp on it
and, in doing so, seeks to understand the relationship of the subject with language. The
theory of Lacanian psychoanalysts is that the autistic is a subject who has taken on a
radical stance against the outside world as a defense against anxiety (Tarsia &
Valendinova, 2021).
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1.5.3.4.1. Mirror Stage and Gaze

One of the most significant concepts that Lacan contributed to psychoanalysis is the
mirror stage. It clarifies the dynamics between mother and child and the formation of
the subject. Lacan defined human beings as creatures born prematurely, noting that
this development continues after a child is born. In contrast to other living species, a
child always requires the presence of someone else, typically the primary caregiver
often the mother (Kodre, 2011).

Lacan viewed the mirror stage not only as a pivotal period in the development of the
child but also as a representation of a permanent structure of subjectivity (Evans,
2006). He identified the mirror stage as a significant developmental stage occurring
between 6 and 18 months of age. During this stage, the child's first significant contact
is often with their mother (Lacan, 1966/2006). The key point of this phenomenon is
based on the premature nature of the baby. Even at six months, the baby cannot
coordinate their body as they have not completed their physical development (Evans,
2006). At this stage, the baby perceives their body as fragmented. However, the child
perceives themselves as a whole when the mother gazes in the mirror, points at the
child and defines them as "this is you" (Giirsel and Gengdz, 2019). Even in the absence
of a physical mirror, the baby sees the reflection of their own behavior while the adult
imitates the baby's facial expressions and gestures. These imitative gestures of the
adult serve a mirroring function and allow the child to recognize their specular image
(Evans, 2006). The baby is thus identified with the specular image they see in the
mirror (unified gestalt). Lacan defines the moment of the gestalt of the image as the
"Aha Erlebnis" or "Aha Moment." It represents a triumph as the baby attains a sense
of completeness. However, it is also a traumatic moment because it involves the
destruction of the fragmented body image that the baby perceives. This moment of
jubilation forms the basis of the structuring of the subject. It states that the subject's
perception of themselves is a misunderstanding (méconnaissance). This process leads
to the formation of the ego. Consequently, the subject becomes alienated from
themselves and identifies with their image. Lacan expresses this as the “formation of
I,” having formulated this stage using the L-schema using topology (Ecrits,

1966/2006).
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L SCHEMA

(ego)a

Figure 1. L Schema (Retrieved From Ecrits)

It is the subject formulated with S; that is, it represents the baby. The mother
formulated with A, the Other. The baby's identification with themselves (a) and the

image they see in the mirror (a') takes place in the imaginary axis.

As can be seen in the diagram, a symbolic axis is also formed in the mirror stage. “The
symbolic order is present in the figure of the adult who is carrying or supporting the
infant” (Evans, 2006). The subject accepts their own image; they look to an adult
figure, representing the Other, seemingly seeking approval for this self-identification
(Evans, 2006). The person holding it in front of the mirror, which Lacan calls the
Other, represents the mother or an elder; the child's first relationship with the Other is
established during this period. In the mirror stage, the naming of the child is important,
as well as establishing a relationship with the specular image of the child. The
"vocalization" in which the child is pointed and named is very important. If the adult's
gaze does not identify the child's image at this stage, the child only tries to imitate this
image (Lacan 1962/2016).

Laznik emphasizes the first and important signs of autism as the absence of gaze
between mother and child. Although the absence of gaze does not always indicate
autism, it represents a problem in the specular relationship with the Other. As a result
of this non-gaze, the relationship with the Other is either never established in autistic
children or is attempted to be established through a therapeutic relationship (Laznik,

2018). In the absence of intervention, the infants face a significant risk of not fully
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developing or properly establishing what is known as the "mirror stage." This stage is
a critical phase in an infant's development because it is when they relate to their own
reflection in the mirror. This interaction with their mirror image is vital because it
shapes the infant's sense of self-unity and their understanding of how they relate to

objects and other people (Laznik, 2018).

1.5.3.4.2. Lacanian Structures

Now, Lacanian clinical structures will be explained, and how autism is structured will
be discussed. In Lacanian psychoanalysis, there are three fundamental psychological
structures: psychosis, perversion, and neurosis. These structures are based on how
individuals relate to the Other. The process of developing these structures involves
two main stages: alienation and separation (Dor, 1988).

Lacan states that the biological needs of the subject are immediately satisfied in the
mother's womb. He then states that when these needs are not met immediately, a state
of dissatisfaction occurs for the subject (Lacan, 1964/2013). In this case, the subject
tries to express his needs to the Other. Nevertheless, they never fully cover the
biological needs they express. There is a gap between what he lives and what he
expresses. What is meant to be said in the field of the word is lacking. Lacan describes

this as alienation in language (Lacan, 1964/2013).

The second crucial stage in the formation of the subject is separation. It occurs when
the child's mother recognizes that she is not the sole object of interest (Fink, 1999).
The father plays a role in disrupting the child's dual relationship with their mother.
Lacan terms this function, which creates a separation between the mother and the child
in terms of desire, as the Name-of-the-Father. Repression takes place with the function
of the Name-of-the-Father (Fink, 1999).

The subject's structuring process is closely tied to its relationship with the Other,
particularly in the phases of alienation and separation. Different defense mechanisms
come into play during this structuring process. In cases of psychosis, the phases of
alienation and separation are not realized. The subject does not experience alienation
from themselves, and ego structuring does not occur (Fink, 1997). During the initial
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interaction with the Other in the mirror phase, the Other's act of holding and referring
to themselves does not take place. The Name of the Father remains absent from the
psychotic system. Foreclosure emerges as the fundamental defense mechanism in

psychosis (Giirsel & Gengdz, 2019).

In the context of perversion, alienation has taken place, but the complete separation of
desire from the mother has not occurred. The Name of the Father does not entirely
fulfill its function. Here, the subject's ego is structured, and although the child
comprehends the law of the father, full recognition remains elusive. The pervert
subject acknowledges the presence of the Name of the Father but rejects it at the same
time. In contrast, the neurotic subject experiences both alienation and separation
phases. The subject represses their desire for the mother, aided by the function of the
Name of the Father. Repression serves as the primary defense mechanism in neurosis
(Fink, 1997).

In Brenner’s book The Autistic Subject: On the Threshold of Language, he (2021)
emphasizes that autism is a unique structure distinct from all these other structures. He
expresses the purpose of his book as follows: “autism can be accounted for as a
singular subjective structure that is not reducible to any of the three major subjective
structures elaborated by Freud and Lacan: neurosis, perversion, and psychosis.” He
defines autism as a “mode of being” and states that “autism should be addressed as a

singular mode of human existence” (Brenner, 2021).

Contemporary psychoanalysts state that autistic individuals use a defense mechanism
called autistic foreclosure. They distinguish it from the foreclosure used by psychotics
(Lefort & Lefort, 2003; Benoist, 2011; Laurent, 2012; Brenner, 2021). They have
noted that the defense mechanism of autism is a radical form of that used by
psychotics, referred to as the “radical form of psychotic foreclosure” (Brenner, 2021).
Both autistics and psychotics reject the function of the Name of the Father. However,
they point out that in psychosis, there is a minimal relationship with the symbolic
realm, whereas even this minimal relationship is absent in autism (Benoist, 2011).
Autistics lack the capacity to alienate themselves from the Other, remaining
significantly distant from it (Lefort & Lefort, 1972). The defense mechanisms of
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autistics are considered an archaic form of those used by psychotics. The autistic

defense lacks any signification.

Furthermore, the primary repression in which the Name of the Father becomes
integrated into the subject's psychic system does not take place in psychosis and
autism. Nonetheless, there is a distinction in the levels of primary repression between
autism and psychosis. Primary repression involves two aspects: the negative aspect
(Ausstossung) and the positive aspect (Bejahung). In autism, Ausstossung is entirely
rejected. Psychotics, on the other hand, experience the initial level of signification,
resulting in a limited or minimal relationship with the Other, particularly within the
domain of language (Laplanche & Leclaire, 1972). Autistics radically reject the Other,
preventing their entry into the realm of language.

1.5.3.4.3. Language

In order to understand the relationship between autism and language, it will first be
briefly explained how babies acquire language and the concept of signifier. Then, the
issue of autistic individuals and their language difficulties will be discussed.

Lacan built his theory on the relationship between the subject and language. He
emphasized that language is composed of "signifiers” (Lacan, 1964/2013). He adapted
the concept of the "signifier" from linguist Saussure. In Saussure's theory of signs, a
linguistic sign consists of two dimensions: the signifier and the signified. The signifier
is the tangible and concrete aspect (sound, writing) of the sign, while the signified is
the conceptual and imaginative dimension in the mind (Acar-Logie, 2019). Lacan
uniquely focused on the signifier, detached from the signified. He viewed language
primarily as a system of signifiers that operate simultaneously and signification
emerging only when all these connections come together. This continuous interplay of
signifiers persists until a sentence is formed. Signifiers continually accumulate
signified elements. The signifier imposes its structure and predetermined boundaries

on the signified, thus fulfilling the function of signification (Acar-Logie, 2019).

The signifier appears in the field of the Other. It brings out the meaning of the subject.
It invites the subject to fulfill the speech function (Lacan, 1964/2013). Here, the Other
19



is perceived as the place where meaning units at the symbolic level shape the
individual's spiritual reality beyond conscious control. The Other represents the place
where the subject enters language before its existence. More specifically, it represents

the commonplace of language based on cultural contexts (Brenner, 2023).

Furthermore, Lacan argues that the subject's relationship with the Other (mostly with
their mother) emerges entirely from a process of lack (Lacan, 1964/2013). He suggests
that human infants are biologically deficient and completely dependent on their
caregivers for survival. While the baby's needs are met in the womb, it has needs that
cannot be met after birth. For example, when the caregivers do not feed a baby when
they are hungry, there appears to be a feeling of dissatisfaction. This feeling
furthermore creates a deficiency in the baby's psyche, prompting them to cry. Lacan
suggests that this cry functions as a message, a "call to the Other." Through crying, the
baby's first demands are expressed in the mother's language. The baby calls out to the
Other to relieve the tension created by unmet needs (Brenner, 2023). As the infant
expresses its initial demands to the Other, there is a process of "alienation™: the infant
tries to translate its biological needs into a linguistic expression. However, this
linguistic expression will not fully meet the baby's needs. Lacan conceptualized this

as "alienation in language" (Lacan, 1964).

Now, autism and its relationship with language will be discussed. In autism, there's a
radical rejection of alienation in the domain of autistic signifiers, structuring autism
itself rather than being an outcome. In essence, autism involves refusing the ‘call to the
Other," which begins with the absence of eye contact and a reluctance to present needs
to the Other, even when hungry. Autistic individuals also struggle with indirect

expressions and avoid subjective expressions (Brenner, 2023).

All of these aspects highlight that the Other, representing the source of meeting one's
needs, has been excluded or pushed away. However, it's important to note that
language isn't entirely rejected in autism. Instead, it's a rejection of adopting signifiers
from the Other, meaning a refusal to engage with the shared field of signifiers within
a culture (Brenner, 2023). This doesn't mean that autistic individuals are completely

outside of language. They do use language but rely on fundamental language units,
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namely, signs. This can be described as “autistic sign language,” a sequence of signs

consistently linking sensory forms and references (Brenner, 2023).

Autistic individuals sometimes name their language as 'factual language,” which
illustrates the lack of subjectivity in speech. It can also be described as 'code language'
similar to computer programming languages, which indicates the technical
characteristics of language. On the one hand, the contextual and intuitive core of
natural language is missing in the form of code or factual language (Brenner, 2023).
On the other hand, this form of language allows for clarity and certainty when autistic
individuals need to deal with ambiguities and abstract ideas in their vocabulary. While
this language lacks social codes and figurative meanings, autistic individuals still use

it, often through echolalia or imitation (Brenner, 2023).

Even in their early years, autistic babies may cry monotonously without varying their
tone, making it challenging for parents to interpret their needs. Additionally, autistic
babbling is rare and lacks social engagement (Chericoni et al., 2016). Due to their
struggle with language codes, communication partners often take on the role of speech
function during interactions. Consequently, these children can remain distant as they
don't fully grasp language codes, hindering social connections and leading them to

avoid speaking most of the time (Tarsia and Valendinova, 2021).

1.6. Having a Child with Special Needs

Caring for a child with special needs differs from typical parenting in terms of the time
spent caring for and addressing their special needs (Leither et al., 2004). In particular,
from the moment their children have been born, these parents may face difficulties and
experience stress in dealing with their children’s well-being and health (Karadag,
2014). Additionally, they may experience a sense of disappointment at being faced
with the unexpected reality of having a child with special needs. Specifically, they are
faced with an uncertain situation, which can lead to anxiety. This unexpected situation
has the potential to evoke a wide range of complex emotions, such as sadness, anger,
and guilt. As such, the parents of special needs children may need guidance and help

dealing with both their children and their resultant emotions (Iscan & Malkog, 2016).
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However, being accepted by their social circles helps these parents to reduce their
levels of anxiety and makes it easier for them to cope with the daily challenges they
face (Lusting & Akey, 1999). Nevertheless, these families often face stigma—they
may be seen as unwanted people in school and nursery environments, leading to their
exclusion. These families may, therefore, face feelings of social isolation and
loneliness, with these feelings being added to the burden of care and evoking yet
another struggle in their difficult experiences (Aysever & Demirok, 2019). Therefore,
families with children who have developmental disabilities typically experience more
negative psychological outcomes than families with children who do not have such
disabilities (Lecavalier et al., 2006). As a specific group, the parents of autistic children
appear to experience greater levels of stress compared to parents of children with other
disabilities (Selimoglu et al., 2014). Also, their parents experience stress more severely
and acutely than the families of those diagnosed with other developmental disorders
due to the inherent uncertainty in the diagnosis and course of ASD (Gupta & Singhhal,
2005). Therefore, gaining insight into the experiences of these families is of utmost
importance as it helps us understand their daily challenges and the impact of ASD on
parent-child dynamics (DePape & Lindsay, 2014).

1.7. Mother-Child Relationship

The mother-child relationship is not a one-sided affair but rather a mutual exchange
wherein both parties influence each other's worlds (Aoki, 2003). Explicitly, parents
and children engage in a circular process whereby the mutual expression of demands
and emotions limits and shapes one another (Parpal & Maccoby, 1985). For instance,
an infant communicates their needs through crying, while parents impose certain
limitations and encourage specific behaviors based on the child's age. Thus, it is
through this interplay of demands and restrictions that a circular interaction is formed
between the mother and child, thereby shaping their experiences as well as the overall
relationship (Parpal & Maccoby, 1985).

Apart from the general difficulties both parents experience, mothers of children with
special needs face additional difficulties in providing care to their children (Gadre &
Mardhekar, 2015). The primary caregiver is the mother, who bears the responsibility
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of caring for the child and is the one particularly affected by stressful events associated
with the well-being of their child with special needs (Sethi et al., 2007). In families
with children with special needs, the majority of the daily care of the child and related
responsibilities are undertaken by their mother (Marcenko & Meyers, 1991). In this
regard, the mothers of special needs children tend to spend more time with their
children than those children’s fathers and perceive the burden of caregiving
responsibilities to a greater degree (Ersoy & Ciiriik, 2009). Due to this burden, the
mothers of children with special needs often experience high levels of frustration in

their role as caregivers (Maheshwari, 2014).

When comparing the parents of children diagnosed with ASD, especially the primary
caregivers, mothers are particularly negatively affected during their children's
diagnostic process. Mothers of children with ASD tend to experience “increased levels
of emotional distress, depressive symptoms, and anxiety compared to fathers of
children with ASD or parents of children with other developmental disabilities”
(Kulasinghe et al., 2022). As they try to navigate these challenges, they also go through

various stages in accepting their child or children's diagnosis.

1.8. Acceptance of the Diagnosis of the Child

Accepting a child's disability takes time for parents, though this acceptance process is
critical for both the parents and the child (Gordon, 2000). The stage model for the
acceptance process is based on the theory of grief. In 1969, Kiibler-Ross suggested
that people with terminal illnesses go through stages of shock, denial, anger,
bargaining, and depression (Kiibler-Ross, 1969). Later, this model was also adapted to
the relatives of the patients and situations where there had been any form of loss
(Kiibler-Ross & Kessler, 2014). In line with this, Bowlby and Parkes also described
four stages of grief following loss: numbing, yearning and searching, disorganization
and despair, and reorganization (Bowlby & Parkes, 1970). Similar to the grieving
process, parents of children with disabilities go through certain emotional processes
while accepting their child's diagnosis. Blacher defined these processes as “stages of
adjustment” (Blacher, 1984). However, parents do not always follow these stages in a

linear order—they might experience multiple phases simultaneously, skip certain
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steps, or even feel relief rather than grief (Case, 2000). Additionally, families may
have different experiences. While some families completely ignore the diagnosis,
others may feel inadequate, thinking that their child is not doing many of the things
they can do. In addition, some families may experience deep pain and become
depressed in the face of having a child affected by disability, as if they had lost a loved
one (Varol, 2006). Some families may also be stuck in a certain stage (Seligman,
1989). However, overall stages that parents go through often show similarities
(Howard et al., 2009).

1.9. Researches on Experiences of Parents with Autistic Child

Although qualitative research in autism has noticeably been the subject of much
attention, the number of qualitative studies in autism is still well below that of
quantitative studies (Bolte, 2014). In particular, the limited number of qualitative
studies about autism are listed below. These examples demonstrate the different
aspects of the experiences and difficulties of parents with autistic children. On the one
hand, these studies enable us to understand the enriched experiences of being a parent
for autistic children. On the other hand, it reveals that there is still a lack of interest in

qualitative research on autism, such as is the case in Turkey.

Of the qualitative studies mentioned above, one study carried out in Canada
highlighted that parents of children with autism have difficulty receiving the diagnosis.
Fifty-six parents of children with autism filled out three questionnaires regarding their
children's experiences during the diagnosis process. The parents reported that they
waited about three years for their child to receive the diagnosis and that they had
applied to an average of 4.5 specialists. This study argues that the delay in the
diagnosis may be the result of the different symptoms autism exhibits, as well as a lack
of appropriate assessment tools for preschool children, and problems associated with
professionals (limited allotted time for diagnoses, a lack of knowledge on the part of
professionals, etc.) (Siklos & Kerns, 2005).

In one qualitative study conducted in Greece, the experiences of five mothers of
children with autism, as published on their personal blogs, were analyzed using the
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qualitative content analysis method. The mothers are between 35 and 45 years old,
while their children are between 6 and 12 years old. According to the results of the
content analysis, the mothers initially viewed autism as a “tragedy”, but later came to
accept the diagnosis and later interpreted their child's diagnosis as “a new life
experience”. They experienced feelings of anxiety, depression, and burnout as they
struggled to contribute to their children's development. Moreover, while they sought
to improve the quality of their children's education, they were faced with deficiencies
in the education system and the ignorant or careless attitude of some educators. They
also encountered challenges such as perceiving their children as "abnormal,"”
experiencing stigmatization, and facing rejection from their social environment
(Loukisas & Papoudi, 2016).

In a study conducted in Sweden, 37 families were interviewed to understand the ideas
of the parents of children with autism concerning the diagnosis of their children,
alongside any early suspicions the parents may have had. In this study of 66 parents,
the age of the parents were between 25 and 62 years old, with a median of 43. The
results of the data gleaned from the interviews, subsequently analyzed using open
content analysis, indicate that some families stated that they perceived that "something
went wrong" in their children from birth, and some stated that their children were born
with physical disabilities. Some mothers reported that they had early communication
problems with their babies, that their babies did not make eye contact, and did not like
body contact while breastfeeding. Some of them stated that they noticed delays in
speaking, and some of them stated that, especially after the age of 3, the aggressive
behavior of their children increased and that they created problems with their teachers
and friends in kindergarten. They stated that their children had problems interacting
and ensuring social cohesion with other children during games and that this problem
has continued. Ultimately, this study highlighted three important periods during which
families could recognize their children's early behavior: birth, early speech

development, and starting school (Sivberg, 2003).

Another study was conducted by mothers of children between the ages of 5 and 9 with
ASD. Three themes were identified in the research using phenomenological analysis:

"emotional burden, family burden, and social burden.” These themes reveal that
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mothers feel burdened, distressed, and vulnerable when raising a child with autism
(Papadopoulos, 2021).

Additionally, a recent study by Asmare et al. (2023) in Ethiopia was conducted to
understand the experiences of mothers raising children with OSD. While the age of
the 20 mothers participating in the study was between 30 and 57, the children were
between 4 and 17, and the time of the children’s diagnosis varied between 2 and 9
years of age. The themes found in the qualitative study from the interviews with the
mothers are as follows: "grieving and experiencing other emotions arising from the
diagnosis of their child; developing, understanding and defining autism; and
developing coping strategies for accepting the diagnosis and raising their children
."The results of the study highlight that raising a child with autism is a new experience
that lasts throughout the daily life of mothers, deeply changing the roles of parents and

transforming their perspectives on motherhood.

Another study was conducted using a qualitative thematic analysis approach on 19
mothers with children aged 6-12 years with ASD. The mothers were asked semi-
structured questions about their experiences with stress and self-compassion. When
the interviews were analyzed, the following themes were found: “the impact and
causes of stress, benefits of self-compassion, barriers to self-compassion, and aids to
self-compassion.”"The mothers participating in the research described raising children
with ASD as a complex experience, with their stress levels being affected by numerous
factors like the diagnosis of the child, coping difficulties, and feelings of isolation. In
addition, the mothers emphasized the importance of support, internal resources, and
information to display more self-compassion. The mothers emphasized multiple
elements that exacerbated their stress: not being understood by others, their children's

suffering, and having difficulty prioritizing themselves (Bohadana et al., 2020).

In the first qualitative study investigated by Lilley et al. regarding experiences with
autism and attitudes towards autism in Aboriginal and Torres Strait Islander

communities in Australia, researchers interviewed 12 families with 16 autistic children
residing in different parts of the country. In the interviews, which were analyzed
thematically, the participants stated that they were ashamed, stigmatized, and socially
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isolated because of their children's atypical behaviors. They also noted that there are
inclusive attitudes, which include the practice of "looking at each other" as a clear
example of this growing acceptance towards individuals with autism and their unique
characteristics (Lilley et al., 2020).

On the other hand, they also described inclusive attitudes, including “looking after
each other” and a growing acceptance of autistic differences. This positive model of
support for and acceptance of autistic children and their families may well contribute
to good outcomes for autistic children and adults in Aboriginal and Torres Strait
Islander communities. Nevertheless, further research is needed on cross-cultural and

pluralistic understandings of autism, parental perceptions, and familial experiences.

In another qualitative study investigating the experiences of South African mothers
whose children were diagnosed with autism, interviews were conducted with 12
mothers of children 7 to 9 years old. The themes obtained from the interviews include
the mothers' experiences before, during, and after their children’s diagnoses. The study
highlighted that the participants possessed strong cultural and religious beliefs that
played a crucial role throughout the diagnosis process. Some mothers sought help from
traditional healers or religious leaders to cure their children of the disorder. Some
stated that after receiving the diagnosis, they felt relief because what their child went
through was described. Moreover, they felt emotionally exhausted when they realized
it was a lifelong diagnosis. Although they continue to pray for miracles, they have
become stronger over time as their feelings of anxiety and guilt have subsided, which
is due to their deeper perspective on autism (Manono & Clasquin-Johnson, 2023). In
addition, looking at the qualitative studies on autism conducted in Turkey, it can be
seen that there have been limited studies including parental experiences in the

diagnosis process, in contrast to the international literature (Akkus et al., 2020).

The research on the experiences of parents of children with autism during the period
in which their children were diagnosed with autism was conducted with 50 parents
who were the primary caregivers of children with autism aged between 2 and 12 years.
The data obtained as a result of the interview were analyzed by the descriptive analysis

method with four underlying themes ultimately identified: "the time difference
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between the time when parents first noticed the differences in their children's
development and the diagnosis, the limitations of the evaluation made by the experts
in the diagnosis process, the lack of support services to be provided in line with the
needs of the parents, the problem of not ensuring integrity in the special education
services offered to children” (Selimoglu et al., 2013). The study revealed a delay in
the diagnosis time of the children, which is attributed to both families and the
diagnostic service and specialists. It takes more than a year from the initial symptom
recognition to seeing a specialist. Although parents noticed developmental differences
in their children at an early age, they reported that their children were typically
diagnosed with autism during kindergarten or as their symptoms gradually became

more pronou nced.

Another study was conducted in which semi-structured interviews were conducted
with 19 mothers of children with autism in the preschool period, and the data were
analyzed using the thematic analysis method. The negative effects of the diagnosis of
ASD on the participants' interpersonal relationships, social interactions, and
professional lives were determined in the study. Additionally, the study identified the
challenges experienced by both the child with ASD and their parents in their daily
lives, school settings, and healthcare context. In this study, similar to the international
literature, it was determined that the mothers experienced feelings such as sadness,
rejection, fear, helplessness, and acceptance after their children’s diagnosis of ASD.
Another result of the study, again in line with the literature, was that most of the
participants stated that their social life was significantly restricted due to the diagnosis.
While many participants in the study stated that they had difficulty accepting the
diagnosis, some participants stated that the diagnosis was not accepted by their spouses
and family elders (Akkus et al., 2020).

In a similar qualitative study conducted by Bilgin and Kiiciik in 2010, 43 mothers
(aged between 23 and 60) of a child with autism (aged between 4 and 17) stated that
they experienced stress about their children's behaviors resulting from autism

symptoms, their children's care burden, their roles, and future prospects.

In addition, there are theses conducted with families with autistic children in Turkey.

The thesis "An Interpretative Phenomenological Analysis of First Time Mothers'
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Experiences on Raising Twins with One Child Diagnosed with Autism and the Other
One Typically Developing™ was conducted by Bilge in 2020. The study aimed to
investigate the experiences of mothers who had twins in their first parenting
experience, where one child was diagnosed with ASD and the other developed
typically. It used qualitative research methods, conducting face-to-face interviews
with six mothers. The findings revealed five main themes in the mothers' experiences:
“Unknown Journey: Autism; Adapting into Unknown; Torn Apart in Two Halves; The
Other Half: Healthy Child; Twins’ Bonding ."When mothers learn their child has
autism, it is a stressful situation to adapt. The study found that the mothers developed
their own ways of coping with the difficult situation. Over time, the mothers accepted
their child's autism, especially those with older twins, but they still mourned the loss

of a more independent life.

The thesis "Discourses of Parents with Children with Autism,” conducted by Demirbas
in 2021, investigated how parents of children with autism explained autism and

identified six different interpretative repertoires they use in their explanations. These

" < " <c

repertoires include viewing “autism as diversity," “a medical problem," “a handicap
or inability," “a religious testing," “marginalization," and “a self-improvement
opportunity.” The parents' explanations are influenced by both societal discourses
about autism and their own personal experiences. Despite the challenges of raising
autistic children, the parents find support and strength in religious and self-

improvement narratives (Demirbas, 2021).

In the thesis titled "Subjective Experiences of Women Who Have Children with
Autism," interviews were conducted with five mothers of children over seven years
old, with the IPA methodology being used. In this study, a broad framework was
presented, such as the negative emotions of mothers during pregnancy, pre-diagnosis,
and post-diagnosis. The findings of this thesis are discussed from a Lacanian
psychoanalytic perspective. The findings of participants’ experiences are
multidimensional. The participants experienced intense feelings of guilt, anxiety, and
anger, often adopting a self-sacrificial attitude due to a sense of inadequacy. To cope
with these emotions, they employed defense mechanisms like control and projection.
From a Lacanian perspective, it is significant that the mother highlights the
insufficiency of the father's function. It is also evident that participants may benefit
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from appropriate interventions to enhance their ability to cope with these experiences
(Kalag, 2020).

1.10. Purpose of the Study and Research Question

The aim of this study is to investigate the experiences of mothers with autistic children
during the diagnosis process of their children. The study focuses on exploring the
mother-child relationship in the context of the diagnosis process based on the
experiences of mothers. A qualitative research method was employed to gain a deep
understanding of these experiences. The study was conducted using the IPA
methodology.

30



CHAPTER 2

METHOD

2.1. Qualitative Research

Research employs two primary approaches to gather and analyze data: qualitative and
quantitative. While quantitative research was traditionally more common, qualitative
research has become increasingly popular in recent years. Quantitative research relies
on objective and replicable methods, focusing on numerical data for analysis (Pathak
etal., 2013). Qualitative research, on the other hand, generates non-numerical data and
seeks to understand individuals® attitudes, behaviors, beliefs, experiences, and
interactions. Moreover, qualitative methods are widely utilized to gain a deep
understanding of participants’ experiences (Pathak et al., 2013). It focuses on the

meanings people attribute to these experiences (Yildirim, 1999).

Qualitative research methods enable the collection of in-depth information from
individuals with specific experiences on a particular subject (Denny & Weckesser,
2022). In qualitative research, methods such as non-standardized in-depth interviews,
observation, document analysis, and discourse analysis are utilized. Furthermore, data
is gathered through participants’ verbal expressions and behaviors (Taylor et al.,
2016). The most commonly employed qualitative method is interviewing, which is a
powerful technique for exploring individuals’ perspectives, experiences, differences,
and perceptions (Yildirim, 1999). Interviews aim to access unobservable information
about the research subject, including individuals’ inner world experiences, attitudes,

perceptions, and reactions (Karatas, 2015).
2.2. Interpretative Phenomenological Analysis

Interpretive phenomenological analysis (IPA) is a contemporary qualitative
methodology (Miller et al., 2018). Although it has been in use since the mid-20th

century, IPA is rooted in older philosophical currents of phenomenology and
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hermeneutics (Eatough & Smith, 2017). In the field of psychology this approach has
found applications in various fields of psychology, starting with health psychology.
Later, it expanded into cognitive psychology, social psychology, and clinical

psychology (Ar-Karci, 2022).

The primary goal of IPA is to gain an in-depth understanding of a phenomenon and
experiences. It seeks to explore the subjective meanings of a fact or event (Pietkiewicz
& Smith, 2014). Moreover, it involves collecting information about participants’
emotions, motivations and desires through their verbal expressions and behaviors
(Eatough & Smith, 2017). It examines how participants uniquely express an
experience in their idiosyncratic terms. Furthermore, it focuses on how participants
make sense of this experience (Smith & Osborn, 2003). Unlike seeking objective
knowledge or generalizable findings, IPA adopts an idiographic approach, focusing
extensively on an individual’s subjective lived experience of a particular issue (Love
et al., 2020). In addition, IPA seeks to understand psychosocial and cultural contexts.
It asserts that social factors play an important role in shaping an individual’s
perspective. These factors influence how each individual interprets their personal

experiences (Larkin et al., 2006)

IPA requires the hermeneutic process to understand experiences. First of all,
participants must interpret their experience, seeking to make sense of it or them. The
researcher also engages in this interpretational process, seeking to “make sense” of the
participant’s experience by understanding and “giving voice” to their concerns,
conceptualizing them from a psychological point of view (Larkin et al., 2006). That
means IPA involves a double-hermeneutic process that includes both participants’ and
researcher’s efforts to make sense of their experiences (Smith, 2011). In this
interpretational process, the researcher adopts a central position (Larkin & Thompson,
2012) and plays an active role (Smith & Osborn, 2003), including actively listening
and interpreting during the investigation rather than simply being an observer
(Engward & Goldspink, 2020).

In addition, IPA follows an inductive research approach, starting research with the
examination of specific examples. Then, it utilizes them to develop more generalized

theories. IPA does not depend on any prior hypothesis, as it is a unique approach that
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is not based on any theory, with its goal being to comprehend "lived experiences"

rather than to verify or reject any hypothesis (Smith, 2004).

Regarding these features of IPA, it can be particularly useful for investigating topics
characterized by dynamic, context-dependent, and subjective nature. Thus, this
approach is well-suited for exploring themes related to identity, self, and the process
of making sense of one’s experiences (Smith & Osborn, 2007). In this study, the
experiences of mothers of children with autism in the diagnosis process of their
children were examined. The aim was to explore the subjective experiences of mothers
with autistic children and gather rich and detailed data. The goal was to gain insight
into a specific experience within this particular group. Taking into account the aspects
of IPA mentioned above, the IPA methodology was considered appropriate for this

study.
2.3. Participants and Sampling Method

IPA aims to grasp the unique experiences of individuals who share similar life events
by working with a homogeneous group with as similar characteristics as possible
(Pietkiewicz & Smith, 2014; Smith, 2007). IPA uses a purposive sampling method
based on the research question (Denny & Weckesser, 2022; Smith et al., 2009). The
current study was conducted with mothers of children diagnosed with Autism
Spectrum Disorder. In the study, the purposive sampling method was used to
understand the experiences of mothers who, as primary caregivers, interact more with
their children during the diagnosis process. Three inclusion criteria were used in the
research. These were having a firstborn child with autism, having a male child, and the
child age between 3 and 6.5. First, it focused on mothers with their firstborn child
diagnosed with autism, aiming to understand what it is like to encounter a diagnosis
of autism in one’s first motherhood experience. Second, the study exclusively involved
mothers with autistic male children, primarily to eliminate the influence of gender
variations on mother-child bonding. The other reason for choosing boys is that they
are diagnosed with autism more frequently than women (Milner et al., 2019). Lastly,
participants had children aged between 3 and 6.5, offering a glimpse into the
experiences of mothers during the diagnostic period and insights into mother-child

interactions during the preschool years.
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The idiographic nature of IPA often requires the use of a small sample (Miller, 2018).
Since IPA focuses on gaining deep insights into specific phenomena within specific
contexts, researchers typically use small sample sizes. This approach allows them to
thoroughly investigate and understand the unique details and nuances of each case they
study (Smith et al.,, 2009). In a similar vein, Pietkiewicz and Smith (2014)
recommended using small sample sizes that are fairly homogeneous, typically 5 to 10
individuals. Descriptive information about the participants is given below. Also, in
order to protect anonymity, participants’ names were changed, and pseudonyms were

used.

Tablel. Information About the Participants

Participant Number Nickname Child’s Nickname Child’s age of  Child’s current

diagnosis age
Pt1 Elif Ali 2 6
Pt2 Aynur Berk 35 5
Pt3 Gl Can 2 2.5
Pt4 Mehtap Anil 2.5 5
Pt5 Nuran Alper 2.5 6.5

2.4. Procedure

Ethics Committee Approval was obtained from the Human Subject Ethics Committee
of Middle East Technical University. The IPA guidelines (Pietkiewicz & Smith, 2014)
were followed during the research process, which included that the study was
announced to the participants and participation in the research was voluntary. The call
for participation in the research was made through social media and special education
centers. A signed informed consent form was obtained from the participants. They
were informed that they could withdraw from the study at any time whenever they felt
uncomfortable and did not want to continue. Then, two pilot interviews were

conducted. Based on the insights gained from those interviews, the original interview
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questions were revised, and they were used in the study. The mothers of autistic
children were asked questions about their experiences before, during, and after their
child’s diagnosis. The participants were encouraged to speak freely and to describe
their experiences in detail, with the researcher attempting to ensure that the participants
could express themselves comfortably with a dynamic and conversational approach
that allowed the emerging themes and important issues to be discovered (Smith &
Osborn, 2003). The interviews were recorded, with two of the interviews taking place
online and the other three interviews being held in special education centers. The
interviews lasted between 48 and 86 minutes. To ensure confidentiality, the
participants were assigned nicknames, and any personal details that could identify
them or reveal their identities were changed. Five interviews were conducted, and after
analyzing the data, we reached a point where no new themes or information were
coming up, indicating that we had gathered enough data for the research. In other
words, interviews were concluded when data saturation was reached (Smith and
Osborn, 2003).

2.5. Data Analysis

The interviews were recorded using audio equipment, and each one was transcribed
verbatim. Participants were given pseudonyms (Smith, 2011). The analysis of the first
interview contributed significantly to shaping some of the questions for the subsequent
interviews based on emerging experiences (Smith & Osborn, 2004). In this regard,
notes were taken on how the participants expressed their experiences, the points they
struggled with, and any points that needed to be emphasized more before moving on
to the second interview. Following the idiographic approach of the IPA, the
transcriptions were carried out immediately after each interview. The first interview
was conducted, transcribed, and subsequently reviewed multiple times. Then, the
interview was coded. This process was repeated for the second interview, and
afterward, the coding of both the first and second interviews was compared.
Subsequent interviews were conducted in the same manner (Smith et al., 2009; Smith,
2004). Finally, the interviews were completed, and super-ordinate themes were
identified by cross-case comparison of the themes present in the interviews (Smith,
2007). A table of possible themes related to the research question was subsequently
created, with connections established between themes and super-ordinate themes
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determined. After all the themes had been created, the research team, including the
thesis advisor and co-advisor, alongside the researcher’s peers, reviewed the themes,

and necessary revisions were made.

The resulting themes of the analysis are as follows: when there is no communication,
challenges in mother-child communication in the pre-diagnostic period, delays in the
process of diagnosis, what happened during the diagnosis process, and acceptance

after diagnosis.

2.6. Trustworthiness of the Study

Quialitative research recognizes that both the data collection and analytical processes
involved are influenced by subjectivity, while quantitative research aims for
objectivity. However, it is essential not to equate quantitative research solely with
objectivity and qualitative research with subjectivity. Regardless of the research
nature, both qualitative and quantitative studies can be influenced by researcher bias
(Morrow, 2005). That means researchers must acknowledge the significance of
subjectivity and bias. In this regard, qualitative researchers not only recognize the
existence and benefits of subjectivity but also make efforts to explore and address
biases through reflexivity (Williams & Morrow, 2009). Reflexivity, which refers to
the researcher’s active participation in the research process, is one characteristic of
qualitative methods that are influenced by the researcher’s personal story and interest
in the subject matter (Harper & Thompson, 2012). According to Rennie (2004),
reflexivity is described as a state of self-awareness in which the researcher engages in
continuous introspection, a process that allows the researchers to discern and
distinguish, as clearly as possible, the researcher’s contributions from other factors
within the research context. Furthermore, throughout the research process, reflexive
thinking plays a crucial role in identifying potential biases and minimizing their
influence through bracketing, not only during the data collection and analysis but also
before initiating the study. Bracketing is a method used in phenomenological research
to increase trustworthiness (Chan et al., 2013), and it was devised to identify the
process of recognizing biases and to intentionally set them aside to prevent undue
influence on the research (Morrow, 2005). To better explain, the purpose of bracketing

is to acknowledge and make transparent the researcher’s role in understanding the
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nature of the phenomenon under investigation rather than attempting complete
objectivity (Gearing, 2004). Moreover, bracketing refers to the researcher’s practice
of acknowledging and consciously considering their theoretical orientation, personal
experience, feelings, and cultural background related to that particular phenomenon.
In addition, there are six different types of bracketing: ideal (philosophic) bracketing,
descriptive (eidetic) bracketing, reflexive (cultural), pragmatic bracketing, analytical
bracketing, bracketing, and existential bracketing. In this study, existential bracketing,

which takes its origins from epistemological philosophy, has been used.

There are various reasons why | was interested in autism in my thesis. Since my
undergraduate education, | have taken courses on children with special needs and took
part in projects involving them. Then, | worked at the Special Education Center. | have
always had an interest in working with children with special needs. | worked with
children who perceived the world "differently” for "some reason™ and had different
needs. Because these groups are at a disadvantage and the people around them do not

understand them, | have a desire to explain their world better.

I had ambivalent feelings about autism. It was a disabled group that | was both curious
about and avoided. While working at a special education center, there was one student
with autism. Although the administrators at the institution told me that it was related
to my thesis and that | could take it in their class, | did not take a course together. |
would practice communicating with him during breaks. | was curious about and
wanted to research the fact that autistic children do not react when they are called and
do not show interest in others. | wanted to connect with them, but, at the same time,
the fear of not being able to do so troubled me. Although | was interested in mother-
child communication in autism, | had difficulty framing my research question. While
my thesis was continuing, | started working in a rehabilitation center. This institution
includes individuals of different ages and disability groups. In the beginning, | was
interviewing disabled children from all groups. | was interviewing just one autistic
child. It was difficult to communicate in the beginning. Actually, | was having a hard
time connecting. The child was communicating and bonding in his own way. | realized
that the part that | had difficulty with was establishing this connection. Later, | was

assigned to one of the groups with the highest number of children with autism in this
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organization. After | started working in this group, | accelerated my work on my thesis.
After getting to know both autism and each child as unique, my "bonding™ with them
became stronger. In my thesis, | wanted to investigate mother-child attachment. 1
wanted to understand the child through the gaze of the mother-child relationship,
where the child’s attachment is first structured, but mostly from the mother’s
perspective. | wanted to see the point where I was having difficulty from a mother’s
perspective. Therefore, I tried to understand this unique world of children with autism
from a similar position to their mothers. The points where the mothers shared their
intense emotional experiences during the interviews were challenging for me. It was

sometimes difficult to listen to the mothers crying and blaming themselves.

Throughout my thesis journey, | actively engaged with a research team, sharing my
thoughts and emotions. Forming this research team and receiving their feedback
proved to be another effective strategy for reflexivity. The team included advisors, co-
advisors, and peers who provided crucial insights into my responses to the research
process (Morrow, 2005). We discussed alternative approaches. This was beneficial for
both of us by identifying and addressing potential flaws (Shenton, 2004). After the
interviews were conducted, transcripts were extracted, and feedback was received
from the advisors on the notes taken. Feedback was received from the research team
during the creation of super-ordinate themes. During the research process, we
discussed sub-ordinate themes and possible biases that might arise as researchers in
our peer group. Using qualitative methods, our peer group of clinical psychology
program graduate students held regular weekly meetings where we shared our thesis
process, discussed possible biases, exchanged theoretical knowledge, and shared our
experiences throughout this journey. The feedback provided during these meetings
significantly improved our understanding and allowed us to gain valuable new

perspectives.
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CHAPTER 3

RESULTS

The current study involved four super-ordinate themes based on Interpretative
Phenomenological Analysis. The themes were; when there is no communication:
challenges in mother-child communication in the pre-diagnostic period, delays in the
process of diagnosis, what happened during the diagnosis process, and acceptance
after diagnosis (See Table 1).

Table 2. Emerging Themes of the Current Study

1. When there is no communication: Challenges in mother-child communication
in the pre-diagnostic period
1.1. The Mother’s difficulty in understanding the child’s behaviors
1.2. Feeling helpless as a parent to handle and calm the child

2. Delays in the process of diagnosis
2.1. Ignoring the signs: Trying to find an explanation for the symptoms
(rather than autism)
2.2. Lack of prior knowledge about autism
2.3. Symptoms overlooked by experts

3. What happened during the diagnosis process
3.1. The child's autism diagnosis as a traumatic experience
3.2. Getting support from psychiatry: “This is how I accepted it, I couldn't
accept it”
3.3. Withdrawal from the social environment after diagnosis
3.4. Feeling disturbed by the other's gaze
3.5. Resistance to accept the diagnosis: Denial

4. Acceptance after diagnosis
4.1. Finding relief in acceptance of the diagnosis
4.2. Focusing on the education and development of the child after acceptance

3.1. When there is no communication: Challenges in mother-child

communication in the pre-diagnostic period

The first super-ordinate theme defined the difficulties experienced in mother-child
communication during the pre-diagnosis period. The participants stated that they did
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not understand what their children wanted to tell. They explained that their children
have some difficulties expressing themselves, communicating, and they have
difficulty in understanding their children's behavior. Moreover, they described that
they have difficulty managing their children’s behavior because of autism symptoms.
This theme showed that there was a communication problem between mother and
child. It consisted of the sub-themes of the mother’s difficulty in understanding the
child’s behaviors and feeling helpless as a parent to handle and calm the child.

3.1.1. The mother’s difficulty in understanding the child’s behaviors

In this sub-ordinate theme, participants stated that they could not understand their
children's behavior. They were upset when they cannot understand what their children

are going through.

Elif stated that when her child was about six months old, her child's body became
purple, therefore they often went to the doctor. She did not notice when he wanted
something, and that the bruising may be the result of this. She thought her child is
trying to explain something, but she did not understand what this behavior was related
to.

The becoming purple of my child was not connected to anything... It happened
when he cried violently when he was little. And then when he grew up, he was
doing something, | did not know, he was becoming purple there. For instance,
when | brought him in from the outside, he wanted something, | did not notice,
he was becoming purple when he cried... When he cried violently, he was
becoming purple, he was getting breathless. | was worried that there was
something wrong with his head because he could not breathe and was
becoming purple. Then when we took him to the hospital, the doctor said that
according to the results of MR, there is nothing wrong with this child's brain.
His brain seems to be clean and there are no problems. | also do not
understand why it happened. This situation continued until the age of two and
passed after the age of two.

Morarmayr hi¢bir seye baglamadilar...Siddetli aglayinca 6yle oluyordu
kiigtikken. Sonra da biiyiidiigiinde bir sey yapiyordu, ben bilmiyordum orada
morartyordu. Mesela digsardan iceri getirdigimde bir sey istiyordu, ben fark
etmiyordum, ona aglayinca morariyordu...Aglayinca da siddetli aglayinca da
morartyodu, nefessiz kaltyordu...Ben diyodum hani sey kafasinda mi bir sorun
var, hani nefes alamiyordu, mosmor oluyordu. Sonra gétiiriince bunun dedi
beyninde bir sorun yok mr’ini ¢ektik dedi. Beyni temiz duruyor, herhangi bir
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sorun yok. Artik ben de anlamadim niye oldu. Iki yasina kadar devam etti, iki
yastan sonra gecgti.

Elif also mentioned that when the becoming purple and crying ended, laughing attacks
began in her child. She did not know what this behavior meant. She added that she

thought her child may be going crazy and as a result, she felt upset.

Participant (P): Then he stopped crying and then the becoming purple as well.
He was crying, crying, crying all the time. Until last year. He stopped crying
after last year... He is laughing now, laughing without no reason. He is just
laughing. Those crises have started. After those becoming purple crises,
laughing crises now...

Researcher (R): He has changed from crying to laughing now, how do you
think why this is?

Participant(P): | do not know. But I feel so sad, | mean, | am so sad that he is
just laughing... | feel so sad that when he laughs, | wonder if something
happens, he is going crazy, | feel so sad, | am worried so much like this.

Katilimer (K): Sonra aglamalar: birakti, o seyi, morarmayt da. Siirekli
aglyordu, aghyordu, agliyordu. Ta gecen seneye kadar. O gecen seneden
sonra aglamayt birakmug...Su an giiltiyor, anlamsiz anlamsiz giiliiyor. Sebepsiz
sebepsiz giiliiyor su an. O krizlerimiz baglamis. O morarma krizlerinden sonra
aglama krizleri, aglama krizlerinden simdi giilme krizlerine gectik...
Arastirmact (A): aglamasindan artik giilmeye ge¢mis bu sizce nasil niye ondan
ona gecti

Katilimei(K): Bilmiyorum ki ben, onu bilmiyorum. Ama ¢ok tiziiliiyorum, yani
anlamsiz anlamsiz giildiigiine bos yere...Cok tiziiliiyorum o giiliince bos
bos...Diyorum acaba sey mi oluyor, kafayr mi yiyor, deli mi oluyor. Cok
tiziiliiyorum boyle kafay: yiyorum

On the other hand, Aynur described that her child could not express himself, he was
trying to explain himself with signs. Despite this, she did not understand her child and

was angry with herself as a result.

He is a bit spoilt. He is a little spoilt, but he deserves it too, so he cannot talk,
he cannot express himself, or | think it is normal for him... Sometimes | do not
understand, and when | do not understand him, | get angry at myself, how |
cannot understand... | say I am a mom, how | cannot understand, I have to
understand. I am trying to understand him, | am trying, he is trying to explain
this or that with movements. By developing sign language, I'm trying to do
whatever he wants by trial and error now...

Biraz simarik bir tip. Biraz simartyor ama o da hak ediyor yani
konusamuyorsun iste kendini ifade edemiyor veya hir¢in olmasi da normal diye
diistintiyorum...Bazen anlamiyorum anlamayinca da kendime kizryorum nasil
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anlamazsin...Diyorum ben anneyim nasil anlamam anlamak zorundayim. Onu
anlamaya ¢alisiyorum, deniyorum ama su mu, bu mu, o da hareketlerle
anlatmaya calisiyor. Isaret dili gelistir biraz, deneme yanilma ile artik ne
istiyorsa onu yapmaya ¢alisiyorum...

Aynur also related the understanding of the behavior of her child to her motherhood.
She said that a mother has to understand her child and that the mother-child

relationship requires it. She got upset when she did not understand her child.

I mean, | think a mother should be able to understand what her child is feeling
even from a single glance. You have to understand, because you have raised
him, so I think you should know what he gets upset about, what he reacts to,
what he does. Of course, sometimes you may not know. Then | am sad | ask
myself how you do not know, you need to try harder... The source is society, |
guess. If you are a mother, every mother, and child always have a different
relationship. We used to think that if you are a mother, you know the truth of
everything when we were children.

Yani bence anne ¢ocugunun bir bakisindan bile neyi oldugunu anlamalr diye
diistintiyorum. Anlamak zorundasin yani ¢iinkii sen biiyiitmiissiin yani neye
tiztiliir ne olur neye ne tepki verir bence bilmen lazim. Tabii insan bazen
bilemeyebiliyorsun. O zaman da iiziiliiyorum diyorum nasil bilmiyorsun daha
¢ok ¢abalaman lazim, o zaman daha ¢ok ugrasman lazim... Toplumun verdigi
bir sey herhalde. Her anneyle ¢ocugun hep farkl bir iligkisi olur yani neyse
vani hani her seyin dogrusunu bilir falan derdik kiiciikken...

Giil explained that she did not understand the behavior of her child. Therefore, she was

sad and burned out.

R: What did you think and how did you feel during the diagnosis process as a
mother?

P: A mother's heart cannot carry this burden. There are some difficulties. | feel

upset. I look at my child, sometimes I do not understand anything, I feel sad, |

feel worried.

A: Siz bir anne olarak tam siirecinde neler diistinmiistiiniiz, neler
hissetmistiniz?

K: Anne yiiregi hi¢bir seye dayanmaz. Cok sikinti. Yani insan kafasina takiyor,
tiziiliiyor. Cocuguna bakarak bazen bir sey anlamiyor, yipraniyor, iiziiliiyor.

Nuran, like the other participants, stated that her child could not express himself during
the period before the diagnosis. She did not understand why her child cries. She

mentioned that different emotions arose when there was no healthy communication
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between mother and child, and this was a sad situation. Moreover, this situation was

bad because she could not understand the reactions of the child.

Before, | definitely did not understand what he was crying about, where he was
hurting, whether he was hungry. He was just taking my hand when he wanted
to ask something... Of course, | was very upset, because he was crying without
no reason. For example, when he looks very happy, he started crying as if
something had come to his mind. Well, of course, you do not know whether he
has pain, it is too bad not to understand him... But of course, it was difficult,
especially when he got sick, he just has a fever, he cries, but you know, there
is also pain. It is very sad. Since you do not know what hurts him. Whether he
had a sore throat or if there is an infection in his blood, you could not
understand and help him due to lack of communication. ooth hurts, you know,
he holds his mouth but which tooth is or how will I take this child to the dentist
and how will I stop him? Of course, these are very difficult. When there is no
actual interaction, I think a person feels more, and then, of course, it becomes
very exhausting for the mother. It was a very exhausting period for me... Not
being able to understand Ahmet makes me feel only sadness and grief...

Onceden neye agladigim, neresinin agridigini, acitkti mi  Kesinlikle
anlamiyordum.  Sadece elimi  hani  gotiiriiyordu  bir sey almak
istediginde...Tabii ¢ok iiziiliiyordum tabii c¢iinkii agliyyordu bir de durup
duruken. Mesela bir anda ¢ok mutluyken duruyordu ve bir anda sanki aklina
bir sey gelmis gibi aglamaya baslyordu. E tabii o zaman bir yeri mi acidi, bir
yeri mi agriyor, hani onu anlayamamak ¢ok kotii...Ama tabii zordu ozellikle
hastalandiginda hani sadece atesi var, agliyor ama biliyorsun ki bir yerde bir
agri da var. Bogazindan mi ateslendi, kaninda mi enfeksiyon var ateglendi,
bunu bilememek yani onun neyi acidigini bilememek ¢ok tiziicii oluyor. Hani
disi agridiginda bilememek, hani agzini tutuyor ama hangi dis nasil ya da ben
bu ¢cocugu nasil dis¢iye gotiirecegim nasil durduracagim yani onlar tabii ki de
cok zor oluyor. Iletigimin olmadigi yerde o kopukluk olunca daha ¢ok duygular
devreye giriyor bu sefer de tabii ki anne icin ¢ok yipratict oluyor yani benim
i¢in ¢ok ypratict bir donemdi... Alper’i anlayamamak bana sadece hiiziin ve
keder hissettiriyor...

3.1.2. Feeling helpless as a parent to handle and calm the child

In this sub-ordinate theme, the participants discussed that they had difficulty calming
their children. Their children's behavior was different from other children's and it was

difficult for mothers to manage them.

Elif explains that the care of her child is not like normal children. She says that he was

born prematurely. At first, there were health problems in his care, and then there were
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extreme behaviors such as crying tantrums. Elif states that she often goes to the

emergency room because she cannot calm her child's crying.

...His care and everything were very, very different, he was not like other
normal babies... It was very difficult for me... He was a child who cried
constantly. Constantly, constantly. He would cry and cry. We just spent those
periods crying... Sometimes we went to the emergency room three times a day.
The doctors were angry due to my visits again and again. | did not understand
what happened to him. Only Ali's cries, crises, bursts of anger-...

... Yani bakimi falan ¢ok ¢ok farkliydi normal bebekler gibi degildi... Benim i¢in
¢ok zor gecti... Stirekli aglayan bir ¢ocuktu. Siirekli, siirekli. Aglardi, aglardi.
Sadece aglamakla gecirdik o donemleri... Bazen giinde ii¢ defa acile gittigim
oluyordu. Artik doktorlar kizryordu gelme diye. Neyin oldugunu bilmiyordum.
Sadece Ali’'nin aglamalar, krizleri, ofke patlamalari...

Aynur mentioned that when she goes out with her child, her child is afraid of other
children. She and her husband had difficulty sliding their children in the park. They
were embarrassed when they were in another place. Once, she and her husband could

not calm their children down and they were crying too.

...He would not go to the park. What | remember, he was afraid of the other
kids when I called let’s go to the park. He was extremely scared. We could not
have put him on a slide or anything. At first, my mom would make him sit down,
and | would hold it. When he saw a child on the slide stairs, he would turn
back, he was extremely afraid of other children. He could never get close to
the children. These are the things | remember, every time | went somewhere |
was embarrassed, | remember it very well... It was always an anxiety, a fear.
We used to cry. We could not even shut up him in one of them with my husband.
We both sat down and cried. The child is crying, we are crying too. It was a
lot, I mean, it was bad...

...Parka gitmezdi. Hatirladiklarim, yani park dedigim diger g¢ocuklardan
korkuyordu. Asirt korkardr. Kaydiraga falan biz bindiremezdik. Ben basta 1
annem oturturdu, ben de ucundan tutardim, o gsekilde kayardi. Kaydirak
merdivenlerinde ¢ocuk goriince geri donerdi, ¢ocuklardan asirt korkuyordu.
Hig¢ yaklasamazdi ¢ocuklara. Sonra hatirladiklarim bunlar, ne zaman bir yere
gitsem rezil oldum, onu ¢ok iyi hatirliyorum...Hep bir kaygi, korku. Aglardik.
Birinde hatta susturamadik esimle. Oturup biz ikimiz agladik. Cocuk agliyor,
biz de agliyoruz. Cok seydi, yani kotiiydii...

Aynur further explained that children usually calm down when they are held, but she
could not calm her child. When she held her child, he became more aggressive and

cried more.
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... Everyone said what kind of kid id this. A child calms down when you hold
him. On the contrary, he was nervous when | held mine. He says do not touch
me, do not interfere. He wanted to put the swing, but I could never calm him
down on my lap... | could never calm Berk down on my lap. He always got
angry, cried more...

...Herkes diyordu bu nasil ¢cocuk. Cocuk dedigin kucaga alinca sakinlesir ya
benimki kucaga alinca geriliyordu. Diyor bana dokunmayin, hani karigsmayin.
Bana diyordu  salincagimi  koyun sallayin, hani kucagimda hig
sakinlestiremezdim... Ben hi¢ Berk’i kucagima alip sakinlestiremedim. Hep
daha sinirlendi, daha ¢ok aglad...

Mehtap defined that in the period immediately after the diagnosis, her child did not
stay calm and he screamed when they went out. She described that she had difficulty
getting her child out of the house and there were periods when her child was

aggressive.

... At that time, for example, we were going to school with a shuttle service, and
he did not like when we went out. He was not stopping, he was shouting. He did
not want, | was forcing him out of the house... Of course, there were times when
our child was aggressive. We have ended those days; shouts, calls. We understood
this because he could not say his wishes. He was screaming because he could not
speak, he could not express his emotions, and he is going to scream. He was
shouting outside...

...0 donemler mesela servisle okula gidiyorduk, durmuyordu disari ¢iktigimizda.
Durmuyordu, bagiriyordu. Istemiyordu, zorla cikartiyorudum evden... Bizim
cocugumuzda da tabii agresif oldugu zamanlar vardi o giinleri gectik bagirmalar
cagirmalar istekleri konusamadigr i¢in biz bunu anladik zaten ¢ocuk
konusamadigt i¢in kendini ifade edemedigi i¢in bagiryor, bagiracak. Disarda
bagiriyordu...

3.2. Delays in the process of diagnosis

The second super-ordinate theme was the factors that delay the diagnosis of the
participants' children. Although the participants noticed some differences in their
children's behavior, they did not call it “autism”. They expressed that they could not
associate the difference in their children with autism. This theme consisted of the sub-
ordinate themes of, “Ignoring the signs: trying to find an explanation for the symptoms
(rather than autism)”, “lack of prior knowledge about autism” and ‘“‘symptoms
overlooked by experts ”.
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3.2.1. Ignoring the signs: Trying to find an explanation for the symptoms (rather

than autism)

Participants described that they noticed that their children were not developing
normally and that there were some differences in their behavior, but they could not
associate this with autism. They attributed these behaviors to conditions such as

temperament and health problems.

Elif noticed that her child did not make eye contact, and did not react to his name. She
attributed these conditions to his premature birth, connecting them to his late

development, rather than associating them with his "autism."

P: ... My uncle's daughter was a special education teacher. She came to visit
us firom Istanbul. She realized that Ali had autism. I was noticing something
about him, but I thought he was born prematurely, so it was the reason.

R: What have you been noticing?

P: The fact that he did not do what I said, did not give me anything, he was not
ever making eye contact with me. And when | called his name, he did not look,
he kept calm like that, he always played with things for hours. Actually I
realized the situation but I was not sure. In addition, | was pregnant for the
other child. I do not know, he has autism... | was saying, he was premature,
maybe that's why he will develop late or not. Everything was far behind, so |
thought, maybe he will continue his development late... There is a little bit of
strangeness in his family, his father, his mother, | said, I wonder if he was
similar to them. I wish I had not thought in this way. | would have noticed the
symptoms of autism earlier. | said maybe he was similar to his father's family,
he is strange like them.

K: ...Amcamin kizi 6zel egitimciydi. Istanbul dan bize misafirlige gelmisti. O
Ali’nin otizmli oldugunu fark etti. Ben onda bir seyler fark ediyordum ama
diyordum belki prematiir dogdu, erken dogdugu icin bu sekildedir.

A: Neler fark ediyordunuz siz?

K: Benim dediklerimi yapmamasi, elime bir sey vermemesi, benimle hi¢ goéz
temast kurmuyordu. Bir de ismine ¢agirdigimda da bakmiyordu béyle sakin
dururdu hep bir seylerle saatlerce oynardi. Orda biraz sey yaptim aslinda fark
ettim de o kii¢iik oglanin hamilelik donemi o seye denk geldi. Ne bileyim ondan
iste sonra otizmli...Iste ben diyordum ki prematiirdiir ancak ondan midir ge¢
mi gelisecek. Hani her seyi baya bir gerideydi o zaman ben de diyordum geg
mi sey olacak...Biraz ailesinde de salakiik var babasinda annesinde ben dedim
acaba onlara mi ¢ekti diye keske dyle diisiinmeseydim. Otizm belirtileri daha
once fark ederdim. Ben dedim belki baba tarafina ¢cekmigstir onlar gibi salaktir.
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Aynur expressed that her child did not understand the existence of other children. She
considered that the possible reason for this behavior might be his jealousy toward other
children. Her child focused on an object and spent hours. For this reason, she thought
that he was an introverted child. She believed her child may be timid like her she

noticed his behaviors, but she did not want to accept this situation.

So, now when | look back, | actually understand that there were problems.
When you are in the midst of it, everything seems normal... | also took him to
a child psychiatrist when he was two and a half years old. Because, for
example, he was watching TV so much, he was not talking, he did not have any
communication. I remember my husband’s sister had a son, he was a little
baby. Berk was nearly two years old. He was stepping on him and crushing
him as if the child did not exist there, ignoring him, not seeing him. I mean, we
wondered if he was jealous of him. Maybe that's why he was doing this. The
other child’s presence was absent from his mind. He had been playing absurdly
for hours with ropes there or on the edge of the seat. | was asking what are you
doing, son. It was a rope on the edge of the seat, what are you investigating,
what are you examining...\We thought that he has routines, so this child is
different. I thought that we did not take this child out, so this was normal... |
thought that there are probably introverted temperaments or his temperament
is like that. He was afraid of different people | was not a very sociable person
either, I was a very timid person, | was that way when | was little. | thought he
was similar to me, so | am shy, I am on my own, you always find something,
we did not want to accept at first and then we took him to a child psychiatrist...

Yani su an eskiyi insan diigtiniince anliyor aslinda sikintilar: oldugunu. Olayin
i¢indeyken hep normal geliyor sana...Cocuk psikiyatriye de gotiirdiim ben iki
buguk yasinda. Ciinkii ¢ok televizyon izliyordu, konusmuyordu, iletisimi yoktu
mesela. Hatirladigim goriimcemin oglu vardy o kiigiik bebekti. Berk daha iki
vasinda falandi. Cocuk daha yokmusg gibi iistiine basip ezip gidiyordu, onu yok
sayryordu, gérmiiyordu. Yani biz acaba diyorduk kiskanyor mu ondan mi boyle
vapiyor. Onun varligi kafasinda yoktu. Orada ya da koltugun kenarinda iplerle
saatlerce sagma sapan oynuyordu. Ne yapiyorsun oglum diyordum. O koltugun
kenarindaki bir ip yani hani ne arastirtyorsun ne inceliyorsun...Biz diyoduk ki
bunun rutinleri var demek ki ¢ocuk farklt ben diyordum bu ¢ocugu disari
¢tkartmadik o yiizden béyle oluyor...Ben hep diyodum herhalde igine kapanik
mizag¢lar olur ya diyodum ki demek ki onun mizaci éyle. Farkl insanlardan
korkuyor agikgast ben de ¢ok girisken bir insan degilimdir, ben de ¢ok ¢ekingen
bir insandim, kiiciikken de oyleydim..Hep diyordum bana ¢ekmis ben de oyle
ben de ¢cekingenim ben de kendi halimdeyim hep bir sey buluyorsun, bir kilif
derler ya sonra biz cocuk psikiyatriye gotiirdiik...

Giil referred that her child's lack of response to his name and walking difficulties were
related to other health issues. She believed that the delays in development would

improve over time.
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R: What did you first think when he did not react to his name when he did not
walk?

P: Since he was not walking... Can has undergone surgery and had a liver
transplant. The process of the drugs he uses, we believed to get better over
time. Time passed but it was the same again. It was applied directly.

A: Siz ilk neler diisiinmiistiiniiz ismine tepki vermeyince, yiiriimeyince?

K: Yiiriimedigine... Can ameliyat gecirdi, karaciger nakli oldu. Onun siireci,
o kullandigi ilaglarin siireci zamanla ama olur dedik. Zamanla baktik yine
ayni. Direk bagvuruldu.

Mehtap realized that her child wanted to be alone and was introverted. She had
observed that he was a stagnant baby since he was born. She thought it might be related

to his temperament. She did not associate these conditions with autism.

For example, Anil plays alone in the park. My nephew had a son a year older
than Anil, he was coming to us. He did not want him, he was screaming. He
had shouted. He did not want him, he did not want to play. He was closing on
his corner. He wanted to be on his own. Just because... | mean, ignore the
thing... Anil has been a calm baby since he was born, a smart, calm baby. He
always has been. Yes, he was active for a while, but he was an introverted baby.
| estimated that there is something wrong, but I did not know about autism or
anything. There was something in the speech or something different.

Anil parkta mesela tek basina oynuyor. Mesela benim yegenimin Anil’dan bir
vas biiyiik oglu vardi, geliyordu bize. Onu istemiyordu, bagiryyordu.
Bagirmalarimiz vardi. Onu istemiyordu, oynamak istemiyordu. Kendi késesine
kapanmayt, kapaniyordu. Kendi halinde olmak istivordu. Oyle diye diye... Yani
seyi goz ardi... Anml dogdugundan beri bir sey bebekti, akilli, durgun bir
bebekti. Hep oyleydi. Evet bir donem hareketliydi ama igine kapanik bir
bebekti. Ben diyordum var bir sey Anil’da ama otizm falan bilmiyordum acaba
konusmada mi var bir sey veya daha farkli bir sey mi var diyordum.

Nuran, like the other participants, understood that there was a problem with her child's
behavior, but she did not know what it was and did not associate it with autism. She
considered his child was a child with his characteristics, which she understood when

she saw her child’s relationship with other children.

..If  remember his first infancy and he was three or five years old, Alper was
a child who struggled more, he did a lot of the things that children with
autism... I took him to psychiatry service, but of course, | understood that there
was a problem. I mean, there's something wrong, but what? | thought he was
acting like this because he was a little special and peculiar child. But no, of

48



course, as time went on. When we got into the children, the children played
together and Alper wanted to play alone. These were effective, so we
understood after that.

...Ilk bebekligine bakarsam, ii¢ dort bes yasina bakarsam Alper daha ¢irpinan
hani otizmli ¢ocuklarin gosterdigi seyleri ¢ok yapan bir ¢cocuktu ... Psikiyatriye
gotiirdiim ama ben tabii ki yani sikinti oldugunu anlamistim. Yani artik yavas
yavas bir sey var ama ne? Bir de biraz kendine has ve ozgii de bir ¢ocuk oldugu
igin acaba tavir olarak mi boyle de bir ¢ocuk diye diisiiniiyordum. Ama yok
tabii zaman gectikce hani ¢ocuklarin igine girdigimizde ¢ocuklarin beraber
oynayip Alper’in tek oynamak istemesi, bunlar tabii etkili oldu yani ondan
sonra da anladik

3.2.2. Lack of prior knowledge about autism

Participants stressed they did not know about autism. They encountered autism for the
first time during the diagnosis process for their children.

Elif explains that autism is not a condition she is familiar with. She mentioned that the
diagnosis of autism was challenging for her because she learned about it for the first
time during her child's diagnostic process. She had no idea what her child would

experience.

... recognized autism with Ali for the first time in my life. If I had known it
before or if this disease was in the family, maybe it would not have been so
hard for me... I did not even know what it was like. Everybody was saying
something different, such as he was going crazy, someone was saying this, and
someone was saying he would not talk. | was researching, there was a voice
coming out of every head... | was constantly sending voice mail with a voice
recording. o my nephew, related to autism... | repeated constantly, autism,
autism. | did not know what autism is. For the first time in my life, I learned
about autism after Ali was diagnosed. And when I went to the hospital, 1 said,
1 did not know...

...Hayatimda ilk defa otizmi Ali’de tanmidim. Daha once tanisaydim veya ailede
olsaydi belki bu kadar bana agir gelmezdi...Nasil bi sey oldugunu bile
bilmiyordum. Her biri bir sey soyliiyordu, diyordu biri delirecek, biri diyordu
deli olacak, biri sunu diyordu, biri diyordu konusmayacak. Arastirtyordum, her
kafadan bir ses c¢ikiyordu...Durmadan ses kaydi sesli mesaj atiyorum.
Yegenime otizm nedir, otizm...Tekrarlyyorum otizm, otizm. Otizmin ne
oldugunu bilmiyorum. Hayatimda ilk defa Ali’de karsilastim. Hastaneye
gittigimde de soyledim, dedim bilmiyorum...
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Aynur explained that she had very limited knowledge about autism, perceiving it as a
condition only in a few figures she saw in the media. The information she had was not
accurate, and she truly understood what autism was like after her child received a

diagnosis.

During that time, there was this series, a doctor, atypical autism, Asperger's
syndrome, and the character's name was Ali. That's why | knew a little bit about
it, just that much. That is what | knew. Then | searched on the Internet. | have
never known these symptoms, honestly. | just thought that was it, | mean, he
was so gifted or something. However, the probability of having Asperger’'s is
very low anyway. In general, | guess about 3% of them are Asperger's. | only
knew as much as Asperger's, | did not know the others at all. Anyway, when |
went to the rehabilitation center and saw it, | was very surprised when | saw
such severe cases.

O ara hani bir sey vard: ya, bir dizi vardi. Doktordu, atipik otizm asperger
sendromu, Ali doktor diye. Ondan dolay: biraz biliyordum o kadar yani. O
neyse onu biliyordum. Sonra internette arastirdim. Bu agir versiyonlarim hig
bilmiyordum agik¢asi. Bir o saniyordum hani oyle iistiin zekali falan. Halbuki
asperger olma ihtimali ¢ok diisiikmiis zaten. Genel anlamda vakalarin yanlis
degilse yiizde iicii falan aspergermis. Hani ben sadece asperger kadarini
biliyordum, digerlerine hi¢ bilmiyordum. Zaten rehabilitasyon merkezine gidip
gordiim de ¢ok sasirmistim ben boyle hani agirlarini ortalarim gordiikge...

Giil had no accurate information about what autism was, she thought it was a normal
condition. She understood what autism is when she saw other children during her

child's special education process. She felt sad after seeing them.

When autism was mentioned, | did not understand actually. The father was very
upset because he knew what had happened because of working in a hospital
environment. | thought autism was normal, but then | see kids with autism
going to special education and | get sad. | was wondering if this would happen
to Can as well...

Otizm denildiginde ben pek sey yapmiyordum. Baba ¢ok tiziildii ¢iinkii baba
hastane ortaminda ¢aligtigi icin ne oldugunu biliyordu. Ben otizmi normal
saniyordum ama sonra ozel egitime gide gele otizm olan ¢ocuklar: gériiyorsun
ve tiziiliiyorum. Hani olur mu éyle diye Can.

Like the other participants, Mehtap had never heard of autism before and that she did
not know a child with autism. She added that not knowing about autism during the
diagnosis process wore her out.
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... I had never heard of such a diagnosis before, it was not in my family or
friends... I did not know, I did not know. It was always like this when we heard
from time to time, there was not a child with autism in close friends or family,
I did not know actually. It was already worn me out a lot.

...Boyle bir tanvyr ben daha énce hi¢ duymamigtim, evet arada duyuyorduk ama

yvakin ¢evremde yoktu ...Bilmiyordum, bilmiyordum. Hep boyle iste arada bir
duydugumuzda yakin ¢evremde de otizmli bir ¢ocuk yoktu, bilmiyordum
agtkgasi. O beni ¢ok yipratti zaten.

Nuran had not heard of autism; she had only encountered someone with severe autism
whom she knew when she was a child. She thought that autism was a similar condition

to that of that person and that she was afraid that her child would be like that.

Autism is a word | have never heard in my life. I have never been around
either... Actually, we had an acquaintance, but he was very hard. | mean, |
said, what is going to happen, he was very severely autistic. | mean, he was a
very difficult child. Of course, | was very young at the time... | was afraid that
it would be like that, would my child never be able to speak. Then I was crying
like that...

Alper’in otizm hayatimda duymadigim bir kelime. Hi¢ ¢evremde de... Aslinda
bir tandigimizda vardi ama onun ¢ok agirdi. Yani sey dedim o bu mu yani hani
oyle mi olacak ¢ok agir bir otistikti. Yani ¢ok zor bir ¢ocuktu. Ben de tabii o
zaman ¢ok kiiciiktiim...Oyle mi olacak diye korkuyordum benim ¢ocugum
hi¢bir zaman konusamayacak mi o zaman oyle aglyordum...

Nuran could not put autism in her mind because it was a diagnosis she did not know.

She did not know the branches and degrees of autism.

... I could not understand the situation, because it was not a situation that |
knew about before. | mean, you know, | knew a kid with autism, but he was very
hard, | mean, there was a very dramatic image. | had a very different idea
about him in my head because he was a completely different dimension. That's
why, 1 did not even think about it because he was like this. Because you do not
know the extent of it. When | do not know its level, because | do not know which
level my child has. | do not know the branches, because I do not know anything,
I have never thought about autism at work or anything.

...Hig¢hbir seye hi¢ bir seye yani hi¢ bir yere koyamadim c¢iinkii bildigim bir
durum degildi. Yani hani ben otizmli bir ¢ocuk tanimistim ama o ¢ok agir yani,
cok agwr bir goriintii vardi. Onunla ilgili ¢cok agir bir fikir vardi kafamda ¢iinkii
o bambaska bir boyuttu. O yiizden hani aa yok ya, bu da éyle diye hani hig
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aklima bile gelmedi. Ciinkii bunun derecesini bilmiyorsun ister istemez hafif mi
agwr mi. Hani hafif agir degil de daha ¢ok senin ¢ocugunda ne kadari var onu
bilemedigin icin, dallarimi bilmedigin igin, higchir seyi bilmedigin icin hig
aklima iste otizm midir falan gelmedi.

3.2.3. Symptoms overlooked by experts

Some of the participants reported that their diagnosis was delayed due to an expert.
Their children were not directly diagnosed with autism in the unit they applied to and
they had to go to several different medical services. In this way, they could not be sure

about the diagnoses of their children.

Aynur mentioned that when they took their children to the hospital, the doctor said
that there was nothing wrong with the child. When her child communicated at that
moment, the doctor thought it was due to staying at home too much. After that, they

were experiencing a pandemic period.

He probably was not even two and a half years old, we took him. The doctor
said this child has nothing. He called out “Berk”. Berk was always looking.
Berk was always looking back. That's why Berk was diagnosed late. He called
out, Berk, Berk. Berk turned around, looked, and said a few things. Berk was
not afraid. 1 mean, he probably liked the doctor. He communicates well with
the one he likes, the one he loves. He also communicated with the doctor. He
also did the things he said. He also said that he could go to kindergarten due
to staying at home a lot. A pandemic happened. He said to bring him to the
check-up after a month. He said | do not think there is anything.

Iki bucuk falan bile degildi herhalde, gotiirdiik. Dedi bu ¢ocugun hichir seyi
yvok. Seslendi ciinkii Berk her zaman bakardi. Bir kere Berk de, her zaman
doner bakardi. O yiizden Berk bizde ge¢ kondu. Seslendi, Berk, Berk dedi. Berk
dondii bakti, birkag¢ bir sey soyledi. Berk de o ara birazcik daha seydi,
korkmamusti. Yani doktoru sevmisti herhalde. Istedigi, sevdigiyle iyi iletisim
kurar. Onunla iletisim de kurdu. Dedigi seyleri de yapti. O da dedi ki krege
yazin dedi ¢ok evde kalmis. Pandemi falan da araya girdi. Bir ay sonra
kontrole getirin dedi. Bir sey oldugunu diistinmiiyorum, ded;.

Mehtap’s child was not directly told that he had autism in the unit they applied to and
that no definitive diagnosis was made. Then, they were experiencing a pandemic
period, and then her child went to kindergarten. Her child started kindergarten, they
applied to the hospital again for a diagnosis when the teacher noticed him.
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During that time, as we went outside, Anil started covering his ears. Cars were
already passing infrequently. He was disturbed by the sound of cars and
covered his ears. He started not to react to the name because he was too calm.
He started not reacting to his name, we had already applied to the hospital
before that pandemic, but the diagnosis had not been. Maybe or maybe not,
they said. The pandemic period and the process of staying at home began. After
that, he started attending daycare, and thanks to his teacher there, we were
advised to seek another diagnosis for Anil. So, we started the process again,
and this time Anil received a diagnosis.

O siire zarfinda biz disariya ¢iktik¢a, Anil kulaklarini kapatmaya basladh.
Arabalar zaten nadir gegiyordu. O arabalarin sesinden rahatsiz olup
kulaklarim kapatiyordu. Ismine tepki vermemeye basladi Amil ciinkii ¢ok
duruldu. Ismine tepki vermemeye basladi zaten o pandemiden Once
basvurmustuk biz tant konmamisti. Olabilir de olmayabilir de demislerdi oyle
kalmisti. Sonra o iste agildikca, pandemi siiresi bittik¢e evde tikanma stireci.
Sonra krese bagladi Anil. Iste o kresteki 6gretmeni sag olsun...dedi tekrardan
gotiiriin biz tekrar gotiirmeye basladik Anil’in tanist kondu.

Nuran went to different special education centers. She was told in these centers that
her child did not have autism. When he went to kindergarten, he was told he was
autistic. There were conflicting statements from experts. After her husband went to the
military, her child's behavior regressed, so the expert was told that he might have a
diagnosis in the form of sensory integration disorder. The mother also stated that after

her husband went to the military, they were left alone with their child.

After his childhood and after his father went into the military, a regression
began. Then we were constantly getting a diagnosis that he might have more
of a sensory integration disorder, he might have withdrawn himself in this way
as a result of a certain trauma. Because everyone said it is not autism.
However, the eye contact stopped completely and he started walking on his
fingertips, but I thought it was... | tried hard, and | took him to kindergarten.
Maybe | have visited fifty special education centers. When | took him to the
special education center, he was still little. At that time, when he was nearly
two years old, they said this child does not have autism, there is no need. When
I sent him to kindergarten, they did not accept us, saying that we cannot accept
that this child has autism, we cannot deal with him here...

Bebekliginden sonra babasinin askere gidiginden sonra bir gerileme bagladi,
bu yiizden daha ¢ok duyu biitiinleme bozuklugu olabilir, yani belirli bir travma
sonucu kendini bu sekilde kapatmis olabilir diye bir tami alryorduk devamli.
Cuinkii hi¢ kimse haywr otizm degil bu ¢ocuk diyordu ama tabii sonra goz
temasinin iyice kesilmesi ve parmak ucunda yiiriimeye baslamasi oldugu igin
ee hani ben dyle olduguna inaniyordum...Cok da ¢abaladim, ¢ok fazla krese
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de gotiirdiim. Yani nerelere gotiirmedim ki belki elli tane 6zel egitim merkezi
gezdim. Ozel egitim merkezine gétiirdiigiimde iste daha ufakt: yasi. O zaman
iki iki buguk yaslarinda hayir bu ¢ocuk otizm degil gerek yok diyip génderdiler.
Krese gonderdigimde de hayir bu ¢ocuk otizm biz bunu burda zapt edemeyiz
diyerek gonderdiler ...

3.3. What happened during the diagnosis process

Participants described that they experienced various difficulties during the diagnosis
process of their children. The sub-ordinate themes of this theme were the child's autism
diagnosis as a traumatic experience, need for psychiatric support during the diagnosis
period, withdrawal from the social environment after diagnosis, feeling disturbed by

the other's gaze and resistance to accept the diagnosis: denial.

3.3.1. The child's autism diagnosis as a traumatic experience

Participants expressed that when they learned that their children had been diagnosed
with autism, they experienced it as shocking and devastating. Elif described the
moment of hearing the diagnosis of autism as a traumatic moment. Her child was born
prematurely, she took care of him with difficulties. Then her little child was born and
she took care of him as well. After she overcame these challenges, learning his child
has autism was terrible. She defined those times as emotionally and physically difficult

and intense.

I hate those days, | hate myself. | do not want to remember those days at all. |
have had a very intense process, extremely intense. My little boy came into the
world, I have never been through such a process, but | have been through this
terrible process. However, when we overcome those processes, | learned that
he had autism. And then when it was all over, it was also another trauma... |
learned that he had autism. That process was also terrible. | just said Ali was
better, 1 was very happy He started walking, and he looked better now. |
learned that he has autism. It was also another problem... I cried there, I cried
until I came home and I cried at home. I could not feel good myself for months
and days. My day was passing like this... | really wanted to be a mother, but |
have experienced a lot of trauma...

O giinlerden nefret ediyorum, kendimden nefret ediyorum. O giinleri hig
hatirlamak istemiyorum. Cok yogun bir siire¢ gegirdim, asirt asirt yogun.
Baktim kiigiik ¢ocugum diinyaya geldi hi¢ 6yle bir siire¢ atlatmadim ama bu
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berbat bir siire¢ atlattim. Ama o siiregleri atlattigimizda, sonra otizmli
oldugunu duydum. Sonra her ey bittiginde o da ayri bir travma oldu...Otizmli
oldugunu duydum. O siire¢ de berbat bir siiregti. Tam Ali dedim toparlandi,
ele avuca sigdi biraz, ¢ok mutlu oldum, yiiriimeye bagsladi, artik kendini
toparladi. Otizmli oldugu ortaya ¢ikti. O da ayri bir dertti ...O zaman boyle
beynime kan sigradi sanki orda agladim eve gelene kadar evde agladim
aylarca giinlerce kafami yerden kaldiramiyordum. Bu sekilde gegiyordu
giiniim... Anne olmak ¢ok istiyordum ama yani biiyiik travmalar atlattim...

Aynur also explained that the diagnosis of autism sounded scary and that she thought
her child would never develop. When she heard the diagnosis, she had a shocking

experience.

R: How did the diagnosis sound to you?

P: It was scary.

R: What was scary about your diagnosis?

P: I mean, | do not know, he will never get better, and when he will be 18 or
20, he will not be able to talk, he will be the same, he will be subjected to peer
bullying. So | was thinking that way. (Silence) Do you have any more
questions?

R: Well, how did you feel when you were told about the diagnosis? What did
you think when you were diagnosed?

P: You know, it was shocking. I did not believe...

A: Tam size nasil geliyordu peki

K: Korkutucu

A: Neyi korkutucu geliyordu taninin?

K:  Yani ne bileyim hi¢ diizelmeyecek, 18-20 yasina geldiginde de
konusamayacak, oldugu yerde sayacak, sonra iste akran zorbaligina maruz
kalacak gibi. Yani oyle diistiniiyordum (sessizlik) baska soracaginiz var mi?
A: Hihi peki tamisi soylendiginde ne hissetmistiniz, tani kondugunda neler
diistinmiistiintiz?

K: Hani béyle basimdan kaynar su dokiiliiyor gibi olmugstu. Inanmadim...

Giil talked about her son's diabetes diagnosis and health problems. They went through
a difficult process. She then describes her son's diagnosis of autism as a difficult

experience.

Because Can is like this, our dreams come to naught. We dedicated ourselves
to Can... His disease level was not so hard. Our only aim is for Can to be his
peer and walk.

Can da béyle oldugu icin hayallerimiz suya diistii. Kendimizi Can’a
adadik...Otizm hafif otizm oldugu igin o daha bir agwr geldi. Valla tek
hedefimiz Can’in yasitlarint yakalamasi ve yiiriimesi
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Mehtap experienced devastation when she heard that her child might have autism.

When Anil was two, we had an appointment at Bilkent City Hospital. We went
and the doctors said he could be autistic... | had a breakdown there. Of course,
then the tests started, the comings and goings began...

Tani Amil’a iki yasina girdigi gibi, bizim Bilkent Sehir Hastanesi’nde
randevumuz vardi. Gittik ve otizm olabilir dediler...orada bir yikilma yasadim.
Tabii ki sonra tetkikler baslad: gelip gitmeler basladh...

Anil has been examined in different hospitals during the diagnosis process. When she

was told that her child may have autism, she felt sad and she started crying.

1 took Anil to Gata. A child development specialist at Gata examined him...
Said to make him do something. Here were some of the square boxes. After
that, he said you need to go to a psychiatrist. | started to cry. Why psychiatry?
Then when he said my child can have autism, | did not believe it. | started

crying...

Anil’t GATA ya gotiirdiim. GATA da bir ¢ocuk gelisimci muayene etti... Bir
seyler yaptirdi. Iste soyle kare kutulardan. Ondan sonra dedi sizin psikiyatriye
gitmeniz gerekiyor diyince benim gozlerden akmaya basladi. Kiigiiciik cocugun
psikiyatride ne igi var... Sonra doktor olabilir diyince, otizm olabilir diyince,
ben kafamda o kadar biiyiitmiigiim ki otizmi, hani agwr bir otizm, ¢ok agirlart
da var. Ben aglamaya basladim...

Nuran was surprised that her child had autism and considered it a terrible thing.

... And the fact that my child has autism... you know, how can it be possible?
As if it were a very terrible thing.

...Bir de ¢ocugun hani otizmli olmast... Hani bir ara bunu vav nastl oldu, otizm
mi diye bakiyorduk olaya. Hani ¢ok korkung bir seymis gibi...

3.3.2. Getting support from psychiatry: “This is how I accepted it, I couldn't

accept it”

Participants could not accept when they learned that the children had autism. They had
difficulty accepting the situation and could not cope with it. They described that they

were affected psychologically and as a result, they received psychiatric support.
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Elif reports that after learning about the diagnosis of her child, she cried constantly
and could not overcome it. She found it challenging to accept the diagnosis, but

eventually accepted it by going to psychiatry.

P: Yes, we took him to the hospital, and they asked for a test. Finally, the
psychiatry service decided that my child was autistic.

R: How did you feel?

P: I've been very bad. | was crying constantly? All day. | was affected badly.
The last time we went to psychiatry. The doctor said you need therapy. |
continued for five or six months... | was just getting better myself. Acceptance
was difficult. We got support from psychiatry, | accepted it like that, I could
not accept it...

K: Evet hastaneye gotiirdiik iste, test istediler. Su test, bu test derken en son
psikiyatri karar verdi. Otizm dedi.

A: Siz neler hissetmistiniz?

K: Cok kotii oldum. Gece giindiiz agla agla agla. Béyle mahvoldum. En son
psikiyatriye gittik. Dedi terapi alman lazim. Iste gitti bes alti ay devam ettim....
Yeni yeni zaten kendimi toparliyordum. Baya bir kétii o kabullenme var ya.
Baya bir destek aldik psikiyatriden éyle kabullendim, kabul edemiyordum...

Mehtap had other health problems due to the psychological effects of the diagnosis
process. She did not share her experiences with anyone and she could not overcome

them. As a result of this, she began to receive psychological support.

R: How were you affected by that process? How did you feel when you were
first told about the diagnosis?

P: Well, look, I have had dental treatment for clenching my teeth. I have always
clenched my teeth. I could not tell anyone about my feelings. I could not react
to anyone... What's going on, only | know. | made a mistake | was even late
going to the doctor to get support. When such news came related to Anil, [ was
more difficult. After Aml’s diagnosis, I started to get support. The medicine
feels good right now, | do not cry as much as | used to.

A: Siz o siiregten nasil etkilenmistiniz? Tani ilk soylendiginde neler
hissetmistiniz?

K: Valla bak dislerimi sikmaktan, disler damak tedavisi gordiim. Daha
diglerim, yerleri iyilesecek... Hep sitkmigsim, hep disimi sikmisim. Kimseye
duygularini anlatamiyorsun. Kimseye tepki veremiyorsun... Ne oluyor, iginde
yasiyorsun. Ben hata etmisim aslinda, doktora bile gitmekte ge¢ kalmisim
destek almaya éyle... Amil’dan béyle bir haber gelince daha ¢ok zorlandim.
Sonra Aml iste bu tanilar falan baslayinca, ben destek almaya gittim. Ilag su
an iyi geliyor, biraz daha aglama kosullu olmuyorum.
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Mehtap defined her child's diagnosis as a devastating situation. She could not tolerate
the situation. She adds that she was receiving psychiatric support and she took

medicine.

... It was a devastating, sad situation for us too. I barely recovered myself, |
got support from psychiatry. I am currently taking my medicine under the
advice of the doctor ...

...Bizim i¢in de yikici, iiziicii bir durumdu. Ben kendimi zor toparladim, destek
aldim pskiyatriden. Su an kullaniyorum ilacimi doktor tavsiyesi altinda,
gozetimi altinda...

Nuran was worried about raising her child, taking care of her, and accepting her. She
said her child's diagnosis has heightened these concerns. After all the challenging

experiences she had a panic attack disease.

Having a child, taking care of him, raising him. Huh, is this my child? Because
many years of my life have already been spent with anxiety. As a result, | had
a panic attack disease at the end. | mean, | have a report right now. The panic
attack has started when the body is blocked. But thank God | am not in the
hospital. My life is always anxious. I am asking constantly myself how it
happens. Alper's autism is a word | have never heard in my life...

Cocugun olmasi, ona bakmak, onu biiyiitmek... Ha bu benim mi olaylari.
Hayatimin uzun yillar: zaten kaygi ve endiseyle gectigi icin zaten en sonunda
da panik atak hastaligi oldu. Yani su an raporlu bir sekilde. Artik viicut
tikandig yerde de panik atak basladi. Ama o ¢ok siikiir hastanelik olmuyorum,
ilag vesaire kulanmiyorum... Hep hayatim kaygi endise, bu boyle mi olur, soyle
olsa, boyle mi olur. Ozellikle Alper’in otizm hayatimda duymadigim bir
kelime...

3.3.3.Withdrawal from the social environment after diagnosis

Some of the participants stated that after learning about their children's diagnoses, they
could not cope with this situation and did not leave the house. They socially closed

themselves to the outside world, and spend their time at home.

Elif reported that she did not leave the house for two years after receiving the

diagnosis.
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P: Ali, I do not know, when we learned that he had autism, it was a difficult
process, extremely difficult... I did not leave the house, | remember being closed
in the house for months. I have never gone out... It was a very bad, terrible
feeling. | was sorry, why my child was...

R: How long did you spend at home like this?

P: Quite a lot, I mean, I never left the house for two years.

K: Ali biraz sey oldu, otizmli oldugunu ogrenince o zor bir siiregti, asiri
zordu....Ctkmadim evden, aylarca evde kapali kaldigimi hatirliyorum. Hig
cikmadim...cok kétii berbat bir duyguydu. Uziiliiyordum ¢ocuk niye béyle oldu
diye...

A: Ne kadar siire boyle evde gegirmistiniz?

K: Baya yani iki sene hi¢ evden ¢ikmiyordum

Mehtap talked about how after her child was diagnosed, she withdrew and secluded

herself at home, refraining from meeting her relatives.

After the diagnosis, of course, there were changes in our lives. As | said, |
closed down a little, | closed down at home... | was seeing my sisters sometimes
because they had also children.

Tant konulduktan sonra tabii hayatimizda degisiklikler oldu. Dedigim gibi hani
biraz ben i¢cime kapandim, eve kapandim... Iste ablam, ortanca ablam,
gelinleri olan ablama, onlarin da ¢ocuklart oldugu icin, onlarla kapatmistim
gidip gelmeyi...

3.3.4. Feeling disturbed by the other's gaze

Some of the participants said that the environment did not accept the behavior of their
children. They reported that society viewed them differently from their children, and
families felt uncomfortable with this perception. Elif expressed that because of the
different behaviors of her child, society looked at her child strangely. This was a

difficult situation. She said that being asked about his child's behavior was tiring.

... It is hard when they look at Ali because people look at him differently. There
have been many times when | have picked him up and immediately left there,
gone home, and closed the doors and windows. | do not go anywhere for a
while, and | do not invite... For example, if you know Ali's behavior, there are
differences in his behavior. It would be difficult for me if people looked at him
differently. It would have been too hard for me. Why does Ali do this, Ali do
this. This situation made me tired.
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Ali’ye baktiklarinda, farkli baktiklarinda ¢cok zoruma gidiyor. Onu alip hemen
o toplumu terk edip eve gecip kapi pencereleri kapattigim defalarca oldu. Oyle
artik kimseye gitmiyorum oyle kimseyi de eve almiyorum...Mesela Ali’'nin
davranislar: biliyorsunuz, davranislarinda farklik var. Toplum farkl bakinca
benim zoruma giderdi. Bana ¢ok agir gelirdi. Ali niye boyle yapiyor, Ali niye
boyle, Ali soyle yap, kimi derdi niye boyle soyle derken beynimi yoruyorlardi...

Because of the child's cries, Methap and her child were regarded as strange by others.
She faced difficulty in determining how she could support her child, all the while

others continued to view the child as strange.

...Screams, calls, requests, because he could not speak. We have already
understood this, the child screams because he cannot speak and express
himself. He was screaming outside... They were looking. Why did | expose such
things to my two children? I was taking Anil to the kindergarten. It was close
to my house, to our previous house. A woman... (some voices). What
happened? What happened? Why is this child like this? | said, why do you look
like that? Pray at least. | have encountered similar reactions to it so much...
Now we are better, thanks God. People are surprised when they do not know.
Not only your own family but those people you do not recognize on the street.
The crying child, the screaming child... The more | thought about it, the | felt
more tired. I thought constantly about what we can do for Anil, what we can
do, and where we can go. We were investigating, they were investigating. They
were telling you. We were already getting tired, and I forgot about them. Of
course, it was difficult at first... but now I am used to the situation.

...Bagirmalar, cagirmalar, istekleri, konugamadigi icin. Biz bunu anladik
zaten, ¢ocuk konugsamadigr i¢in, kendini ifade edemedigi icin bagirryor.
Bagiracak, disarda bagiriyordu... Bakiyorlardi, niye oyle seyler de
vastyordum tabii ben iki cocugumla. Anil’1 alip gidiyordum krege. Kres benim
evime yakindi, onceki evimize. Kadimin biri cik cik cik. Ne oldu, ne oldu kapall
bir teyze, ne oldu, bu ¢ocuk niye béyle. Dedim oyle bakana kadar, garipseyene
kadar teyzecim dedim dua ediver...Ona benzer tepkilerle ¢ok
karsilastim...Simdi  daha iyiyiz ~siikiir ~ Allah’a.  Insanlar  bilmeyince
vadwrgryorlar. Tek kendi ailen degil sokakta tanimayanlar. Aglayan ¢ocuga,
bagiran ¢cocuga... Bunu diisiindiikce ¢iinkii kafam daha ¢ok yoruluyordu. Zaten
Anil’a ne yapabiliriz ne edebiliriz nereye gidebiliriz diye yoruluyorsun,
aragtirtyoruz, arastirtyorlar. Sana séyliiyorlar. Zaten yoruluyorduk onlarla
unutuyordum artik alismistim. Ilk zamanlar tabii zor geliyordu...

Nuran had received reactions to her child walking on tiptoe and that she was
uncomfortable with people around her asking why this was the case. Her child

understood when people looked at her child and he was upset. She felt sad due to the
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reactions from people while she was trying to cope and improve with her child's
diagnosis. While she was sensitive to her child's condition, the reactions made her
more upset. She was uncomfortable with the fact that other people spoke without
knowledge about the process.

... Tiptoe is a problem for us now, I feel very sad. Since it is obvious. You know,
why is he walking on tiptoe, because I get reactions like this all the time. People
say why is he walking on tiptoe, step on your foot, why cannot this boy put his
foot on the ground. I understand this, my child understands it too, of course...
Unfortunately, this kind of person... | get upset, and because walking on tiptoe
is also a physical event. Even if the child is very normal, when people look at
his feet, their minds and behaviors change directly... I cannot tell them the
whole story, I just say he walks like that. I say he likes it that way... I am sad,
of course, because your child is different, It does not matter if he is different,
but they do not need to tell it. You are already hurt by it, you are upset in some
way... People just look at what is visible from the outside, they do not look at
what you are working on or how you feel about it in any way.

For example, sometimes when he holds himself like this, he screams differently.
Then everyone turns around and looks. Sometimes he mumbles a lot, for
example, when he gets on the bus, he sounds different like that, hi, hi, hi. Then
they turn around and look, it does not matter, we also look when we see
something like that. However, | think the reaction or look is very important.
Since | already believe that children feel and understand more. We have
situations like that...

..5u an iste parmak ucu bizim igin problem, ona ¢ok iiziiliiyorum. Ciinkii o
disardan da sey yani, belli ya. Hani neden parmak ucunda yiiriiyor ¢iinkii
devamli boyle tepkiler alryyorum. Disardan aa niye parmak ucunda yiiriiyor,
bassana ayagini, bu ¢ocuk niye ayagini yere basamiyor. Bunu ben anliyorum,
benim ¢ocugum da anliyor tabii ki de... Iste bu tarz insanlar oluyor...Insan
tiziiliiyor, bir de hani parmak ucunda yiiriimesi de fiziksel bir olay oldugu igin
disardan bakinca, hani ¢ocuk ¢ok normal olsa bile ayaga baktig1 zaman direk
insanlarin bakist hareketleri degisiyor...Ben ona bastaaan sona seriiveni anlat
desen anlatamam, oyle yiiriiyor diyorum, oyle yiiriiyor abla, 6yle hoglaniyor
diyorum.. Uziiliiyorum yani tabii ki de ¢iinkii cocugunun farkli oldugunu ha
onemli degil farkli olsun, s6yle olsun boyle olsun ama hani géziime goziime de
sokma. Zaten o konudan yaralisin, bir sekilde bir iizliiyorsun...Insanlar sadece
disardan goriinenene bakiyor ne emek verdigine veya ne sekilde onunla ilgili
ne hissettigine bakmuyor.

Iste mesela bazen béyle kendini tutup sikip sevindiginde boyle bir degisik bir
cighk atryor. O zaman herkes soyle bir doniiyor, bakiyor. Bazen de ¢ok
muirildantyor mesela dolmusta giderken hiu hiu hu diye gidiyor béyle. O zaman
da soyle bir doniip bakiyorlar, ha bakin é6nemli degil biz de bakiyoruz oyle bir
sey gordiigiimiizde ama verilen tepki veya bakis bence ¢ok onemli. Ciinkii
cocuklarin daha fazla hissettigine ve anladigina ben inaniyorum zaten. O tarz
durumlarimiz oluyor...
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3.3.5. Resistance to accept the diagnosis: Denial

Participants emphasized that they were unable to accept the children’s diagnosis

during the diagnosis process.

When Elif went to her family and was told that her child might have autism, she stated

that she was aware of it, but she could not accept it.

. When I went to my family in Adana, one or two people noticed that
something was not normal in Ali. My family, my brother, and my aunt told me
that there is something wrong with Ali. I could not accept it there, but | had
feelings... I noticed it in a year and two months, but I could not accept it. And
when the others said I could not accept it... | had to accept it, | do not accept
it, but I have to.

...Adana’da babamgile gittigimde orda bir iki kisi Ali’de normal olmayan bir
sey oldugunu fark ettiler. Ailem, agabeyim olsun, bir tane yengem olsun bana
dediler ki Ali’de normal olmayan bir sey var. Ben orda kabullenemedim ama
hislerim vardi... Bir yas iki ayda tam béyle Ali'de fark ettim ama
kabullenemedim. Karsimdaki diyince de ben kabullenemedim... Kabullenmek
zorundaydim ashinda, kabul etmiyorum ama zorundayim oyle...

Aynur did not want to accept the diagnosis and could not relate it to her child. She had

found something to feel relaxed herself and that her child did not have autism.

...I wanted to believe that he has sensory integration disorder so no one wants
to attribute this to their child... | was saying that, If he had autism, he could
not get toilet training. | was saying he got toilet training. That way we were
always finding something to feel relaxed... Probably we do not want to admit
it. 1 guess I think to not happen to me. | do not know, it always happens in
movies or something, it feels like you are not... We were always saying that our
son has nothing, he is fine, he is just related to sports... | did not accept it at
first... His character can change and develop, the doctors said. Then we went
to another doctor, then to another, and in the end, they all said he has autism

anyway...

...Ben hatta diyordum duyu biitiinleme bozuklugu varmis bu sekilde hani insan
kendine yakistirmak istemiyor...Otizm olsa tuvalet egitimi alamaz, tuvalet
egitimi aldr diyordum. O sekilde kendimizi her zaman rahatlatacak bir sey
buluyorduk...Kabullenmek istemiyor herhalde insan. Her zaman baskasinda
olacagini diistiniiyor. Ne bileyim hep filmlerde falan olur ya oyle
diistintiyorsun, hani sen degilsin gibi geliyor... Biz hep diyoduk oglumuzun
hi¢bir seyi yok, bir seyi yok hani sadece sporla iliskili ... Kabullenmedim
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once... Iste bir yelpaze gibi sonradan karakteri falan doniisebilir dedi
doktorlar. Sonra baska bir doktora gittik, sonra digerine gittik, en son zaten
hep otizm dediler ...

Gilil said that she could not relate the diagnosis of autism to her child. She stated that

the diagnosis meant something hard for her.

R: So what does being diagnosed with autism mean to you?

P: Well, it means something very hard because a person cannot relate to her
child. Why do we pass by saying autism, but autism is also a disease. It is a
distressing process, the child does not know himself...

A: Peki otizm tanist almak sizin igin ne ifade ediyor?

K: Valla almak ¢ok agwr bir seyi ifade ediyor c¢iinkii insan ¢ocuguna
yakistiramiyor, hi¢cbir seyi yakistiramiyor. O yiizden otizm diyip de ge¢iyoruz
ama otizm de bir hastaliktir bir sikintili siirectir ¢ocuk kendini bilmiyor
etmiyor ...

Mehtap realized that there was “something” in her child, but she could not believe it.
She expressed that after the examination, her child's behavior was not related to

another condition, “only autism”.

P: There is always something wrong, okay, it is not severe autism, but there is.
A: How did you interpret it because there is something?

P: When I could not believe it. Now, after going to the doctor and going to the
public hospital, | have decided on private doctors, yes, there is something...
When we had all the tests done, he had only autism.

K: Hep Anil’da bir sey var tamam agir bir otizm degil ama var

A: Siz nasil yorumluyordunuz bir seyi var diye

K: Hani ben inanamistim. Artik doktora da gidip geldikten sonra devlet
hastanesine ozel doktorlara ben artik karar vermistim, evet var... Hani biitiin
tetkiklerini yaptirdigimizda evet sadece otizm ¢ikti...

Although Nuran understood that her child's behavior resembles the symptoms of
autism, she did not want to rely on this information. When the doctors did not say

autism exactly, she said that she was hopeful.

A: What did you attribute to the behaviors you observed at first?

P: ...I never guessed he had autism. But of course, when | searched on the
internet, | thought maybe it could be. There were some of the symptoms, there
were not some. Then he began to show most of the autism symptoms for some
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time. Then it was just a minimum and just walking on tiptoe and not making
eye contact. It was increasing from period to period, it was descending. | did
not want to trust the internet. The doctors we went to did not diagnose autism.
So | was getting more and more hopeful, uh, yes, it is not autism. So how many
doctors saw him, none of them call it autism. | was getting my hopes up.

A: siz gozlemlediginiz davranislart ilk olarak neye atfetmistiniz

K: ...Hi¢bir seyi bilmedigin hi¢ aklima iste otizm midir falan gelmedi. Ama
tabii internetten soyle bir baktigimda boyle bir kag denk geldim olabilir mi
dedim. Birazi vardi, birazi yoktu. Sonra bir donem otizm semptomlarinin
cogunu tasimaya basladi, sonra sadece iste en aza ve sadece parmak ucunda
yiirtime ve goz temasi kurmama kaldi. Béyle donem donem artiyordu, iniyordu.
Ben internete hani giivenmek istemiyordum, gittigimiz doktorlar da hani teshis
koymuyor, otizm koymuyor, yani hi¢ bir sey koymuyordu. O yiizden de daha da
umutlaniyordum aa evet bak otizm degil demek ki ka¢ tane doktora girdi,
hi¢hbiri buna otizm demiyor diyordum bir timitleniyordum.

3.4. Acceptance after diagnosis

Participants mentioned they felt more relaxed after accepting their children’s autism

diagnosis and that they were now focusing on their children's education and needs.
3.4.1. Finding relief in acceptance of the diagnosis

Participants talked about they felt relaxed when they accepted the diagnosis of their

children.

After Elif accepted the diagnosis, after understanding what happened to her child, she

expressed that she felt more relaxed.

... And then I accepted it. I guess when I accepted it, I got better myself... And
then I fully investigated what happened. So | am a little bit better, I am fine
now. | am not the same as before.

...Sonra artik kabullendim. Herhalde kabullenince kendimi toparladim...
Sonra iste tam arastirdim ne oldugunu falan biraz rahatladik. Yani rahatladim
biraz, iyiyim simdi. Eskisi gibi degilim.
Previously, Aynur thought her child's diagnosis should not be autism and that she
thought her child might have other diagnoses. After that, she thought it is necessary to

accept it now, to stop dealing with the diagnosis, and focus on the needs of her child.

64



It has to be accepted, even a child development specialist told me at one of the
special trainings, never mind what happened, why are you feeling so sad. She
said your child should receive special education. After that, | gave up the
diagnosis anyway...

Kabullenmek lazim, hatta bir ¢ocuk gelisimci bana demisti 6zel egitimlerden
birinde, ne oldugunu bogs ver, niye bu kadar takiliyorsun, neyse ne dedi. Her
tirlii ozel egitim almasi lazim senin ¢ocugunun. Ondan sonra ben taniyi
biraktim zaten...

Nuran was better after accepting her child's diagnosis. She explained that she has
moved from an anxious state to a more relaxed state. She also stated that she began to
react calmer to her child's crying.

... And then, of course, as I accepted this situation, I think it was also due to
not accepting it. The more | accept it, the | am more relaxed now. Even when
he falls, | can say, Son, please stand up, you are okay. If he is crying for nothing
and if there is nothing important, | can say, Alper, you can cry right now
because there is nothing. Son, | am saying come to me. If he prefers to cry, |
either wait for him to calm down or | take him and distract him in some way. |
take it and put it down immediately, I am doing something. But before, when
Alper cried, my whole world was destroyed.

...5onra tabii ki de bu durumu kabul ettik¢e diyeyim, bence kabul etmemekten
de kaynakliydi, kabul ettik¢e su an daha rahatim. Diistiigiinde bile oglum kalk
haywr hi¢hir seyin yok diyorum. Bos yere agliyorsa ortada hi¢cbir sey yoksa ve
bos yere agliyorsa Alper’cigim sen su an aglayabilirsin ¢linkii ortada hi¢bir
sey yok oglum ya da gel bana soyle diyorum. Hayir aglamay: tercih ediyorsa
va sakinlesmesini bekliyorum ya da alip dikkatini bir sekilde dagitiyorum. Alip
hemen asagi indiriyorum, bir sey yapryorum. Ama onceden Alper agladiginda
benim biitiin diinyam duruyordu

3.4.2.Focusing on the education and development of the child after acceptance

After the participants accepted their children's diagnoses, they were interested in their
educational processes and their development and were pleased with their progress.
Elif realized that her child's autism diagnosis would not pass. After that, she was

inclined to attach importance to research to contribute to her child.

... I know how sad I am, Ali's autism will not end totally... I have got better for
him. | said Ali's education could be better. | started researching something for
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him. How can I help, how can I contribute to him. When | am worse, he is too,
we are better together right now. I was saying that if I do not teach him
something if I do not contribute to him, we will not progress at all... Now | am
more interested in his education. One day | take it there, one day here.

Hani ne kadar iiziilsem de Ali'nin otizmligi ge¢meyecek... Onun igin
toparlandim. Dedim Ali’nin egitimi sey olsun, onun i¢in bir seyler arastirmaya
basladim. Nasil bir yardim edebilirim, nasil ona katki verebilirim. Hani ben
bitince o da bitiyor, o benimle su an seydir ayaktadir. Ben diyordum ona bir
sey ogretmezsem, ona bir sey katmazsam hig ilerleyemeyiz...Simdi daha ¢ok
onun egitimine su an kendisini onun egitimine vermisim. Bir giin oraya
gotiirtiyorum bir giin buraya...

After the diagnosis process, Aynur saw that her child was getting better. Her child's

education is continuing and she was happy with the development of her child.

... Right now, I think we are fine, I think he will talk. They say he will talk for
a year or so. The luck was good. Thanks God. Our special education teachers
are really good... | feel lucky. We are getting better now. | feel like everything
is getting better right now after getting the diagnosis. | see that Berk is
developing, he makes me very happy.

..9u an bence iyiyiz konusacagim diistiniiyorum. Bir yila falan konusur
diyorlar. Bizim i¢in sey oldu, sans iyiydi. Allah iyi insanlarla karsilastirsin,
ozel egitimi gergekten hocalarimiz iyi ¢ok siikiir. ...Sansim dondii benim artik
daha iyiye gidiyoruz tami aldiktan sonra her seyin iyiye gittigini su an
hissediyorum. Berk’in gelistigini goriiyorum o beni ¢ok mutlu ediyor

Giil witnessed her child's developmental progress over time and emphasized that his

education was ongoing.

... Since we are going to special education now, we are gradually starting to
improve a little, it is getting better. We go to special education, we see the
benefits there very well... Looking at the past, he has got better a lot since he
went to special education, and he has improved.

..Su an ozel egitime gittigimiz i¢in kademe kademe biraz diizelmeye
basliyoruz, iyiye gidiyor. Ozel egitime gidiyoruz, ordaki faydalari cok iyi
gortiyoruz... Eskiye bakarak su ozel egitime gidip geleli kendini ¢cok toparlad,,
diizelmesi oldu.

Mehtap talked about the fact that her child's autism diagnosis was not something that

would go away. Education was important and her child’s development was going well.
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Autism, as you know, there is no treatment. It is just education, education,
education... My son has been talking for six months now, so we are better. After
being diagnosed, we continued kindergarten and special education. Anil is well
now.

Otizm de biliyorsunuz iste ne tedavisi var ne bir seyi var. Sadece egitim, egitim,
egitim...Su an bir alti aydir konusmaya basladi oglum, daha iyiyiz yani. Boyle
sonra tani konduktan sonra biz kres ve ozel egitime devam ettik Anil su an iyi
durumda...

Nuran also described that she will struggle for her child regardless of what his
diagnosis is and will focus on his education. The process after accepting his diagnosis

was easier for her.

... And then I accepted because whether he has autism or not, whether he has
sensory deficiency or stimulus excess, | mean, no matter what. 1 am going to
struggle. 1 will take him to training. | will strive for him. So when | accepted,
everything became easier. At least our crying, our sadness is over, so now...

..Sonra da kabul ettim ¢iinkii otizm de olsa, olmasa da, ister duyu eksikligi
olsun ister uyaran fazlaligi, yani ne olursa olsun ben bu yola girecegim. Onu
egitimlere gotiirecegim. Onun icin ¢abalayacagim. Yani kabul edince her sey
daha kolay oldu en azindan aglamalarimiz tiziilmelerimiz bitti yani artik...
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CHAPTER 4

DISCUSSION

This study aims to explore the experiences of mothers of children with autism during
the diagnostic process of their children. IPA methodology was used to gain an in-depth
understanding of these experiences. Interviews were conducted with five participants,
and semi-structured questions were asked to understand mothers’ experiences before,
during, and following their children’s diagnosis. The interviews were analyzed
following the IPA methodology, and according to the results of the analysis, four
themes emerged: when there is no communication: challenges in mother-child
communication in the pre-diagnostic period, delays in the process of diagnosis, what

happened during the diagnosis process, and acceptance after diagnosis.

4.1. When there is no communication: challenges in mother-child communication

in the pre-diagnostic period

In this theme, participants stated that they had difficulty communicating with their
children before their children were diagnosed. They mentioned that their children
could not express themselves, and they did not understand what kind of needs their
children had. Their children were trying to convey something, but the parents could
not comprehend them. The situation led to a lack of effective communication between
the mothers and their children. They expressed their sadness about the situation. They
also explained that they had difficulty in calming their children's behaviors resulting
from autism symptoms. These behaviors could occur at any time, whether at home or

outside, and they felt sad and helpless when they could not calm their children down.

Communication difficulties in autistic children can lead to challenges in their
interactions with their social partners. These problems negatively affect parental stress
levels and the perceived difficulty of parenting (Bianco, 2018). Understanding the
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needs and emotions of an autistic child can be particularly challenging for parents,
which can evoke a sense of helplessness. A child's major ways of expressing their
distress are through non-verbal communication, such as crying, gazing, gesturing, and
movement. Parents may fail to recognize their child's needs due to the atypical
development of nonverbal communication abilities. In addition, individuals with ASD
struggle to coordinate with their caregivers and integrate various expressive behaviors,
including gaze and gestures (Bianco, 2018). In the present study, consistent with the
literature, mothers expressed their difficulties in understanding their children's
attempts to communicate. Both verbal and non-verbal communication posed
challenges for these mothers. Participants noted a lack of understanding regarding their
children's repetitive behaviors, such as constant crying or laughing, and they found it
challenging to interpret when their children needed something. The absence of
effective communication often led to negative emotions and feelings of distress among

the parents.

Moreover, parents with autistic children expressed that they experienced feelings of
shame concerning their children's atypical behavior (Lilley et al., 2020). The most
significant factor contributing to parenting stress is having a child with autism who
experiences or exhibits behavioral problems (Lecavalier et al., 2006). In one
qualitative study involving the mothers of children with autism, it was found that these
mothers expressed feelings of fear and uncertainty when it came to managing their
child's behavior. They mentioned they were often confused by their lack of
understanding about how to effectively intervene in their child’s repetitive behaviors
(Papadopoulos, 2021). Consistent with this information in the literature, the
participants in our study stated that they had difficulty calming down their children's
repetitive behaviors. They explained that they felt helpless when they could not

intervene in their children's behavior.

Furthermore, some mothers who have autistic children experience sadness and
depression due to their children's communicational impairment and compulsive
behaviors. The situation leads them to blame themselves, which negatively impacts
their mood and outlook (Manono & Clasquin-Johnson, 2023). This can also impact

their communication with their child, as mother-child interaction is not one-sided: it
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involves the active participation of both the mother and the child (Aoki 2003). Parents
and children engage in a cyclical process wherein the reciprocal expression of needs
and emotions constrains and influences one another. Hence, it is within this dynamic
interplay of demands and limitations that a circular interaction develops between the
mother and child, ultimately shaping their individual experiences as well as their
broader relationship (Parpal & Maccoby, 1985). The communication issues in this
theme can be interpreted as problems experienced not only by one side but by both the
mother and the child. The child is trying to express themselves, but the mother cannot
understand this expression. This leads mothers to experience various emotions.
Reflecting these feelings onto their children perpetuates this state of
miscommunication. This communication problem is associated with the dynamics

between the mother and the child.

According to the Lacanian psychoanalytic perspective, the subject's ego is constructed
during the mirror stage, guided by the mother's gaze and vocalization toward the child.
Laznik attributes the structuring of the autistic subject to the absence of gaze between
mother and child in the mirror stage (Laznik, 2018). The absence of vocalization and
gaze in the relationship with the Other in the mirror stage is related to the structure of
the autistic subject (Laznik, 2013). As a result, it is accepted that the autistic subject is
not in the language realm (Brenner, 2021). The explanations provided by the Lacanian
Psychoanalytic perspective regarding the autistic subject align with the information
shared by the participants in this study. Mothers emphasize that their children struggle
to express themselves and that there is a mutual lack of understanding. Given the
absence of the Other in the subject’s system and their consequent exclusion from the
domain of language, establishing meaningful communication with the Other is a
challenge. The autistic subject fundamentally resists engaging with the Other,
employing the defense mechanism of autistic foreclosure, which is not part of the
Other's system (Laplanche and Leclaire, 1972). Individuals with autism exhibit distinct
characteristics in their unique world. An individual with autism has unique
characteristics in his or her own world. Psychoanalysis attempts to grasp autism's
“world of its own” by carefully listening to overarching narratives and gaining a deep
understanding of autism. The mother may have difficulty comprehending the

extraordinary characteristics of her child (Tarsia and Valendinova, 2021). In our study,
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the mothers reported facing challenges in communicating with individuals with autism
due to specific characteristics. The participants described difficulties in
communicating with their autistic children, citing distinctive features of autism, such
as their children alternately crying and laughing without apparent reason, struggling
to express themselves, and resorting to gestures, as well as crying without cause.
Additionally, they noted characteristics like temper tantrums, avoidance of
interactions with other children, crying when encountering them, experiencing fear,

resistance to calm, and occasional displays of aggression.

Furthermore, the psychoanalytic perspective draws attention to the place of the Other
in the construction of the subject. Therefore, it discusses the structuring of the autistic
subject from a relational and reciprocal perspective. The reciprocal relationship
between mother and child develops in the initial years of life (Fink, 1999). Particularly
during the early years of life, active verbal and non-verbal interaction between mother
and child and emotional behaviors, including gestures, facial expressions, and gaze,
play a pivotal role in healthy development. Between the child and the parents, there is
an active communication that is dependent on the child's willingness to be social and
the parent's capacity to meet the needs of socialization of a child. Factors like maternal
depression, insensitivity, and the child's pathological barriers can weaken this
interaction. When one of the mothers is distracted by pathological or external reasons
in their life, the organic interaction between the child and the mother becomes poorer
(Leclere et al., 2014). This dynamic is also evident in the relationship between the
child with autism and the mother. Parents who struggle to understand their child's
situation and cannot receive a reaction from them may feel disappointed. Parents who
do not receive a relational response from their children may feel inadequate in their

parenting skills and thus can become dull like their children.

In the current study, mothers who attempted to communicate with their children might
have experienced disappointment when they did not receive a response, potentially
diminishing their motivation to communicate. This could have led to a decrease in
their enthusiasm. The inability to sustain reciprocal communication may have
distanced them further from understanding and communicating with their children. A

parent who feels increasingly distressed and disheartened when failing to comprehend
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may not actively engage in this communication. In response to the unresponsiveness
of their mother, who represents the first Other and with whom they initially establish
a connection, the child may cease their efforts to express themselves and become more

withdrawn.

In addition, most of the participants in the study stated that they did not understand
their children as a mother and that a mother should understand her child. They
associate understanding or not understanding their children’s needs, expressions, and
behaviors with motherhood. Mothers stated that they could not establish a bond with
their children and that not being understood as mothers deeply upset them. This
situation can also be interpreted as the expectation in the mother's mind that she
understands every need of the child. It can be thought that there is no separation
between mother and child in the mother's mind and that she sees herself and the child
as a unity. Due to the nature of language, what is intended to be expressed can never
be defined exactly. There is always a gap between our inner thoughts and the way we
can articulate them using words. This gap or alienation is a fundamental aspect of
human language and communication. There is always a lack of what really wants to
be explained (Lacan, 1964/2013). The mothers in our study might not accept this lack
of the child. They may have expectations that their children will be completely
understood. As a mother, they may want to fully understand their child's needs and
what they want to express by thinking of themselves and their child as a unity. The
emphasis on motherhood in not understanding can be interpreted as the perception of

the mother-child relationship as not separated.

A summary of this perspective can be found in Aynur's statement: “I mean, I think a
mother should be able to understand what her child is feeling even from a single
glance." The sentence effectively encapsulates this perspective. The mother defines
herself from an omnipotent position and knows her child's needs. In other words, the

mother sees herself in a position where she wants to know everything about her child.

4.2. Delays in the process of diagnosis

This theme of the study includes factors that lead to a delay in diagnosis. Participants

stated that they observed that something was wrong with their children. Nevertheless,
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they indicated that they did not link it to autism but rather attributed it to causes other
than autism. They correlated the variations in their children's behavior to factors such
as the child's disposition, premature birth, and other health issues. They lacked
awareness about autism before their children received a diagnosis, preventing them
from comprehending the situation they were experiencing and labeling it as autism.
Additionally, they noted delays caused by specialists when they noticed the issues in

their children and sought assistance at the clinic.

In a study, which was a meta-synthesis study of 31 qualitative research articles
investigating the experiences of families with children with autism, parents reported
that there was something unusual in their child's development. Their children lacked
eye contact and delayed communication ability, but they did not initially suspect
autism. Some mentioned linking the child's atypical development with physiological
problems; for instance, they believed their children might be deaf (DePape & Lindsay,
2014).

Furthermore, in a qualitative study conducted with eight fathers, which explored the
fatherly experiences of those with children diagnosed with autism, the fathers
described their experience as a journey. They stated that they had noticed that there
was something wrong with their children's behavior and had sought answers for this.
However, it was a long and complex process, and some of them stated that their
children had been misdiagnosed. The behaviors that parents have difficulty
understanding were attributed to non-autistic causes, such as speech and hearing
impairments by specialists. Participants whose children were diagnosed early stated
that they initially saw autism as a “monster” that disrupted their children's behavior

and prevented their normal development (Burrell et al., 2017).

For instance, in a qualitative study involving six mothers investigating their initial
experiences, the participants reported observing something wrong with their child.
They stated that they felt that there was something strange in their child's development,
but they were faced with an unknown experience. They described that they did not
know about autism previously and that they had never experienced it before (Bilge,
2020). Studies focusing on parents' knowledge about ASD are quite limited. However,
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there are studies investigating ASD knowledge in the general population, including
parents. These studies show that the general population has limited knowledge about
ASD (Benallie, 2019). Furthermore, in a qualitative study involving 50 parents
discussing their experiences when their child was diagnosed with autism, families
mentioned that they initially had little knowledge about autism and mistakenly
believed it might be a treatable condition. However, as they gained accurate

information, their understanding of autism has improved (Selimoglu et al., 2013).

Participants in the study had limited knowledge and expressed the belief that there was
only one representation of autism with which they were familiar and that no other
variations existed. They did not realize that autism is a spectrum; hence, they may not
have noticed that each child exhibits different symptoms and features.

The lack of knowledge about autism in our study and attributing the symptoms
observed in children to causes other than autism is consistent with the literature.
Diagnosis occurs after mothers first notice developmental delays, atypical behaviors,
or something unusual or wrong in their children. This is of course, related to a lack of
knowledge, but mothers gave different explanations for the situation they noticed at
the beginning. It took time for them to take action regarding the situation they noticed
and consult a specialist. When evaluated from a psychoanalytical point of view,
mothers may be in a state of unconscious, ignoring this different situation they face.
They may use various unconscious defenses, such as denial, to cope with this situation.
In such cases, they expect to have a typically developing child, but they are
disappointed when a child with different developmental characteristics is born. The
mothers' experiences, expectations, and emotions related to motherhood may be quite
different from what they initially imagined, as they now need to navigate the unique
challenges and experiences associated with raising a child with a disability (Harvey,
2015).

The process of diagnosing autism includes parents' and teachers' opinions at school or
daycare, if any, and the involvement of psychiatry. It involves interviews with parents,
a review of relevant medical, psychological, and/or educational records, cognitive-
developmental assessment, direct play observation, adaptive function assessment, and
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a comprehensive medical examination (Kiling et al., 2019). Diagnoses of ASD can be
made by observing the detailed developmental stories of children and behavioral cases

and applying psychometric measurements developed for autism (Aydin & Ozgen,
2018).

Additionally, this study highlighted a significant time gap between parents observing
developmental concerns in their children and receiving the diagnosis. Families
reported that specialists diagnosed their children within 10-15 minutes solely based on
the information provided by the parents. They revealed that the evaluation was brief,
and they received varied advice from other doctors. Some doctors suggested that the
process arose due to their children's higher intelligence, leading to a misinterpretation
of symptoms. Subsequently, they highlighted that the diagnosis might occur after the
child begins kindergarten or school, prompted by teachers' observations. This scenario

resulted in a delay in the diagnostic process (Selimoglu et al., 2013).

Similarly, in a qualitative study exploring the perspectives of 15 doctors working in
autism diagnosis units on the diagnosis process, the doctors reported that they allocated
an average of 24 minutes for each diagnosis. They noted that families frequently
lacked sufficient information and held expectations that their children could improve
solely through medication. The doctors expressed negative opinions about the absence
of a clear biological marker for autism diagnosis, the lack of comprehensive
monitoring of the child's neuro-motor development, and the inadequacy of available

special education resources (Karaarslan & Karaarslan, 2016).

Reasons for the delay in diagnosis can be attributed to various factors, including the
manifestation of distinct symptoms and characteristics in each child, the utilization of
different assessment tools, time constraints during the preschool period, professionals'
limited awareness of mild ASD symptoms, and the scarcity of specialist physicians
(Siklos & Kerns, 2005).

The information provided in the literature is consistent with the findings of the study,
emphasizing that achieving an early diagnosis of autism necessitates a diagnostic

process that involves collaboration between families and experts and should be
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conducted based on accurate information. In Turkey, diagnostic procedures can
significantly differ among various institutions. A notable limitation is the lack of
medical specialists with expertise in autism (Tohum Otizm Vakfi, 2017). For early
diagnosis and intervention, it is thus vital to educate and better equip health personnel
working in this field. Additionally, allocating sufficient time for interviews is essential

in fostering comprehensive assessments and understanding the nuances of each case.

4.3. What happened during the diagnosis process

This theme reveals that participants faced several challenges during the diagnosis
process. They described the moment they learned of their child's ASD diagnosis as a
shocking and traumatic experience. Some participants stated that they received
psychiatric support to accept this situation. Some participants indicated that they
closed themselves off to the outside world during the diagnosis process, did not leave
the house for a while, and withdrew from social life. They also mentioned that people
around them sometimes reacted negatively to their children's atypical behavior, which
was distressing for them. Throughout the diagnosis process, they struggled to accept
the autism diagnosis for their child, hoping for a different outcome, but ultimately,

their children were diagnosed with autism.

Parents often undergo an experience similar to the grieving process when their child
receives such a diagnosis—they may go through stages of shock, denial, anger,
bargaining, and depression (Blacher, 1984; Case, 2000; Howard et al., 2009).
Following their child's diagnosis of ASD, they commonly experience feelings of
sadness, denial, confusion, isolation, and depression (Siklos & Kerns, 2005).
According to them, the most stressful time in their lives related to their child's
impairment was the post-diagnostic period (Nealy et al., 2012). Following an ASD
diagnosis, parents frequently suffer feelings of grief and loss, worry about the
diagnosis' consequences over time, and experience a sense of mourning for life events
that they believe their children could never experience (Burrell et al., 2017). Moreover,
a child's autism diagnosis comes as an unexpected result for families, with their initial
reaction often being one of shock. During this stage, families may experience reactions

such as crying, being unresponsive, and feeling powerless and helpless (Dertli &
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Basdas, 2022). Our study aligns with the information found in the literature. Mothers
expressed a range of emotions during this process, including shock, isolation, and
depression. Despite receiving the diagnosis from a specialist, they found the process
of acceptance to be challenging. They experienced this process as if they were going

through mourning.

Moreover, parents were generally initially disappointed and did not want to accept
their child's diagnosis (Broski & Dunn, 2020). Because parents who learn that their

child is disabled usually do not want to believe it, and this stage is a defense
mechanism that parents temporarily adopt (Dertli & Basdas, 2022). In addition,
families require educational, psychological, and social support for both themselves and
their children. It highlighted that families face challenges in dealing with negative
societal attitudes toward disabilities (Aslan et al., 2014). For instance, in a study, it
was observed that parents of autistic children experienced a smoother diagnostic
process when they received psychological support. Parents expressed that they did not
receive adequate benefits from family counseling services, but they desired and
required access to such support. Additionally, the study revealed a lack of well-
structured mental health services specifically designed for parents of children with
autism. While special education teachers and special education and rehabilitation
centers attempted to address such parents' needs, it was emphasized in the narratives
that education, health, and psycho-social support were generally insufficient (Koksal
& Erciyes, 2015). Thus, this current study is consistent with the literature as it was
revealed that the participants experienced a traumatic experience when their children
were diagnosed, experiencing shock and disbelief, which led them to deny the
diagnosis initially. Due to their difficulty in accepting the diagnosis, many of them

sought psychological support to cope with their emotions.

Furthermore, autistic individuals around the world are frequently faced with stigma—
they may be labeled because they are different, and this may cause them to be
discriminated against. Internalization of this stigma may further cause autistic
individuals to lose their self-confidence (Araujo et al., 2023). In a study involving
mothers of children with autism, the majority of the mothers indicated having faced

stigma, which led them to avoid leaving their homes, and thus, they became socially
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withdrawn (Papadopoulos, 2021). In another qualitative study conducted with six
mothers and four fathers, which examined the challenges faced by families with
autistic children in their social relationships, the participants expressed being disturbed
by the social attitudes towards autism they had noted. They described feeling excluded
and isolated, thereby leading them to avoid social interactions. The parents mentioned
being particularly bothered by the reactions of their environment, especially when their
children exhibited problematic behavior in public areas (Yiiksel & Tanriverdi, 2019).
Parallel to the literature, the current study demonstrates that mothers of autistic
children experience stigma and subsequently withdraw themselves from social
environments. Autistic individuals often face a lack of social acceptance in their
environment, with this exclusion by society becoming an even more significant
challenge for mothers who are attempting to manage the behavioral problems
associated with autism during the diagnosis process.

Mothers' experiences during the diagnosis process can be discussed psychoanalytically
around the concept of “uncanny” and “ambivalent feelings." Freud's idea of the
uncanny is rooted in the early stages of mental development, especially in the infantile
ego. During this period, the developing ego has a natural inclination to project
outwards what it finds unfamiliar or strange within itself. This process can lead to
feelings of fear when we encounter something in others that reflects these hidden,
disturbing aspects of ourselves that we repress and hide. The uncanny is, in essence,
the collision of the hidden and the familiar, creating a feeling of discomfort and fear
(Freud, 1919). This feeling of “strangeness” perceived from the outside is actually a
feeling reflected by the ego. This is why Freud used the German terms “Heimlich” and
“unheimlich” together to describe the uncanny. The familiar and homely become at
the same time distant and unfamiliar (Freud, 1919). The concept of uncanny, which
Freud based on the development of the ego, can be discussed as similar to the
ambivalent situation that occurs in the formation of the ego in Lacan's mirror stage
(Harvey, 2020). Lacan states that the subject, who perceives himself as fragmented in
the mirror stage, comprehends himself through the gaze of the Other. This is a moment
of both triumph and traumatic moment for the subject. The source of ambivalent
feelings in the formation of the subject is in the mirror phase. Freud's concept of the

uncanny and Lacan's concept of the mirror stage can be used to discuss the feelings
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experienced by a mother with a disabled child (Harvey, 2020). Although Freud
indirectly linked the uncanny to disability and illustrated this through cases of
blindness, dismembered limbs, and epilepsy, the concept of uncanny helps explain
mothers’ experiences and complicated feelings towards their disabled children. This
uncanny thought sheds light on how these mothers balance their deep discomfort
toward their disabled children with their maternal compassion and love (Harvey,
2020). If we look at the experiences of the mothers in our study during the diagnosis
process of their children, all the participants state that they do not want to accept their
children's diagnosis. Most of the participants express that they are disturbed by the
way others look at their children. This may actually be related to the uncanny feelings
mothers feel towards their children. Mothers may develop a defense that they do not
want to accept the atypical behavior of their children and push it out. When they
receive a comment about “strangeness” from outside, they may be disturbed by an
outside “weirdness.” This may describe both the mothers' own gaze and the gaze of
others. When the diagnosis that mothers want to repress, do not want to accept, or deny
is reflected on the mother from the other's perspective, various feelings of discomfort
occur in the mother. In this sense, complex, ambivalent feelings arise in the mother
towards her child. We can see the ambivalence of the participants regarding their
refusal to accept their children's diagnosis in the following statements: “I noticed it in
a year and two months, but I could not accept it. And when the others said | could not
accept it... I had to accept it, I do not accept it, but I have to”, “Then we went to
another doctor, then to another, and in the end, they all said he has autism anyway... ”,
“A person cannot relate to her child,” “I have decided on private doctors, yes, there
is something... When we had all the tests done, he had only autism. ”, "So, many doctors
saw him, but none of them called it autism. | was getting my hopes up." Mothers
actually state that they are aware of the situation, but at the same time, they have
difficulty accepting it. By saying, "It is not autism," these mothers describe their own
ambivalent feelings as a condition that they both know about and do not want to know

about.

4.4. Acceptance after diagnosis

The participants expressed a sense of relief after accepting their child's diagnosis,

mentioning that they stopped being preoccupied with the diagnosis itself and instead
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shifted focused on addressing their children's unique needs. This acceptance led them
to become more engaged in their children's development and education.

The stages that parents with a disabled child go through during the diagnosis of their
children are defined together as the acceptance model. This model, based on the theory
of grief, includes the following phases: shock, denial, anger, bargaining, and
depression (Kiibler-Ross, 1969). Drotar et al. (1975) defined adaptation and re-
organization as the final emotional process that families go through after their children
have been diagnosed, with this last stage that families go through, including the
processes of adapting and coping with the situation. Therefore, parents learn how to
live with their child's disability and can then focus on their child's strengths, education,
and future. They have more realistic expectations about their children; thus, parents
who go through this stage can contribute more to their children’s education (Webber
& Scheuermann, 2008). In the current study, participants experienced a range of
emotions and underwent various stages during their children's diagnosis process. Our
findings suggest that a child's diagnosis should be viewed as a process, as over time,
parents of such children appear to adapt to the circumstances. It's important to note
that parents who go through this process can experience complex and varied emotions,
but eventually, they become more aware of their children's unique characteristics. This

process includes a wide range of experiences and emotions.

Furthermore, in a study conducted by DePape and Lindsay (2018), parents mentioned
that after accepting their child’s diagnosis of autism, they experienced more typical
emotions and were able to adopt a normal life. Instead of attempting to fix their
children, they focused on their children's future and meeting their specific needs. This
process is called “moving forward” in the study. In addition, post-traumatic growth
refers to the positive changes experienced by individuals who have gone through
challenging experiences as a result of the difficulties they faced. The parents of
children with ASD reported experiencing post-traumatic growth, which included
learning to be more patient, experiencing enriching effects in their lives from raising
a child with ASD, personally feeling stronger, more patient, and having increased
empathy skills (Yassibas, 2015). Experiencing traumatic losses, like recognizing that
the child won't go through normal developmental stages, might cause parents to gain

new perspectives on life as well as a stronger sense of spirituality and inner fortitude
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(Zhang et al., 2013). In this study, participants stated that they were able to better
understand their children's needs and abilities after going through a complicated
process. They said that after the complex situation they experienced, they were able to

focus on their children's development and made progress in this regard.

Mothers of children with disabilities initially encounter an unfamiliar and foreign
situation in response to the challenges their children face (Harvey, 2020). In our study,
mothers also confronted such situations. Experiences that are incomprehensible,
foreign, and uncanny tend to generate discomfort and give rise to complex emotions
(Freud, 1919). However, their child eventually diagnosed with autism might have
helped them find meaning in their child's behavior by understanding its underlying
cause. Receiving a diagnosis can provide “recognition” such as structuring the subject
and reaching a wholeness in Lacan's mirror stage (Baltaci et al., 2023). Having their
child finally receive a diagnosis of autism may have helped them make sense of their
behavior in terms of understanding the cause. It could have enabled mothers to

perceive their child differently and provide a framework for their experiences.

4.5. Conclusions and Contributions of the Study

The current contribution of this study is to provide an in-depth interpretive
examination of the experiences of mothers of children with autism during their
diagnosis period and their efforts to make sense of it. The study reveals that mothers
go through various stages and experience grief during the process of diagnosing their
children. Participants initially did not know what they were encountering and tried to
relate it to multiple reasons. Later, when they heard the diagnosis, they experienced
various emotions such as shock and denial. After experiencing multiple complex
emotions, they accepted their children's diagnoses and were able to focus on their
development and education. The experiences of mothers are part of a process, and the
negative, complex emotions they feel are a component of this journey. It can help
mothers who have autistic children and have feelings such as helplessness, anger, and
sadness to make sense of this process. It may help mental health professionals working

with autism deepen their understanding of these processes and emotions.

81



The study draws attention to the lack of communication between mother and child,
especially in the pre-diagnostic period. The “lack of communication” between mother
and child can be improved through mother-child interventions. It is essential to
strengthen mother-child interaction with early interventions. Psychoanalytic therapies
for mother-child interactions can help the mother understand the child's introverted
world. This may motivate the child to get reactions from the mother and express herself
(Laznik, 2000). The findings of the study highlight a communication problem between
mother and child. The mother has difficulty interpreting and intervening in the child's
actions, leading to feelings of helplessness. Therefore, strengthening mother-child
communication through appropriate intervention programs is essential for the mental

health of mothers, children, and the community.

Furthermore, participants state that they experience disruptions in services such as
specialists, schools, and hospitals during the diagnosis process. In addition to the
correct information received from parents, it is also essential that the specialist who
makes observations and diagnoses at school has sufficient information. This situation
draws attention to the importance of teamwork for early diagnosis and, therefore, early

intervention.

4.6. Limitations and Future Research

The study focused on mothers of children with autism aged between 3 and 6.5.
Inclusion criteria included the requirement that the child with autism was their first
child and the mothers had not previously experienced the loss of a child. Three of the
participating mothers had two children, and two had only one child. Choosing a more
homogenous group among all participants could have provided a deeper understanding
of the experiences of mothers who have multiple children. It would also have been

valuable to collect information about sibling dynamics from the mother's perspective.

Another criterion in the study was that children with autism were boys. Given gender
roles, autism may be more difficult to diagnose in girls than in boys. Since the
symptoms of autism exhibited by autistic girls are generally associated with their
temperament, such as being well-behaved, intelligent, and calm, it is more difficult to

diagnose them (Hull et al., 2020). Therefore, the signs may be more challenging to
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identify in girls. A possible recommendation for future research is to conduct a study
involving mothers of girls with autism.

Moreover, the study centered on children diagnosed with autism between the ages of
2 and 3.5 years. The literature suggests that the typical age for diagnosing autism is
around 3 (Sauer, 2021). Research involving mothers of children diagnosed later than
three years could explore how family dynamics are experienced, the awareness of
symptoms, the mechanisms of denial, and related factors. Thus, the dynamics of delay

in diagnosis might be better understood.

In addition, the study specifically involved mothers whose first child had autism. It
examined the experiences of first-time mothers. Future research might focus on
mothers whose first child developed typically, but their second child had autism. Such
research may better explain how experiences of motherhood differ from those of
recognizing a child has autism after raising a “typical” child. Experiences of mother-

child interaction in two situations can be investigated.
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B. SEMI-STRUCTURED INTERVIEW QUESTIONS

1. Kendinizi tanitir misiniz?

2. Esinizle iliskiniz nasil?

3.Evlenmeden oOnce c¢ocuk sahibi olmak hakkinda ne diisiinliyordunuz? Nasil
hayalleriniz, beklentileriniz vardi? Esinizle beraber ¢cocuk sahibi olmaya nasil karar
verdiniz?

4. Hamile oldugunuzu 6grendiginizde neler hissettiniz? Planli gebelik(ler) miydi?

5. Otizm tanis1 almis cocugunuzun hamilelik siireci nasildi?

6. Dogum siirecinizin ve dogum sonrasi siireciniz nasil gegmisti?

7. Cocugunuzun gelisimi nasildi? Cocugunuzun davraniglarinda neler
gozlemlemistiniz? Sizce farkliliklar var miydi?

8. Ne zaman tan1 kondu? Tan1 alma stireciniz nasil gelismisti? Tan1 alma siirecinde
neler yasamistiniz, neler hissetmistiniz?

9. Otizm hakkinda nasil bir bilgiye sahiptiniz? Bu bildikleriniz siire¢ igerisinde degisti
mi? Siz otizmi nasil tanimlarsiniz?

10. Cocugunuz otizm tanis1 aldiktan sonra hayatinizda degisiklikler oldu mu? Aile
icindeki iliskilerinizde degisiklikler oldu mu?

11. Cocugunuz sizinle nasil iletisim kuruyor?

12. Esiniz cocugunuzla nasil ilgilenir? Esiniz ¢cocugunuz ve siz nasil vakit gegirirsiniz?
13. Otizm tanis1 alan ¢cocugunuzun diger aile bireyleri ile iliskisi nasil?

14. Cocugunuz hakkinda gelecekle ilgili planlariniz, beklentileriniz neler? Neler
hissediyorsunuz? Neler diisiiniiyorsunuz?

15. Paylagmak istedikleriniz, eklemek istedikleriniz var mi1?

104



C. TURKISH SUMMARY / TURKCE OZET

BOLUM 1

GIRIS

1.1. Otizmin Kisa Tarihi

Otizm terimi ilk olarak Isvigreli psikiyatrist Eugen Bleuler tarafindan kullanilmistir.
Bleuler, bu terimi Yunanca “autos” kelimesinden tiiretmis ve sizofreni hastalarinda
gbzlemlenen ige doniik davraniglari tanimlamak i¢in kullanmigtir (Parks, 2009). Daha
sonra Kanner, “Autistic Affective Contact Disorder” makalesinde 11 ¢ocugun
sizofreni hastalarindan farkli olan sosyal izolasyon, ekolali, takinti, ve rutinlere
baglilik gibi 6zelliklerini belirtti. Bu 6zellikleri "otistik bozukluklar" olarak adlandird:
(Kanner, 1943). Avusturyali psikiyatrist Hans Asperger, dort gen¢ erkek ¢ocugu
lizerine yaptig1 caligmada, bu ¢ocuklarin sinirli empati, kisitl ilgi alanlari, sosyal
etkilesim ve iletisimde zorluklar ve motor becerilerde eksiklik gibi ¢esitli 6zellikler

sergilediklerini belirtti (Asperger, 1991).

19501 ve 1960l yillarda yapilan arastirmalar otizmin altinda yatan nedenleri ortaya
cikarmay1 amagladi (Volkmar ve McPartland, 2014). Ancak 1970'li yillarda otizmin
potansiyel nedenleri olarak norolojik faktorlere odaklanilmaya baslandi (Ozonoff ve
ark. 2003). Uluslararasi tani sisteminde DSM-I Amerikan Psikiyatri Birligi (APA),
(1952) ve DSM-II (1968)'de gocukluk g¢agi sizofrenisi olarak tanimlanirken, DSM-
I11'te ilk defa ayr1 bir psikiyatrik tan1 kategorisi haline gelmistir. “Cocukluk otizmi”
olarak adlandirtlmis ve “yaygin gelisimsel bozukluk” kategorisi altinda
siiflandirilmistir (APA, 1980). DSM-IV (1994) ve DSM-1V-R (2000)'te, otistik
bozukluk, Asperger Sendromu, otizm, ¢ocuklukta dezintegratif bozukluk, Rett
bozuklugu ve yaygin gelisimsel bozukluk gibi alt tipleri icerecek sekilde
genisletilerek, Yaygin Gelisimsel Bozukluk kategorisinde toplanmistir (Feinstein,
2010). Giiniimiizde otizm, DSM-5 (2013) ve DSM-5-TR (2022)'nin otizm spektrum
bozuklugu (ASD) olarak revize edilmistir (APA, 2022).
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1.2. Otizmin Gelisimsel Ozellikleri

Otizm, sosyal etkilesim ve iletisimde zorluklar, tekrarlayicit davraniglar ve duyusal-
motor davraniglar gibi ¢esitli 6zelliklerle tanimlanir. Otizmli bireyler genellikle sosyal
alanda diger insanlarin ihtiyaclarina ve duygularina ilgi goéstermezler, duygusal
karsilhiklilikta giicliik yasarlar (Bowler, 2007) ve genellikle yalniz kalmay1 tercih
ederler. (Tohum Otizm Vakfi, 2017). Ayrica, dilsel iletisimlerinde eksiklikler vardir,
genellikle tekrarlayici dil kullanirlar ve sdzel olmayan ipuglarint yorumlamakta giiclitk
cekerler (Boucher, 2003). Davranis agisindan, tekrarlayan rutinlere bagl kalma, asir1
tepki verme ve atipik duyusal-motor davranislar yaygindir, bu da otizmin belirgin
ozelliklerindendir (Lord ve ark., 2018).

1.3.Yayginhk

Amerika Birlesik Devletleri'ndeki Hastalik Kontrol ve Onleme Merkezleri (CDC)
tarafindan hazirlanan bir rapora gore, 2020 yilina ait en son verilere gore otizm
spektrum bozuklugunun yaygmhigmin yaklasik 54 ¢ocukta 1 oldugu tahmin
edilmektedir. 2023'teki daha yeni bir giincellemede CDC, 2020 verilerinin daha
yiksek OSB prevalansina isaret ettigini ve Amerika Birlesik Devletleri'nde yaklagik
36 ¢ocuktan 1'ine bu bozukluk tanisi konuldugunu bildirdi (Maenner ve ark, 2023).

Otizmin yayginligir kiiresel egilimlere benzer sekilde Tiirkiye'de de giderek
artmaktadir. Tohum Otizm Vakfi'min sundugu Meclis Arastirma Komisyonu
Raporu'nun 6zetine gore, bildirilen oranlar 2006'da 150'de 1, 2008'de 88'de 1, 2012'de
68'de 1, 2014'te ise 45'te 1 olarak gerceklesti. 2020 yili itibariyla iilkede yaklasik
550.000 kisiye otizm spektrum bozuklugu tanisi konuldugu tahmin edilmektedir
(Tohum Otizm Vakfi, 2020).

1.4. Otizm Tanisi

Otizm spektrum bozuklugu (OSB) tanisi, tibbi testler yerine bireyin gelisim gegmisi
hakkinda bilgi toplamay1 igerir ve genellikle ¢ocukluk doéneminde teshis edilir
(Volkmar & McPartland, 2014). Tani igin yaygin olarak kullanilan siniflandirma
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kilavuzlar1 DSM (Zihinsel Bozukluklarin Tanisal ve Istatistiksel El Kitabr) ve ICD
(Uluslararas1 Hastalik Smiflandirmasi) olup, bu tamilar uzman bir ekibin
multidisipliner ¢alismasini gerektirir (Sampogna ve ark., 2020). Otizm tanisinin yant
sira, bu bireylerin yaklasik %70'inde en az bir eslik eden bozuklugun oldugu ve
%40"'nda iki veya daha fazla komorbid taninin bulundugu unutulmamalidir (Kim ve
ark., 2023). Tirkiye'de otizm tamisi, ¢ocuk psikiyatristleri ve ¢ocuk ndrologlar
tarafindan klinik degerlendirmeler ve tibbi testlerle birlikte konulur, ayrica bu tani
devletin sundugu 0Ozel egitim hizmetlerine erisim ic¢in Onemlidir (Yigitoglu &
Odluyurt, 2021). Ancak bu alandaki bilgi ve deneyime sahip uzman sayisi sinirlidir ve

uygulamalar kurumdan kuruma farklilik gosterebilir (Tohum Otizm Vakfi, 2017).

1.5. Otizme fliskin Teorik Aciklamalar

1.5.1. Genetik, Epigenetik ve Norolojik Aciklama

Otizmin genetik nedenleri sitogenetik, genom icindeki kopya sayisi varyasyonlari
(CNV'ler) ve tek gen mutasyonlarina dayanmaktadir ve bu nedenle ¢ok sayida gen
OSB ile iliskilendirilmektedir (Colak, 2016). Ayrica ikiz ve aile ¢alismalari, genetik
faktorlerin OSB'nin potansiyel nedenlerinin 6nemli bir bileseni oldugunu
gostermektedir (Sauer ve ark., 2021). Epigenetik mekanizmalar, gen ekspresyonunun
diizenlenmesinde 6nemli bir rol oynar ve OSB'li bireyler farkli epigenetik gen
ekspresyonu modelleri sergilerler (Dagidir ve ark., 2022). Genetik temel ve ndrolojik
anormallikler, beyin yapis1 ve islevlerindeki farkliliklarin OSB ile baglantili oldugunu
gostermektedir. OSB'li bireylerin beyinlerinde anormal biiyiikliik, sekil ve islev ile
ilgili bulgular vardir, bu da duygusal, sosyal ve taklit yeteneklerindeki farkliliklara
katkida bulunabilir (Yoon, 2020).

1.5.2. Cevresel Aciklama

OSB’de Anne ve baba yasi, fetal ¢evre, perinatal olaylar, ilaglar, alkol ve tiitiin
kullanimi, beslenme, asilar ve toksik maruziyetler gibi faktorler potansiyel ¢evresel
risk faktorleri olarak incelenmistir (Bolte, 2018). Gebeligin erken doneminde valproik
asit, talidomid kullanimi, viral enfeksiyonlar, yetersiz beslenme, asir1 kusma gibi
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faktorlerin yani sira ikinci ve ligiincii trimesterde bakteriyel enfeksiyonlar, hastaneye
yatiglar, D vitamini eksiklikleri ve annenin saglik sorunlarinin oldugu yapilan
arastirmalarda one siiriilmektedir (Ozbaran, 2014). Ayrica hamilelik sirasindaki anne
enfeksiyonu ve/veya inflamasyon da OSB ile baglantilidir. Danimarka'da yapilan bir
aragtirma, hamilelik sirasinda hastaneye yatirilmasi gereken annedeki bakteriyel/viral
enfeksiyonlar ile cocukta OSB riski arasinda pozitif bir baglanti oldugunu ortaya

cikarmistir (Nudel ve ark., 2022).

1.5.3. Psikanalitik Aciklama

Melanie Klein, 1930'da otizm hakkinda bir makale yazarak, otistik davranislar1 bir
cocugun gelisimsel engellenme olarak tanimladi (Klein,1930). Margaret Mahler,
cocuk gelisimi ve simbiyotik iliskiler konusunda ¢alismalar yaparak, otistik
donemlerin bebegin ego farklilagmasinin yavas oldugu déonemler oldugunu 6ne siirdi
(Mahler, 1952). Frances Tustin, otizmi erken ayrilikla bagdastirarak, bu ayriligin
cocugun duygusal gelisimini bloke ettigini ve otistik davranislar tetikledigini iddia
etti. Tustin ayrica “otistik nesne” kavramini tanitti, bu nesnelerin ¢ocugun otistik

kabugunu olusturdugunu ve tedavi edilmesi gerektigini one siirdii (Tustin, 1984).

Lacanyen psikanaliz, otizmin basit bir neden-sonug iligkisine indirgenemeyecegini ve
otistigin dil ile igkisine odaklanir (Tarsia & Valendinova, 2021). Lacanyen Psikanalitik
kuram agisindan ayna evresi, Lacanyen yapilar ve dil olusumu ag¢iklanacaktir. Lacan,
ayna evresini, Biiylik Baska’nin gocuga bakisi ile ¢ocugu tanimlamasiyla (Giirsel &
Gengoz, 2019) 6 ila 18 aylar arasinda bebegin aynadaki yansimasi olan spekiiler
imajiyla 6zdeslesmesi ve egonun olugmasini saglayan bir evre olarak agiklar (Lacan,
1966/2006). Laznik, otizmin ilk ve 6nemli belirtisinin anne ile ¢ocuk arasinda bu
bakisin olmamasi oldugunu vurgulamaktadir. Bu bakis yoklugu sonucunda otizmli
cocuklarda Bagka ile iliski ya hi¢ kurulamaz ya da terapétik iliski yoluyla kurulmaya
calisilir (Laznik, 2018).

Lacanyen psikanalizde ii¢ temel psikoz, sapkinlik ve nevroz olmak iizere ii¢ temel yap1

vardir. Bu yapilarin olusum siireci yabancilasma ve ayrisma agamalarini igerir (Lacan,

1964/2013). Otizm ise bu yapilarin disinda kendine 6zel bir yapi1 olarak kabul
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edilmektedir (Brenner, 2021). Otistikler “otistik hesaptan diisme” ad1 verilen savunma
mekanizmasini kullanirlar ve Baba Adinin islevini reddederler. Psikozdan farkli bir
yap1 olarak otizmde, simgesel alanla minimal bir iliski bile kurulmaz (Brenner, 2021).
Lacan teorisini 6zne ve dil arasindaki iliski izerine kurmustur. Dilin “gosterenlerden”

olustugunu vurgulamistir (Lacan, 1964/2013).

Ayrica Lacan, 6znenin Baska ile (¢cogunlukla annesiyle) iliskisinin tamamen bir
eksiklik siirecinden ortaya ¢iktigint savunur (Lacan, 1964/2013). Bebek,
karsilanmayan ihtiyaglarin yarattigi gerilimi azaltmak i¢in Baska’ya seslenir (Brenner,
2023). Otizmde, otistik gosterenler alaninda yabancilagsmanin radikal bir reddi vardir.
Oziinde otizm, gdz temasinin olmamasi ve ag olsa bile ihtiyaclarim1 Baska’ya sunma
konusundaki isteksizlikle baslayan Baska’ya ¢agriy1 reddetmeyi igerir. Otistikler ayni
zamanda dolayli ifadeleri anlayamamakta ve oznel ifadelerden kaginmaktadir
(Brenner, 2023).

Otistik bebekler, ilk yillarinda bile ses tonlarin1 degistirmeden monoton bir sekilde
aglayabilirler ve bu da ebeveynlerin ihtiyaglarini yorumlamasini zorlastirir. Ek olarak,
otistik bebek pek babildamaz ve sosyal etkilesimden yoksundur (Chericoni ve ark,
2016). Sonug olarak bu cocuklar dil kodlarini tam olarak kavrayamadiklari i¢in
mesafeli kalabilmekte, sosyal baglantilar1 engellemekte ve ¢ogu zaman konusmaktan

kaginmalarina yol agabilmektedir (Tarsia & Valendinova, 2021).
1.6. Ozel Gereksinimli Cocuga Sahip Olmak

Ozel ihtiyaclar1 olan bir ¢cocuga sahip olmak, ebeveynler icin tipik ebeveynlikten
farklilik gosterir (Leither ve ark, 2004) ve ¢esitli zorluklar ve duygusal
karmasikliklarla karsilasmalarina neden olabilir (Iscan & Malkog, 2016). Bu
ebeveynler, beklenmedik durumlarla bas etme konusunda rehberlik ve destek

arayisinda olabilirler (Aysever & Demirok, 2019).

Ozel gereksinimli cocuklarin aileleri, psikolojik stres acisindan daha fazla risk altinda
olabilirler ve diger engelli cocuklarin ailelerine gore daha fazla stres yasayabilirler. Bu
ailelerin deneyimlerinin anlasilmasi, bu zorlu siireclerle basa ¢ikmalarina yardimci

olmak a¢isindan 6nemlidir (DePape & Lindsay, 2014).
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1.7. Anne-Cocuk iliskisi

Anne-c¢ocuk iligkisi iki tarafinda katihmimi igeren, her iki taraf da taleplerin ve
duygularin karsilikli ifadesiyle birbirlerinin diinyalarini etkiledigi karsilikl bir iligkidir
(Aoki, 2003). Ozel gereksinimli cocuklarn anneleri, gocuklarinin bakimi konusundaki
sorumluluklar1 daha fazla Ustlenirler (Gadre & Mardhekar, 2015) ve bu, genellikle
annelerin olumsuz duygusal etkilenme riskini artirirken babalarda daha az etkilenme
goriiliir (Ersoy & Ciiriik, 2009). Otistik ¢cocuklarin anneleri, 6zellikle tani siirecinde,
yiiksek diizeyde duygusal sikint1, depresif belirtiler ve kaygi yasama egilimindedirler.
Bu zorluklarin iistesinden gelirken, teshislerini kabul etme siireci de anneler igin

birgok agamay1 igerir (Kulasinghe ve ark, 2022).

1.8. Kabul Siireci

Cocugun engelini kabul etmek ebeveynler i¢in zaman alir (Gordon, 2000) ve bir dizi
duygusal asama igerir. Bu asama modeli, 6liimciil hastaliklart olan kisilerin yas
slirecini tanimlayan Kiibler-Ross modeline dayanmaktadir (Kiibler-Ross, 1969).
Ebeveynler, taniy1 kabul etme siirecinde inkar, 6fke, pazarlik, depresyon ve
kabullenme gibi ¢esitli duygusal agsamalardan gecerler ve bu asamalari farkli siralarda,
bazen aymi anda veya atlayarak deneyimleyebilirler (Blacher, 1984). Engelli
cocuklarin ebeveynleri bu kabul siirecini farkli sekillerde deneyimleyebilir ve bazilar

bu durumla basa ¢ikmak i¢in yardim ararken digerleri ¢ocuklarinin yeteneklerine

odaklanabilirler (\arol, 2006).

1.9. Otizmli Cocuga Sahip Ebeveynlerin Deneyimleri Uzerine Arastirmalar

Otizmle 1ilgili yapilan nitel arastirmalar, otizmli c¢ocuga sahip ebeveynlerin
deneyimlerini ve yasadiklart zorluklar1 anlamamiza olanak saglamaktadir. Bu
arastirmalar, otizmin tanisinin konmasindan sonraki siirecten, cocugun gelisimindeki
farkliliklar1 ilk fark etmeye kadar farkli asamalardaki ebeveyn deneyimlerini
aydinlatmaktadir. Ebeveynlerin, tan1 siirecinde bekleyis, stres ve ¢ocuklarina yonelik
duygusal reaksiyonlar1 incelemektedir. Ayrica otizm tanisi almis g¢ocuk yetistiren
annelerin yasadigi sugluluk, kaygi, 6fke ve kabullenme duygulari 6ne ¢ikmaktadir. Bu
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arastirmalar, otizmli ¢ocuklarin ebeveynlerinin yasadig farkli duygusal ve sosyal
deneyimleri gostererek bu konuda daha fazla farkindalik yaratmaktadir ve ailelerin

ihtiyaglarina odaklanilmasinin 6nemini vurgulamaktadir.

1.10. Calismanin Amaci ve Arastirma Sorusu

Bu c¢alismanin amaci otizmli ¢ocuga sahip annelerin, ¢ocuklarinin tani stirecindeki
deneyimlerini arastirmaktir. Bu deneyimlerin derinlemesine anlasilmasi i¢in nitel bir
arastirma  yontemi kullanilmistir. Calisma YFA metodolojisi  kullanilarak

gerceklestirilmistir.

BOLUM 2

YONTEM

2.1. Nitel Arastirma

Nitel arastirma, nicel aragtirmadan farkli olarak daha ¢ok insanlarin deneyimlerini ve
goriislerini anlamak i¢in kullanilir (Denny & Weckesser, 2022). Bu yontem, bireylerin
icsel diinyalarin1 ve bakis agilarin1 daha iyi anlamak i¢in goriismeler, gozlemler,
dokiiman analizleri gibi teknikler kullanir (Taylor ve ark., 2016). Nicel arastirmalar
sayisal verilere odaklanirken, nitel arastirmalar insanlarin deneyimlerini ve

diisiincelerini daha derinlemesine inceler (Pathak ve ark., 2013).

2.2. Yorumlayici Fenomenolojik Analiz

Yorumlayic1 Fenomenolojik Analiz (YFA), ¢agdas bir nitel arastirma metodolojisi
olup, deneyimleri derinlemesine anlamak i¢in kullanilir (Miller ve ark., 2018). YFA
katilimcilarin s6zlii ifadeleri ve yorumlarini odaklamir. YFA, belirli bir konu veya
olayin 6znel anlamlarini kesfetmeyi amaglar ve nesnel bilgi arayisinin aksine bireyin
kendi deneyimine odaklanir (Pietkiewicz & Smith, 2014). Arastirmaci ve katilimeilar,

deneyimleri yorumlamada aktif rol oynarlar (Smith & Osborn, 2003). YFA,
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tiimevarimsal bir yaklasimi benimser ve dnce 6rneklerin incelenmesiyle baslar, daha
sonra genellestirilmis teoriler gelistirmek i¢in kullanilir (Smith, 2004). Bu metodoloji,
ozellikle kimlik, benlik ve 6znel konularin arastirilmasinda faydalidir ve 6znel
deneyimleri anlamak i¢in idealdir (Smith & Osborn, 2007). Bu g¢alismada otizmli
cocuga sahip annelerin ¢ocuklarinin tani siirecindeki deneyimleri incelenmistir.
YFA'nin yukarida belirtilen yonleri dikkate alindiginda, YFA metodolojisi bu ¢calisma

icin uygun bulunmustur.

2.3. Katihmailar ve Ornekleme Yontemi

YFA benzer yasam deneyimlerine sahip homojen bir grupla calisarak bu grup
tiyelerinin biricik deneyimlerini anlamay1 hedefler (Pietkiewicz & Smith, 2014,
Smith, 2007). Arastirma sorusuna dayali olarak amagli drnekleme yontemi kullanir
(Denny & Weckesser, 2022; Smith vd., 2009). Kiigiik 6rneklem boyutlari tercih edilir;
¢linkii her vakanin benzersiz ayrintilarina derinlemesine odaklanmak amaglanir (Smith
ve ark., 2009). Calismada ti¢ kriter uygulanmistir: otizm tanisi alan ilk dogan ¢ocuga

sahip olmak, erkek ¢ocuga sahip olmak ve ¢ocugun yasinin 3 ile 6,5 arasinda olmasi.

2.4. Siire¢

Arastirmada, Orta Dogu Teknik Universitesi Insan Arastirmalar1 Etik Kurulu'ndan
onay alinmistir ve YFA yonergelerine uygun olarak gergeklestirilmistir. Katilimcilar
arastirmaya goniilli olarak katilmig ve bilgilendirilmis onam formlar1 alinmistir.
Goriismeler oncesi pilot goriismeler yapilarak goriisme sorulari revize edilmis ve
otizmli ¢ocuklarin annelerine tan1 6ncesi, tan1 sirast ve sonrast deneyimlerine iliskin
sorular yoneltilmistir. Katilimcilarin kendilerini rahat ve 6zgiirce ifade edebilmeleri
konusunda tesvik edilmistir. Goriigmeler kayit altina alinmistir. Veri doygunluguna
ulagildiginda goriismeler sonlandirilmistir, toplam bes goriisme yapilmistir.

Katilimcilarin gizliligi korunmus ve kisisel bilgiler degistirilmistir.
2.5. Veri Analizi

Veri analizi, goriigmelerin kaydedilip kelime kelime yaziya gecirilmesiyle bagladi.

Katilimeilara takma adlar verilerek gizlilik korundu (Smith, 2011). ilk gdriismenin
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analizi, sonraki goriigmeleri sekillendiren bazi sorularin olusturulmasina katkida
bulundu. Transkripsiyonlar her goriisme sonrasi yapildi ve ardindan goériismeler
kodland1. Her goriisme, kodlama ve analiz siiregleriyle birlikte tekrarlandi. Temalarin
capraz karsilastirmasi sonucunda {ist temalar belirlendi (Smith, 2007). Bu temalar daha
sonra bir tabloya dokiildii, aralarindaki baglantilar kuruldu ve diizeltmeler yapilarak
gozden gecirildi. Analiz sonucunda dort ana tema belirlendi: ‘iletisim eksikligi: tan
oncesi donemde anne-cocuk iletisiminde yasanan zorluklar’, ‘tamida gecikme’, ‘tani

stirecinde yagananlar’ ve ‘tani sonrasi kabullenme .

2.6. Arastirmanin Giivenilirligi

Nitel arastirmalar arastirmacinin aktif olarak arastirma siirecine katildigi,
arastirmacinin fikirlerinin, 6znelliginin arastirma siirecini etkiledigi c¢alismalardir
(Harper & Thompson, 2012). Nitel c¢alismalarda arastirmanin giivenirligi igin
kullanilan refleksivite kavrami arastirmacinin siirekli i¢ gozlemle mesgul oldugu bir
0z farkindalik durumu olarak tanimlanmaktadir; bu, arastirmacilarin, arastirmacinin
arastirma icindeki diger faktorlerden yaptigi katkilart miimkiin oldugunca agik bir

sekilde ayirt etmesine ve ayirt etmesine olanak taniyan bir siiregtir (Rennie, 2004).

Aragtirmanin giivenilirligini artirmak icin bir aragtirma ekibinin olusturulmasinin
onemlidir. Tez danismani, yardimc1 danisman ve klinik psikoloji alaninda master
yapan akran grubu ile igbirligi yapmanin, arastirmacinin refleksivite agisindan etkili
bir stratejidir. Akran gruplarinin diizenli toplantilarinin da arastirmacinin bakis agisini
gelistirdigi ve yeni bakis agilar1 kazanmasina yardimei olmaktadir (Shenton, 2004).
Bu stratejiler arastirma siireci boyunca kullanilmistir. Arastirmacinin otizme ilgisi ve

deneyimi siireci hem zenginlestirmis hem de olas1 yanlhiliklar tartigilmistir.

BOLUM 3

BULGULAR

Bu calisma, Yorumlayici Fenomenolojik Analiz’e dayanan dort {ist temayi

icermektedir. Temalar sunlardir: ‘iletisim eksikligi: tan1 6ncesi donemde anne-gocuk
113



iletisiminde yasanan zorlukla’, ‘tanida gecikme’, ‘tami siirecinde yasananlar’, ‘tant

sonrast kabullenme”’.

3.1. iletisim Eksikligi: Tam1 Oncesi Donemde Anne-Cocuk Iletisiminde Yasanan

Zorluklar

Bu tema, tam1 Oncesi donemde anne-cocuk iletisiminde yasanan zorluklari
tanimlamaktadir. Katilimcilar ¢ocuklarinin anlatmak istediklerini anlamadiklarini
belirtmislerdir. Cocuklarinin kendilerini ifade etmede ve iletisimde bazi1 zorluklar
yasadiklarini, ¢ocuklarinin davraniglarin1 anlamakta zorlandiklarini anlatmislardir.
Ayrica otizm belirtileri nedeniyle ¢ocuklarinin davramislarini  yonetmekte
zorlandiklarii ifade etmislerdir. Bu tema anne ile ¢ocuk arasinda iletisim sorunu
oldugunu gostermektedir. “annenin ¢ocugun davraniglarini anlamakta zorlanmasi” ve
“ebeveyn olarak ¢ocugu idare etme ve sakinlestirme konusunda ¢aresiz hissetme” alt

temalarindan olusmustur.

3.2. Tamda Gecikme

Arastirma kapsaminda, ikinci ana tema, katilimcilarin ¢ocuklarinin otizm tanisinin
gecikmesine katkida bulunan etkenlere odaklanmaktadir. Katilimeilar, ¢ocuklarinin
davranislarinda belirgin farkliliklar fark etmelerine ragmen bu farkliliklar1 otizm ile
iliskilendirmekte zorlanmiglardir. Bu temanin altinda ¢ Onemli alt tema
bulunmaktadir: isaretleri gormezden gelmek: (otizm yerine) belirtilere agiklama
bulmaya caligmak, otizm hakkinda bilgi eksikligi ve uzmanlarin gézden kagirdigi

belirtiler.

Katilimcilar, ¢ocuklarimin davranmig farkliliklarini otizm yerine bagka faktorlere
baglamaya calistiklarin1 ifade etmistir. Bu, ¢ocuklarin olagandist davraniglarini,
Oornegin miza¢ veya saglik sorunlart gibi daha yaygin nedenlerle agiklamaya
calistiklarimi ifade etmislerdir. Bir¢ok katilimci, ¢ocuklari tan1 almadan once otizm
hakkinda yeterli bilgiye sahip olmadigimi vurgulamstir. Otizmin, ¢ocuklarina tani
konuldugunda ilk kez karsilastiklar1 bir kavram oldugunu ifade etmislerdir. Bu bilgi

eksikligi, otizmi tanimada ve anlamada gecikmelere yol agmustir. Baz1 katilimcilar,
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cocuklarinin otizm tanisinin gecikmesinin nedeninin uzmanlarin belirtileri dogru bir
sekilde taniyamamis olmasi oldugunu bildirmistir. Ik basvurduklar1 saglik
birimlerinde otizm tanisi koymak yerine ¢esitli faktorleri goz oniinde bulundurmak
zorunda kalmislardir. Bu durum, ¢ocuklarinin ger¢ek durumunu anlamak ve kesin bir
tan1 almak konusunda belirsizlik yasamalarina yol ag¢mustir. Birka¢ uzmana
goriinmeleri gerekmistir. Bu siire zarfinda da ¢ocuklarinda otizm tanist olup

olmadigina dair bir belirsizlik durumu i¢inde kalmislardir.

3.3. Tam Siirecinde Yasananlar

Bu tema katilimcilarin tani stirecinde yasadiklar1 zorluklar agiklamaktadir. Cocugun
otizm tanist almasinin travmatik bir deneyim olmasi, tani siirecinde psikiyatrik destek
ithtiyaci, tani sonrasi sosyal ortamdan uzaklasma, baskasinin bakisindan rahatsiz olma
ve taniy1 kabul etme direnci: inkar alt temalarindan olugmaktadir.

Katilimcilar, ¢ocuklarina otizm tanis1 konuldugunda bu deneyimi travmatik bir olay
olarak yasadiklarini belirtmislerdir. Tan1 aldiklar1 andan itibaren hayatlarmin biiyiik
bir degisiklikle kars1 karsiya oldugunu hissetmislerdir. Otizm tanisin1 duyduklarinda
bliyiik bir sok yasadiklarini, korkung bir an oldugunu ifade etmislerdir. Otizm tanisi
almak, bazi katilimcilar i¢in biyiik bir psikolojik etkiye yol a¢mistir. Bu durumu
kabullenmekte zorlanan katilimcilar, psikiyatrik destek almalar1 gerektigini ifade
etmiglerdir. Tanmi aldiktan sonra yasadiklari stres ve kaygi, profesyonel yardim
gereksinimini ortaya ¢ikarmistir. Bazi katilimcilar, c¢ocuklarina otizm tanisi
konulduktan sonra toplumdan uzaklastiklarini, i¢e kapandiklarini ifade etmislerdir. Bu
durumu kabullenme ve bagkalarinin bakis agisindan kaginma nedeniyle, evde daha
fazla zaman gegirmeye baslamiglardir. Evden ¢ikmama, kimseyi gérmek istememe
gibi durumlarin bir siire devam ettigini ifade etmislerdir. Ek olarak, katilimcilar
toplumun ve diger ailelerin ¢ocuklarinin otizmli oldugu ger¢egine farkli bir sekilde
baktigini ifade etmislerdir. Baskalarinin ¢ocuklarinin davranislarini anlamadigini ve
bu nedenle dislanma yasadiklarimi diistinmiislerdir. Bu algi, katilimcilar1 rahatsiz
etmigtir. Ayrica, bir grup katilimci cocuklarinin otizm tanisim1 kabul etmekte
zorlandiklarimi vurgulamiglardr. Bu durumu kabullenmek yerine, baglangigta taniy1
inkar etme egiliminde olmuslardir. Bu, otizm tanisinin getirdigi degisiklikleri kabul

etme siirecinde yasadiklar1 direnci yansitmigtir. Bu alt temalar, otizm tanisi almanin
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aileler iizerindeki karmagikligii ve duygusal etkisini daha ayrintili bir sekilde
aciklamaktadir. Ailelerin bu zorluklarla basa ¢ikmalari ve ¢ocuklarinin tanilarina

uyum saglamalar genellikle zaman ve destek gerektirmistir.
3.4. Tam Sonrasi1 Kabullenme

Bu temada katilimcilarin otizm teshisini kabul etmeleri sonrasindaki deneyimlerini
aciklamaktadir. Tanmin kabul edilmesinden sonra rahatlama ve taninin kabuliinden

sonra ¢ocugun egitimine ve gelisimine odaklanmak alt temalarindan olugmaktadir.

Katilimcilar, ¢ocuklarinin otizm teshisini kabul ettikten sonra énemli bir duygusal
rahatlama yasamiglardir. Teshisin kabul edilmesi, ¢ogu katilimer i¢in baslangigta
yasadiklar sok, inkar ve karmasikliktan uzaklasmalarina yardimci olmustur. Artik
cocuklarinin durumuyla yilizlesme asamasma gelmislerdir. Katilimcilar, otizm
teshisini kabul ettikten sonra ¢ocuklarinin egitimine odaklandiklarini belirtmislerdir.
Bu donemde, cocuklarinin 6zel egitim ihtiyaclarini anlamaya ve bu ihtiyaglar
karsilamaya yonelik caba harcamislardir. Ozellikle 6zel egitim programlarini aktif bir
sekilde takip etmislerdir. Cocuklarinin gelisimini daha yakindan izlemeye
baglamisladir. Cocuklarinin kaydettikleri ilerlemeleri gérmek, aileler i¢in biiyiik bir
memnuniyet kaynagi olmustur. Aileler ¢ocuklarinin potansiyelini daha iyi anlamislar
ve onlara daha iyi destek olmuslardir. Katilimcilarin otizm tanisini kabul etme siireci,
baslangigta yasanan zorluklardan duygusal rahatlama ve c¢ocuklariin ihtiyaglarina
odaklanma agsamasina gecisle karakterize edilmistir. Bu siireg, ailelerin ¢ocuklarinin
gelisimine daha aktif bir sekilde katkida bulunmalarini ve onlar i¢in uygun destek ve

egitim kaynaklarini arastirmalarini saglamistir.

BOLUM 4

TARTISMA

Bu calisma, otizmli ¢ocuga sahip annelerin, ¢ocuklarina tan1 koyma siirecindeki

deneyimlerini ortaya ¢ikarmayir amacglamaktadir. Bu deneyimlerin derinlemesine
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anlasilmasi i¢in IPA metodolojisi kullanildi. Bes katilimciyla goriismeler yapildi ve
annelerin  ¢ocuklarina tani konulmasi Oncesinde, sirasinda ve sonrasindaki
deneyimlerini anlamak ic¢in yart yapilandirilmig sorular soruldu. Goriismeler IPA
metodolojisine gore analiz edilmis ve analiz sonuglarina goére dort tema ortaya
cikmustir: ‘iletisim eksikligi: tan1 6dncesi donemde anne-gocuk iletisiminde yasanan

zorlukla’, ‘tanida gecikme’, ‘tan1 siirecinde yasananlar’, ‘tan1 sonrasi kabullenme’.

4.1. Tetisim Eksikligi: Tam1 Oncesi Déonemde Anne-Cocuk iletisiminde Yasanan

Zorluklar

Otizmli ¢ocuklarda yasanan iletisim gii¢liikleri, ebeveynlerin stres seviyelerini
artirabilir ve ebeveynlik deneyimini daha zorlu hale getirebilir (Bianco, 2018). Ayrica,
otistik cocuklarin duygusal ihtiyaclarini ve ifadelerini anlamak ebeveynler i¢in
Ozellikle zor olabilir ve bu, ¢aresizlik hissi yaratabilir. Ebeveynler, cocuklariyla sézsiiz
iletisim yoluyla zorluk yasayabilirler. Otizmli ¢ocuklarin bakicilariyla koordinasyon
saglamakta ve cesitli ifade bigimlerini biitlinlestirmekte zorlandiklar1 goriilmiistiir
(Bianco, 2018). Calismanizdaki katilimcilar da c¢ocuklarmin iletisim g¢abalarim
anlamakta zorlandiklarini ifade etmislerdir. Hem so6zlii hem de sozsiiz iletisim bu
anneler i¢in zorluklar yaratmistir. Bu eksik iletisim, olumsuz duygulara ve sikinti

hislerine yol agmustir.

Ayrica, otizmli ¢ocugu olan ebeveynler, ¢ocuklarinin atipik davranislari nedeniyle
utang duygusu yasadiklarini ifade etmislerdir (Lilley ve ark., 2020). Ebeveynlik
stresine katkida bulunan en 6nemli faktor, otizmli bir cocuga sahip olmaktir. Otizmli
cocuklarin anneleri, ¢ocuklarinin davraniglarini yonetmekte korku ve belirsizlik
hissetmektedirler (Papadopoulos, 2021). Literatiirdeki bilgilerle uyumlu olarak,
calismanizdaki katilimcilar da gocuklarinin tekrarlayan davranislarini sakinlestirmekte

zorlandiklarim dile getirmislerdir.

Ek olarak, ¢ocuklar1 otizmli olan bazi anneler, ¢ocuklarinin iletisim zorluklar1 ve
tekrarlayici davraniglar1 nedeniyle {liziintii ve depresyon yasadiklarini ifade etmislerdir.
Bu durum, ebeveynlerin kendilerini suglamalarima ve ruh hallerini olumsuz

etkilemelerine neden olabilir (Manono & Clasquin-Johnson, 2023). Anne-g¢ocuk
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etkilesimi, hem annenin hem de ¢ocugun aktif katilimini igerir (Aoki, 2003) ve bu
durum iletisimlerini etkileyebilir. Bu temadaki iletisim sorunlari, hem annenin hem de
cocugun yasadigi karsilikli sorunlar olarak yorumlanabilir. Cocuk kendini ifade
etmeye calisir ancak anne bu ifadeyi anlayamaz. Bu nedenle anneler, ¢ocuklarinin

farkli davraniglarini anlamakta zorluk yasarlar.

Laznik, otistik 6znenin yapilanmasini ayna asamasinda anne ile ¢ocuk arasindaki
bakisin olmamasina baglamaktadir (Laznik, 2018). Ayna evresinde Baska ile iliskide
seslendirme ve bakisin olmayist otistik 6znenin yapistyla ilgilidir (Laznik, 2013).
Sonug olarak otistik 6znenin dil alaninda olmadig1 kabul edilmektedir (Brenner, 2021).
Oznenin sisteminde Baska’nin yoklugu ve bunun sonucunda dil alamindan
dislanmalar1 g6z Oniine alindiginda, Bagka ile anlamli bir iletisim kuramamaktadir
(Laplanche & Leclaire, 1972). Otizmli bir bireyin kendi diinyasinda, ice ¢ekilmis
kendine 6zgii 6zellikleri vardir. Anne, cocugunun olaganiistii 6zelliklerini kavramakta
zorluk yasayabilir (Tarsia ve Valendinova, 2021). Arastirmamizda anneler otizmli
bireylerle iletisim kurmada belirli 6zelliklerden dolayr zorluklarla karsilagtiklarini
belirtmislerdir. Katilimcilar, otistik ¢ocuklariyla iletisim kurmakta zorlandiklarini,
cocuklarinin goriinlirde bir sebep olmadan siirekli olarak aglamasi ve giilmesi,
kendilerini ifade etmede zorluk yasamasi ve jestlere bagvurmasi, ayrica sebepsiz

aglamasi gibi otizmin ayirt edici 6zelliklerinden bahsettiler.

Cocugundan iligkisel bir yanit alamayan ebeveynler, ebeveynlik becerilerinde
kendilerini yetersiz hissederek cocuklari gibi donuklagabilirler. Mevcut ¢alismada
cocuklartyla iletisim kurmaya g¢alisan anneler, yanit alamadiklarinda hayal kirikligi
yastyor ve bu durum iletisim motivasyonlarini diisiiriiyor olabilir. Bu onlarin
heyecanlarinin azalmasina neden olmus olabilir. Karsilikli iletisimin siirdiiriilememesi
onlar1 ¢ocuklarini anlamaktan ve onlarla iletisim kurmaktan daha da uzaklastirmis
olabilir. Anlamay1 basaramadiginda giderek daha fazla sikint1 ceken ve cesareti kirilan
bir ebeveyn, bu iletisime aktif olarak katilamayabilir. Cocuk, ilk Baska’y1 temsil eden
ve baglangigta bag kurdugu annesinin tepkisizligine tepki olarak, kendini ifade etme
cabalarini birakip daha da i¢ine kapanabilir. Ayrica, aragtirmaya katilanlarin ¢ogu bir
anne olarak ¢ocuklarin1 anlamadiklarini, bir annenin ¢ocugunu anlamasi gerektigini

ifade etmislerdir. Cocuklarinin ihtiyaglarini, ifadelerini, davraniglarini anlamay1 ya da
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anlamamay1 annelikle iligkilendirmislerdir. Bu durum ayni1 zamanda annenin zihninde
cocugun her ihtiyacim1 anlayacagi beklentisi olarak da yorumlanabilir. Annenin
zihninde anne c¢ocuk ayrimimnin olmadigi, kendisini ve ¢ocugunu bir biitiin olarak
gordiigi diisliniilebilir. Dilin dogas1 geregi anlatilmak istenen hicbir zaman tam olarak
ifade edilemez. Gergekten agiklanmak istenen sey her zaman eksiktir (Lacan,
1964/2013). Calismadaki anneler kendisini cocuguyla ilgili her seyi bilmek isteyecek,

timgii¢lii bir konumda gérmektedir.

4.2. Tamida Gecikme

Otizmli ¢ocuga sahip alt1 annenin ilk deneyimlerini arastiran nitel bir ¢alismada,
katilimcilar ¢ocuklarinda bir sorun gozlemlediklerini bildirdiler. Cocuklarinin
gelisiminde bir tuhaflik oldugunu hissettiklerini ancak bilinmeyen bir deneyimle kars1
karstya kaldiklarini belirttiler. Daha 6nce otizm hakkinda bilgi sahibi olmadiklarini ve
daha 6nce hi¢ yagsamadiklarini ifade etmislerdir (Bilge, 2020). Bagska bir nitel ¢alisma,
ebeveynlerin ¢ocuklarinin davraniglarinda bir terslik oldugunu fark ettiklerini ve buna
yanit aradiklarini ifade ettiklerini belirtmektedir. Cocuklarina erken tami konulan
katilimcilar, otizmi baslangicta c¢ocuklarinin davraniglarimi  bozan, normal
gelisimlerini engelleyen bir “canavar” olarak gordiiklerini belirtmislerdir (Burrell ve
ark., 2017). 50 ebeveynin katildigi ve cocuklarina otizm tanist konuldugunda
yasadiklar1 deneyimlerin tartisildigi nitel bir arastirmada, aileler baslangigta otizm
hakkinda ¢ok az bilgiye sahip olduklarin1 ve yanliglikla bunun tedavi edilebilir bir
durum olabilecegine inandiklarini belirtmislerdir. Ancak dogru bilgi edindikge otizme

iligkin anlayislar1 gelismistir (Selimoglu ve ark., 2013).

Calismamizda otizm konusunda bilgi eksikligi olmasi ve c¢ocuklarda goriilen
belirtilerin otizm disindaki nedenlere atfedilmesi literatiirle tutarlidir. Teshis, annelerin
cocuklarinda gelisimsel gecikmeleri, atipik davranislar1 veya olagandisi veya yanlis
bir seyi ilk kez fark etmesinden sonra konur. Bu elbette bilgi eksikligiyle alakali ama
anneler ilk basta fark ettikleri duruma farkli agiklamalar getirmisler. Fark ettikleri
durumla ilgili harekete gecmeleri ve bir uzmana basvurmalari zaman aldi. Psikanalitik
acidan degerlendirildiginde anneler karsilastiklart bu farkli durumu bilingsizce

gormezden gelme durumunda olabilirler. Bu durumla bag edebilmek i¢in inkar gibi
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cesitli bilingdist savunmalara basvurabilirler. Bu gibi durumlarda normal gelisim
gosteren bir cocuga sahip olmay1 beklerler ancak farkli gelisimsel 6zelliklere sahip bir
cocuk dogdugunda hayal kirikligina ugrarlar. Annelerin annelikle ilgili deneyimleri,
beklentileri ve duygulari, baslangigta hayal ettiklerinden oldukca farkli olabilir; ¢linki
artik engelli bir ¢ocuk yetistirmenin getirdigi benzersiz zorluklar ve deneyimler

arasinda yol almalar gerekmektedir (Harvey, 2015).

Gortilen gelisimsel gecikmelere ragmen ailelerin reddedilmesi c¢ocuklarinda etkili
tarama programlar1 kapsamindaki saglik profesyonellerinin yetersizlikleri tani siirecini
zorlastiran veya geciktiren durumlardir (Aydin & Ozgen, 2018; Dur & Mutlu, 2018).
Tanida bu kadar gecikmenin nedenleri; her ¢ocukta farkli belirti ve ozelliklerin
sergilenmesi, okul dncesi donemde degerlendirme araglarinin farkli olmasi ve zaman
kisitliligi, hafif diizeydeki OSB belirtileri konusunda profesyonellerin bilgi eksikligi
ve uzman hekim eksikligi olarak agiklanabilir. hizmetler (Siklos ve Kerns, 2005).
Arastirmanin bulgulari su bilgilerle tutarhidir: Katilimeilar gittikleri uzmandan dolay1
tanida gecikme yasandigini ve s6z konusu uzmanin otizm konusunda dogru bilgiye
sahip olmadigini belirtmislerdir. Sinirl bilgiye sahip olanlar, otizmin asina olduklar
tek bir temsili olduguna ve baska bir varyasyonun bulunmadigina inandiklarini ifade
ettiler. Katilimeilar otizmin bir spektrum oldugunu bilmiyorlardi ve bu nedenle her

cocugun farkli semptom ve 6zellikler sergiledigini fark etmemis olabilirler.

4.3. Tam Siirecinde Yasananlar

Bu c¢alisma, cocuklarinin OSB teshisi almasinin, ebeveynler i¢in zorlu bir siire¢
oldugunu agiklamaktadir. Ebeveynler, teshis siirecinde ¢esitli zorluklar yasarlar ve bu
stireci travmatik olarak deneyimlerler. Teshis sonrasi, ebeveynler genellikle sok, inkar,
ofke, pazarlik ve depresyon asamalarindan gegerler (Blacher, 1984; Case, 2000;
Howard ve ark., 2009). Ayni zamanda, toplumun bazen olumsuz tepkiler verdigi ve
ebeveynleri lizdiigli belirtilmistir. Ebeveynler, teshisi kabul etmekte zorlanirlar ve
baslangigta ¢ocuklarinin engelli oldugunu kabul etmek istemezler (Broski & Dunn,
2020). Busiireg, ebeveynlerin duygusal destek aramalarina neden olabilir. Ebeveynler
ayrica toplumsal damgalanma ve diglanma ile karsi karsiya kaldiklarini, bu nedenle

sosyal iliskilerde zorluklar yasadiklarini ifade etmislerdir. Ayni1 zamanda, annelerin
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deneyimlerinin psikanalitik agidan "tekinsiz" ve "ikircikli duygular" kavramlarina
benzer oldugu ve c¢ocuklarmin otizm teshisini kabul etmekte ikircikli duygular
yasadiklart vurgulanmistir (Harvey, 2020). Bu duygusal karmasiklik, annelerin

teshisle basa ¢cikma siirecini yansitmaktadir.

4.4. Tam Sonrasi Kabullenme

Calismaya katilan ebeveynler, ¢ocuklarinin otizm tanisini kabullendikten sonra sonra
icerisinde bulunduklari duruma daha fazla uyum sagladiklarini ve bu siirecin sonunda
daha fazla rahatladiklarini ifade etmislerdir. Tan1 sonrasi bu ebeveynler, ¢ocuklarinin
benzersiz ihtiyaglarina odaklanarak daha olumlu bir yaklasim benimsemislerdir.
Ebeveynler, tan1 asamalarinin yani sira, ¢ocuklarinin gelisimine daha fazla dikkat
etmek ve destek olmak icin daha iyi hazirlandiklarini belirtmiglerdir. Bu siirec,
ebeveynlerin olumsuz duygulari asarak gocuklarinin gereksinimlerine daha iyi yanit
verme yetenegini arttrmistir. Tan1 almanin bir siire¢ olarak yasandigini ve cesitli
asamalardan gecildigini gostermektedir (Kiibler-Ross, 1969; Drotar ve ark., 1975).
Ayn1 zamanda, bu travmatik deneyimlerin ardindan ebeveynler, cocuklarinin olumlu

degisimlerini ve kisisel biiylimeyi deneyimlediklerini ifade etmislerdir.

4.5. Arastirmanin Sonuclari ve Katkilari

Bu c¢alismanin katkisi, otizmli ¢ocuga sahip annelerin tani siirecinde yasadiklar
deneyimleri ve bu deneyimleri anlamlandirma ¢abalarini detayli bir sekilde
incelemesidir. Arastirma, annelerin tani siirecinde g¢esitli duygusal asamalardan
gectigini ve yas yagsadigini gostermektedir. Anneler, tan1 konulmadan 6nce karmasik
duygular yasamis ve bunlar1 anlamlandirmaya calismislardir. Daha sonra tani
alindiginda sok, inkar gibi duygusal tepkiler yasamislardir. Ancak zaman iginde bu
duygusal zorluklar1 asmis ve ¢ocuklarinin tanisini kabul etmislerdir, bu da onlarin
cocuklarinin gelisimine ve egitimine daha fazla odaklanabilmelerine yardimci
olmustur. Bu bulgular, otizmli ¢ocuga sahip annelerin karmasik duygusal
deneyimlerini anlamlandirma siireclerine 1s1k tutmaktadir. Ayrica, arastirma tan
oncesi donemde anne-cocuk iletisim eksikligine vurgu yapmaktadir. Bu eksiklik,
erken miidahale programlar1 ile giderilebilecegi belirtilmektedir. Anne-cocuk
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etkilesiminin gii¢clendirilmesi, annenin ¢ocugun i¢ diinyasini daha iyi anlamasina
yardimci olabilir. Bu, ¢ocugun anneden daha fazla destek ve anlayis almasina katki
saglayabilir. Son olarak, ebeveynlerin teshis siirecinde saglik ve egitim hizmetlerinde
yasadig1 aksakliklarin vurgulanmasi, erken teshis ve miidahale i¢in ekip ¢alismasinin

Oonemini One ¢ikarmaktadir.

4.6. Arastirmanin Simirhliklari ve Gelecek Calismalar Icin Oneriler

Katilimcilar 3 ila 6,5 yaslari arasindaki otizmli gocuklarin anneleridir, bu nedenle daha
homojen bir grup se¢imi daha iyi bir anlayis saglayabilirdi. Ayrica, katilime1 annelerin
cogunlugunun birden fazla ¢ocugu vardi, bu nedenle kardes dinamiklerini daha fazla
incelemek Onemlidir. Arastirmada yer alan otizmli ¢ocuklarin tamami erkek olarak
secilmistir ve kizlarda otizmin teshisi zor olabileceginden, gelecekte otizmli kiz
cocuklarinin annelerini i¢ceren ¢aligmalara ihtiya¢ oldugu diisiiniilmketedir. Calisma, 2
ila 6,5 yaslar1 arasindaki ¢ocuklarla siirliydi ve gelecekte, 3 yasindan sonra teshis
alan cocuklar ve aileler lizerine daha fazla arastirma yapilabilir. Son olarak,
aragtirmada ilk ¢ocugu otizmli olan katilimcilarla, ilk annelik deneyimlerinde otizmli
cocuga sahip annelerle ¢alisilmistir. Bu nedenle ileride normal gelisim gosteren bir
cocugun ardindan otizmli bir ¢ocuga sahip olan annelerin deneyimlerine odaklanan
caligmalara ihtiya¢ vardir. Bu tiir aragtirmalar, annelik deneyimlerinin farkl

durumlarda nasil degisebilecegini daha iyi agiklayabilir.
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