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ABSTRACT

SUBJECTIVE EXPERIENCES OF WOMEN WHO HAVE CHILDREN WITH
AUTISM

KALAC, Zeynep
M.S., Department of Psychology
Supervisor: Prof. Dr. Tiilin GENCOZ

October 2020, 156 pages

The current thesis aims to gain an in-depth understanding of participants’
experiences of having a child with autism. This research study had two main research
questions; (1) how does autistic structure come to develop and (2) how do mothers
experience raising a child with autism. Five individuals who have children diagnosed
with autism were interviewed. Information gathered through these interviews was
analyzed using interpretative phenomenological analysis. Seven super-ordinate
themes are emerged, which are (1) challenges during pregnancy and child birth, (2)
pre -diagnostic stance of mothers about raising their child, (3) experiencing negative
emotions after diagnosis, (4) efforts to compensate for their child’s shortcomings, (5)
idealizing their place in their child’s life, (6) conflicting attributions regarding the
child’s father (7) projections towards others varying by social proximity. Findings of

the current study are discussed according the prevailing literature.

Keywords: Autism, Motherhood, Interpretative Phenomenological Analysis, Lacan,

Psychoanalysis
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OTIiZMLI COCUGU OLAN KADINLARIN OZNEL DENEYIMLERI

KALAC, Zeynep
Yiiksek Lisans, Psikoloji Boliimii

Tez Danigsmani: Prof. Dr. Tiilin GENCOZ

Ekim 2020,156 sayfa

Bu ¢aligmanin amaci katilimeilarin otizmli bir ¢ocuk sahibi olmaya dair
deneyimlerinin derinlemesine anlasgilmasini amaglamaktadir. Bu ¢alismada iki
arastirma sorusu bulunmaktadir; (1) otistik yap1 nasil gelisir ve (2) anneler otismli bir
cocugu yetistirmeyi nasil deneyimlerler. Cocugu otizm tanist almig bes birey ile
goriismeler yapilmistir. Goriigmelerden elde edilen bilgiler yorumlayici
fenomenolojik analiz kullanilarak analiz edilmistir. Bu analizin sonucunda, yedi iist
tema ortaya ¢ikmistir. Bunlar, (1) hamilelikte ve dogumda yasanan giigliikler, (2) tani
once annenin ¢ocuk yetistirmeye dair durusu, (3) tan1 sonrast deneyimlenen olumsuz
duygular (3) cocugun eksiklerini telafi etmeye yonelik ¢abalar, (4) gocugun
hayatindaki roliinii idealize etme, (6) cocugun babasina dair celigkili atiflar yapma,
(7) otekilere olan yakinliga gore degisiklik gdsteren yansitmalar. Mevcut calismanin

bulgulari, giincel literature gore tartisilmistir.

Anahtar Kelimler: Otizm, Annelik, Yorumlayici Fenomenolojik Analiz, Lacan,

Psikanaliz
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CHAPTER 1

INTRODUCTION

1.1 An Overview to Autism

Autism is a condition that causes impairments in social interaction, communication
and speech and also involves repetitive and stereotypical behaviors and interests.
And it is a long journey starting from parents recognizing the first symptoms to
diagnosis and management and treatment of the disability after. According to a study
the mean age of the child which the parents see the first signs are 2 years and 6
months. Average age which the child is diagnosed with autism is 4 years and 5
months. The word autism is first expressed as infantile autism by Kanner in 1943.
Mahler (1968) also used the term symbiotic psychosis for this type of children’s
condition. Autism is initially viewed as a type of childhood schizophrenia but later
this view is abandoned. In 1980 autism is stated under the title Pervasive
Developmental Disorder in American Psychiatry classification. Autism is
characterized by differences in verbal and nonverbal communication and in relation
to the outside world, with behaviors limited to strict patterns. It manifests itself in the
first three years of life. Epidemiological studies show that autism is seen 1 in every
68 live births, 3.8 / 1 male to female ratio, and eighty percent are accompanied by
mental disability. Socio-cultural conditions are regarded to be not important in the
development of autism (Wollf, 2004)

Deterioration in mutual social interaction is one of the main features of autism. There
IS no response to the voice of the mother and father when his or her name is being
called. He is indifferent to other people and has limited facial expressions. In terms
of language, it can be said that autistic person’s relationship with language is

radically and categorically different than his peers. He can make up his own words,



speak repetitive, and confuse pronouns. The autist has troubles understanding humor,
since it is linked to the presence of an unconscious (Freud, 1905a). There are
differences in tone, rhythm, and accent. There are no gestures, signs and greetings.

The imaginary game is not usually seen (Mostert, 2001).

The autistic does not try to attract the attention of adults. It does not show joy or
anxiety to the presence of others. He is afraid of eye contact. His interests are
obsessively directed towards non living things. They can get deeply attached to some
objects. They have stereotypical behaviors and insist on uniformity. They may also
have problems with their diet and toilet habits (Erickson, 2005). Regarding the
treatment of autism it can be said that belief in the psychogenic paradigm decreased
especially in the 1970s and the biological foundations of autism began to be
emphasized and associated with mental disability. Research has increased as to
whether there is an underlying medical or genetic disorder. Medical diagnosis of
autism is made by child psychiatrists and neurologists. There are evaluation tools
developed by researchers to be used in the screening and diagnosis process in our
country and abroad. Following the medical diagnostic process, the therapeutic
evaluation process begins (Howlin, 1997).

1.2 Psychoanalytic perspective to autism

When we look at the explanations regarding the origins of autism, we can encounter
two groups: Organists and psychoanalysts (Melman, 2004). While it is worthwhile
to examine the mechanisms responsible for this disorder by researchers, there is also
the fact that neural plasticity cannot be specific in such an early age. Neurohormonal
pathologies are worth researching, but it is difficult to defend genetic causality
propositions. However, the thesis of psychoanalysis is much simpler. It is based on
the fact that the child who is likely to be autistic cannot connect his mother with his
product for reasons that may be structural or situational. The word of the mother
seems to be divorced from her relationship with the phallic object or a personal
reference to her related to the birth of the child. This makes the child deaf, does not
care about anything he hears and it makes him mute, he cannot find anything to do in
the world where he is not represented. The clinicians have met mothers who are in a

withdrawn position as characters or temporarily due to mourning, divorce,



unemployment or depression. In such cases, the child cannot make sense of what he
is. On the other hand, researchers continue to try to catch autistic features in infants
at the age of three months. Those seeking organic origin are trying to perfect their
research and bring out behavioral explanations with medical imaging devices and
genetic studies. Organic-minded people say that human behavior is caused by
predetermined but scientifically controllable physico-chemical factors. On the other
hand the Lacanian view says that giving a voice to the child is related to assigning a
place for him or her in the language (Melman, 2009). In other words, it is hot enough
to breathe to be born, but also to breathe in language. This includes raising the child
with love, not with the logic of duty. With the proper intervention of the therapist,
the baby's attention awakens, the eye contact of the baby is formed, and mobility
begins in the limbs and activates the vocal cords that have not worked before. This
intervention is related to the formation of primary narcicism. (Freud, 1914). Melman
(2009) says that today it is understandable that families unite on the internet and
rebel against this interpretation. They are charged with the perception that they have
a sick baby and have a microbe and now they spread it. What is certain is that the
behavioral method can make these children a math prodigy, but it does not register it
with a lineage, and it does not awaken its efforts in that child, that is, it does not

awaken its own desire.
1.2.1 Preaut initiative and role of the maternal Other

Melman’s project involves detecting autistic symptoms as early as four months old
and preventing an autistic structure to hold (2014). Signs can be seen early in life
affecting structures necessary to start the psychic apparatus. And because clinicians
and researchers are working against the clock with autism, it is helpful to implement
Lacanian metapsychology into autism research. This communication between
psychoanalysts and medical doctors can help us gain time when we know that
working with children later after 2 or 3 years amounts a greatly lost time. Prevention
involves modifying the relationship between the child and the parent. Whether there
is a need to intervene can be decided by the presence of two signs: if there is no
exchange of gaze between the child and the parent and if the third stage of the oral
drive circuit has failed. The lack of gaze can also be an indicator of the mirror stage

not holding up and the jubilation not occurring. Ego formation is important and body



unity must be experienced through a spectator. If the baby can identify with the
mirror image, it can be as a result of the gaze of the Other. And then the child tries to
register its absence. During the formation of the psychic structure, this presence and
absence and the time in between is important. But an initial gaze has to be installed
first. So if the pediatrician goes beyond the physical and motor examination and
takes into account relationship with the gaze of the Other, early signals can be caught
on more quickly. Libidinal investment of the Other helps to phallicize the child as
object, only in front of the mirror while catching the gaze of the Other, the child
perceives his lack. In order for that lack to be recognized, the mother must be a
lacking, castrated subject as well. Without the lack, the libidinal investment that will
allow the phallicization does not occur either. In this situation, the family doctor
should act in a way to revive the phallicization of the baby. By observing the doctor,

parents can take on that role too.

According to Melman, infantile autism happens when the mother cannot register the
child to envy of the penis, when she cannot give her the phallic medal (2014). In this
process, he expresses surprise towards his colleagues who are interested in infantile
autism, and radically treat autism independent from sexuality. He says that this is
precisely why the child is autistic, although the situation does not have a direct
relationship with sex for the mother. If we do not want the child to be autistic, the
child must be involved in sexual dialectics. The autistic refuses to enter in the
language of the big Other because he escapes alienation from being the object of
desire of the maternal other. The autistic subject chooses to stay in a hallucinatory
universe with his own mental representations. It does not engage in this complex and
alienating relationship of the Other's desire, and the countless norms, ideals, and
prohibitions that the Other would ask him to obey. All children enter the language
through the language of their mother. This system is a system governed by law that
determines the relationships of places, objects, things and people. Before the child
enters the system of these places ordered by language, his mother tells him the name
of these places and gives him access to these places so that the child can build a
spatial plane they can share. But before that, the child must face the main feature of
the mother tongue. This is the voice of the mother's desire and should create a
relationship with this voice. What constitutes the child's own existence is precisely

related to the desire in the voice of this maternal other. The autistic child rejects this.



Symptoms of autism become more evident after the first 2 years of life (Larrson,
Eaton and Madsen, 2005). These symptoms are shown to be fewer responses to their
name, less gazing at others, weaker eye contact in both quality and quantity, less
facial expression and interactive behaviors like shared attention. Since a diagnosis
can usually be made between 2 and 3 years of age, it is crucial to improve knowledge
regarding early manifestation of signs and how they develop into autism in infants.
Early signs are found to be present during the initial 6 months of life involving less
social attention, less pointing comprehension and attuning behaviors. In the first year
of life infants has shown to lack social interest and interacted poorly and looked at
others less presenting signs in autistic domains like socialization, communication,
intersubjectivity and affect. It is important to note that looking, paying attention and
vocalizing had significant differences between objects and people. Signs of autism
specifically targeted communicative exchange with people whereas non-social
attention, vocalization to objects and gazing at non-living things could still be present
among these children. These vocalizations were also found to be more stereotyped
and less in response to caregiver vocalizations. So it can be said that an disinterest in
relating to people is displayed while having an inadequacy to show appropriate affect
and facial expression as well as communicative gestures were present (Warlamount
etal, 2014)

Quality of affect and eye contact were shown to be the most prominent predictors of
later development of autism in small infants. As they moved on to their second year
of life, these initial signs become more evident. Lack of interest in people also
demonstrated many consequences regarding motor development. These infants
showed impaired activity, hypotonia and unusual postures (Lloyd et al, 2013). One of
the most important aspects of autistic disposition is also lack of functional and
symbolic play as well as a lack of interest in playing with their peers. Infants who
will later be diagnosed with autism showed affective disturbances and irritability
from six months old increasing gradually with age. While early signs of autistic traits
were present among many infants, it is discovered that late onset autism is also an
existing phenomenon in the etiology of autism. Infants who showed appropriate
affect, babbling, communicative gesturing and pretend playing showed autistic
regression around 12 months, displaying withdrawal becoming both silent and

engaging in repetitive behavior and play from 22 months onward. Infants who
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responded to parentese with vocalizations or body language stopped these
communicative behaviors after 22 months (Larsson,2005). This indicated that early
signs may not always be present among all infants who will later develop autism. In
early onset autism while being not completely absent, a lower rate of social and
communicative activity is present from the first year making an early diagnosis more
difficult to make by professionals. It is suggested that rare use of communicative
behaviors turn in to aversion and avoidance in the second year and previous
behaviors are lost. Thus a diagnosis becomes easier to make in the second and third
year of life in infants. The French prospective “Preaut” aims to detect these signs as
early as 4 months old and it suggests the role of desire to invoke pleasure in others
plays a key role in developing reciprocal relationships. By detecting the presence of
absence of such a desire and pleasure, a sooner diagnosis and a better management

and treatment of autism can be made possible (Olliac, Crespin and Laznik,2017).

Laznik and colleagues founded an association called Préaut (Autism prevention) in
order to prevent the occurrence of autism in babies less than four months old (2017).
If an early diagnosis is made possible with adequate assessment, treatment of autism
can take place. That’s why intervening early when the psychic device is not done
being structured can help us buy a great deal of time. This kind of intervention
involves intervening in the relationship of the infant with the other. And it is known
that autism is characterized by a disturbance in establishing social relationships with
people. There are two signs in autistic structure that needs to be assessed by doctors
that can easily be noticed. First one is the lack of a gaze between mother and the
baby and it correlates to the failure of the scopic drive (Lacan, 1977). The second
sign is the failure of the completion of the oral drive circuit that takes place in the
third stage. During the mirror stage, the moment of jubilation is essential for the
construction of the ego. Jubilation happens when the baby comes to see his own
reflected image not only in the mirror but also on the face of his mother. That also
helps child with his understanding of body unity and without the functioning of the
mirror stage we can end up with an ego-free child. The baby’s body is constituted
with what comes from the Other and not the baby himself. The look represents the
parents’ investment and attention and it is a link to the Other and the mirror stage can
only hold on top of an existence of an original gaze. In this gaze there is a libidinal

investment. And it is the lack in the Other and her libidinal investment that allows
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the phallcization of the baby. Instead a very depressed mother, who is incapable of
acknowledging her lack, may not be able to invest into her baby libidinally
(Melman,2014) The second sign seen among babies who develop autism is the
failing of the feedback loop in the drive circuit. Drives are different than needs and
drive satisfaction can take place by completing the drive circuit making a loop. A
drive circuit happens in three stages and it is the third stage that does not emerge in
autistic babies (Lacan, 1962-1963). First stage can be seen as the babies taking hold
of the breast or the bottle by grabbing it. Second stage is an autoerotic stage where
the baby is sucking and calming himself. The autistic children are well capable of
these stages stating that they are capable of staying alive. Doctors are keenly
interested in these stages while the third stage can be vital to take into account. In the
third step, by getting hooked at the enjoyment of the Other, the subject of drive
appears. The enjoyment can present itself during a pretend play after the feeding time
is over. The mother pretends to eat the baby’s food and comments on how delicious
it is. Through the gaze, the baby becomes aware of her mother’s smile and
enjoyment. When that foundation is implemented, the hallucinatory pole of desire
might take place during the absence of the mother, enabling the representation of
desire to emerge in the psychic apparatus. These representations are related to the
unconscious thought. When that does not take place, the language may not flow
because the subject lacks the metaphor and metonymy. The prosodic peek that is
planted with the mother’s joy and pleasure seems to mark the difference between
drive and need in the child. The mother who usually holds the space for the
primordial Other is an opening with a lack and subjugating to the mother’s surprise
and astonishment makes the baby a subject of drive. This subject has a certain
appetite for the maternal enjoyment of the Other even before he meets his needs and
their satisfaction (Laznik 2013).

1.2.2 Lacan’s theory of drives

According to the drive theory of Lacan (1962-63), drive is different than instinct in
the sense that drive has no object and it does not aim satisfaction. Drive can be
thought as a circle that continuously wants to go around its object. What drives the
subject to its object of satisfaction is its lack of that object. This object occupies only

a void and is hollow. It is the lost object. Thus drive circuit is repetitive and making



that circle is an enjoyment in itself. It is explained that the drive has a source, an aim,
an object and pressure. The source of this enjoyment is the desire that can only be
found in the barred subject and desire is what keeps us going this repetitive circle.
Lacan added scopic and invocatory drives in addition to the oral and anal drives that
Freud (1908) mainly named. These erogenous zones plays an important role in how
the subject and the Other relate to one another and only eventually can be perceived
as separate from one another. This relation creates the subject’s personal relation to
jouissance. With this alienation from the breast the primary object is lost and can
only be reconstructed in the field of the Other. This happens to be the field of
demand. It is about what is left with the subject after food satisfies hunger but it does
not satisfy the oral drive because its object is eternally lacking. Lacan’s theory of
drives includes scopic and invocatory drives in addition to objects of drive described
as breast, penis and feces. In the study of a family with an autistic child it is found
out that his mother lacked the prosody in her voice that would constitute as
motherese (Laznik et al. 2005). She showed no peaks in her voice analysis .This can
be an important founding since prosody can be a reflection of enjoyment of the
maternal other. Production of motherese and the baby’s active contribution to this
exchange is a mutual experience. A study found that baby’s reactions have an
improving effect on the prosody curves of mother’s speech. The more the surprise
and the amazement is the higher and more exaggerated the prosody becomes. A
child’s response to infant directed speech and adult directed speech can be explicitly
observed. The same child who were non responsive to his mother that lacked the
prosody for motherese responded very enthusiastically to his uncle and can act like a
normal baby who smiles, vocalizes and looks. This means that babies are equipped to
respond to a relationship with an Other. Neuroscience research shows us that in
autistic people neuronal activation to humans voice did not differ from any other
kind of sound. Thus autistic children show no preference towards human voice or
face (Fernald and Kulh,1987). In typically developed children, they become well
equipped with distinguishing their caregivers voice and face from other people
whereas autistic children show disinterest. This voice and the face of the caregiver
can be served as a hallucinatory experience later to be dreamt of by the child when
the mother is away. Without this dreaming of the Other, an autistic state can be
talked about.



While defining autism in psychoanalytical terms, it is essential to talk about aspects
in psychical mechanism which is constituted by an ego and a subject of an
unconscious. According to Lacan, ego is formed as a specular image, the ego is a
product of alienation and the baby experiences this mirror image that is actually
outside of himself as a moment of jubilation. The mirror image is essentially linked
to a relationship with the big Other and the autistic retreat is about a total lack of this
specular relationship with the mother who usually holds up the space for the big
Other. The apparent lack of gaze to a human fact is a prominent sign in these babies
and they just seem to be uninterested in human face and voice. This disinterest leads
to a fail in primary identification that is going to pave the way for symbolization.
Lacan introduces scopic and invoculatory aspects to Freud’s drive theory. And these
drives form a link to the big Other in the field of desire. Lacan (1977) distinguishes
drive from satisfaction by stating that satisfying the need does not satisfy or diminish
the drive Desire is what remains after the satisfaction of need. This libidinal
investment in erogenous zones of the body is related to a relationship with the Other.
Autistics lacking that relationship, show saliva flow uncontrollably from their
mouths indicating indifference. Thus it can be said that according to the Lacanian
perspective, autistics do not have an unconscious organization. A drive is related to a
signifier overwriting the body. So in order for a subject of the unconscious to merge,
the drive circuit should function to be able to reach the big Other. Lacan says that
The subject is subject only to being subjugated to the field of the Other . By
subjugating to the big Other through the loop of drives, the subject enters alienation
and gains a body similar to the specular image. This adds an imaginary dimension to
the forming of the subject and constitutes the ego. These steps in becoming a subject
of desire are crucial to take place and make early intervention essential. Even though
psychoanalytic views are abandoned for cognitivist models and interventions,
research focusing on the relationship between the baby and his parents present
important data for prevention. Laznik(1995) proposed to take advantage of Lacanian
concepts in autism research for better knowledge and insight. She proposed that
autistic retreat occurs because the child fails to complete the full drive circuit in order
to become engaged with the Other. Referring to the Lacanian theory of drives, she
states that autism is about a defect in the drive link to the Other. This defect can take

place anywhere in three drive circuits: scopic, invocutory and oral.



According to Laznik(2017), clinicians’ role is to restore this broken link. Lacan says
that drive is a constant force and it is supposed to complete a certain route. Unlike
the satisfaction of need, a drive requires no object. Here Lacan introduces his concept
of object a, the cause of desire, where no object of need can satisfy the drive.
Coming to contact with the mother who is kissing the baby after she feeds him may
cause a response and an enjoyment by the baby. This indicates the completion of the
drive circuit. However this does not occur in autistic babies, the contact is perceived
as an intrusion. And the Other’s pleasure is unwarranted. The excitement the baby
gets by watching his mother’s enjoyment is what is missing in an autistic baby. It is
not clearly known whether the baby fails to arouse this enjoyment or the mother is
unable to answer the baby’s search for enjoyment in the other. By subjugating to this
enjoyment of the Other, representation of desire will emerge in the hallucinatory pole
of satisfaction (Lacan, 2014). This investment will help the baby refresh his dreams
and fantasies when he is alone with his pacifier. Through this hallucinatory pole of
satisfaction, system of representations forms and by representations we can talk
about an unconscious with metaphor, metonymy, condensation and displacement

processes.
1.2.3 Motherese

The key to this enjoyment lies in a preference babies have for a certain type of
speech called the motherese. (Saint-Georges et al, 2013). Motherese has a certain
prosodic quality involving punctuation and scansion and contains grammatical
characteristics specific to this type of speech. Babies’ preference to this type of talk
presents itself even before the need satisfaction like feeding happens with very small
one day old new born babies. This shows that the attention paid to motherese exceed
need satisfaction and implies a drive looking for a different kind of satisfaction. The
language of motherese is a language of amazement and pleasure. This Other filled
with amazement and pleasure because of her baby indicates lack in the big Other
making the third round in the drive circuit. This is the lack in the other. And the baby
seems to have an appetite for this enjoyment that will signify the lack in the Other
coming to his world in motherese. The Other also plays a role as validating the fact
that the child is real, through a specular image in the mirror (Lacan, 1956). This does

not take place in autistic babies. Because in order for that to happen, the baby should
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experience prosody in the voice of his mother and actively seek for it and the face
that accompanies the voice.

The presence of this enjoyment can be traced back to the mother’s speech that is
called motherese. The prosody of their voice seems to carry some important
emotional elements. It is found that if the child is not active much, it will in turn end
up decreasing his mother’s speech. The prosodic effect has an impact beyond need
satisfaction for babies. It is discovered that hearing the sound of their mothers, the
children showed an intense sucking without experiencing being fed. That is because
the voice of the mother can serve as the first object of the oral drive. When the
newborn meets the enjoyment of the Other, he meets the barred Other because her

amazement and surprise marks her lack.

According to Melman( 2014) an autistic baby has a problem for a very simple
reason. The mother who can be very loving, cannot somehow pass on her love and
the feeling that the baby is a gift to her. It cannot be expressed by the word or lullaby
that the child is for the mother and has a place in it. Mother's discourse has a role in
the development of autism. If this birth occurred during a mourning period, for
example, she may not pass the happiness of the event to the baby. These babies
eventually become like self-directed computers. They lack a moral and reflective
authority to give them an identity. Many years of practice have shown that
behavioral methods in these children do not work in the context of rearranging their
functions. Lacan(1977) introduced the question of central drives and understanding
the drive mechanism can be helpful in understanding infantile autism. In drive
theory, retroactive feedback loop is completed when the baby becomes the object of
primordial other’s enjoyment. The last stage of that loop seems to fail in babies who
develop autism. After the mother feeds the baby, there is a certain behavior from the
baby’s side that evokes maternal pleasure like giving his little food to his mother for
her enjoyment. This part does not take place with some babies. Children like this can
be said to fail the third stage of the drive circuit. It seems like they are not interested
in being heard even when they are stimulated by their parent and they do not seek to
be the object of their pleasure. They show no motivation in pleasing the maternal
Other by offering their foot to be eaten. This motivation goes beyond the satisfaction

of a need like hunger and thirst. It is about what is produced after the need is
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satisfied. The first step of the three stage drive path Freud(1905) describes is the
baby that is reaching for the bottle or the breast. This importance of this stage is
known and well assessed by doctors and nurses. The second step involves the
assessment of the autoerotism of the baby. Baby’s sucking behavior and self calming
constitutes the second stage. On the other hand third step is rather ignored among
many clinicians and it involves drive satisfaction. This hallucinatory experience takes
place when the subject is subjugates himself to the maternal Other. He wants to be
the object of her enjoyment and this drive forms the subject by creating alienation.
The pretend play that involves the baby’s offering his foot to the mother in order to
be eaten represents something beyond the need satisfaction and constitutes the
closure of the full drive circuit. It produces mother’s joy and laughter that will trigger
smiles in the baby. Regardless of this failure of the installation of the third stage of
the drive circuit is the result of an uninterested and non-responsive baby or a lack of
appropriate interactive behavior of the parents who hold the space of primordial
other, completion the link can be restored by libidinal investment of a psychoanalyst
who is specialized in parent child relationships and this way the mother can see the
child as a delicious object that a source of joy and pleasure obtained from it can help
the baby emerge as an object of desire. This is the mother’s phallic investment
(Melman,2013).

A study also defines parentese as the type of speech being used while relating infants
that is characterized by higher pitch, slower tempo and exaggerated intonation
(Cohen et al,2013). Not only mothers but also fathers can employ parentese while
talking to their children. Employing this type of speech is known to have a certain
effect on the infants” communication skills that include social interaction abilities
and speech and language development. It attracts infants’ attention and helps them
orient to their caregiver and get involved in a reciprocal relationship. This type of
speech contains affect and phonological information and it is directly linked with
infants’ responsiveness which suggests that infants are active participants in social
exchange. Therefore quality of infant’s role in the mutual relationship and the
reciprocity between infant and the caregiver can contain the first signals related to
what will be diagnosed as symptoms of autistic development. Weaker responses to
parentese and parental solicitation in general can return dampen parentese production

over time and this can further social withdrawal and and cause developmental delays.

12



Thus, the divergence in the synchronicity in the relationship can also affect the later
developing speech and language skills as well as social communication. It is shown
in studies that mothers’ speech included 40 to 60% parentese while fathers’ speech
included 15 to 20% parentese. Both parents had the same amount of vocalizations in
their child directed speech. While mothers’ use of parentese decreased with both
children with autism and typical development it is found out that fathers use more
parentese with children who give lower rate of responses and later will develop
autism. When coming across with fewer responses from their infants parents almost
doubled up their vocalizations they directed toward their infants. Fewer responses
were present in the first three years of life in infants who will later develop autism.
Research using engineer methods was able to investigate dynamic parent infant
interaction by focusing on antecedents and consequences of interactive behaviors and
help study the acoustic components of prosody of parentese (Werner and Dawson,
2000). It is important to note that parents’ communicative behaviors do not cause
autism and parents seem to feel the pathological responses of their infants from very
early on. It is observed that parents adapt their behavior by increasing their vocal
behaviors and using more touching. Mutual responses result in stimulation of each
communication partner by one another. While this loop is emotionally charged, it
helps to improve infants’ attention and learning skills that will later be involved in
developing joint attention and communicative skills. Even though it is known that
autistic children can process some aspects of human voices, they display no specific
preference to human voice and specifically to their mother’s voice as opposed to
typically developing children. They also show less response when parents’
vocalizations involve pointing and describing other people as compared to objects.
Therefore exploring the parentese feedback loop is important while studying early

onset autism.

Motherese involve intonational and paralinguistic phenomena like higher overall
pitch, the more frequent use of third person constructions compared to first and
second person constructions and lexical characteristics( Cassel et al, 2014). Infant
directed speech communicates affect, facilitates social interaction depending on
infants’ choices. It helps the infant engage and maintain attention and it fosters
language acquisition. Compared to adult directed speech, infant directed speech

consists of shorter utterances, redundant and isolated words and phrases and a
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multitude of questions. Prosodically, motherese involves longer pauses, slower
tempo, more repetitions and a higher mean fO (fundemantal frequency). It is
discovered that prosodic characteristics of motherese make it more informative
compared to normal speech. And it conveys mothers’ intentions more accurately. It
is found that infant directed speech has certain elements that signal the infants with
cues regarding attention, approval and comfort. It is also discovered that mothers’
use different type of vocalizations with different intentions. For example it is
discovered that when mothers seek to initiate attention and eye contact they adapt
rising contours of frequency while they adapt sinusoidal and bell shaped contours of
frequency when they seek to maintain eye contact with a smiling and gazing baby
(Cohen,2013). Therefore high pitched vocalizations are aimed to elicit infants’
involvement while low pitched vocalizations aimed at strengthening infants’
involvement. This shows that features of motherese involve a wide range of
emotions directed to the infant while normal speech has more inhibited emotional
expression and prosody of motherese helps to convey mothers’ emotions and
intentions to their infants. Mothers also shape their vocalizations in a way to match
their infants’ vocalizations according to the response they receive from their infants
(Parman,2010). Among 3 to 17 month old infants it is observed that mothers adjusted
their vocal patterns to their infants’ vocal patterns creating a tonal synchrony. It is
also shown that synchrony decreases as the child ages. Mothers’ use of infant
directed speech is directly related to the infants’ vocal preferences and their presence

and engagement.

The differences and variations in pitch alone is not sufficient to evoke the infants’
interest unless it includes positive affect which implies emotional sharing, mother-
infant adjustment, and synchrony and general communication that involves gestural,
tactile and visual cues (Duarte and Bordin, 2005). Mothers tend to adjust these cues
according to their infants’ age, cognitive abilities and linguistic level making their
language specifically for them. These adjustments increase and facilitate social
exchanges between the infant and the parent. Kuhl suggested that the underlying
mechanism in mothers’ speech that fosters communication and learning could be
motivation. Increased motivation significantly effects infants’ cognitive and
emotional development. More studies are necessary in order to understand autistic

children and their mothers’ interactive patterns and how it can impact the
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development of infants who later turn out autistic. In a research study the use of
parentese by caregivers while interacting with children who has typical development
and autistic development have been investigating. Statistically significant differences
have been found between male and female caregivers and the children with typical
and autistic development. The female caregiver spent more time with infants who are
both typically developed and autistic compared to the male caregiver. Male
caregivers invested more time to infants who are between 12 and 18 months of age
with typically developed children and not the children with autism. Typically
developed children’s response to speech other than motherese increased after 1 year
of age but AD children showed lower responses to both types of speech. The children
who will later develop autism show initial symptoms of weaker eye contact, less
social behavior and joint attention, less frequent orienting to name and limited
expression of body language (Goldstein et al, 2009). These divergences in
development can pose vital prerequisites for later speech and language development
as well as social skills. These initial signs of differences in reciprocal interaction can
be consequence of the child’s response to the caregivers’ vocal behavior which in
turn affects the language and social development. These vocal behavior adults adopt
while relating to their infant called motherese is characterized by a higher pitch,
slower tempo and an exaggerated intonation. This type of speech seems to attract the
infants’ attention and convey emotional components that will enable bonding with
the parent. Caregivers’ use of motherese and fatherese is also dependent on the
infant’s level of responsiveness since infants are active participants of this reciprocal
relationship. When the infant shows a lack of interest in the caregiver’s voice and
does not display a curiosity to its surroundings and engage in a social exchange with
people, it can be predicted that the child’s language learning will be adversely
affected. The infants’ lack of interest can also negatively influence parents’ use of
parentese causing a lag between vocalizations. This can weaken the bonding process
between the caregiver and infant and facilitate social withdrawal and developmental
stagnation. In a study conducted by Hastings and colleagues (2005), the nature of the
parents’ vocalizations and the infants’ responses has been explored. Children with
typical development and children with autistic development have been investigated.
It is found out that caregivers with children who have autistic development increase
the rate and frequency of their interactions in response to their children’s lack of

initiations of communication. It is established that they try to compensate for their
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children’s social difficulty. With the typically developed child, father’s vocalizations
seemed to be higher in efficacy compared to the father’s speech toward the child
with autistic development and in return typically developed child’s response to
vocalizations extended from just caregivers’ voice to different types of voices as
well. On the other hand, children with autistic development did not respond to
different types of speech while motherese is still shown to be more effective in
arousing the infant’s attention compared to other types of speech. For the typically
developed group, motherese after the end of the first year was no longer necessary in
order to elicit attention in the infant and the infants started to react other modes of
communication and initiate vocal exchange with other people. In children with
autistic development the response to both motherese and fatherese speech was low
and children did not evolve to communicating with different types of speech as well.
Not only children with autistic development did not respond to different types of
speech, their response decreased as they moved to the third trimester making autistic

symptoms more evident.

Computational analysis of home movies helps to investigate the role of parentese
which involves an emotional prosody in the parents’ voice on the synchronic
behaviors between the infant and the adult (Saint-Georgesi Cassel and Cohen, 2009).
Participants were typically developed children and children who will eventually
develop autism who are less than 18 months old. Findings suggest a significant
association between the infants’ responses and the parents’ vocal behaviors. Through
the use of parentese, more orientation towards other people took place. Fathers of
infants who will later develop autism altered their responses towards their infant and
spoke to them more than parents with typically developed infants. They tried to
arouse the infant in order to evoke response. It is found out that infants’ social
responses increased when the father introduced parentese to their social interaction.
Since autism is characterized by impairment in social interactions, patterns of
reciprocal communication and repetitive behaviors and interests, language delays and
speech disorders are expected to manifest between 18 and 36 months of age. But
before these symptoms appear, it is suggested that there are precursors to these initial
symptoms such as weak or lack of eye contact, no orientation to name or a failure for
join attention, no pointing or use of body language. These initial signs can be thought

as affecting the reciprocal relationship between the infant and the parent adding to
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the cumulative outcome of what constitutes as autism (Xavier et al, 2015). It is
possible that infants whose interactive styles diverge from typical development may
end up altering their parents’ interactive styles. So it is important to investigate the
synchrony and reciprocity between infants and their caregivers by studying home
videos in infants who are known to develop autism later. It is known that infants
actively engage in communication with their surroundings and show a preference for
people over objects. Adults in return anticipate the infants’ desire to bound and
interact and respond adequately to infants’ initiations. So a dialogue takes place
between the caregiver and the child. In a study using computational methods in
order to show this dialogue it is discovered that early signs could be observed before
12 months. Less initiation of the infant was shown and the parents’ increased efforts

to stimulate the child with more communicative acts like vocalizations and touching.
1.2.4 Vocal exchanges between children and their parents

Vocal exchanges between children and their parents can also give valuable
information about the onset and the course of autism. Studies who examined the
nature of these exchanges show that in both autism and typical control groups’
parents responded to child’s vocalizations frequently within 1 seconds or less
(Warlamount et al, 2010). However, in autism group it took longer parents to
respond to the child. Also it is found out that in the autism group children tended to
follow more and lead less than the typical control group. This study is interesting in
terms of recent interest in joint action and coordinative processes in children and
adults. It aims to identify leading and following patterns between children and their
parents by examining their vocal interactions. In typically developing children more
instances of leading is observed whereas in autism group children tended to follow
more than lead. It is known that children do not only process information passively
and they do not learn language only through contingent reinforcement. Contrarily
they are active participants in learning. They respond to communicative acts and
engage in active exploration of their surroundings. During this exploration children
tend to receive various forms of sensory feedback from their parents and from their
environments in general. Parents’ responses depend on the infants vocalization
characteristics and in turn support infant’s communicative development. In autism

expected social interaction and language does not take place. Children with autism
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do not initiate communication, do not take turns or engage in joint attention
(Goldstein & Schwade, 2008). Also, the frequency of vocal exchanges is different in
autism than in typically developing children. It is found that the time adults take to
respond to the children is significantly longer with children who have autism
compared to the control group. Children’s response also took longer with children
who have autism than typically developing children. Since social interaction is
impaired in autism, the children tended to follow more than lead and that may have
caused the latency of the adult responses to the child. Therefore it can be said that
adults responded later than they did to typically developed children due to less
interaction being initiated by children with autism (Ouss et al., 2013). This reduced
communication starting behaviors of children may have caused parents’ attention to
vocalizations decrease. This study suggests that communication problems in autism
can be the result of the negative feedback loop of vocal exchanges between children
and adults.

In order for an early diagnosis of autism, data from different kinds of research can be
used. It is important to investigate areas involving atypical social interaction which
includes lack of eye gaze, absent orientation to name, poor imitation, absent social
smiling, reactivity, lack of social interest and affect and reduced expression of
positive emotion (Goldstein et al., 2013). Impaired language and cognitive
development, motor problems, lack of imaginative play are also vital signs. While
autism screening tests are available for older children, no known tool has been
designed to assess infants below 1 year of age (Dawson,2008). Developing such a
test may help us earn time for early diagnosis and intervention. Early interaction
styles of infants of risk groups should be studied in order to win in this race against
time. Infants are active contributors to communication and join this reciprocity with
gaze, head and hand position adjustment and vocalization. Infants not only join but
lead the social exchange with the adult. Therefore in order to gain more insight home
videos of infants who will later develop autism are studied and it is found that
interactions between infant and caregiver differentiated from typically developed
children in some ways and it can be identified starting from 6 months of age(Saint-
Georges, 2009). It is shown that parents increased their verbal responses to infants
who will later develop autism because the infant did not engage as much pleasant

interactions with others as the typically developing group. It can be thought as a
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result of the infant’s lack of leading and responding behavior. The infants who will
later develop autism were less in search of the caregiver’s gaze and the active desire
to catch the caregiver’s attention seems to be weaker. The infants did not emotionally
engage with the parent and join a reciprocal interaction with them. PreAut grid can
identify these signs at 4 and/or 9 months and( Olliac and Crespin, 2017). Babies
score positive if they do not look at the caregiver and avoid their gaze and fail to
point. The CHAT is a tool that assesses social interest, motor play, pretend play,
pointing and showing, gaze exchange, proto declarative pointing, and pointing
comprehension. Babies fail the screening test if they fail these reported areas. But in
order to assess babies earlier than the CHAT assessment, it is important take into
account the role of emotion, reciprocity of vocal exchanges and synchronicity of the

relationship with the caregiver.
1.2.5 Baby and the Caregiver are both active participants in their relationship

During this reciprocal relationship a nonresponsive baby can have a certain affect on
his parents. Parents who feel the inadequate ways of the child gradually feel less
secure about their parenting skills. Parents who are warm and caring during the first
months of the newborn become gradually frustrated and frozen (Melman,2014).
When their attempts to solicitude the baby continue to fail, their tiredness starts to
manifest in the prosody of their voice. The frozen emotionless natures of their voice
represent the effort to protect themselves against disappointment. The autistic child is
capable of looking and emoting to his Other if not frequently and what is observed
among parents that experience a contact from their normally non responsive baby’s
side, while they are thrilled to see that their baby is responding, causing them to
create the prosody of parentese, they seem to quit trying to maintain the bound right
away once the child cuts the relationship. On the other hand interventions can be
made in order to restore the synchronicity between the parent and the child. Another
important aspect in the mother child interaction is that the mother speaks words for
the baby’s place as well (Laznik,2000). This has been said to be a necessary madness
in order for the mother child relationship to consolidate. The mother says words
directed to the infant and in return she speaks as if the baby is responding to her. This
type of talk that involves speaking in the baby’ place has found to me missing with

the parents
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The role of prenatal factors is also important to investigate in the development of
autistic symptoms. Research suggests that prenatal environment can contribute to the
risk of developing autism (Larsson, 2005).Breech presentation, low Apgar (
Appearance, Pulse, Grimace, Activity, and Respiration) score, gestational age at birth
and parental psychiatric history that includes psychoses is associated with the risk of
autism. Also during the prenatal period, exposure to valproic acid, thalidomide,
rubella and alcohol may present an increased risk of developing autism in early life.
Low birth weight, low Apgar score at 5 minutes and being small for gestational age,
gestational age at birth less than 37 weeks, cesarean section and congenital
malformations can be considered as perinatal risk factors. These also present as
statistically significant increased risk of autism. Perinatal factors are studied in three
different categories. Delivery and newborn characteristics include fetal presentation,
mode of delivery and Apgar score at 5 minutes, birth weight, gestational age at birth
and weight for gestational age. Pregnancy characteristics include multiple gestation,
preeclampsia and number of antenatal visits. Parental characteristics include number
of previous pregnancies, maternal smoking reported at the first antenatal visit,
maternal citizenship and maternal and paternal ages. Maternal and paternal age is
positively correlated with the risk of autism. Also increased risk is found among
younger mothers (aged<20 years) and older fathers (aged>35). Among perinatal risk
factors, low birth weight is found to be associated with the risk of autism. Children
whose birth weight is less than 2.501 propose an increase risk of autism. In various
studies, birth weight and autism have shown a strong association. Birth weight is
related to three main factors: genetic growth potential, duration of pregnancy and the
rate of fetal growth. Gestational age at birth of less than 35 weeks is found to pose a
high risk for autism. Low birth weight and being small for gestational age have been
shown to have an increased risk of autism. Growth retardation can be an important
sign in the development of autism. Parental psychopathology is also thought to be a
factor involved in the risk of autism. Parental history of a psychiatric disease is found

to cause a statistically significant increase in the risk of autism (Wollf et al, 1988).

It is important to ask the question whether maternal stress in autism is related to
simply having a child with autism or is it a consequence of maternal personality
characteristics. These studies suggest that having personality characteristics that will
cause interpersonal and social problems in mother can be related to having a broad
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autistic phenotype (Wollf et al, 1988). These social and affective problems can be
milder forms of social impairment that also present itself a problem in autism. Either
way, poor expression of affect, little interest in people, being an older mother and
having a younger child are found to be factors that contribute to maternal stress.
Receiving social support can help reduce parental stress on the other than perceived
social support by parents can be more influential than the actual social support
received. Number of available social networks is less important than how effective
this support is perceived as plays a larger role in stress levels in parents. In a study
Rorschach test variables have been used to detect risk factors and character traits in
mothers of children with autism( Keller et al, 2018). In the test, affection and
interpersonal relationships were addressed and the relation of these characteristics
with maternal stress has been measured. When addressing affection, stimulation of
affect and expression of affect were measured. Interpersonal coping, interest in
people and self esteem is also included. The results showed that less stressed mothers
showed more affect and their expression were more overt than mothers with higher
levels of stress. When stress is increased, it became more difficult to handle
interpersonal situations and their expression of emotions has decreased. While
having a child with autism is the major source of stress, weaker expression of affects,
less interest in human relationships, old age of the mother are found to be statistically
significant contributors to maternal stress. While less expressing of emotions can be
related to feeling overwhelmed with stress about having a child with autism, less
interest in relationships and interpersonal difficulties can be an indicator of having a

genetic component determining a broader autistic phenotype.

The use of motherese is also affected by maternal depression causing it to be
produced less often than non depressed mothers. Research shows that depressed
parents were able to show less adjusting behavior to their infants’ vocalizations and
engaged in less synchrony. They were slow in responding to their infants’ interactive
initiations and uttered fewer and less emotionally charged words. Mothers with
schizophrenia also use less infant directed speech compared to mothers without a
mental health diagnosis. It is found that they lack the prosodic elements in motherese
that helps the infant perceive their mothers’ affect and intentions. Contouring
signaling approval has shown to increase infants’ gazing behavior whereas

contouring signaling disapproval has shown to inhibit infants’ looking. The effects
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of motherese also manifested in the heart and EEG power of 9 month old infants
causing a deceleration. This has been found to be linked with affective intensity in
the prosody of mothers’ vocalizations. The infants’ preference of motherese is

essentially a preference for positive affect in speech.

In addition to low communicative responsiveness and interest in social relationships,
autistic children also do not pretend play. This means that autistic children lack the
ability to make his fantasies into scenarios in his games. In the Lacanian sense, the
child fails to recall the absent object and he does not have a capacity for
representation (Fink, 1995). According Freud (1940), memory and perception are
mutually exclusive. The child fails to be evoked an absence and he cannot name a
missing object where the memory is supposed to be written.Perceptions originate and
consciousness attaches to perceptions. Unconscious is the second registration and it
Is about relationships. Preconscious is the third registration and it is about work-
representations and attached to ego (Freud, 1961). Before the second registration that
is related to the unconscious belongs to phenomena that is beyond repression.
Therefore it can be said that autistic children’s psychical apparatus functions beyond
the primal repression. When their functioning is beyond primal repression, they can
only perceive present objects but fail to establish that they continue to exist when
they disappear from their eyesight. In order to remember a perception when it ceases
to exist, a signifier chain is necessary and in the autistic condition, signifiers are not
available and not repressed. In order to recollect a memory, the child must recognize
a lack in the place of the primal Other which is usually occupied by the mother. In
order for the child to create scenarios in his fantasy and act them out in play this
stamp of a lack is necessary and it takes place with the help of this imaginary space.
The use of words alone does not equate to an emergence of representations. Within
that imaginary space that consists of representations an odiepal rivalry also takes

place.
1.3 Sexuation and Autistic Traits

Frances Tustin(1981) suggested that in autistic children, the containing function of
the other has failed and a splitting between masculine and feminine aspects has

happened. Therefore, psychoanalytical treatment should start with restoring this
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function by working on the transference on the container (Houzel, 2014). After
working on transference, the psychoanalytical work moves towards what is called
infantile transference that involves the child’s fantasy called “nest of babies”. This
can only take place after a difference between self and others has been realized. In
order to move to that stage the child should be able to trust the containing capacities
of the analyst. A safe frontier between the self and object must be established with
the bisexual quality of the container. This way the child can endure separateness
from the Other. Autistic children need to be given psychic shape to their feelings
therefore what are worked with is the child’s representations. In the second stage of
analysis where the infantile transference takes place, the child creates rivals that can
throw him out of his place or take him over completely and make violent threats.
This imaginary rivalry takes place with imaginary babies in the infants’ mind that are
competing for the milk in the breast. Third stage of treatment is the stage of Oedipal
phase and about the child’s sexualisation. It involves rivalry with the same-sex parent
and accompanied with castration anxiety (Freud, 1924). The subject at this stage
cannot be viewed as autistic anymore since this anxiety causes him to emerge as the
castrated subject. The end of the analysis is a matter of discussion that is well beyond
the scope of this study.

1.3.1 Gender dysphoria and autistic traits

Sexuation of the autistic subjects has also been subjected to research (Oien, 2018).
The co occurrence between people with gender dysphoria and autism has been
studied and it is found out that the presence of autistic symptoms is six fold higher in
patients with gender dysphoria compared to the general population. It is also found
that people who are assigned male at birth are more affected than people who are
assigned female at birth. Gender dysphoria and ASD are known to be etiologically
similar and their prevalence are both increasing. Both conditions are more common
among males than females and co-occur frequently. Extreme male brain theory
suggests that higher exposure to testosterone during the prenatal creates a disposition
towards gender dysphoria and autism spectrum disorder (Heylens,2018). Participants
who took the Social Responsiveness Scale scored higher points in GD group
compared to the norm group indicating an overlap between autism symptoms and

gender dysphoria. Even though it is found that autism symptoms are found more
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often in patients who were assigned male at birth compared to who were assigned
female at birth, both MAB and FAB group showed higher levels of autistic traits
compared to the norm group. So it important to consider the possibility of this co
morbidity while assessing and treating people with ASD and GD since both disorders

show a substantial increase over the past two decades.
1.4 Formation of The Neurotic Subject

When we look at the formation of the neurotic subject, we see that the mother and
child are moving from symbiotic state toward separation. The baby begins to
question the behavior of the mother over time and eventually realizes that there is
something else the mother desires, namely the phallus. The phallus is the imaginary
object of the mother's desire here. However, the child will notice the lack in the
mother. Then the father, who is claimed to have phallus, enters the stage and the
child sees that he does not have the symbolic phallus and gives up on the mother.
Seeing the lack or desire in the mother becomes a basic transformation point in
subjectification. In the carved area of the mother, the lack of the Other lies and the
desire is formed. Because in this field, the Other cannot offer anything to the baby.
That is why a space must be opened for both the subject and the Other, which will
cause desire. Desire finds itself in relationship with the lack. In order to talk about
identifying with a deficiency in ourselves, we must experience a deficiency in the
Other. In this way, we can form our desire and create ourselves as desiring objects
(Fink,1995).

1.4.1 Desire and Anxiety in the Neurotic Subject

In Lacan's sixth seminar (1958-59), anxiety was presented as what’s underlying
desire. In this seminar, Lacan states that anxiety positions in the imaginary and the
linking of imaginary, real and symbolic register has specific effects. This is included
in the seminar as a way of describing object a. Lacan explains that object a occurs
when these three registers are connected. The intent of fantasy can be explained by
connecting these three registers. In neurotic, anxiety may be related to the threat of
castration, which is the result of the phallus determined by phallic jouissance. This
anxiety is also associated with the reflection of the imaginary register’s dependence

on the symbolic register as an affect. The language-forming elements, the way the
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language is operated creates a cut. But something else is required for this cut. To
fully recognize this cut, a reference point to the function of this language is required.
So the language fits into place and settles as an end result. Therefore, there is a
support for the organization of desire, and every time the language manifests itself,
there is sexuality in the repressed object. Everything that leads to a cut has something
sexual. We can also put the origins of causality where the cut is.

1.4.2 Tying of the Borromean Knot in Neurosis

In order to start explaining how the Borromean knot (Laznik, 2016) comes to hold, it
Is important to mention its three strands, the Imaginary (first in the diagram), the
symbolic( the second in the diagram) and the real( the third one). Real can be thought
in terms of being as the organic baby. Symbolic represents the order of the world and
the rules about time and generations that people submit and the Imaginary is about
representations of what the baby can become and identification processes and the
formation of the ego. These three strands are expected to overlap following a certain

course starting from the first knot that is between the Real and the Symbolic.

Figure 1.1 First Knot
|

! e ———————

This braid involves the nearby helper (Nebenmensch) calming the baby by soothing
the excitations that takes place within the baby’s body. These excitations can include
hunger, thirst and likewise bodily sensations. These sometimes intense and
disturbing sensations can be helped with specific actions by the Nebenmensch. The
second braid takes place between the Imaginary and the Real. This phase involves
the eyes and the voice of the big Other and they contain surprise and joy that is
caused by the baby. The parent’s gaze that contains pleasure phallicises the child’s

body. Phallic libidinal investment occurs in this phase and narcissism is introduced.
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Figure 1.2 Second Knot
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Infants are active in this process and try to attract the Other’s attention with bodily
movements and imitation. When the parent starts looking away from the child, he
wants the gaze back and actively seeks to gain it. It is provocation from the infant
and it paves the way for anticipatory illusion. In the third braid the Imaginary
overlaps with the Symbolic.

Figure 1.3 Third Knot
l _—_————
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This phase involves symbolic castration and involves the introduction of the order of
the family and it can only take place if the Imaginary strain overlaps with the
Symbolic. Even though not seen very often, a matter of chronological time is
involved here since meeting the mirror stage is necessary for the Imaginary register
and mirror stage will appear around six months. The fourth braid takes place between
Symbolic and the Real once again because of the nearby humans’s role in aiding the

infant deal with the internal excitations coming from his bodily organism, his Real.

Figurel.4 Forth Knot

Construction of the ego takes place in the Imaginary register that is also called as the
mirror stage. While the mirror actually reflects the lack in the baby, when combined
with the primordial Other’s gaze causes this image in the mirror phallicize allowing
the anticipatory illusion. The real of the infant is surpassed through alienation to an

idealized Self. Only through symbolic castration the baby emerges as a barred
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subject. In order for that to happen the child must lose the mother to his father while

waiting alone fantasizing to reunite.

Figure 1.5 Fifth Knot
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Tying of all the threads of the strains will in turn produce a Borromean knot. At least
for a typically developed child can become a barred object after the symbolic

castration takes place.

Figure 1.6 Tying of all threads

1.5. Formation of the Autistic Structure

In the autistic children it can be said that they have a failure of the Imaginary field
being tied to the other strains of registers. The babies who will end up being
diagnosed with autism are not going to build an ego during the mirror stage. They do
not provoke the parent for her gaze and voice and are disinterested causing an
admiration in them. Phallicization (Melman, 2014) does not take place among this
children who refuse to alienate from the primordial Other. So errors take place in the
braiding of the strains of these children and first of them is the tying of the Imaginary

and the Real registers.
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1.5.1 Tying of the Borromean Knot in Autism

Figure 1.7 First Error
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With the error that takes place during the mirror stage, the jubilation in front of the

mirror never takes place.

Figure 1.8 Second Error
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Another failure happens at the tying of the Real and the Symbolic and the name of

the Father does not take hold.

Figure 1.9 Third Error
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Figure 1.10 Tying of threads in Autism

Eventually we end up with three errors 1,2 and 5 and this is how the production of a
Borromean knot fails to take place with the Imaginary register not overlapping with

other two registers (Laznik, 2014).
1.5.2 Desire in the Psychotic and the Autistic

For the autistic, mother and father are not different than one another. The
father's voice becomes meaningful to the child only by the mother's desire. In autism,
the mother is reduced to things in space, and the relationship with the desire in sound
and vision is eliminated. The autistic does not want to enter time and space by the
desire of the Other. It almost wants to get away from desire, impulse, and juissance
that enter through the voice of the Other. At the beginning of the life, autistic will try
to avoid from the rest of life, as the voice of the mother is found to be unbearably
traumatizing like a foreign entity outside the womb. At this point, he avoids
confronting with the desires and demands of the Other by engaging autoerotism. This
choice can be explained by frightening experiences with other people in early life.
Autistic people are afraid that they will be swallowed extensively and that their
insides will be destructively invaded and dispersed by the outside world. This
extreme emotional tension affects their daily lives, causing them to live in a state of
withdrawal and escape (Fink,1997).

1.5.2.1 Symbolization in the Psychotic and the Autistic

The mother tongue is the registrant of the wound. The talking person does not only
accept the wound, but also likes it. When we look at families where parents are in

perfect unity, they have rarely positive outcomes for this perfectly articulated couple
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and this is often a nightmare image for children. The phallus has lost its power to
parse and create here. The couple collapses completely into themselves, because they
are completely equal, and the phallus cannot replace it as the one that will lead to the
cut. The other's space is found to be completely collapsed because the couple finds
each other completely happy and united. What psychotic and the autistic suffer is the
unrestricted nature of the signifier (Danon-Boileau, 2010). And the master's effects
are impossible to take under complete control. This situation is panic-provoking and
threatening for psychotic and the autistic (Lacan, 1956-57). There is the impossibility
of division, a shelter, a place to hide, by this signifier who will provide
subjectification to help face the world

The desire of the mother is the foundation in the formation of the structure, and the
psychotic subject is excluded from this symbolization. Since desire is law, the
psychotic subject does not recognize the law and cannot exist as a desiring object.
Because desire is a defense against going beyond a certain limit in juissance. When
we look at the desire of the psychotic, we see a basic relationship with the body. The
Psychotic does not recognize the phallus or the Other. And he has a very primal
relationship with the body. The autistic also refuses to engage in a relationship with
the maternal that is going to lead to alienation. He does not subjugate to the demands
and to the prohibitions of the Other. Just like he does not enter language, he does not
enter into the spatial and temporal plane that comes with the Other’s desire. Instead
he is preoccupied with non living things. The gaze of the Other is tormenting to him

and he like the psychotic has a primal relationship with the organic Real.
1.5.2.2 Castration Anxiety in the Psychotic and the Autistic

Since autistic people are alien to castration anxiety and the desire to arise from this
anxiety, emotions they experience are structurally differentiated from the emotions
experienced by neuroticism. One of the reasons for the fears experienced by autistics
concerns the issues of meaning, that is, the borders of the world and their bodies.
Another reason is the threatening nature of phallic jouissance associated with not
being a castrated subject. The main thing in the phallic jouissance is to be able to
control the sphincters, here too, the real exceeds the symbolic. So autistic people may

have specific fears associated with what they take in and throw out of their bodies.
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The main difference between neurotic and psychotic seems to be that neurotic seems
to believe in something, but psychotic really believes in it. Because the psychotic’s
signifier directly says what it means, psychotic, like the autistic, have difficulty with
double or hidden meanings. Lacan (1957-58) talks about a problematic relationship
with the Other in psychosis. There has been a loss of meaning in Schreber's world
because what was supposed to cause desire was lacking. There is no “name of the
father” to refer to and he has lost his subjective position in the great Other. If we give
a clinical example, we can talk about birth psychosis. There are mothers who give
birth in clinics and who became psychotic from happiness. This situation sometimes
takes a few weeks and disappears on its own. This is almost an experimental
psychosis. When the object that is the basis of the woman's desire is there, an
unexpected phenomenon becomes necessary, a moment of psychosis. Castration
gives language its symbolic function (Dor, 1998). This means that every signifier is
symbol of a lack. Signifiers are a symbol of a lack of satisfaction of desire.

Lacan first said that there was no such thing as autism (Melman, 2009). According to
him, he was exposed to the Other by being exposed to the language, and therefore he
is not alone. However, Melman said that Lacan did not have any experience with
children who were indifferent and completely drawn in, who were unaware of the
world and who were also deprived of one Other. While this is the point in autism, the
situation is different for psychotic. The psychotic is agitated and shaken. In the
absence of an Other, the baby seems to not receive messages, except for messages
from his own natural needs. Of course, when their demands are not met, they may
show anxiety, which may also produce some sounds, but lack of care for the
caregiver, lack of fixation to gaze is one of the dramatic elements in the relationship.
There is no awareness of the existence of the other in this relationship. Making this
investment to object instead of in the caregiver's face, makes this economy in autistic
more mysterious. This makes us think that the child can find himself most in a dead

object.

In contrast to autism, psychotic engages with the language of the other. The Other for
the neurotic person, is entirely mute. In psychosis, the signifier imposes itself to the
sound field. The real is where the signifiers are rejected. Psychosis is where the cut

does not occur. This means that the state of being one with the truth continues. In
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psychosis, the subject is not located where the Other is. The subject is always out of
it. They are always out of each other. Apart from the subject's externality to the
Other, there is always a conflict between them. This means that victory can be
expressed only by someone's death. The subject can only move to where the Other is.
This means that the Other is only in pure completeness and there is no place where
the subject can reveal its existence. Because if the shows himself as the focus of the
signifier, that signifier will remain outside the divine signifier or enter a moral race
with him. Either the subject or the Other can exist in this duality. On the one hand,
different from the autist, the psychotic can speak and express his feelings in the
spoken language. Its main feature is to find a deficiency in the structure of the
language and try to repair it. His effort is dictated by the voice of the Other, that is,
by an imaginary being. Unlike autism, which does not have auditory hallucinations
and does not produce a delusional structure, the psychotic can be managed by this
voice and forced to repair language. It can do this by trying to build new structures

and systems for social ties, places and relationships.
1.6. Having a child with autism

Caregivers of autistic children experience significantly more stress than caregivers of
typically developing children and employ different coping strategies. In a study
focusing on coping strategies of parents’ four types of coping were listed: Active
avoidance coping, problem focused coping positive coping, religious/ denial coping
(Hastings, 2005).Using escape avoidance coping strategies has been reported to
cause more stress than employing positive reframing strategies. It is found that
thinking positively is helpful for parents in order to adapt into new life conditions
with their autistic child. If they have more positive perceptions about their children,
they experience less stress. Also research suggests that mothers experience more
stress than fathers and they employ different coping strategies (Lutzky and Knight,
1994). This can be because mothers and fathers view their children’s disability
differently. Mother’ stress tend to be more related to the children’s level of
development and how self sufficient he is. Children with autism can have varying
degrees of behavioral problems and motor control. Fathers on the other hand
experience stress concerning family’s financial situation and how much their career

can provide. Fathers are also show stress regarding child’s communication skills,
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gender issues and physical problems. It is also shown that mothers seek social
support and use problem focused strategies compared to fathers (Dabrowska and
Pisula 2010). On the other hand, both mothers and fathers tend to avoid social
situations and use denial as a coping strategy. Religious coping is also found to be a
positive factor that helps improve mental health in parents. Parenting autistic
children from different age groups also result in adopting of different type of coping
strategies. Since these parents face various emotional, social and communication
problems, some coping mechanisms tend to reduce stress while some mechanisms
contribute to stress and depression in adults. School age is known to be especially
stressful to parents compared to preschool and adolescence. According to research
the cause of stress experienced by parents is related to the permanence of the child’s
condition, society’s and family members’ disapproval for the child’s condition and
insufficient professional support (Dabrowska and Pisula, 2010). In order to cope with
stress and depression families can use certain resources. Families’ personal resources
include physical and mental health, financial status and level of education. A family
with a child who has autism will also need cohesion and adaptability in order to
cope. Their communication styles and support that they show each other is
important. Lastly, these families can use social support from their family’s network
and institutions outside of family too. When emotion-oriented style of coping like
rumination and self blaming is adopted mental health problems showed an increase
compared to task oriented coping like active approach to problem solving. Task
oriented coping showed negative correlation with mental health disorders like
depression, anxiety and somatic disorders. When parents adapted low levels of
emotional coping and high levels of problem-focused coping, lower levels of stress
has been found. Active avoidance is a major contributor to high levels of stress and
mental problems in both parents. Seeking informal support is associated with low
levels of stress while religious coping can cause higher levels of parental stress
according to some research (Sandica et al., 2011). Some studies suggest that parents
of children with autism show higher rates of social difficulties such as having smaller
social networks and having a shy and aloof temperaments and high levels of social
phobia. These parents exhibited difficulties in pragmatic language skills as well as
having rigid and aloof personality. Parents of children with autism also tend to be
more introverted than parents of typically developing children. These factors are

found to contribute high levels of stress in parents.

33



Different types of coping styles have been established by researchers (Lustig, 2002).
These are task-oriented coping, emotion oriented coping and avoidance oriented
coping. In task oriented coping, stress is being responded by making efforts order to
solve the problem by altering the situation. In emotion-oriented coping, stress is
responded with experience of emotions and handling of them by exhibiting
emotional reactions. In avoidance- oriented coping, stress is avoided by either using
distractions like becoming occupied with a different task or using diversions like
socializing with people. Regardless of the coping strategy that is adopted, parents of
children with autism are confirmed to experience higher levels of stress compared to
parents of typically developing children. Also, these parents report displaying higher
levels of stress compared to parents with children who have other disabilities. In
order to cope with this stress, parents of children with autism are reported to use less
social diversion than other parents. This result can be interpreted as having limited
social activities due to the child’s condition. Having a child with autism can severely
affect parents’ social life not letting them use social diversion to cope with parental
stress. On the other hand, parallel with some studies, this lack of social diversion can
be a result of these parents’ personality characteristics. Parents who use less
avoidance coping style tend to adapt emotional-oriented coping styles more often
than other parents. Using an escape-avoidance style is found to be negatively
correlated with emotion-focused coping style. And using emotion-focused coping
style is found to result in higher levels of stress. Some of the many emotions parents
of children with autism are sadness, concern, pain and despair. After diagnosis,
parents go through stages in terms of mourning. It is found out that parents can be in
different stages of mourning like acceptance, depression and anger. These measures
are taken a certain time between one month and three years after diagnosis. It is also
stated that after diagnosis parents used coping mechanisms such as positive
interpretation, acceptance, planning the use of social support, active coping and
religious coping. People tend to give various reactions to autism diagnosis and it
changes from family to family too. These reactions might include disbelief, anger,
guilt, helplessness, devastation, surprise and it can also include the rejection of the
child. Receiving a diagnosis can also help parents finally have and explanation for
their child’s behaviors and give relief. It is important to identify these reactions
coming from parents in terms of early intervention because parental involvement is a

major part of child’s treatment and can affect the prognosis.. After the diagnosis
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parents go through various types of emotions ranging from shattered, despaired,
worried, panic-stricken to sad, terrified, nervous, furious, grief-stricken, restless,
desolate. These feelings can be thought as feelings of sadness, anxiety and rage. %50
of the parents stated that they experience sadness while 40% of parents stated that
they feel anxiety. On the other hand only 3% admitted to experiencing fury. This
autism diagnosis parents face about their child puts them in a mourning period since
it has no known cure. According the Kiibler Rose, 75% of the parents are found to be
in the acceptance stage of mourning while 10% is in depression stage, 10% in anger
stage and 5%in the negation stage (1969). Parents cope with this diagnosis and the
morning period that comes after in different ways. It is suggested that parents employ
6 main coping mechanisms regarding raising a child with autism. These coping
strategies are planning, acceptance, positive reinterpretation and growth, active
coping, use of instrumental social support and religious coping. Locus of control is
also a factor related to parental stress and depression. Locus of control is about what
extend people think they can control the events that affect them. Research suggests
that external locus of control is linked with higher levels of depression while internal
locus of control is linked to lower depression scores indicating better adjustment to
living with a child who has disability (Lazarus and Folkman, 1984).

The current study’s aim is an in-depth investigation of experiences of mothers who
have children with autism. This investigation is driven by two main research
questions. First question is how an autistic structure comes to form and the second

question is what mothers go through while raising an autistic child.
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CHAPTER 2

METHOD

This chapter will mention the reasons for choosing a qualitative research method,
nature of interpretive phenomenological analysis, participant and sampling method,

procedure, data analysis and trustworthiness of the study.
2.1 Qualitative Research

Autism involves difficulties in socialization and forming relationships (Mayes et al,
1993). It also manifests itself in language and how it is used by people with autism.
Etiology of autism is claimed to be unknown today (Buxbaum 2009). Since there is
no one cause for developing this disorder, it can be said that it is a multi faced and
complex issue that is difficult to study. On the other hand, psychoanalysis presents
valuable insight regarding the dynamics between an infant and its caregiver and how
an autistic structure forms in terms of clinical structure. This point of view to autism
is highly subjective and therefore adapting a qualitative approach gives a better
opportunity for an in-depth investigation of the participants’ subjective position. By
using this approach, the participants can express themselves more openly and a more
intense research process can be possible. While qualitative research is an efficient
way regarding the subjective nature of the topic of this study, it doesn’t exclude the
subjective role of the researcher either. It is also useful in terms of taking the
researcher’s personal involvement into account. The unique interaction between the
researcher and the participants also serves as another aspect of this subjectivity and
qualitative approach enables the researcher to investigate these unique interactions as
well (Smith 2004). Among many qualitative approaches, interpretative
phenomenological analysis (IPA) was chosen for this study because not only it
makes an in-depth study of the material possible but also it creates room for
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unexpected themes to emerge (Barker, Pistrang, & Elliott, 2002). For reasons as
such, IPA was the most suitable approach for the purpose of this study.

2.2 Interpretive Phenomenological Analysis

Interpretative Phenomenological Analysis doesn’t only focus on the collected data
independently but rather takes into account the role of whom collects the data (Smith
& Osborne 2007). In this approach, the researcher’s role on how the data is

processed and interpreted is an important part of the study. Data received from the
participants represent those individuals’ unique perspective on a particular issue and
they talk about their subjective experience. So the interviewer and the participant’s
meeting can be viewed as two different subjective experiences coming together and
forming a unique interpretation of the studied phenomenon. Therefore, a double
hermeneutic process is involved. In other words, a two-stage interpretation takes
place in this type of approach. Another feature of IPA is that it’s idiographic (Smith,
2004). This feature is important for a qualitative study because it is not interested in
making generalizations so it solely focuses on each case one by one in detail before
moving on to the next one. Every case is studied in detail until the analysis presents a
gestalt. This can be a repetitive process because when new themes emerge in a case,
the researcher goes back to previous cases and searches for similar themes in those
cases. This is one of the reasons that a small sample is preferred in IPA
(Pietkiewicz& Smith, 2014).Also, participants are selected through purposive
sampling because the aim is to reach a homogenous sample. It is important that the
sampling is not overly random and the group is relatively more close to each other so
that the interview questions can produce more coherent outputs. Interpretive
Phenomenological Approach is an inductive approach in the sense that it allows
unforeseen themes to emerge and these themes can also find their place within the
study while maintaining coherence (Smith & Osborne, 2007). Therefore IPA adopts
a flexible approach by conducting semi-structured interviews so that the participants
can speak their mind openly and freely. This creates an opportunity for the researcher
to analyze and interpret some novel information that can shape the research. Another
aspect of IPA is that it is interrogative (Smith& Osborne, 2007). The detailed
analysis of cases of studies that adopt IPA can contribute to the claims of quantitative

research by interrogating the existing literature. Thus, what a quantitative study
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provides can be challenged by the foundings of an in depth qualitative study.
Therefore it can be said the subjective nature of the case studies does not exist by
themselves in isolation but rather they are discussed in relation to the rest of the
psychological literature by using different means than quantitative research
(Smith,2004).

This current study aims to understand the experiences of female individuals who are
mothers to children who have autism. IPA is selected as the most suitable approach

for this study due to various reasons explained above.
2.3 Participants and Sampling Method

According to IPA guidelines, this study aimed to work with a small sample which is
homogenous (Smith & Osborn, 2003). Therefore, purposive sampling was used. A
small sample was selected in order to obtain detailed information about every
participant and analyze them to gain an in-depth understanding of the phenomena.
Hence, the depth rather than the breath of the study is a priority for a method like
IPA. In order to reach participants, an announcement was made through social media
in various platforms. Also before the selection of the participants was made
complete, an ethical approval was secured from Middle East Technical University
ethics committee. Five participants joined the study and they were females who had
children who were diagnosed with autism. The primary criterion for selecting
participants was having a child who has autism. Participants were selected among
married women who had children older than 7 years old. The children were
diagnosed between the ages of two and four and they are currently between the ages
of seven and ten. Before the interviews took place, an informed consent was
presented to the participants. The volunteered participants were chosen from various
special education centers in Istanbul that specialize on working with children who
has autism. Nicknames were used instead of participants’ own names in order to

protect the confidentiality of participants.

Table 2.1 Information about the Participants

Participant Number Nickname Child’s Nickname Child’s age of Child’s
diagnosis  current age
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Ptl Cigdem Tolga 2,5 8

Pt2 Giiliz Deniz 4 8
Pt3 Hale Murat 2,5 9
Pt4 Nihan Ali 2 9

Pt5 Ozge Koray 3.5 8

2.4 Procedure

First of all, questions that were going to be asked to the participants were discussed
and decided by the research team. During the data collection, interviews questions
were comprised of open-ended questions and they were semi-structured (see
APPENDIX C). After the pilot interview was done, both interview and research
questions were reconsidered and updated in the light of the information obtained
from the pilot interview. All interviews were conducted in various special education
centers in Istanbul. Each interview was conducted in the special education center
where that particular participant’s child receives education. During the interviews,
the interviewer prompted the participants when necessary in order to encourage them
to speak openly and freely. They were also informed that they can withdraw from the
study at anytime if they don’t feel comfortable. The duration of interviews ranged
between 100 min to 140 minutes. The conversations were audio-recorded and then
transcribed. Participants’ personal information in the transcriptions was changed in

order to preserve anonymity.

Table 2.2 Semi Structured Interview Questions

Can you talk about your pregnancy?

Was it a planned pregnancy?

Can you talk about whether you had a gender preference?
How did you feel when you found out you were pregnant?
What does it mean to be a mother for you?

How do you spend time with your child?

Can you talk about your child’s development?

Can you talk about your life before and after diagnosis?

© ©o N o Ok~ w DR

How much time do you spend together with your child?
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7. How do you feel when you are not together?

8. Can you talk about your spouse and your relationship with him?

9. How do you feel about what you can share with your spouse?

10. What does fatherhood mean to you?

11. How do you spend your time?

12. What does your family comprise of in general?

13. What kind of things do you do and how do you manage your time?
14. Can you talk about your life besides your family?

15. What kind of thing do you like to do?

16. What do you do in your spare time?

17. How much time do you spare for the things you would like to do?

2.5 Data Analysis

As the guidelines of IPA suggest, before analyzing the data it is important
that the researcher becomes familiar with the transcriptions. Therefore firstly
transcriptions were read multiple times by the researcher. Secondly, another
requirement of IPA is that only after the analysis of an interview is finished it is
proceeded to the next one (Smith, Jarman, Osborn, 1999) . So the analysis has been
done consecutively. While reading the transcriptions, left margin of the text was used
to take notes and write down what the sentences evoke in the researcher. Right
margin of the text is used to write down emerging themes. These emerging themes
were initially preliminary themes that were constituted by the information gathered
from the notes taken from the left margin of the text. Therefore, some of the
preliminary themes were dropped in the later stage when it was discovered that they
were not relevant to the overall structure of the study (Howitt, 2010). Remaining
themes were grouped as super-ordinate and sub-ordinate themes. One or many sub-
ordinate themes can be organized under a super-ordinate theme. After the analysis of
the transcription of the first interview, same procedure was followed for the second
interview. Following that, all emerging themes of the cases that were compared were
listed according to their similarities and differences. All cases were handled using
this process. When the cross comparing of all the cases were finished, final themes of
the study have been established. The super-ordinate themes of this study are

challenges during pregnancy and child birth, pre-diagnostic stance of mothers about

40



raising their child, experiencing negative emotions after diagnosis, efforts to
compensate for their child’s shortcomings, idealizing their place in their child’s life,
conflicting attributions regarding the child’s father and projections towards others

varying by social proximity.
2.6 Trustworthiness of the study

Qualitative research has certain criteria for trustworthiness including social validity,
subjectivity and reflexivity, adequacy of data and adequacy of interpretation
(Morrow, 2005). Social validity underlines the importance of naturalness and social
value in research regarding the discipline of social sciences. This validity is matter of
how qualitative research deals with subjectivity. All research has some degree of
researcher bias and qualitative approach tries to study the data as it is without
limiting and controlling it. In qualitative studies, subjectivity is variable that is
included in the study itself and integrated in research with certain techniques like
bracketing( Morrow, 2005). This is called researcher reflexivity and how the
researcher makes sense of the data also becomes part of the research process.
Adequacy of the data involves taking steps regarding doing adequate sampling,
making adequate data collection and finding adequate evidence for the research in
general. Adequacy of interpretation is the last criteria for the trustworthiness of a
qualitative study. An adequate interpretation should also have a balance between the
researcher’s subjective interpretation and participants’ expressions (Morrow,2005).

The researcher’s personal involvement in this research is explained below.
2.6.1 Self- Reflexivity

The reason | personally chose to study this topic is multifold. I have always been
interested in language and its role in how we relate to one another as people. Autism
as a phenomenon first came into my life while working as a speech language
therapist and the main focus about autism was lack of a language. These children not
only didn’t use language but also lacked the representations that normally lead to
socialization through speech. It was interesting to me that they seemed to prefer not
to engage with people. Psychoanalysis helped me expand my view on the subject and

interpret it in terms of clinical structures and in terms of our relationship with the
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Other, through desire and law. And with my expanded look on the topic, | wanted to

research more about the dynamic around this phenomenon.

Another topic of interest of mine and an issue of frequent contemplation has always
been the mother and child relationship. | was a person with a lot of pre conceived
notions on the topic for personal reasons and that’s why I wanted to put these notions

to test by interviewing these mothers.

Lastly a topic that [ wasn’t anticipating to be interested was the concept of loss and
grief. After losing my father to cancer last year, | became more interested in how we
process loss and how we grieve. And I found out that these mothers were or were not
able to grieve their loss in various ways for various reasons too. To sum up, this
master thesis that has been conducted includes a standpoint of the researcher that is
explained above and this can also explain the subjective role of the researcher in

qualitative studies such as this one.
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CHAPTER 3

RESULTS

The current study involves seven super-ordinate themes in the light of Interpretative
Phenomenological Analysis. The themes are; challenges during pregnancy and child
birth, pre-diagnostic stance of mothers about raising their child, experiencing
negative emotions after diagnosis, efforts to compensate for their child’s
shortcomings, idealizing their place in their child’s life, conflicting attributions
regarding the child’s father and projections towards others varying by social

proximity.

Table 3.1 Themes

1. Challenges during pregnancy and child birth
a. Having health problems

b. Anxiety about the baby’s wellbeing

2. Pre-diagnostic stance of mothers about raising their child
a. Feeling positively about working outside home
b. De-emphasizing the importance of spending time with their child
c. Shifting child rearing responsibilities to others
d. Denial through normalizing the early signs of autism

e. Difficulty accepting the diagnosis

3. Experiencing negative emotions after diagnosis
a. Guilt and self doubt about the child’s condition
b. Anxiety about their competence in motherhood
c. Anxiety about child’s future and independence
d. Fear of harm/loss of the child

e. Frustration about not maintaining authority
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4. Efforts to compensate for their child’s shortcomings
a. Researching about autism as a coping strategy
b. Monitoring the child’s improvement
c¢. Comparing the child’s development to his peers

d. Controlling their child’s life remotely when they are apart

5. Idealizing their place in their child’s life
a. Solely responsible
b. Only person who can cure the child
c. Dedication by putting their child at the center of their life
d. Postponing self- care and leisure

e. Chosen by a higher power

6. Conflicting attributions regarding the child’s father
a. Successful bread winner
b. Good father
c. Good spouse

d. [Inefficient in addressing their child’s special needs

7. Projections towards others varying by social proximity
a. Institutions as inefficient
b. Other mothers as judgmental
c. Teachers as selfish

d. Relatives as supportive

3.1 Challenges during pregnancy and childbirth

The first super-ordinate theme that has emerged in the current study is about the
challenges faced by the mothers during pregnancy and childbirth. This theme
involves difficulties participants experienced during their pregnancy and childbirth.
The sub-ordinate themes are, having health problems and anxiety about the child’s

wellbeing.
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3.1.1 Having health problems

In this sub-ordinate theme, participants discussed mental and physical health
problems that they experienced during pregnancy and childbirth. When they were
asked about how they spent their pregnancy, they mentioned various health

problems.

While some of them state that they suffered from mental health problems that
affected them during their pregnancy, others mentioned they had physical
disturbances. In addition, participants described various complications during the
development and the birth of their baby. Hale stated that she suffered from panic
disorder and used psychiatric medication. She described her fear of death and
stopped eating because she believed that if she ate too much, she could have a heart
attack and die. She also mentioned her concern about the iron deficiency and B12

vitamin deficiency in her blood tests:

H: My pregnancy was enjoyable. But | had my own psychological problems.
| was having panic attacks. This disturbed me from time to time during
pregnancy. | had an attack again towards the end of my pregnancy. It became
more troublesome. | felt myself as if the world is a matchbox they put me in.
So much so my soul was narrowing. It started when an acquaintance had a
heart attack. It happened after a meal. So | started not being able to eat. |
thought when I ate, I would die. That’s why instead of gaining weight, I lost
12 kg during my pregnancy. During pregnancy, | experienced anemia and
B12 discomfort towards the last months, especially after 5 months. | already
had the B12 deficiency. | went through that.

H: Hamileligim keyifliydi. Ama kendi psikolojik sorunlarim vardi. Bir panik
atak yastyordum. Hamilelik 6ncesi, yani hamilelikte de zaman zaman bu beni
rahatsiz etti. Hamileligimin sonuna dogru yine bir atak gecirdim. Can sikintisi
oldu daha fazla. kendimi sey gibi hissettim sanki diinya bir kibrit kutusu beni
de i¢ine koymuslar. O kadar boyle ruhum daraliyordu. Bir yakinimizin kalp
krizi sonrasi bagladi. Yemek yedikten sonra olmus. Ben de o donem yemek
yiyemiyordum, yemek yersem dlecegim saniyordum. O yiizden
hamileligimde kilo alacagima toplam 12 kilo verdim. Hamilelik boyunca son
aylara dogru 6zellikle 5 aydan sonra bir kansizlik ve B12 rahatsizligi
yasadim. B12 zaten yapimda var eksikligi. Onu yasadim.

Cagla also mentioned various complications ranging from bleeding to developmental

arrest that resulted in a developmental delay in her child. She stated that she initially
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had some bleeding. She also described that her baby’s development slowed down
because her placenta stopped feeding the baby properly and the doctors monitored

him frequently until he was born:

C: 1 only had bleeding during my 9™, 11'" week of my pregnancy, but it was
not an important thing. After | had a rest for two days, | returned to business
life and there was no problem. After the 32nd week, the weight gain slowed
down and the baby's developmental delay began to develop. Then we came to
the 39th week with follow-up. Then there was an excessive resistance in my
placenta so the baby could not be fed well. When the weight gain slowed
down, | started going for follow up more often and he was checked at work
every week. Well, | paid attention to my diet so we came to 39" week. When
the 39" week was over | had a cesarean section.

C: Hamileligim sadece dokuzuncu, on birinci haftasinda bir kanama olmustu
ama 6nemli bir sey degildi. Iki giin bir istirahat ettim, sonra is hayatina geri
dondiim bir sikint1 olmadi. 32. Haftadan sonra kilo alim1 yavasladi bebegin
gelisim geriligi olmaya bagladi. Ondan sonra takiple 39. haftaya kadar geldi.
Ondan sonra benim plasentada direng fazlalig1 vardi o ylizden iyi
beslenemiyordu. Sonra kilo alim1 yavaslayinca sik sik takibe gitmeye
basladim her hafta her hafta iste bakiliyordu. Beslenmeme dikkat ettim o
sekilde 39 a kadar geldik. 39 bitti sezaryen.

Giiliz also mentioned that she faced some unexpected issues while giving birth. She
stated that it took several hours of pain but she couldn’t have a normal birth because

of the baby’s position:

G: I was going to have a normal birth, but because it came sideways, they
struggled with me quite a bit. So after 12 hours of artificial pain, they forced
me to a caesarean section. The boy was now in the pelvic canal. | mean, even
the child's head appeared, but it did not come out. They said think of the egg,
the sharp edge comes to its side; you cannot do this in any way. At night we
went at 1.30, there was an opening of 8 9 cm in the morning, no excuse me,
there was an opening of 4 cm. They blew the water at 8 in the morning. They
said that the delivery will take place in half an hour, they took me in by one
and a half, but I was finished. They said that it cannot normally be born under
any circumstances.

G: Normal dogum yapacaktim fakat yan geldigi i¢in kafa baya da bir
ugrasildi benimle yani 12 saat falan bir suni sanci ¢ektikten sonra mecburen
beni sezaryene aldilar. Cocuk artik pelvik kanala girmisti. Ve oradan artik
geriye yani hani, ¢ocugun kafasi bile goziikmiistli ama ¢ikmadi. Dediler ki
yumurtayi diisiin sivri yer gelecegine yan geliyor, hi¢ bir sekilde yapamazsin
bu dogumu. Gece bir bugukta gittik sabah 8, 9lik agilma vardi yok
affedersiniz 4 cm’lik agilma vardi. Sabah 8 de suyunu patlattilar. Yarim saatte
dogum gerceklesecek dediler beni bir bucukta sezaryene aldilar ama ben
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bitmistim yani. Zaten hi¢ bir durumda normal dogamaz dediler hig bir
kosulda.

Ozge talks about going into labor without any preparation because her baby’s health
was in danger. She mentions that the doctors took her in labor before its time due to
umbilical cord entanglement. So the baby was born prematurely and stayed in an

incubator. She states that:

O: 1 went for the blood sugar test. The doctor said let's take you to an NTS
test, | said okay doctor. He said, I'm sorry; | don’t want to scare you. He said
the cord is wrapped around the neck of the baby, and we have to take you for
caesarean section immediately. Of course, a sudden fear and a flurry came
because | was 8-months pregnant, something like that came 45 days earlier
than normal. | was scared, | cried, | got stressed about why it comes early
because the doctor said that if we wait a little more, the baby can die and the
cord is entangled. | gave birth in half an hour, so let me tell you, the delivery
room was immediately called and informed that the patient is coming.

O: Seker testine gittim. Seni bir Nst’ye alalim dedi doktor tamam hocam
dedim. Dedi kusura bakma seni de korkutmayayim kordon dolanmis bebegin
boynuna dedi seni de acilen sezaryene almak zorundayiz. Tabi o an ani bir
korku bir telas ¢linkii daha erken daha 8 aylik hamileyim daha var normalden
45 giin 6nce geldi gibi bir sey oldu. Korktum agladim strese kapildim neden
erken geliyor ¢iinkii doktor dyle bir konustu ki az daha beklersek bebek
olebilir kordon iyice dolanmis diye sOyledi. Topu topu yarim saat i¢inde ben
dogum yaptim dyle sdyleyeyim size hemen dogumhane arandi.

In addition to disturbances in her diet and digestion, Nihan mentions experiencing
severe shortness of breath that interrupts her sleep during her pregnancy. After he
was born, her child also develops and asthma and that leads to his hospitalization.
Her child developed autistic symptoms after he is discharged from the hospital. She

states that:

N: I had a shortness of breath between the first two months or five during my
pregnancy and | was constipated a lot. | wasn't eating anything. I could not
eat besides the lean salt-free mashed potato salad. In general, | was feeding as
far as possible from the oil from the spice, away from all the scented and
fragrant things. Because the moment | smelled them, | needed to remove
them directly. My shortness of breath was too much, | had shortness of breath
while | was sleeping at night, and I could not breathe like that, or I would be
as if | was suffocating, | used to wake up like that. My pregnancy of 9 months
went like that.
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N: Hamileligimde ilk iki ay veya bes aras1 nefes darlig1 ¢ok ¢ekiyordum,
kabizlik problemi ¢ok fazla vardi. Ali’de ben hicbir sey yemiyordum.
Beslenemiyordum. Yagsiz tuzsuz patates piiresi ve salata. Genelde
olabildigince baharattan yagdan tereyagindan biitiin hani kokulu ve esansl
seylerden uzak bir sekilde besleniyordum. Ciinkii onlarin kokusunu aldigim
an direk ¢ikarma gereksinimi duyuyordum. Nefes darligim ¢ok fazla oluyordu
gece uyurken nefesim kesiliyordu ve higkirarak boyle nefes alamazsiniz ya
hani boguluyormus gibi olursunuz o sekilde uyaniyordum o sekilde hani 9 ay
boyunca hamileligim o sekilde gecti.

3.1.2 Anxiety about the baby’s well-being

Participants report a great deal of anxiety regarding the well-being of their baby.
They describe their overall experience as quite distressing and they state that it kept

them in a state of worry. Ozge describes her unexpected premature birth like this:

O: I was very scared. My baby may die, said the doctor, if you wait a little
longer, the baby may die and | can never get you out of here. The doctor said;
do not try to research for hospitals and other doctors. My first pregnancy
with the fear in the moment, baby preparation is also at home. So | came to
the hospital to do a sugar test to make a sugar check. | didn't come here to
give birth. When they said the baby can die, you know that it’s your first
pregnancy and you do not know anything, if it results in a bad thing, you get
scared. On the one hand, | cry a lot and on the other hand, I'm very scared. |
had a different feeling. | had very different emotions in that half hour and 45
minutes.

O: Cok korktum. Bebegim dlebilir dedi doktor az daha beklersen bebek
Olebilir dedi doktor ve seni asla disar1 ¢ikartamam. Baska hastaneler
arastirayim bagka doktor bakayim deme dedi doktor. O anki korkuyla ilk
hamileligim, bebek hazirligi da evde. Yani ben seker kontrolii yapayim diye
seker testi yapayim diye gidiyorum. Oyle dogum yapmaya gitmedim. Bebek
oOlebilir deyince hani ilk hamileligin higbir sey bilmiyorum koétii sonuglanirsa
diye korkuyorsun her sey yani. Bir yandan ¢ok agliyorum bir yandan ¢ok
korkuyorum. Degisik bir duygu yasadim. O yarim saat 45 dakikada ¢ok
degisik duygular yasadim

Hale talks about postponing having a second child because of her health problems.

She states that she wasn’t in a condition to take care of herself or a baby:
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H: I had a child before Murat. There is 7 years age difference between them.
In fact, | waited for 7 years until my illness is over, because | could not be
psychologically ready for the second child, and I could not feel more
comfortable. In my previous pregnancy, | had puerperal syndrome at the birth
of his brother, so there is a fear that the hormones do not sit down, do not heal
after birth. 1 did not think of having children for 7 years. With that
psychology, I could not be ready for the second child I could not take care of
a second child, | started to recover after, and | felt well.

H: Murat’tan 6nce bir gocugum da var benim. Aralarinda 7 sene yas fark: var.
Hatta 7 sene bekledim rahatsizligim bitsin ki ikinci ¢ocuk i¢in kendimi
psikolojik olarak hazir olamam kendimi daha rahat hissedemem. Ben bundan
onceki hamileligimde abisinin dogumunda lohusalik sendromu yasadim yani
dogumdan sonra hormonlarin yerine oturmamasi, diizelmemesi ve
korkusundan dolay1 ondan dolay1 insana gelen bir korku var. 7 sene ¢ocuk
yapmay1 diisiinmedim. O psikolojiyle ikinci ¢ocuga hazir olamam bakamam
kendime yetemiyorum ikinci ¢ocuga bakamam diye sonra toparlanmaya
basladim ve kendimi iyi hissettim.

Cigdem states that because she works in a baby intensive care unit, she sees
problematic cases frequently and she mentions how it made her feel worried all the

time thinking that something may go wrong about her baby’s health.

C: My worries are always a concern for me, there is always worry because |
work at a baby intensive care unit. Since | always see such problematic
children, you always build in your mind, your first child. You know, if
something like that happens, if he has a breathing problem when he is born,
or if there is any problem when he was born, it was always on my mind. | was
constantly worried. Well, after he was born, he had a little bit of a lisp. He
was a hypotonic child; we always had a problem with nursing.

C: Soyle endigelerim benim i¢in zaten her zaman bir endise olur ¢iinkii bebek
yogun bakimciyim ben. Siirekli bdyle problemli cocuklar gordiigiim icin
stirekli kafanizda kurgularsiniz, ilk ¢ocugunuz. Hani yani bdyle bir sey olursa
ya dogdugunda solunum sikintisi olursa ya dogdugunda herhangi bir sikint1
olursa falan diye siirekli aklimdaydi zaten. Siirekli bir endise yasiyordum.
Sonra dogduktan sonra yine biraz pelteligi vardir hipotonik bir cocuktu,
emme problemimiz hep oldu.

In this super-ordinate theme, participants expressed their challenges during their
pregnancy. The challenges were generally related to their and their child’s well-
being. They experienced disruptions in their health and the development of their

baby. Some of these health issues existed before conception of the baby. They also
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described being worried about certain complications that can threaten their life and
their child’s life.

3.2 Pre-diagnostic stance of mothers about raising their child

Participants explained events and experiences that give information about their mind
set, their attitude and their feelings until their child was diagnosed with autism. They
described their life as very occupied with work, and the feelings of safety about their
mother taking care of their child turned into denial when they were faced with early
signs of autism in their child. They expressed great difficulty dealing with their
child’s diagnosis and reacted in many ways emotionally and behaviorally. The
second super-ordinate theme includes, feeling positive about working outside home,
de-emphasizing the importance of spending time with their child, shifting child
rearing responsibilities to others, denial through normalizing the early signs of

autism and difficulty accepting the diagnosis as sub-ordinate themes.
3.2.1 Feeling positively about working outside home

Many participants stated that they loved their job and felt positive about work life.
They equated work with socializing, receiving respect and financial freedom. They
expressed enjoyment about being in their professional surroundings. Participants
weren’t working professionally when they were interviewed because they were
taking care of their child with autism. Therefore, they were remembering the times
when they were working fondly and expressing a desire to work again if/when their

child gets better.

Cagla states that she loves her profession very much:

C. I'love my profession. | love baby intensive care; | worked very fondly for
years. So, there is a huge gap when you leave. Just like this, my circle of
friends has changed. Because of both their busy schedule and my busy
schedule, we have not been able to meet very often and the people around me
have started to be families with children who do not develop normally. Well,
so if | felt a bit strange and | wish | worked so that | get distracted, but if |
worked, I would regret not taking care of my child in the future.

C. Meslegimi ¢ok seviyorum. Bebek yogun bakimi ¢ok seviyorum, ¢cok da

severek calistim yillarca. Tabi, ¢ok biiyiik bir bosluk oluyor ayrildiginiz
zaman. Sadece soyle arkadas ¢evrem degisti. Hem onlarin yogunlugundan
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hem benim yogunlugumdan dolay1 ¢ok sik goriisemeyip daha ¢ok etrafimda
normal gelisim gostermeyen ¢ocugu olan aileler olmaya basladi. O yiizden
biraz kendimi bir tuhaf hissedip keske calissaydim belki kafam dagilirdi
moduna girdim ama eger ¢aligsaydim da niye ¢ocugumla ilgilenmedim diye
pisman olurdum ilerde isi birakmasaydim da.

Giiliz also remembers her work fondly but puts her child first:

G: My goal is to pick Doruk up. And after Doruk, it is going back to work.
Business life means social life for me. | think | am socializing in business life.
It is good for me; it is good to be productive. My first goal is to fix Doruk.
You can be sure, mothers like me have this goal. That my child is fine.

G: Hedefim Doruk’u toparlamak yani. Doruk’u toparladiktan sonra is
hayatma geri dénmek. Is hayat1 demek benim igin sosyal hayat demek. Ben is
hayatinda sosyallestigimi diislinliyorum. Bana 1yi geliyor, liretken olmak iyi
bir sey. Benim ilk hedefim Doruk’u diizeltmek. Emin olun benim gibi
annelerin hepsinin hedefine bu vardir. Yani cocugum iyi olsun.

Hale states that she was busy working and enjoyed it until her child stopped
speaking. She states that it happened after he started watching cartoons at his

grandmother’s house:

H: My friend had a sewing workshop, she was left alone, | went to help her
like that, and then she asked me to stay with her. So | went to her like a
normal 8 hours working system except Sunday for 8 months or so. Murat was
going to his grandmother and my first child was already going to primary
school. And | am a person who is very positive about working. I love
working. He watched cartoons in my mother’s house loved it very much,
frankly. But then I don’t know how it happened but Murat stopped talking.

H: Arkadasimin bir dikis at6lyesi vardi yalniz kalmisti ona bdyle yardima
diye gittim, sonra iste kal falan benim yanimda dedi 8 ay falan cumartesi
pazar haricinde normal 8 saat calisma sistemi gibi onun yanina gittim. Murat
de anneannesine gidiyordu, ilk ¢ocugum da zaten ilkokula gidiyordu. Ben is
konusunda ¢ok olumlu diislinen bir insanim. Calismay1 seviyorum. Murat
annemde ¢izgi film izliyordu, seviyordu da. Ama sonra ne olduysa
konugsmamaya basladi.

Nihan talks about the sense of respect she gets at work and how that makes her feel.

She also states that she would not stop working if it wasn’t for her child’s condition.

N: I have a lot of desire to work now. | really want to work because | have
studied two universities; | have a certain administrative experience. | had the
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opportunity to work for a couple of years. While Ali was going to
kindergarten from 9 to 5 and I got myself a job from 9 to 5. You have had
your education life, have studied university, had a good job, had a good
career; you have a boss who is always looking for you. My boss was taking
me from my house and taking me to work, even when | was on leave, they
wanted me to come back soon. He took me with his car and took me to work;
| was so respected at work. | did not want to quit my job. It did not happen
after the diagnosis of my Ali

N. Su an hani ¢aligma istegim c¢ok fazla var. Calismay1 ¢ok istiyorum ¢ilinkii
iki liniversite okudum belirli bir yonetim idari tecriibem var. Calisirken bile
bir iki sene ¢alisma imkanim oldu Ali anaokuluna giderken 9/5 anaokuluna
gidiyordu ben de 9/5 kendime bir is buldum. Egitim hayat1 gegirmissiniz
tiniversite okumugsunuz iyi bir isiniz iyi bir kariyeriniz var stirekli sizinle
ilgilenen sizi arayan bir patronunuz var. Hani patronum beni evimden alip
gelip gotliriiyordu beni ise sen ¢cabuk gel izne ayrildigim zaman bile beni
arabasiyla aldirip ise gétiiriiyordu o kadar sayg1 gériiyordum isimde. Isimi
birakmak istemedim. Iste benim Ali’nin teshisinden sonra olmadi.

Ozge states that work gives her independence and helps her distance from the house

rush:

O: I loved working. | already loved being in a pharmacy, and then the hostess
job I did was very good. I loved to work, it makes you happy, you have your
own money, and you earn yourself. It becomes a pastime. It was good
because at that moment, for example, it was good to get away from the
current house rush. At that moment you are focused on work, you are focused
on children. Did they get on or didn’t they, did they come or didn’t they? It
was such a good thing. It was good to work. It is freedom in every sense, in
every material and spiritual sense.

O: Calismay1 seviyordum. Zaten eczanede de olmay1 ¢ok seviyordum ondan
sonra da yaptigim hosteslik isi de ¢ok iyiydi. Calismay1 seviyordum insan
mutlu oluyor kendi paran oluyor kendin kazaniyorsun. Bir mesgale oluyor. .
Iyiydi ¢iinkii hani o anda mesela o anki ev telasindan ne bileyim uzaklagsmak
iyi geliyordu. O an ise odaklisin ¢ocuklara odaklisin. Bindiler mi binmediler
mi geldiler mi gelmediler mi. Oyle bir sey yani iyiydi yani. Caligmak iyiydi
yani. Ozgiirliik her anlamda. Maddi manevi her anlamda.

3.2.2 De-emphasizing the importance of spending time with their child

In this theme, participants expressed that they did not have sufficient time to spend
with their children due to their busy schedule at work. They argued that because they
worked intensely for so many hours, they could only be with their child when it is

their bed time. So they said that they were not able to spend one on one time together
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with their children. They saw this as the normal flow of life and felt comfortable

because they viewed their child as well taken care of by others, especially by the

grandmothers.

Cagla worked as a nurse and she had a very busy schedule. She states that when she

was finally with her child at the end of the day, it was his time to go to bed:

C: When I said we were spending time with Tolga, we couldn't spend much
time because | was going to work in the morning, | was coming in the
evening, | was coming home in the evening, and the child was already
sleeping. | was working during the day, | was leaving him to my mother and
he was spending time with my mother and with his uncle. Well, they were
spending time together. We had our meals together in the evenings. The
crowd was grandparents, grandmother eating together at my mothers. Then
we used to go back to our house with Tolga and he would be very tired at
8.30 or 9 in the evening. So this time we were going to sleep. He was just
sleeping at home. | was going to the park on my leave days, but i was
working very intensely at that time.

C: Soyle Tolga’yla vakit geciriyorduk derken, ¢ok vakit geciremiyorduk
¢linkii sabah ise gidiyordum aksam geliyordum aksam eve geliyordum aksam
cocugun zaten uyku saati geliyordu. Giindiizleri ¢alisiyordum ben anneme
birakiyordum annem de dayisiyla vakit geciriyordu. Birlikte vakit
geciriyorlardi. Aksamlart da hep beraber yemegimizi yerdik. Kalabalik iste
dedesi anneannesi hep birlikte annemlerde yiyorduk sonra ben Tolga’y1 alip
esimle birlikte evimize geciyorduk evde zaten hani ¢ocuk yorulmus oluyordu
aksam saat sekiz buguk dokuz. Bu sefer uyku moduna geciyorduk. Evde
sadece uyuyordu yani. izin giinlerimde de o siiregte iste o siire¢ cok yogun
calistigim bir siirecti izin glinlerimde parka gidiyorduk.

Giizin talks about her intense work life and adds that neither she nor her child had

energy to do something together after she picked him up from his grandmother’s

house. She also described her difficulty to create games to play together with her

child.

G: My work shifts were long and stressful. I was working very hard; | was
going early in the morning and leaving late. You are racing with time in
export. In a very short time you must meet deadlines, load the goods. You
cannot leave work when it’s six or seven. I could not. I will finish and leave,
it has to finish, and it has to be done. I was in such an intense schedule. His
grandmother was taking good care of Doruk. And | would take him from my
mother and bring him home. We were going home, of course, being a pulp,
you didn't have much energy. We couldn't do much to play with the child.
But it does not end with it. They are children ultimately and you have to play
games. And it is hard for adults to play games, some people are innate or able
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to play, | play okay, but because our child is not very enthusiastic about doing
something, playing was very difficult. Even at the age of 8 now, we couldn't
play games together.

G: Mesailerim uzun ve stresliydi. Cok ¢alistyordum, sabah erken gidiyordum
aksam ge¢ donliyordum ihracat oldugu i¢in zamanla yarisiyorsunuz. Cok kisa
zamanda her seyi yetistirip zamani ayarlayip mali yiiklemeniz lazim, yani
Oyle iste hadi aksam 6 oldu 7 oldu ¢ikayim yapamiyordunuz yapamiyordum
yani. Bitirecegim ve ¢ikacagim bitmek zorunda olmak zorunda. Hep boyle bir
yogunluk icersindeydim agikc¢asi. Anneanne bakiyordu. Ben anneanneden alip
eve getiriyordum. Eve gidiyorduk tabi pestil oluyorsun ¢ok enerjin kalmiyor
cocukla oynamaya bir sey yapmaya cok fazla bir sey yapamiyorduk aslinda.
Iste onunla bitmiyor iste. Cocuklar sonucta, oyun oynaman lazim. Bir de
biiyliklerin oyun oynamasi ne kadar zor, ya bazi insanin dogustan vardir ya o
yetenegi, ben oynarim tamam ama bizim ¢ocuk ¢ok hevesli olmadig1 i¢in ¢ok
zor bir sey yaptirmak oynatmak falan sikint1 yani oluyordu. Hala bile 8
yasinda artik, beraber oyun oynayamadik.

Nihan worked as a project manager and work was very central in her life until her
child got diagnosed with autism. Nihan talks about her stressful and demanding job

and how her total investment was on her work:

N: Before he was diagnosed, his grandmother was taking care of him and |
was working. We didn’t do much. They were spending 24/7 together with his
grandmother. | was a project manager in a catering firm and | was running
their financial work. It was a problematic time. | was working very hard and
it was a stressful job. I had this manager over me. My phone was never silent.
| used to ring at six in the morning and three in the morning.

N: Tan1 almadan Once zaten babaannesi bakiyordu ona ben ¢alistyordum. Bir
sey yapmiyorduk. Babaannesi ile birlikte 7/24 vakit gegiriyorlardi. Proje
miidiiriiydiim bir firmada bir yemek firmasinda oranin biitiin maliyeti ve diger
kurumlarinda islerini ben yliriitiyordum. Sorunlu bir zamand1 ve ¢ok yogun
calistyordum Ve stresli bir ig yapiyordum. Bagimda bir yonetici vardi.
Telefonum hi¢ susmuyordu. Sabah altida telefonum ¢aliyordu gece tigte
telefonum caliyordu.

3.2.3 Shifting child rearing responsibilities to others

This theme involves participants’ attitudes about other people taking care of their
child. Participants stated that during their busy work life, grandmothers took the role
of the care giver and the children spent the majority of their time at their
grandparents’ house. Participants also expressed contentment and gratitude toward

their mothers or mother-in-laws about their child rearing skills and expressed safety
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and comfort. Giiliz states that her child was fully satisfied at his grandmother’s
house and there was nothing left to do with him when she picked him up from her
mother’s house. She explained that her child was full and satisfied so there was not

much left to do together:

G: He was going to kindergarten. The kindergarten was leaving the service to
the grandmother. Granny was feeding him. She was taking good care of him.
| would take him from my mother and bring him home. He would have been
fed, drank, relaxed with full belly. We were going home, of course, being a
pulp, you didn't have much energy, and we couldn't do much to play with the
child. Doruk was already saturated and full.

G: Anaokuluna gidiyordu. Anaokulundan servis anneanneye birakiyordu.
Anneanne onu yediriyordu i¢iriyordu. Cok giizel bakiyordu. Ben
anneanneden alip eve getiriyordum. Yemis i¢mis, rahatlamis, karni tok bir
sekilde. Eve gidiyorduk tabi pestil oluyorsun ¢ok enerjin kalmiyor ¢ocukla
oynamaya bir sey yapmaya, ¢ok fazla bir sey yapamiyorduk aslinda. Doruk
de zaten doymus ve tok.

Having her baby after an unplanned pregnancy, Nihan stated that her mother-in-law
had become the primary care giver for her child. While praising her for taking very
good care of her child, she questioned whether her child needs her or not. She also

expresses her confusion about whose child Ali was; hers or her mother-in-laws?

N: Before he was diagnosed, his grandmother was already looking after him.
They were spending 24/7 with his grandmother. When he was three months
old, I left him and started work. He was with his grandmother, so am I his
mother or is his grandmother his mother. | adapted to him in a very different
way. | mean, am | his mother or is his grandmother his actual mother
because he was always with his grandmother. His grandmother was not
giving him to us anyway; | was breastfeeding and bringing the child back. |
was going back to work. She was following when I gave him milk and she
was telling me that I should pump milk and put in the fridge so she can take it
in the morning. She was always telling me. So it didn’t feel like he needed
me. His grandmother was really taking good care of him.

N: Tan1 almadan 6nce zaten babaannesi bakiyordu ona ben calisiyordum.
Babaannesi ile birlikte 7/24 vakit gegiriyorlardi. Ug aylikken onu birakip ise
basladim ben. Babaannesiyle beraber, anne miyim babaannesi mi annesi o
durumda ¢ok seydi ¢ok farkli bir sekilde adapte oldum ben Ali’ye. Yani ben
miyim annesi babaannesi mi annesi ¢iinkii siirekli babaannesinin yanindayda.
Babaannesi zaten bize vermiyordu ¢ocugu emzirmeden emzirmeye ben
emzirip geri getiriyordum ¢ocugu. Geri ise gidiyorum. O takip ediyordu
stitlinii vermedin mamasini vermedin gabuk siitiinii sag hazirla dolaba koy
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ben onu sabah alacagim. O sdyliiyordu bana siirekli, Ali’nin ihtiyact varmig
gibi gelmiyordu. Babaannesi ger¢ekten ¢ok ¢ok iyi bakiyordu.

Cagla also talked about feeling safe about her mother taking care of her son:

C: I was working during the day so I used to drop him at my mother’s house.
There he would spend time with his grandmother and his uncle. At home, I
have a mother whom 1 trust most with my child. | was feeling safe.

C: Giindiizleri ¢alistyordum ben anneme birakiyordum annem ve dayisiyla
vakit gegiriyordu. Evde de ¢cocugumla ilgilenen en giivendigim bir insan var
annem var yaninda. Hani gézliim arkada degildi.

Hale was expressing happiness because her child was happy at her mother’s house:

H: I had a working period of 8 months after Murat was one and a half years
old, and he went to his grandmother for those 8 months. Murat was going to
his grandmother and my first child was already going to primary school. He
watched cartoons at my mothers and he loved it so much. He was having such
good time at her house.

H: Bir buguk yasindan sonra 7, 8 aylik calisma siirecim oldu. O 8 ay i¢inde
anneanneye gitti Murat. Murat de anneannesine gidiyordu ilk cocugum da
zaten ilkokula gidiyordu. Annemde ¢izgi film seyrediyordu onu ¢ok
seviyordu agike¢asi. Cok giizel vakit gegiriyordu annemde.

3.2.4 Denial through normalizing the early signs of autism

In this theme, participants’ reactions to initial signs of autism are stated. They
revealed that they noticed some early signs however they normalized it. The most
common sign among these children was lack of speech. Mothers also expressed that
their children showed some behavioral problems. Cagla mentioned various
complications in her pregnancy like bleeding, developmental delay and after the
baby was born, problems with taking the breast, low muscle tonus and lack of
speech. Despite these issues, Cagla stressed a lot of times that everything in her
pregnancy and her child’s early years was normal and things changed only when he

was two and a half years old:

C: There was a bleeding in 11th week of my pregnancy, but it was not an
important thing. There was mild bleeding, not heavy bleeding. It was a minor
bleeding; of course, I went to the maternity ward and get examined with
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ultrasound. There was no problem, just two days of work was given rest.
After the 32nd week, the weight gain slowed down and the baby started to
have a developmental retardation. In the 39th week he could not gain weight,
he was born with cesarean section. | don't know, | didn't have any trouble, I
mean, baby had a low weight, 2 145kg, because | saw lower-weight children,
maybe | am used to these processes. There was a sucking problem at birth. So
he never held the breast. But throughout 17 weeks, I took breast milk and
gave him the bottle, but he always refused the breast. Other than that, he was
a hypotonic child for the first time when he was born. He was not very active,
he was opened after it was born, his development was normal, Doctors were
accepting this normally, and they say that the boys talk a little bit later.
Everything was normal until the age of two and a half. His perception
understanding... Only his speech was delayed.

C: Hamileligimin 11. Haftasinda bir kanama olmustu ama 6nemli bir sey
degildi. Hafif yani ¢ok fazla bir kanama degildi, yogun bir kanama degildi.
Az bir kanamaydi tabi ki hemen kadin dogum servisine ¢ikip muayene sey
ultrasonuna bakildi. Herhangi bir problem yoktu sadece iste iki giin istirahat
verildi iki glin dinlendim. 32. Haftadan sonra kilo alimi1 yavasladi bebegin
gelisim geriligi olmaya bagladi. 39. Haftada artik sezaryen oldu kilo
alamiyordu. Hani 6yle sikinti yapmadim hani sonugta kilosu da diisiiktii 2.145
ti ama ben daha disiik kilolu gocuklar gordiigiim i¢in bu siireglere alisigim.
Dogdugunda emme problemi oldu. Yani hi¢ gogsii tutmadi. Ama 17 hafta
boyunca anne siitll aldi sagarak verdim ama memeyi hep reddetti. Onun
haricinde biraz boyle ilk dogdugu zamanlar i¢in hipotonik bir ¢ocuktu. Cok
hareketli aktif degildi sonrasinda agildi sonrasindaki gelisimi normaldi sadece
konusmasi geriydi kelimeleri vardi ama sayisi fazla degildi. Doktorlar da
bunu normal karsiliyorlardi hani erkek ¢ocuklar biraz daha ge¢ konusur takip
Iki bucuk yasina kadar her sey normaldi. Algilamasi1 anlamasi. Yani sadece
konusmamiz geriydi.

Regardless of the warnings of her surroundings, Giiliz responded these comments by
saying that there is nothing wrong with her child. She states that at that time she used
to tell people that every child’s developmental process is different and her child will
grow it out. She tells the story using conflicting information; she refers to normal
actions of the child (singing, uttering words etc.) and abnormal behavior (banging his

head on the walls) and also discussed the role of the pediatrician who misguided her:

G: Doruk was a normal developing child. He walked in time, crawled in time.
He said mom, dad, and grand dad at the right time. Yes, at the age of two and
a half, his speech began to be complete. He went to kindergarten then it was
very good, he was the boy who said everything, for example, his teacher said
that when she sings a song once then in the second time they can sing it
together. We have a pediatrician. | said that this boy was banging his head
against the walls from one and a half to three years old. Do you know what
the doctor tells me? Children do not grow up with a psychologist. When you
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hear them, you think it will go away, him banging his head, and you think he
will speak eventually because | have not seen any other child. My mother said
they couldn’t tell us anything because we could misunderstand. My brother
told my mother to tell me about Doruk. My mom says that she was always
telling me but | said that every child's development is different some things
may come develop late.

G: Doruk normal gelisim gosteren bir ¢cocuktu. Zamaninda yliriidii zamaninda
emekledi. Anne baba dede zamaninda ¢ikt1 bu kelimeler. Evet, 2 buguk
yasinda boyle konugsma tam olmaya basladi. Anaokuluna gitti o zaman baya
1yiydi her seyi soyleyen ¢ocuktu yani ama mesela bana anaokulu 6gretmenin
sOyledigi bir sarkiy1 bir kere sdyle ikinci de beraber soyliiyoruz diyordu.
Cocuk doktorumuz var. Dedim ki bu ¢ocuk kafasini duvarlara vuruyor. Bir
buguk yasindan ii¢ yasina kadar kafasini duvarlara vuruyordu. Doktorun bana
soyledigi sey ne biliyor musunuz ¢ocuk dyle psikologla falan biiylimez.
Bunlar1 duyunca bir sey yok gececek falan yani kafa vurmasi falan, baska
cocuk gérmedigim i¢in herhalde konusur yapar diizelir. Annem sdyledi bize
yanlis anlarlar falan diye sdylememisler. Anneme sdylemisler kardesimler sen
soylesene diye. Annem de diyor ki sana hep soyliiyordum sen diyordun Ki her
cocugun gelisimi farkli bazi seyler geriden gelebilir.

Hale shared her difficulty to see what others are referring regarding her child. She
explains her frustration in response to her family members’ suggestions about taking
her child to a doctor because he cannot speak. She stated that because he was

physically normal, she couldn’t see that something was different about her child:

H: I reacted, I said, why should I take the child to the doctor? Does his arm
hurt, his leg hurt? Why do you want to take him to the doctor? Be open with
me. He said | am just telling you to take him to the doctor, he does not speak.
Now my brother has detected the situation and he sensed a difference because
he was already with gifted children. He recognized the autistic child. Yasemin
also told me since she knows autistic children. I said that | do not see it he
just does not speak

H: Ben de hani tepki gosterdim ben neden ¢ocugu doktora gotlireyim kolu
agrisa bacagi agrisa, neden doktora gotiirmek istiyorsunuz dedim bana agik
olun dedim. Dedi ki ben sana bir sey sdyleyeyim yalnizca Murat’1 doktora
gotiir ve dedi ki konusmuyor. Simdi agabeyim durumu tespit etti o zaten
iistiin zekali ¢ocuklarla oldugu i¢in bir farklilik sezdi. Otistik ¢ocuk tanidi.
Yaseminde otistik ¢ocuklari tanidi i¢in bana sdyledi. Ben de dedim ki fark
edemiyorum hi¢ sadece konusmuyor.
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3.2.5 Difficulty accepting the diagnosis

Going to the doctor’s office and hearing about their child was easy for none of the
mothers. After receiving a diagnosis, they experienced a great difficulty accepting it.
This sub-ordinate team explains what they went through when they heard that their
child meets the criteria for autism. Hale says that at first she questioned the medical
professionals and their methods, finding the tests too simplistic/not scientific enough.
She states that after they received a medical diagnosis, it took her a month to accept
it:

H: 1did this first. | said no, so I did not accept such a thing. I thought that my
child's process was like that, and then | did not stay in this logic. | started
researching about autism right away. | mean, I don't know so what if he can’t
show his own nose. I didn’t think it was important. More precisely, | was stuck
on one thing, there were cubes and you put the cubes on top, he told him to put
them on the bridge, then make a bridge, he could not do such a test and | said to
myself nonsense. Then he (the psychologist) did other things, to measure the
muscles, | honestly saw this kind of thing as nonsense, | saw the simple test, |
said, is this a diagnosis? | mean, let me tell you, for example in order to be
medically diagnosed with cancer and you have to go through many tests. To say
that your body has an anemia, you need to perform a blood count. There it
seemed simple to do with papers with cubes. Frankly, it felt inadequate.

H: Ben o6nce sey yaptim. Yok dedim yani ben dyle bir seyi kabul etmedim.
Benim ¢ocugumun siireci dyle falan diye diisiiniip sonra bu mantikta kalmadim
tabi. Bakayim dedim neymis bu otizm nasil bir seymis hemen arastirmaya
bagladim. Yani ne bileyim kendi burnunu da gosteremesin ne olacak agikgasi
cok dnemsemedim. Daha dogrusu en ¢ok seye takildim, kiipler var ya kiipleri
iist iiste koy dedi koydu sonra koprii yap dedi yapamadi Gyle bir test sagmalik
kendi kendime dyle s6yledim sagmalik. Sonra iste baska seyler de yaptirdr yani
kaslar1 6l¢cmek i¢in ben agikgasi boyle sey gordiim sagmalik basit gérdiim testi
bdyle teshis mi olur dedim. Yani iste s0yle anlatayim size tibben mesela
atrtyorum size kanser teshisi konulmasi i¢in bir belirtisi lazim ve birgok tahlilden
ge¢meniz lazim mesela. En basiti viicudunuz da bir kansizlik var demek i¢in bir
kan sayimi yapilmasi lazim. Orada iste kiiplerle kagitlarla yapmasi basit geldi.
Yetersiz geldi acikgast.

Nihan describes that her child changed after his stay at the hospital due to breathing
problems. She states that after he was hospitalized, he stopped talking and became

aggressive. She expresses her difficulty to understand and accept this change:
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N: Of course we couldn't believe it. We did not want to accept, because we
saw our child as normal. It’s devastating to encounter something we have
never heard of. We said that his speech was interrupted. You know, there is a
child who talks until the hospital phase. | do not know if the doctors think this
is the real reason or is it his brother or something else. We cannot solve the
exact cause; can it be the side effects of drugs we use for asthma? Because he
also became a nervous and irritable child after the hospital. When he was
clogged, he couldn't really breathe. The talking boy started not talking, and
started to use violence against his brother.

N: Tabi biz inanamadik. Kabul etmek istemedik ¢iinkii bizim goziimiizde
cocugumuz normaldi. Tabi insan bdyle hi¢ duymadigi karsilasmadig: bir
seyle karsilaginca yerle bir oluyorsun. Konusmasi durdu dedik. Yani hastane
donemine kadar gayet giizel konusan bir ¢ocuk, artik bilemiyorum doktorlar
neye yoruyor acaba astim ilaglariin yan etkisi falan mi ¢iinkii bu ¢ocuk
hastaneden sonra ¢ok sinirli bir ¢ocuk da oldu. Boyle acayip tikantyordu
nefes alamiyordu. Sonra konusan ¢cocuk konusamamaya basladi ve kardesine
siddet uygulamaya basladi.

Giiliz describes her sadness when she received the news and she mentions a tendency

to view it as unfair:

G: Why, you say why my child is like that, sometimes | say this is unfair, and
then say you should be thankful. He is a healthy capable child who can
understand. Of course, when | learned this situation, | was very upset; it was
an issue we did not know. But | thought the fathers are more difficult to
accept. His father accepted it very hard. He said, | was not talking, and | was
quiet. Of course, | was devastated at that moment, | was very upset, people
tried to calm me, but believe me after leaving the door of the hospital, | said,
what should I do, what should | do. And they said to me, this and this. | said
okay then.

G: Niye diyorsunuz, neden benim ¢ocugum boyle, bazen sey bile
diistinliyorum haksizlik diyorum sonra siikretmelisin diyorum. Cok diizgiin,
eli ayag1 tutuyor anliyor saglikli bir ¢ocuk. Ben bu durumunu 6grendigimde
tabi ki ¢ok tiziildiim, bilmedigimiz bir konuydu. Ama ben sdyle diisiindiim
babalar daha zor kabul ediyorlar. Babasi ¢ok zor kabul etti. Ben de
konugsmuyordum ben de sessizdim falan. Ben tabi o an ¢ok yikildim ¢ok
iiziildiim beni sakinlestirmeye calist1 insanlar ama inanin o hastanenin
kapisindan ¢iktiktan sonra dedim ki ne yapmam gerekiyor, benim ne yapmam
gerekiyor. Ve bana dediler ki bu bu, tamam o zaman.

Ozge describes her process of acceptance and how she wishes her child didn’t have

autism:
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O: We plead. Of course, it was very difficult to accept. I still have my eyes
filled. There is nothing to do. How can I say, | researched a lot from the
internet; what happens to these children. | read a lot about what stages where
they can come. | looked a lot. | wish it hadn't been. We were very effected as
spouses, of course, why did this happen? What do we do? We went to some
institutions and got reports. What can we do? But then, after sitting down and
getting used to the new situation, we started to see him as a normal child.

O: Kabulleniyoruz. Tabi kabullenmesi ¢ok zor oldu. Hala gdzlerim dolar
yani. Yapacak bir sey yok. Nasil desem. Internetten ¢ok arastirdim bu
cocuklar ne oluyor ne geciyor. Ne asamadalar nerelere gelebiliyorlar diye,
cok okudum. Cok baktim. Keske olmasaydi. Biz esler olarak ¢ok etkilendik
tabi hani tabii ki neden bu oldu biz ne yapacagiz ne edecegiz bu tarz ¢ocuklar
ne yapar ilerde ¢cok okuduk elimizden geldigince ¢ok saga sola sorduk.
Gittigimiz kurumlar olsun raporlar olsun. Ne yapabiliriz diyerekten. Ama
sonrasinda aligsma evresiyle beraber ikimizde oturduktan sonra normal ¢ocuk
gibi gérmeye basladik.

Cagla states that she denied what happened and she was not able to accept it. She
mentions that even though she was not feeling well, she thought she should get better
for the wellness of her child:

C: After Tolga started to face such troubles, you are questioning life, thinking
why all this happened to me. You can't accept, you deny, you can't accept.
Then after some time you say that | have to recover, | cried and beaten, |
cried a lot, I have withdrawn, | have been through a lot, but then I said |
should recover, | need to recover for this child. What | need to do in terms of
education, | have to do it, and this time you are trying to be resistant and
trying to continue life. You cannot accept that is you deny it.

C: Tolga’nin bdyle sikintilar ¢cikmaya basladiktan sonra ¢ok hayati
sorguluyorsunuz niye basima bunlar geldi. Kabul edemiyorsunuz
konduramiyorsunuz inkar ediyorsunuz. Ondan sonra biraz zaman geg¢iyor
sonra diyorsunuz ki tamam toparlanmam lazim. Ben artik aglayip doviiniip ki
ben ¢ok agladim ¢ok i¢ime kapandim ¢ok seyler yasadim yani ama sonra
dedim toparlanmam lazim. Cocuk i¢in toparlanmam lazim. Bu zamanlari
gecmemesi gerekiyorsa bu zamanlar1 yogun gecirmem lazim egitim
anlaminda ne yapmam gerekiyorsa yapmam lazim diyip bu sefer direncli olup
hayata devam etmeye ¢alistyorsunuz. Kabullenemiyorsunuz yani.
Konduramamak aslinda.

This super-ordinate theme includes the individuals’ life and their relationship with
their children. Being fully invested to their work, participants’ mothers took the role
of primary care giver in their child’s life. Mothers either noticed some differences in

their child’s development but assumed they will go away or other people pointed out
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to them but they refused to accept. Participants eventually received a medical
diagnosis that will start their journey with autism.

3.3 Experiencing negative emotions after diagnosis

This super-ordinate theme relates to the negative emotions of mothers about having
and taking care of a child who has autism. Participants expressed several negative
emotions regarding their performance and the wellness of their child. The sub-
ordinate themes are guilt and self doubt about the child’s condition, anxiety about
their competence in motherhood, anxiety about the child’s future and independence,

fear of harm/loss of the child, frustration about not maintaining authority.
3.3.1 Guilt and self doubt about the child’s condition

This sub-ordinate theme is about mothers’ reflections on how and why their child has
a developmental disorder. They express guilt and think that they may have done
something that caused the child to be autistic. They question themselves and doubt
their parenting abilities. Hale contemplates about whether she should feel guilt and
blame herself about her child having autism. Without being specifically asked in the
interview, she mentions guilt and blame several times while negating it in her

sentences:

H: At first | thought I wonder what caused it, did | cause it? When these
diagnoses were investigated, it was said that B12 deficiency causes autism.
Then I said, | have a B12 deficiency, but then I said, but | used my
medication. What can | do? | was going to hold myself responsible if I did not
take this drug, but 1 did. So I did not hold myself responsible about the
diagnosis. | couldn't find anything to blame.

H: Ilk basta diisiindiim acaba neden, ne sebep oldu ben mi sebep oldum. Bu
teshisler arastirildiginda otizme B12’nin neden oldugu sdyleniyordu. O
zaman ben dedim ki ben de B12 eksikligi var. Ama sonra dedim ki ama ben
ilaglarimi kullandim ne yapabilirim. Belki ilaglarimi kullanmamis olsaydim
vicdanen kendimi sorumlu tutacaktim. Sen bu ilaci igmedin yapmadin. Belki
orada hani ¢ok kendime sey yaptim m1 kondurdum mu teshis konusunda
kondurmadim. Hani suglayacak bir sey bulamadim.

Ozge reminisces the days of her baby’s premature birth and his time in the incubator
and asks herself if his autism is related to his premature birth and if she did anything

to cause her child’s autism:
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O: Because Koray was born prematurely and stayed in the incubator for a
certain time. | was milking at home and bringing it to him. Since | saw him in
the incubator, it was always stuck somewhere, and | can never stop thinking
of it. It is all these strange needles and serums. If anything happens that scene
comes before my eyes. Because he was born prematurely. Am | feeling
guilty, I don't know that either. Sometimes | ask myself a lot. He was born
early, did I do something? I don't know, is there something happened? He
was born prematurely and | caused it.

O: Koray ciinkii erken dogdugu igin belli bir siire kuvozde kaldi. Ona evde
stit sagip gotiiriiyordum. Onu kuvozde gordiigiim igin stirekli ve bir yerlerine
bir seyler takili o an aklimdan hig¢ ¢ikmaz o igneler serumlar bilmem neler
tuhaf bir sey. Bir sey olsa gézlimiin 6niine o hali gelir. Erken dogdugu i¢in.
Sugluluk mu hissediyorum acaba onu da bilmiyorum. Bazen kendime ¢ok
soruyorum. Hani erken dogdu ben mi bir sey yaptim acaba diyerekten. Ne
bileyim bilmiyorum iste bir sey mi oldu da erken dogdu ben sebep oldum.

Cagla states that she often questions her actions wondering if she did anything

wrong:

C: I took him to the psychiatry clinic in the state hospital and they made it
easy for me because | am a healthcare provider. They immediately issued a
report to the child, for example, they made that report, but I did not
understand what happened. Then | regretted it for a year, why did | get this
report for my child. If he gets better, why did | stigmatize him? When your
child has a problem, when something happens you constantly question, even
if he is sick. Why did he get sick? Did | make him get cold; you look for
something in yourself. Why this, where did we go wrong, you are constantly
questioning.

C: Devletteki psikiyatriye gotiirdiim. Orada da ben saglik¢iyim diye hemen
kolaylik sagladilar. Hemen ¢ocuga bir rapor ¢ikardilar mesela ama ben ne
oldugunu anlamadim. Ondan sonra onun i¢in o kadar pismanlik yasadim ki
raporun siiresi bir y1l ben bir y1l boyunca niye ben bu ¢ocuguma rapor aldim
ya diizelirse ben niye buna damga vurdum. Cocugunuzda bir sikint1 olunca
hasta olsa bile siirekli sorgulayacaginiz bir sey olur. Neden hasta oldu acaba
ben bunu isiittiim mii kendinizde bir seyler ararsiniz yani anne olarak. Niye
simdi bu nerede hata yaptik siirekli sorguluyorsunuz.

3.3.2 Anxiety about their competence in motherhood

Mothers express concern about meeting their child’s needs, being enough for them
and they contemplate about their own parenting skills. They state that their energy is
entirely directed to being a good mother to their child. Cagla feels like her child’s

development reflected her own competence:
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C: If your child doesn’t hold the breast, you get into that psychology. You
question whether you are not able to do it, whether you are incompetent.
Even if it’s a doctor that’s questioning this mood, it’s a different life when
you have your own child. A lot of his behaviors improved and he’s better in a
lot things but I still question if | went to a different clinic, if I did something
else, would he be better or could he speak better?

C: O anda ¢ocugun emmiyorsa o psikolojiye kapilirsin yani ben mi
beceremiyorum ben mi beceriksizim bu doktor bile olsa hani bu ruh halini
sorgulayan bir insan bile olsa kendi ¢ocugunuz olunca hayat ¢ok farkli olur.
Bir¢ok davranisi diizeldi tabi ki ve hani diger seylere gore daha iyi durumda
ama stirekli diyorsunuz ki bagka yere gitseydim baska bir sey yapsaydim
zamaninda daha m1 iyi sey olurdu daha m1 konusurdu. O hayatta stirekli
oluyor.

Hale denies having feelings of guilt, but she expresses her anxiousness about
attending to her child’s needs and complementing his lack. She views her child’s
condition as flawed and lacking and expresses anger if she feels like she cannot fix

his flaws:

H: Did | think 1 was not good enough? Yes, | thought at first. But I did not
hold myself responsible regarding the diagnosis. Now | say to myself you can
do more at this point. | get mad at myself if Murat ever lacks something in his
education. | say to myself you can do more, you can spare more time. | say
leave what you’re doing and do more for Murat. No parent wants their child
to be flawed or lacking. No mother would want it.

H: Yetersiz miyim diye diigiindiim mii evet ilk basta diisiindiim. Belki orada
hani ¢ok kendime sey yaptim m1 kondurdum mu teshis konusunda
kondurmadim. Simdi kendime hani diyebilirim Murat egitim konusunda biraz
eksik kaliyorsa kendime kiziyorum. Diyorum ki sen daha ¢ok zaman
aytrabilirsin su isini birak bunu daha ¢ok yapabilirsin su noktada bunu
yapabilirim. Hani hi¢bir anne baba ¢ocugunun kusurlu olmasini ya da eksik
olmasini istemez yani. Istemez hicbir anne istemez.

Giiliz states that she tried to do everything to be enough:

G: So you are trying to be enough, you are trying to be strong; you are trying
to do everything. For example, | tried to do everything. | took everything
upon myself, believe me it’s exhausting. Then later you become depressed.
You say; am I not able to do it, am I lacking why doesn’t it happen. It is
because you always have this expectation of yourself.
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G: Yani yetmeye calisiyorsunuz giiclii olmaya ¢alisiyorsunuz her seyi
yapmaya calisiyorsunuz yani ben mesela her seyi yapmaya ¢alistim her seyi
iizerime aldim inanin ¢ok yorucu sonra ne oluyor patliyorsunuz bir yerlerden
sonra siz deprese oluyorsunuz depresyona giriyorsunuz. Yapamiyor muyum
eksik mi kaliyorum niye olmuyor niye bdyle hep ¢iinkii kendiniz de bu
beklenti i¢indesiniz.

Nihan talks about her desire not to leave her child lacking:

N: But again, you are hesitating, can | be enough for my child, do I leave my
child lacking something? Is there anything I need to do for him? I was writing
hour by hour. If there is anything like going to the hospital, like going for an
appointment with this doctor at this hour, I would first take him there. He will
do this today he will do that today, it was all programmed. | was continuing my
work but I could not leave without doing this. I was not comfortable. All I think
is how much I can be enough for Ali and how much I can improve him.

N: Ama gene insan ¢ekiniyor gocuguma yetebiliyor muyum ¢ocugumu eksik mi
birakiyorum, onun i¢in yapmam gereken bir sey var mi, saat saat yaziyordum.
Bu giin bir sey varsa hastaneye gidecekse bu saatte bu doktorda randevusu var,
getiriyordum. Bugiin bunu yapacak su giin sunu yapacak, mutlaka programli
isime devam ediyordum. Bunu yapmadan gidemiyordum. i¢im rahat etmiyordu.
Tek diisiindiigiim sey Ali’ye ne kadar yetebilirim onu ne kadar diizeltebilirimdi.

3.3.3 Anxiety about the child’s future and independence

Participants’ children are incapable of taking care of themselves and they are
dependent on their care givers. Therefore mothers express great concern for their
child’s future and whether the child is going to be self-sufficient. Participants express
worry about how their children will sustain themselves when they get old or pass

away. Cagla states that their efforts are for their child to have a place in society:

C: In the end, if the child can express himself, he will be better in society.
Anyway, what we want for him now is not to become a professor. What we
want is that he be able to sustain himself in life. If he can express himself, this
process will be faster, so I am working a lot on his speech. Now both of us are
worried, for example how Tolga will be in a situation that can sustain himself
in this life. God forbid if something happens to us. Relatives can support him
but he shouldn’t be hanging and should express himself so that people can
understand him and support him accordingly. At the moment, the effort of
both of us is to bring our child to the society and to make it socialize.
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C: Sonugta konugsa ¢ocuk kendini ifade edebilse toplumda daha iyi seviyeye
gelecek. Zaten su an bizim istedigimiz okusun su olsun bu olsun profesor
olsun degil. Hayatta kendini idame ettirebilecek duruma gelsin. Kendini ifade
edebilse bu siire¢ daha hizlanacak su an o yiizden konugma iizerine ¢ok
gidiyorum. Su an (esimle) ikimizin de kaygilarimiz mesela iste Tolga su
hayatta kendini idame edebilecek duruma gelsin. Allah korusun bize bir sey
oldugu zaman ¢ocuk hayatta tabii ki bir akraba bir sey tamam destek olur ama
bu ¢ocuk boslukta kalmasin. Bir ifade etsin kendini ki herkes her seyinin
anlasin herkes ona gore destek olsun. Su an ikimizin de ¢abasi esimin de
benim de ¢ocugumuzu topluma kazandirmak sosyallesmesini saglamak.

While being worried about her child’s future, Giiliz still hopes that her child will
recover from autism one day. She states that:

G: I wonder if one day he will overcome this problem and come out of this
spectrum, and maybe he will be able to perceive the world like us, do things
alone, control himself and become a person who can live on his own. | say
what will happen to him when I die. As long as I'm healthy, it's okay as long
as I'm with him, but I'm going to age. So you always know that mothers like
us have this idea. A friend says, ‘I became a mother at the age of 45. I will not
see this age of my child, I wonder if he will improve?’ This is always our
concern. Will he be able to control himself?

G: Acaba bir giin bu problemi yenecek bu spektrumdan ¢ikacak ve belki bazi
seyleri bizim gibi diinyay1 algilayabilecek mi yalniz basina yapabilecek mi
kendini kontrol edebilecek mi tek basina bireysel hayatini siirdiirebilecek
duruma gelebilecek mi ¢iinkii diyorum ki ben 6liirsem ne yapacak diyorum
Doruk diyorum. Ben saglikli oldugum siirece ben yaninda oldugum siirece
okey ama ben de yaslanacagim. Yani hep bizim gibi anneler de bu fikir var
biliyor musunuz? Bir arkadas diyor ki ben 45 yasinda anne oldum
cocugumun su yasini goremeyecegim acaba diizelecek mi. Hep endisemiz bu.
Kendi kendini kontrol edebilecek mi bunun endisesi var.

Ozge is expressing concern about whether she can be enough for her child and

whether she can manage him when he becomes a young adult:

O: Now I think about the child’s future. I am really thinking of its
development right now, whether he will grow beautifully and happily. He is 8
years old now. | can say sit, | can hold him, and I can hold him within a
certain border of frame. When he becomes young, let’s say 18, can | be
enough for him? | can keep this child within the limit I want when he is 8
years old. But I’'m thinking whether he will listen to me when he is 18 or 20.
I'm thinking about their future age.
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O: Simdi ¢ocugun gelecegini diisiiniiyorum. Giizelce biiyiiyecek mi mutlu
olacak m1 su an gergekten gelisimini diislinliyorum. Su an 8 yasinda. Otur
diyebiliyorum tutabiliyorum, belli sinir ¢ercevesi i¢inde tutabiliyorum. Geng
delikanli oldugunda atiyorum 18 yasinda geldiginde ben ona yetebilecek
miyim, ben bu ¢ocuga su an 8 yasinda istedigim sinir icerisinde
tutabiliyorum. Yarimn bir giin 18 20°li yaslara geldiginde ben bunu yapabilecek
miyim benim soziimii dinleyecek mi, ne bileyim simdi mesela ileriki yaslarini
diistinliyorum

3.3.4 Fear of harm/loss of the child

This sub-ordinate theme is about mothers’ fear about losing their child or the child
being harmed in any way. They mention a fear of harm like being hit by a vehicle or
getting bullied by peers. They also express fear about losing their child and not being
able to find him again. Participants state that they have this fear because their child is
not able to express themselves or orient themselves spatially. Hale expresses concern

both regarding to the possibility him getting lost, or getting hit by a car:

H: A child with autism can take care of himself, go to the grocery store, there
IS a grocery store down the house. I send him to the store. He can buy bread,
cake, milk. That is how Murat was able to have these opportunities. Even
better, if I knew that he would not get lost in the market and if 1 was not
afraid of the cars, the child would be able to bring his need from the market.
But you can’t help but having such reservations.

H: Otizmli bir ¢ocuk kisisel bakimini yapabilir disariya gidebilir bakkala
gidebilir evin asagisinda bakkal var ben Murat’1 bakkala génderiyorum
ekmek alabiliyor kek alabiliyor siit alabiliyor. Yani bu imkanlara sahip oldu
icin Murat bdyle. Daha iyisi olsa ben arabadan korkmasam markette
kaybolmayacagini bilsem mesela diyelim ki diyelim ki ¢ocuk marketten de
ithtiyacini getirebilecek. Ama iste boyle ¢ekinceleri oluyor insanin ister
istemez.

Nihan views her son’s peers as cruel and wonders about him when he is outside

playing with them. She is afraid that they might harm her child:

N: And because their peers are so cruel, when Ali plays, | feel the need to be
there. Because he can’t tell me what people did to him. I always think what
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he’s doing when he’s not with me. They are going to the park with his
brother. When Serkan says they are beating my brother, | feel the need to be
with him all the time. You will act as he deserves he doesn’t deserve to be
pushed around, so | cannot leave him alone.

N: Bir de kendi akranlar1 ¢ok acimasiz oldugu i¢in Ali oyun oynarken orada
olma ihtiyact hissediyorum c¢linkii bana diyemiyor ki anne bana bunu yapti.
Stirekli aklimdan gecen bu yalniz kaldiginda ben olmadiginda ne yapryor.
Kardesiyle parka gidiyorlar. Serkan zaten anne kardesimi doviiyorlar
dediginde zaten siirekli onun yaninda olma ihtiyaci hissediyorum. Onun hak
ettigi gibi davranacaksin itip katilmak da onun hakki degildir onu yalniz
birakamiyorum bu yiizden.

Ozge explains her fear that her child might hurt himself while playing. She also

states that her biggest fear in life is losing her child. She worries that if she loses him,

she might not be able to find him again. Hence, she stresses the importance of a loss

and views it as more difficult than death because death has a certainty:

O: I"d say son, don’t do like this do not throw the class and do not break it. So
| was constantly observing. Because | was so scared that he would hurt
himself. | was afraid he would fall. Sometimes I'm so scared, how do 1 find
him if he gets lost. | repeat for him all the time. What is your name, your
mother’s and your father’s name, where do you live, constantly. That's what |
fear most in life. | can't find him if he gets lost. What can | do if | can't find
him? Because loss is a very important thing. God forbid 1 am not speaking for
my child but if he dies, at least you know where he is but in loss you do not
know, | am very scared of loss.

O: Oglum, hayir bdyle olmaz bardak atilmaz kirilmaz diye siirekli takip
ediyorsun. Siirekli gézlemliyordum. Ciinkii kendisine zarar vermesinden ¢ok
korkuyordum. Diismesinden korktum. Bazen ¢ok korkuyorum,
kaybolmasindan kaybolursa nasil bulurum. Onun i¢in stirekli tekrarliyorum.
Senin adin ne annen ne baban ne, nerede oturuyorsun, siirekli. su hayatta en
korktugum sey o. Kaybolursa bulamam. Bulamazsam ne yaparim. Ciinkii
kayip ¢ok dnemli bir sey. Hani Allah gecinden versin 6lse cocugum igin
demiyorum, dersin ki 61dii, yeri belli yurdu belli dersin. Ama kayip ne oldu
ne bitti kayiptan ¢ok korkuyorum.

3.3.5 Frustration about not maintaining authority.

This sub-ordinate theme is about how mothers react when their child does something

they do not want to and how difficult it is for them to make their child stop. They

describe their great efforts to establish discipline and explain that their child refuses
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to comply with their directions. Ozge describes feeling tired and angry about her

child’s misbehaviors:

O: Sometimes I get very angry. It doesn't matter whether the glass is broken,
but why are you throwing the glass? | was constantly explaining. Bu
somehow some things just settle, now he doesn’t do it anymore. Sometimes |
reacted, sometimes | got angry. | was following him like this. | was
constantly observing. Because | was so scared that he would hurt himself.
Sometimes he acts very spoiled, sometimes he becomes very cross and
stubborn. He insists this will happen instead of that. And | was getting tired of
it.

O: Bazen ¢ok sinirleniyorum. Bardak kirilsin 6nemli degil ama neden bardagi
attyorsun. Bunu siirekli konus anlat anlat. Artik bir sekilde bir seye oturuyor
simdi yapmiyor mesela. Bazen tepki veriyordum bazen de kiziyordum.
Siirekli takip ediyorsun. Siirekli gozlemliyordum. Ciinkii kendisine zarar
vermesinden ¢ok korkuyordum. Bazen ¢ok simariyor bazen dedigim dedik
diyor bazen ¢ok aksilesiyor, o olmayacak ama o olacak diye diretiyor. Ben de
yoruluyordum.

Nihan states that her child never complies with her directions and always wants his
mother do everything for him. She explains that her position as a mother makes her
discipline less effective. She explains that she can never get him to do anything and

he always does things as he pleases:

N: When he does not want to do it, when he does not want to take it,
whatever you do, regardless of how many hours you try, he only looks at you.
When I train him as his mother, when | try to do something, he accepts
nothing from me; “you are my mother”. You will give my food, you will
dress me, you will look after me, you will love me, but you will not give me
an education, he does not accept me. Let's read, let's read a book. Never.
Wear these pants, no you dress me, he can makes this sentence. You are my
mother, you will dress me. He wears it when his father says, but when mom
says it, he doesn’t accept. He wears his shoes at school, but my mom will get
me dressed when going home. Dress me up mom. Give me my shoes, dress
me my coat, my mom will always do these things. My mom will do these
things if my mom is with me.

N: Onu yapmak istemedigi zaman onu almak istemedigi zaman siz ne
yaparsaniz yapin kag saat ugrasirsaniz ugrasin sadece size bakiyor. Annesi
olarak ona egitim verdigim zaman bir seyler yapmaya calistigim zaman
benden higbir sey kabul etmiyor, “sen benim annemsin”. Yemegimi
vereceksin iistiinii giydireceksin bana bakacaksin beni seveceksin ama sen
bana egitim verme, bunu kabul etmiyor benden. Okuma yapalim kitap
okuyalim. Asla. Bu pantolonu giy, hayir sen giydireceksin bu ciimleyi
kurabiliyor sen giydireceksin. Sen benim annemsin sen giydireceksin mantik

69



bu onda. Babas1 dedigi zaman giyiyor ama anne dedigi zaman anne
giydirecek. Okulda ayakkabisini kendi giyip ¢ikariyor ama evde disari
cikarken annem giydirecek. Anne giydir. Anne ayakkabimi ver giydir anne
montumu giydir siirekli bu sekilde annem yapacak. Benim annem bunlari
yapacak benim annem yanimdaysa bunlarin hepsini yapacak.

Giiliz states that the nature of the mother and child relationship is what makes it hard

to discipline a child:

G: Actually, there is something like this. No matter how much you try to
discipline, they always try to get away with you. So mother is treated very
differently. In other words, all the whims are made to the mother. For
example he does not do it with his teacher, but he does it to me. He knows
where he will stop, but there is always something for the mother. And I’m not
a mother who does whatever he wants, but here your motherhood appears. So
they are being spoiled by the mother. It is another, that is, mother-child
relationship is never like an educator-teacher-child relationship.

G: Ya aslinda sOyle de bir sey var. Ne kadar disipline etmeye ¢alissaniz da
annesiniz ya, hep nazlar size geciyor. Yani anneye ¢ok farkli davraniliyor.
Yani hep inad1 da anneye yapiyor biitiin kaprisler anneye yapiliyor yani.
Mesela atiyorum egitimcisiyle yapmiyor ama bana yapiyor. Duracag: yerleri
biliyor ama anneye hep bir sey var ki o kadar sey de degilim her istedigini
yapan bir anne de degilim ama burada devreye sirf anneliginiz ortaya ¢ikiyor
yani. Anneye nazlaniyorlar yani. Bagka oluyor yani anne ¢ocuk iligkisi bir
egitimci bir 6gretmen cocuk iligkisi gibi asla olmuyor.

Participants experienced overwhelming emotions after their child was diagnosed
with autism. These emotions were a reflection of how competent they see themselves
as mothers. Since they assumed a direct link between their motherhood capabilities
and their child’s condition, they felt responsible, guilty and anxious about the cause,

the course and the progression of autism.
3.4 Efforts to compensate for their child’s shortcomings

This super-ordinate theme involves individuals’ efforts to improve their child’s
condition. After participants’ children were diagnosed with autism, they felt
complied to invest all their energy into meeting their child’s needs. With an attempt
to divert from their feelings, mothers focused on trying to complement their
children’s lack with the hope of their child’s recovery. Combined with the difficulty

in believing in the diagnosis and denial of the child’s condition, the mothers believed
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that their child can improve and they devoted all their economic and psychological
resources into the improvement of their children. The sub-ordinate themes are,
researching about autism as a coping strategy, monitoring the child’s improvement,
comparing the child with his peers, controlling their child’s life remotely when they

are apart.
3.4.1 Researching about autism as a coping strategy

In this sub-ordinate theme, participants talk about how as soon as their child got
diagnosed with autism; they immediately started researching about it. They state that
they wanted to stop being sad and do something for their child instead. Ozge stated
she consulted institutions and researched using the internet in order to clear her

confusion:

O: So I constantly searched on the internet, what is and what is not. How can

| say? | researched a lot from the internet about what these children go
through. | read a lot, what stages they can improve. | looked a lot. Of course,
we were very affected, of course, why did this happen? What do we do? All
the institutions we go to or reports. My neighbor is a teacher and we got much
information from her. But then, after the accommodation phase, we started to
see him as a normal child.

O: Yani siirekli internetten arastirdim okudum nedir ne degildir. Nasil desem?
Internetten ¢ok arastirdim, bu ¢ocuklar ne oluyor ne geciyor. Ne asamadalar,
nerelere gelebiliyorlar diye, ¢ok okudum. Cok baktim. Cok etkilendik tabi
hani tabii ki neden bu oldu biz ne yapacagiz ne edecegiz bu tarz ¢ocuklar ne
yapar ilerde, ¢ok okuduk elimizden geldigince ¢ok saga sola sorduk.
Gittigimiz kurumlar olsun raporlar olsun. Karg1 komsum 6gretmen benim
ondan ¢ok bilgi aldik. Ama sonrasinda aligsma evresiyle beraber ikimizde
oturduktan sonra normal ¢ocuk gibi gérmeye basladik.

Giiliz states she is much more knowledgeable about autism compared to before:

G: We said we’ll take him to a psychologist. He gets therapy, he gets
something, and he is recovered. We do not know that there is such a big
problem. Years of autism or something. we did not know what autism is. We
think that there are psychological problems, we will go somewhere and it will
pass. We were not very conscious then. Now we are not like that, now I
follow the publications, I follow the books, that is.

G: Gotiiriirtiz bir psikologa dedik. Terapi alir bir sey alir toparlanir. Biz hani

boyle biiyiik bir sorun oldugunu bilmiyoruz. Yillarca siirecek otizm falan.
Boyle bir sey aklimiza gelmiyor otizmin ne oldugunu bilmiyoruz ki.
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Zannediyoruz ki psikolojik bir sorunlar var gotiiriiriiz geger gider gocuk bu
falan hani biz de ¢ok bilingli degilmisiz o zaman. Simdi dyle degiliz tabi
simdi artik yayinlar1 takip ediyorum ¢ikan kitaplari takip ediyorum o sekilde
yani.

Nihan talks about reading books about Ali’s autism in order to be able to help him
better:

N: Whatever time | have left from taking care of Ali, | read books about child
education in order to help him better. I always try to improve myself. | always
think about ways to make him better to improve him better. | read self- help
books. We didn’t know any such thing as autism before; we are only learning
it now.

N: Ali’yle ilgilenmekten kalan zamanda da ¢ocuk gelisim kitaplart okumaya
calistyorum ki Ali’ye daha fazla yetebileyim. Bu yiizden kendimi
gelistirmeye ¢alistyorum ki Ali’yi daha iyi diizeltebileyim. Kisisel gelisim
kitaplar1 falan okuyorum. Daha 6nce otizm nedir hi¢ duymamistik
bilmiyorduk tabi simdi simdi 6greniyoruz.

Hale states that after she accepted that her child has autism, she wanted to know
more about autism because she felt she was lacking on that subject. So first thing she
did was to enroll in a child development class and she received a diploma at the end

of the course:

H: I have accepted that it is something that exists. You can recognize a
mongolian or a down syndrom, you know a spastic, but since we couldn't
detect anything visually in our children, we couldn't analyze the visuals and
we couldn't detect it so well. 1 was lacking there so I learned more about
autism, 1 was calmer and | accepted that it is a way of being more
professionally. At the psychologist’s office I was not like that but at the
psychiatrist, | said yes this exits so what can | do next. For example | said that
| did not accept initially but after I did, the first thing I did was to take a child
development course, | finished it and got a diploma too.

H: Onun var olan bir sey oldugunu kabul ettim. Nasil iste bir mongolu
biliyorsunuz ya da bir Down sendromunu taniyabiliyorsunuz bir spastigi
taniyorsunuz goriiyorsunuz ama bizim ¢ocuklarda gorsel olarak bir sey
gérmediginiz i¢in biz o kadar tespit edemedigimiz i¢in analiz edemedigimiz
icin burada eksik kaliyordum orada otizmle ilgili bilgi edindigim i¢in daha
sakindim daha profesyonel olarak bunun bir var olus oldugunu kabul ettim.
Ne yapabilirim mantigindaydim, pedagogda dyle degildim. Ama psikiyatride
de evet bu varmis gercekten ben ne yapabilirim. Mesela ben kendim dedim ya
ilk basta kabul etmedim ama kabul ettikten sonra ilk isim ¢ocuk gelisim
kursuna gitmek oldu kursu bitirdim benim de diplomam var.
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3.4.2 Monitoring the child’s improvement

In this sub-ordinate theme, participants describe how much their child has improved
with intervention. The children had been receiving a lot of education therefore
mothers tend to compare their child’s development to the way he was before. With a
desire for improvement or a recovery, they followed their children’s abilities. While
showing contentment with their child’s progress, they also expressed frustration and
disappointment because of the slow speed of progress. Cagla states that she observed

her child’s development and tried to improve it with several educational techniques:

C: So, I think that I supported him very well in that development process, so
even though I worked hard, | tried to do everything, as | said, you follow the
words like a normal developing child. This month he is supposed to say two
and three words but he doesn't say it or he has to have ten or fifteen words but
he doesn’t say it. He only has one or two words and you panic. This time you
feel the need to speak more and you buy talking toys. You know, when |
silence, you press the toys, and those toys talk all the time. We were
constantly in this fashion. Whether it is voice or educational toys

C: Yani o gelisim siirecinde ¢ok iyi destekledigimi diisiinliiyorum yani yogun
caligsam da sonugta her seyini yapmaya calistim zaten dedigim gibi
kelimeleri normal gelisen bir ¢ocuk gibi takip ediyorsunuz. Bu ay bir iki ii¢
kelime sdylemesi gerekiyor bakiyorsun sdylemiyor veya 10 15 kelimesi
olmasi gerekiyor bakiyorsun sdylemiyor. Bir iki kelimesi var ister istemez
panikliyorsun. Bu sefer ister istemez daha ¢ok konusma ihtiyaci duyuyorsun
konusan oyuncaklar altyorsun. Hani ben sustugum zaman oyuncaklara
basiyorsun 0 oyuncaklar konusuyor stirekli. Siirekli bu modaydik. Ses olsun
yaninda iste egitici oyuncaklari olsun seyleri olsun.

Ozge expressed contentment because her child’s speech improved after they

socialized together:

O: Well, sometimes he doesn’t understand a sentence we say. He can say,
“what did you say, what did you say?”, but thank goodness he speaks better
compared to before, he cannot pronounce or articulate some words but he
speaks well. He can speak his mind, he tells when he’s hungry he can tell
when he’s full. When we go outside we let him choose what he wants to
order. For example, when we go to a grocery shopping, | get a trolley, he gets
a trolley and | say buy whatever you want, get what you want, but we will
eliminate it before coming to the cash register. We continue socializing.
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O: Soyle geride tam anlamiyla bazen sdyledigimiz ciimleyi anlamiyor olabilir
yani. Ne dedin ne dedin diyebiliyor ama ¢ok siikiir eskiye nazaran iyi
konusmasi yerinde bazi kelimeleri yanlis telaffuz ediyor ya da ¢ikartamiyor.
Ama iyi konusuyor derdini anlatiyor agsa a¢cim diyor toksa tokum diyor.
Mesela disar1 ¢iktigimizda iste yemek tercihi ona birakiyoruz. Mesela bir
market aligverisine gittigimizde bir araba ben alirim bir araba o alir ne
istiyorsan canin ne istiyorsa al bakalim ama kasaya gelmeden eleyecegiz
bazen boyle yapiyorum. Gezmelere devam ediyoruz yani.

Gililiz expresses frustration about her child not improving faster. On the other hand,

she appreciates that he is expressing himself better than before:

G: This is like digging a well with a needle. There must be a reward for all
that labor. It is slow but it’s happening. He understands what | say, says his
needs. He wants to get married. | said what will happen when you grow up,
said that | will be a groom. He says he will be a groom. He knows that he is a
man; he knows that he is a man. He thinks about getting married, he knows
that he has to marry a girl. Roughly he knows the girls become the bride and
the boy is the groom. He said something to his last grandmother,
grandmother, where's my black pencil? She replied but she was surprised by
what he said. | was probably in another room. He wouldn't make such long
sentences.

G: Igneyle kuyu kazmak gibi bir sey bu. Emeklerin karsiligi olacaktir. Yavas
oluyor ama oluyor. Soyledigimi anliyor, ihtiyaglarini syliiyor. Evlenmek
istiyormus, biiyiiylince ne olacaksin dedim, damat olacagim dedi. Damat
olacagim demesi. Erkek oldugunun farkinda erkek oldugunu biliyor ben o
acidan bakiyorum. Evlenmeyi diisiiniiyor, bir kizla evlenmesi gerektigini
biliyor. Kabaca biliyor kizlar gelin olun erkek damat olur. Gegen
anneannesine sey demis, anneanne, benim siyah kalemim nerde? Ben gayri
ihtiyari cevap verdim demis ama a ne dedin sen diye sagirmis. Ben herhalde
baska odadaydim. Bu kadar uzun ciimleler kurmazdi.

Nihan also expresses disappointment with her child’s speed of improvement:

N: The thing that hurts me is that the things we give him are getting to him
very slowly. We progress very slowly; we progress so slowly that when he
goes slowly, I only feel sorry for him. Because we know that he can do much
better. For example, | say 4 and 2 and he says 6 to me. So | say let's do this on
the board there is no answer. He just shuts himself. When he does not want to
do it, whatever you do, regardless of how many hours you go, he only looks
at you.
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N: Beni zedeleyen durum sadece ona verdigimiz seylerin ¢cok yavas teneffiis
etmesi. Cok yavas ilerliyoruz, o kadar yavas ilerliyoruz ki o yavas
ilerlediginde ben yalnizca onun agisindan iiziiliiyorum. Ciinkii biz onun ¢ok
daha iyilerini yapabilecegini biliyoruz. Mesela 4 2 diyorum bana 6 diyor hani
bunu tahta iizerinde yapalim toplayalim diyorum cevap yok kapatiyor
kendisini. O yapmak istemedigi zaman siz ne yaparsaniz yapin kag¢ saat
ugrasirsaniz ugrasin sadece size bakiyor.

Hale states that it takes time but her child eventually learns what he is being thought:

H: My child is like this, if you show something for a month to Murat, he will
learn at the end of a month. My child did not know how to wait for a school
bus beforehand, he was running away, he was mobile, there was hyperactivity
besides autism, but now Murat has been accustomed to the school bus for
three years. He is waiting for his own bus while sitting down there, a lot of
buses are passing through my door and | watch from the window so he can
learn, but no matter how many companies pass, but Murat knows his own
bus.

H: Soyle bir cocugum var Murat’a bir ay gosterseniz bir ayin sonunda
ogreniyor. Benim ¢ocugum Onceden servis beklemeyi bilmiyordu saga sola
kagiyordu hareketliydi otizmin yaninda hiper-aktivite de var ama artik Murat
ti¢ senedir servisin gelmesinden servise alisti. Asagida otururken kendi
servisini bekliyor benim kapimdan camdan ben seyrediyorum 6grensin diye
bir siirii servisler gegiyor kag tane firma geciyor ama Murat kendi servisini
taniyor bekliyor asagida.

3.4.3 Comparing the child’s development to his peers

This subordinate theme involves participants comparing their child to his peers. The
mothers made comparisons in order to follow their children’s level of development.
This comparison also resulted in various emotions like surprise, envy and sadness.

Gilliz states that it is important to compare:

G: We did not understand much that we have such a problem in our child. |
was working very hard and then it was my first child, and you know how they
say don't try to compare your child with other children? Actually, it is
necessary to compare. No you will compare. You'll see. You have to do this
within yourself. Because you know | am shocked by? | was shocked when |
witnessed the speech of a child at the same age of Doruk and what he did. |
said, uh, how different he was. Doruk can't do what he does. | am talking
about such a comparison. An observation.
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G: Biz ¢ok anlayamadik biz ¢ocugumuzda bdyle bir sikint1 oldugunu. Ben
¢ok yogun ¢alistyordum sonra benim ilk ¢ocugumdu ¢ok diger ¢ocuklarla
kiyaslamayin deniyor da. Aslinda kiyaslamak gerekiyor. Hayir.
Kiyaslayacaksiniz. Goreceksiniz. Bunu kendi iginizde yapmaniz gerekiyor.
Ciinkii ben ne zaman sok oldum biliyor musunuz? Doruk’un yasinda bir
cocugun konusmalarini ve yaptiklar1 seylere sahit oldugumda ben kaldim
yani. Aa dedim yani ne kadar farkli dedim. Doruk yapamiyor onun
yaptiklarini. Boyle bir kiyaslamadan bahsediyorum. Gézlem yani.

Ozge felt envious of other kids’ speech:

O: We didn’t understand, my first baby is my first experience. There was no
problem, no discomfort in my husband’s side or mine. The first baby was not
understood, it was fine, and there was no such thing. Or | don't know I didn't
understand. There were two months left until he was three years old. He was
diagnosed. It happened again with my initiative. Here, | see other children in
the site. They speak beautifully with sentences and everything. Our child
doesn’t.

O: Anlamadik ilk bebegim ilk tecriibem. Esim tarafindan da her hangi bir
rahatsizlik bir problem yok benim tarafimda da yok. Hani ilk bebek
anlagilmadi gayet iyiydi dyle bir seyi yoktu. Ya da ben anlayamadim
bilmiyorum. Ta ki ti¢ yasinda iki ay vardi. Tanis1 konuldu. O da gene benim
seyimle oldu. Iste site i¢inde baska cocuklar1 griiyorum yasitlarini iste ay ne
giizel konusuyor climlesi var susu var busu var. Yok, ama bizde yok.

Hale feels bad about her child being different from the other children in school:

H: During the class break the other children can go to the canteen and buy
something. Murat cannot do that on his own. | feel bad. | say that if my child
was a normal individual, | would not have experienced it.

H: Diger ¢ocuklar zil ¢alinca teneffiise gidiyor kantine gidip bir sey alabiliyor
Murat kendi bagina onu alamiyor. K&tii hissediyorum. Diyorum ki ¢cocugum
normal bir birey olsaydi bunu yasamazdim diyorum.

3.4.4 Controlling their child’s life remotely when they are apart

Many of the participants talked about how uneasy they feel when they are not with
their child. They feel worried and nervous and in return, they are trying to learn
everything about the time they spend apart from each other. They also try to
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manipulate their child’s surroundings and feel frustrated when they cannot. This need
for control is prominent among many of the mothers in this study. Nihan states she
feels the need to be with him everywhere because he doesn’t talk and she complains

that school administration does not listen to her:

N: There is nothing when it comes to Ali. Do you have any homework? No
answer. | have done this at school, we have done this, we will repeat it, my
friend has done this to me, or | asked for this, he tells nothing of that sort.
Because | do not know what | have not seen because of this situation, |
always face the question of what happened today. What does he do when he
is alone, that is constantly on my mind. They are going to the park with his
brother. I wonder what he did in the park. | feel the need to be with him when
Serkan says they beat my brother. | want to know. | also go to his school
because they do not allow these children to go to recess. They say if children
run away, we can’t take that responsibility. I tell them that they have a big
sports facility so they can give physical training to these children but they just
ignore it.

N: Ali’ye sira geldigi zaman 6devin var mi1 cevap yok. Okulda bunu yaptik
bunu isledik bunu tekrar edecegiz arkadasim bana bunu yapti veya canim
bunu istedi durumu olmadig i¢in gérmedigim seyleri bilmedigim icin acaba
bugiin ne oldu sorusuyla kars1 karstya kaliyorum her zaman. Siirekli aklimdan
gegen bu yalniz kaldiginda ne yapiyor. Kardesiyle parka gidiyorlar acaba Ali
parkta ne yapti kim var, Serkan zaten anne kardesimi doviiyorlar dediginde
zaten siirekli onun yaninda olma ihtiyaci hissediyorum. Bilmek istiyorum.
Okula da gidiyorum ¢iinkii alt siniflarda teneffiise ¢gikma yok. Cocuklar
kagarsa, cocuklara bir sey olursa biz o sorumlulugu tistlenemeyiz diyorlar.
Okulun yan tarafinda kocaman bir spor salonu var, beden dersi kondisyon
egitimi verilebilir diyorum ama go6z ard1 ediyorlar.

Cagla states that she cannot trust anyone so she feels like she must be informed about

every detail regarding her child:

C: I mean, when we are not together now, I need to call and constantly ask
about him, there is a shadow sister at school right now. Tolga was sick on the
weekend; he has a cough for example so | am calling during the breaks. How
was the lesson passed? Did he cough? She informs me all the time, she just
texted me before you came. She even informs that she has changed his
clothes. It is so because my child cannot express himself, because he cannot
explain himself to me. You cannot trust people no matter how good they are,
no matter how comfortably you work with them | want to know everything
when it comes to my child. What did they do in the lesson since the morning
he started the lesson, was the teacher extra interested in Tolga? Is there
homework, did you play games during the break, what games did you set up,
did he eat his fruit, his snacks his food? | want to know everything.
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C: Yani soyle beraber olmadigimizda yine arayip siirekli sorma ihtiyaci
duyuyorum. Tolga su anda okulda yaninda golge ablasi var. Tolga hafta sonu
hastaydi oksiiriigii var bugiin mesela teneffiislerde arryorum ders nasil gecti
oOksiirdii mii o da bana siirekli sey yapiyor mesela az dnce siz gelmeden Once
yine mesaj att1. Uzerini degistirdiginin bile bilgisini veriyor. Cocugum
kendini ifade edemedigi i¢in kendini bana anlatamadig1 i¢in dyle oluyor. Yani
sOyle glivenemiyorsunuz insanlara ne kadar iyi de olsa ne kadar ¢ok sey
giivenle calissaniz da ¢cocugunuzla ilgili bir konu oldugu i¢in her seyini
bilmek istiyorum. Sabah derse basladigi andan itibaren derste ne yaptilar
ogretmen Tolgayla her hangi bir ekstradan ilgilendi mi su bir sey verdi mi.
Iste 6dev verdi mi teneffiiste oyun oynadiniz m1 ne oyun kurdunuz meyvesini
yedi mi ¢erezini yedi mi yemegini yedi mi her seyini bilmek istiyorsunuz
mesela.

Hale expresses her frustration about not being let into the classroom. She states that
she wants to be with her child because she views the education system as

insufficient:

H: They don't want me as a mother inside. In other words, I think the right
thing is that they do not want me. Right there is an education. If children see
me, how much they can adapt to this education. At the same time, | do not
think they are right because their education is not good enough. So some who
is capable should stand in place and the state should channel this or | have to
be in there.

H: Bir anne olarak beni istemiyorlar i¢cerde. Yani beni istememeleri bana nasil
geliyor bir yandan soyle diistiniiyorum haklilar orda bir egitim var ¢ocuklar
beni goriirse bu egitime ne kadar adapte olabilirler bir ses de igimden diyor ki
hakl1 degiller egitimleri yetersiz. O zaman ya benim yerimde bu isten
anlayacak birinin durmasi gerekiyor devletin bunu kanalize etmesi gerekiyor
ya da benim orada olmam gerekiyor.

Participants’ initial reactions to their child’s diagnosis were rapidly displaced with
the need to take action. This need was comprised of a need for a hope of recovery
and worry about their child’s future. So their efforts were toward making up for what

is missing in their child.
3.5 Idealizing their place in their child’s life

The interviews reveal that the mothers idealize their place in the life of their child
and glorify their position as a mother. The sub-themes are, solely responsible, only
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person who can cure the child, devotion by putting their child at the center of their

life, postponing self- care and leisure, chosen by a higher power.
3.5.1 Solely Responsible

This theme reflects participants’ views about themselves as the only responsible
person about their child’s life. Despite the support they received from their
surroundings, they state that they chose to take on all the responsibility on
themselves regarding the care taking of their child. They explain that they saw
themselves as the ultimate person who can impact their child’s life. They describe
themselves as the sole care taker and Ozge states that she carries all of the

responsibility about raising her child:

O: Actually, I have the whole responsibility. I am in service 24 hours a day. I
don’t have weekends, I don’t have a salary. [ am actually in service 24/7. 1
take care of the kids, the house, shopping and everything. Koray’s lessons and
reading. You send one in the morning and you send another in the evening
and in the evening you are making games with both of them.

O: Aslinda sorumluluk tiim bende. 7/24 bilfiil hizmetteyim. Cumartesi
pazarim yok ayligim yok. Ben 7/24 bilfiil hizmetteyim. Cocuklarla ilgilen
evle ilgilen aligverisiydi sunuydu bunuydu. Koray’in dersleriydi okumastydi.
Birini sabah gonderiyorsun digerini aksam gonderiyorsun aksam olunca
ikisiyle de oyun kuruyorsun.

Positioning oneself as the sole responsible and expecting to do everything creates the

challenge of acting like a supermom for Giiliz:

G: Itis a very, very big responsibility and you think about it all the time. You
are trying to be strong, you are trying to do everything, and so, for example, |
tried to do everything. | took everything upon myself because you expect that
from yourself. I must do it, | must take care of it, | must resolve it.

G: Cok ¢ok biiyiik bir sorumluluk yani siirekli onu diistinliyorsunuz. Giiglii
olmaya calistyorsunuz her seyi yapmaya ¢alistyorsunuz yani ben mesela her
seyi yapmaya c¢alistim her seyi tizerime aldim hep ¢iinkii kendiniz de bu
beklenti icindesiniz ben yapmaliyim ben halletmeliyim ben ¢6zmeliyim.
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Cagla states that she is the only one who is in charge regarding the decisions to be

made about her child.

C: Even though | worked hard, I tried to do everything as I said. I did
everything. Without me no one can do anything with him. His father has an
effect on him but when | say this is supposed to happen for Tolga, he stays
there. Because | ran after him and his education life, his father does what |
say and leaves it to me. Actually by doing that he gets rid of the responsibility
and | always question my decisions. I think whether this is a good place to go.
But I wanted to take on this responsibility; I couldn’t leave my child to
anybody.

C: Yogun caligsam da sonugcta her seyini yapmaya ¢alistim zaten dedigim
gibi. Ben her seyiyle ben benden ayr1 kimse Tolgaya iyi sey yapamaz
babasinin da etkisi var ama ben hayir o Tolga i¢in iyi degil bdyle olmasi
gerekiyor dedigi anda orda durur. Hemen her seyi, egitim hayatinin pesine
ben kostugum i¢in ben ne dersem onu yapar bana birakir. Aslinda birakmakla
izerinden yiikii atiyor aslinda. Bana atiyor ben de bu sefer hep iyi yerler
dogru kararlar verme seyi oluyor bu seferde kararlarimi sorguluyorum. Bu
gittigim yer iyi bir yer mi acaba? Bu roli iistlenmeyi de ben istedim, zaten
bana kald1 gibi oldu ama ben de bu role biiriinmeyi istedim ¢ocugumun seyini
kimseye birakamazdim yani.

Nihan states that her child only needs her. She explains that what her child truly
needs is to be always with his mother and this need is more central and important
than any other need. She undermines her child’s bond with his father and states it is

as less important:

N: I feel more like a mom next to him. Because he is the only one who needs
me. Nobody else. He does not need others in anyway. Even when he goes to
school, if I am at school, I will stand by him. There is always the fear of being
lost if he doesn’t see me. At night, he says mom, lie next to me. Normally,
when he was 3 months old, he could sleep alone, and his brother did not sleep
with us either. Let me hug my mother, let’s smell each other and then I’1l go
to bed, but this is not so much like that with the father.

N: Anne oldugumu onun yaninda daha ¢ok hissediyorum. Ciinkii bana
ithtiyaci olan tek kisi su an o. Baska kimse degil. Baskalarina ihtiyac1 yok
hi¢bir acidan. . Okula gittigi zaman bile okulda ben olursam ben duracagim
onun yaninda ben olacagim. Siirekli beni gorecek, kaybolma korkusu var
yalniz kalma korkusu var. Gece anne yanima yat. Normalde 3 aylikken yalniz
yatan bir ¢ocuktu. Kardesi de 0yle kardesi hi¢ bizle yatmadi zaten. Anne
yanima yat bir sarilalim bir koklayalim birbirimizi ondan sonra yatagana git
durumu mevcut ama bu babayla cok mevcut degil.

80



3.5.2  Only person who can cure the child

This sub-ordinate theme is about mother’s perception of themselves as the person
who willfix their child. They believe that the child will grow out of the spectrum and
this is only possible with their efforts as mothers. They see their role as more
essential than the rest of the family members’ and professionals’. Giiliz states that
more than anyone else she will make professionals. She also expresses a need for

hope for the betterment of her child’s future:

G: I should do it, I should take care of it, I should solve it. I said | will get
through to him, 1 will fix my child. 1 will do it. I will correct my child. |
am the one to do it. So when | say I will correct him, there are therapists and
everything but I am with him as his mom. I will do it. You are always looking
for hope and remedy. There is always hope. Hopefully one day it will happen.

G: Ben yapmaliyim, ben halletmeliyim, ben ¢6zmeliyim. Hani ben seye kadar
gittim yani bir kanaldan girecegim ben diizeltecegim ¢cocugumu. Ben
yapacagim bunu falan. Diizeltecegim ben ¢ocugumu, yani diizeltecegim
derken tabi ki terapistler vesaire ama hani ya ben yanindayim ben yapacagim
ya hani yani hep umut, ¢are artyorsunuz ya. Hep umut yani bir umut var
insanin i¢inde insallah olacak bir giin yani.

Cagla also feels that it is up to her to fix her child:

C: Yes, after all, this is my child, I have made so much effort, | have done so
much, | have to follow everything according to him, whether it is a wrong
case or a wrong approach, | have to follow it and warn people. If someone
can do something about Tolga’s recovery, who can it be besides his mother?

C: Evet aynen sonugta bu benim ¢ocugum o kadar emek vermisim o kadar
sey yapmisim herkes ona gore her seyi planlarin yanlis bir davranis olsun
yanlis bir yaklasim olsun ona gére uyarmak zorundayim takip etmek
zorundayim yani. Yani Tolga nin diizelmesi i¢in yaparsa ben bir sey
yapacagim, annesi olarak baska kim olabilir?

Nihan states she’s the person to meet all her child’s social and physical needs and

she’s the one who will cure him:
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N: Motherhood is nothing else for me than to meet all his social and physical
needs. I’m always thinking what | can do more and what I can do to be
enough for him. In the end | will fix my child some way.

N: Annelik benim i¢in onun biitiin sosyal ve fiziksel ihtiyaglarini karsilamak
bagka bir sey degil. Ben siirekli onun i¢in daha ne yapabilirim ona yetebilmek
icin ne yapabilirim onu diisiinerek yasiyorum. Bir sekilde ben diizeltecegim
cocugumu.

3.5.3 Dedication by putting their child at the center of their life

Many participants stated that their child is at the center of their life now, and they
plan everything around their child’s needs. They state that they devote themselves to
their child and his education. None of the mothers are employed at the time of the
interviews and given that they associate work with socializing, their quitting their
jobs after having a child with autism also limits their social life and leisure. Nihan

expressed directing all of her energy into taking care of her child:

N: After he has been diagnosed, | have completely stopped working, and | have
not continued to work in any way. In order to take care of him, when they say
work, | say first of all, Ali. I must complete the shortcomings of the Ali. We are
constantly like, let’s go the pool, go to the school do the puzzle. | was like this,
only thinking about Ali. Nothing else crossed my mind. Neither work nor career
nor work life has passed into my mind, but all I ever thought is how much I can
be enough for Ali and how much I can fix him.

N: Tan1 konulduktan sonra zaten is hayatini tamamen biraktim zaten higbir
sekilde calismaya devam etmedim. Onun egitimine ilgilenebilmek icin is
dendigi zaman bana diyorum 6nce Ali. Ali’nin eksikliklerini tamamlamam
lazim. Biz Ali ile siirekli olarak hadi egitim gidelim havuza gidelim okula
gidelim puzzle yapalim. Bu sekilde Ali’yi diisiiniiyordum sadece bagka higbir
sey aklimdan gegmedi. Ne is ne kariyer ne is hayat1 aklimdan ge¢medi hala dyle
tek diistindigiim sey Ali’ye ne kadar yetebilirim onu ne kadar diizeltebilirimdi.

Hale states that it is her responsibility to make her child the priority:

H: Murat belongs to me. This responsibility belongs to me, so | am strong and
dedicated to him. So | cannot go out, | do not have the opportunity and when

| can go somewhere | go with Murat. So let's see with plain logic. Murat is
my child, if I am not going to give up Murat, | have to shape my day
accordingly. If I am going to give him up, | can look for other methods, I can
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cry about not going out, not doing things but I can’t do these things so | am
devoted to him. Our other children, everyone in the house, we are
programmed according to Murat, our priority is Murat.

H: Murat bana ait. Bu sorumluluk bana ait dolayisiyla kendimi giiclii ve ona
adamisim. Ay disar1 ¢ikamiyorum. Gezmeye gidemiyorum yapmiyorum firsat
varsa ve Murat’la gidebilirsem. Murat benim ¢ocugum ben Murat’tan
vazgecmeyeceksem giiniimii ona gore sekillendirmek zorundayim. Eger
Murat’tan vazgececeksem kendime bagka iste yontemler arayabilirim
aglayabilirim sizlayabilirim disar1 ¢itkamadim gezmeye gidemedim oralarim
eksikligim kald1 onu yapamayacagima gore kendimi Murat’a adamis
durumdayim. Diger ¢ocuklarim da evdeki herkes de Murat’a gore
programliyiz dnceligimiz Murat.

Cagla states that their schedule revolves around Tolga’s needs:

C: We would definitely go to Diizce when we had day off from work for two
consecutive days, because the Tolga’s psychologists said to go to places with
gardens. And because my husband was living in the center but we went to the
village to my aunt so that he can spend more time with children outside.
Wherever Tolga is going to be good, we have always organized our lives
according to the Tolga. Since the child is at the forefront now, | don't think of
anything for my own life right now. Everything is according to his plan.

C: Daha ¢ok iki giin iist iiste iznimiz oldugunda mutlaka Diizce’ye giderdik.
Cilinkii Tolga’nin psikologlart bag bahge falan olsun dedikleri igin orada da
mesela hatta esim merkezde oturuyor benim halam var kdyde oturuyor
halamin yanina gotiiriirdiik ki ¢ocugu sirf Tolga orada daha kdyde bagda
bahgede daha ¢ok cocuklar disarida onlarla daha ¢ok vakit ge¢irsin diye.
Tolga nerede 1yi olacaksa Tolgaya gore hayatimizi hep diizene soktuk. Su an
cocuk 6n planda oldugu i¢in su an kendi hayatim i¢in bir sey diistinmiiyorum.
Her seyimiz onun planina gore.

Giiliz states that because her child has special needs, he becomes the center of her

life. She prioritizes his wellbeing over hers:

G: He is at the center of your life, we all have our own lives, but when it is a
problem and when it’s a special child, and it becomes different. | should fix
him first; I can do something for myself anytime. You know they always say
you will be good so he will be good, | say if he is good only then I can be
good. I always think of him first, his well being. I don’t want him to lack
anything, | want people to be nice to him I want him to meet nice people.

G: Hayatimizin aslinda merkezinde o var su an aslinda tabi hepimizin kendine

ait hayatlar1 var ama {istiine Ustiiliikk problem olunca 6zel bir ¢ocuk olunca bu
daha farkli oluyor. Yani iste, onu bir diizelteyim de diyorsunuz nasilsa
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kendim i¢in bir sey yaparim. Hani hep derler ya siz 1yi olacaksiniz ki ¢cocuk
iyi olacak. Ben de diyorum ki o iyi olursa ben iyi olacagim diyorum. Hep ilk
once onu diisiinliyorum ilk 6nce onun iyi olsun onun bir seyi eksik olmasin o
iyi olsun insanlar ona iyi davransin yani dyle hep diyorum ki hayatta iyi
insanlarla.

3.5.4 Postponing self-care and leisure

This sub-ordinate theme is about participants stating that they actually do not do
anything for themselves. They explain that they don’t spare time for leisure activities
or engage in any pastime activities individually. They postpone self care to an
unknown future when their child is recovered from autism. Cagla states that she

doesn’t think for herself because she prefers to invest all of her time to her child:

C: Oh, right now, not at all. I do not want to do anything. It's just about
Tolga. It's actually something like this now. I couldn't spare myself a lot of
time. | did not even spend any time in the process. There was always
education in our lives, there was always something, but not only for me
individually but as a family. For example for myself | am thinking about an
English course. But | don't have time to do anything individually. Since our
lives are shaped according to the Tolga during the day and if | set something
according to my leave days, we make other plans including my husband and
the kids. There is nothing | do for myself individually right now. For
example, if I have free time at the moment, in order not to leave him idle, |
take him to the shore, to the park so he can ride his scooter there. He
shouldn’t be idle. That’s why I don’t think anything for myself. There are
things that | think, there are courses, there are things, but | need to go to them
regularly and I can't spare time for them. Since the child is at the forefront
now, | don't think of anything for my own life right now.

C:Ay su an hig bile. Higbir sey yapmak istemiyorum. Sadece Tolga. Su an
aslinda sOyle bir sey. Kendime ¢ok vakit ayiramadim. Siirecte hatta hi¢ vakit
ayirmadim. Hep hayatimizda egitim vard1 hep bir seyler vardi ama bireysel
olarak kendim igin degil de yine ailecek. Kendim igin mesela su an Ingilizce
kursu diistinliyorum. Ama bireysele su an bireysel yapabilecek vaktim yok.
Giindiizleri mesela zaten hayatimiz Tolgaya gore sekillendigi i¢in izin
giinlerimizde de izin giinlerime gore bir sey ayarlasam esim evde esim ve
cocuklar bagka bir planimiz oluyor. Su an kendime bireysel yaptigim bir sey
yok. Mesela su an bos vaktim olsa Tolganin da bos vakti olsun Tolga bos
kalmasin diye higbir sey olmasa sahile gotiirtiriim bisiklet siirdiiriiriim parka
gdtiirlirlim scooter siirdiiriiriim ¢cocuk bos kalmasin o ylizden su an kendim su
an bireysel bir sey diistinmiiyorum. Diisiindiiglim seyler var kurslar var seyler
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var ama diizenli onlara da gitmek gerekir ve onlara zaman ayiramiyorum. Su
an ¢ocuk 6n planda oldugu i¢in su an kendi hayatim i¢in bir sey
diistinmiiyorum.

Giiliz states that she’s not doing anything apart from taking care of her child. She
also states that instead of spending money for herself, she would prefer to pay for

more of her child’s therapy sessions:

G: Apart from taking care of Doruk? Honestly, I'm not doing much. So it is
general, and since we have a very routine, | take Doruk everywhere.. | don't
do much when he is at school either. Then | take him from school, I dress
him, | feed him, we go to therapies. So we are together. He's my friend. Of
course there are many things | want to do, but since the priority is always
Doruk, I am postponing some things. Some things are also a matter of
finance, because you know we spend everything for him, these things are
very expensive. So | say instead of doing this for myself, I will take him for
two more sessions.

G: Doruk’a bakmak diginda valla ¢ok fazla bir sey yapmiyorum agikgast.
Oyle genel yani ve ¢ok rutinimiz oldugu i¢in Doruk’u her yere ben
gotiirliyorum. Genelde okuldayken de ¢ok bir sey yapmiyorum. Okuldan
getiriyorum giydiriyorum i¢iriyorum terapilere gidiyoruz. Beraberiz yani.
Arkadasim o benim. Tabi yapmak istedigim ¢ok seyler var ama oncelik hep
Doruk oldugu i¢in 6teliyorum bazi seyleri. Bazi seyler de imkan meselesi,
clinkii biz biitiin imkanlarimizi, biitiin her seyimizi ona biliyorsunuz bu isler
cok masraflari. Ben bunu yaparsam bunu yapana kadar iki seansa gotiirtirim
diyorum yani. Oyle diisiiniiyorum.

Nihan states that she spends her spare time by reading child development books for
her child to better equip herself as a mother of a child with autism:

N: I can’t really say I do much for myself. What time I have left from taking
care of Ali, | read books about child education in order to help him better. |
always try to improve myself. | always think about ways to make him better
to improve him better. | read self- help books.

N: Kendime pek bir sey yapiyorum diyemem. Ali’yle ilgilenmekten kalan
zamanda da ¢ocuk gelisim kitaplar1 okumaya ¢alistyorum ki Ali’ye daha fazla
yetebileyim. Bu yilizden kendimi gelistirmeye c¢alistyorum ki Ali’yi daha iyi
diizeltebileyim. Kisisel gelisim kitaplari falan okuyorum.

Ozge says that all her time goes to taking care of the kids and doing house work:
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O: Not much is going on with me other than kids and housework actually.
When kids are asleep | do some house work. Just some routine housewife
duties. They take so much of my time anyway.

O. Valla cocuklar ev isi falan derken pek de baska bir sey yok. Bunlarla, bunlar
uyudukea sey oldukga evin isi. Rutin ev hanimi yani. Zamanimin biiyiik bir
kismin1 aliyor bunlar zaten.

3.5.5 Chosen by a higher power

This sub-ordinate theme is about participants’ attributions about why their child has
autism. In order to make sense of their experience, participants resort to spiritual
concepts. They state that it came from a higher power and that’s how they are trying

to accept their situation. Cagla states that it was meant to be:

C: Fortunately, this is something I should have experienced and | am glad that
Tolga happened. It was supposed to happen. Good and bad, there is Tolga.
Tolga is a completely different issue, for example, now there is a little one
Mert, but the place of Tolga is always different.

C: lyi ki bu benim yasamam gereken bir seymis ve iyi ki Tolga oldu diyorum.
Olmasi gerekiyormus. lyisiyle de kotiistiyle de iyi ki Tolga var. Tolga
bambagka su an mesela mert de var kii¢iigii de var ama Tolga’nin yeri hep
farkli.

Ozge thinks that it came from God:

O: How should I know, my mother-in-law asked a lot, nothing like that on
our side, nothing like that in your side, how did this happen? In other words,
we say we are willing to accept everything that comes from my Lord and we
step aside. We plead. Of course, it was very difficult to accept. I still have my
eyes filled. Nothing to do. It’s God’s discretion.

O: Ne bileyim, kaymvalidem de ¢ok sordu biz de yok dyle bir sey dedi sen de
yok dedi nasil oldu boyle bir sey dedi yani ben de bilmiyorum. Yani
rabbimden gelen her seye raziyiz deyip kenara ¢ekiliyoruz. Kabulleniyoruz.
Tabi kabullenmesi ¢ok zor oldu. Hala gozlerim dolar yani. Yapacak bir sey
yok. Allah’in takdiri.
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Giliz believes that she is chosen:

G: I wish I had a normal developing child, I had dreams, things | would do, I
was thinking so much. Now this boy came to me, | believe that | was chosen.
When I think about it, | feel better. They say this for autism, autism is for a
lifetime, but it can be pulled somewhere by doing certain things. | will not be
able to make a hundred percent, but | want to bring him to an 80 percent.

G: Keske normal gelisen bir ¢ocuk olsaydi ne hayallerim vardi neler
yapacaktim o kadar ¢ok sey diisiiniiyordum ki. Simdi de bu ¢ocuk bana geldi
ben secildim inanin dyle diisliniiyorum. Bunu da diisiindiigiimde kendimi
daha iyi hissediyorum. Otizm igin sey diyorlar ya, otizmse 6miir boyu otizm,
ama belli seyler yaparak bir yerlere ¢ekilebiliyor. Ben ylizde ylizii
yapamayacagim belki ama yiizde 80 bir yere getirmek istiyorum Doruk’u.

Hale believes it’s her and her child’s fate:

H: As areligious person I think that this is my fate and this is his fate but how
can we change his fate and make it different. This is my fate and | must do
this. Murat belongs to me. This responsibility belongs to me.

H: Ben inancli bir insan olarak soyle diistiniiyorum bu benim kaderim onun
kaderi de boyle ama bu kaderi biz nasil degistirebiliriz nasil farklilastirabiliriz
yani bu benim kaderim bunu yapmak zorundayim. Bu bana ait Murat bana
ait. Bu sorumluluk bana ait.

Participants exaggerate their responsibility in their child’s life and explain that they
had to become self- sacrificial for the well- being of their child. They express feeling
uneasy and unsafe about other people’s involvement in their child’s care giving so

they feel obliged to control everything.
3.6 Conflicting attributions regarding the child’s father

The super-ordinate theme includes participants’ conflicting attributions about their
child’s father. While portraying their child’s father in certain light such as a
successful and a sufficient person, they also view their spouse as insufficient
regarding the care of their child with autism. . Glorifying their own role as mothers
and sole caregivers, they express the inefficiency of the fathers. The sub-ordinate
themes are as successful breadwinner, good father, good spouse, and insufficient in

addressing their child’s special needs as sub-ordinate themes.
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3.6.1 Successful breadwinner

The participants showed appreciation towards their spouse regarding their hard work
and their financial support to their family: There is a division of labor in the sense
that the father is the breadwinner to finance the expensive therapies and
extracurricular activities of the child while mother is responsible from taking care of
the child. Cagla states that her husband’s role is to provide for their family

financially:

C: He does his own job and works intensely, but in the end, there is
something like this, of course, | have mentioned all the education we
received, and the fact that we didn’t leave our child idle. This is only possible
with the financial resources. And someone has to carry this financial load so
in this direction, my husband works hard and provides us with all kinds of
resources. At the end of the day, we focus on Tolga. One of us is
concentrating on the material part of the training to be provided for Tolga.
His role is different, mine is different.

C: Kendi isini yapiyor ve yogun ¢alisiyor. Ama sonugta sdyle bir sey var tabi
ki bu saydigim bu siire bos gegmeyen zamanlarda aldirdigimiz egitimlerde
hep maddi imkanla oluyor. Bunu da birinin karsilamasi gerekiyor bu yonde
de esim yogun ¢alisip sonugta bize her tiirlii imkan1 sagliyor. Sonugta
Tolga’ya yogunlasiyoruz. Birimiz de Tolga i¢in saglanacak egitimin maddi
boliimiine yogunlagiyoruz. Onun rolii farkli benim farkl.

Hale states that her family is not in a miserable state because her husband’s devotion:

H: My husband is now honestly devoted to his family. He brings everything,
he brings his earnings to us he shares everything with us and thinks of his
family If the families do not have the financial ability, if you do not have
power, you will be miserable. For example if you have the finances you can
hire a shadow teacher, you can hire one and pay her. It’s much easier.

H: Esim simdi Allah i¢in ailesine kars1 fedakar biri. Kazancini nesi varsa her
seyini bize getiren bize paylasan ¢cocuklarini diislinen ailesine kars1 fedakar.
Insann ailelerin maddi yeterliligi yoksa giicii yoksa sefil oluyorsun maddi
gliclin olsa bir gélge abla denen bir olay var tutarsin parasini verirsin mesela
cok daha kolay.

Nihan states that her family can afford her child’s demanding financial load because

of her husband’s earnings:
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N: He has the obligation to work. Unfortunately, when you go to a
psychologist and tell your troubles and when you really want to get an
individual education, we live in an industry that receives exorbitant numbers
from you. You want to take him to a speech therapy; you have to leave at
least 250 liras on the table at that moment. Only then they’ll have a dialogue
with you. After all, he is a person who wants to contribute to the education of
his child in a way so he has to earn some money, so he cannot do any other
job because he has to work, but that’s how we can overcome the expenses of
the child, so we can meet our social needs in this way.

N: Hani ¢alismak durumunda ¢alismak mecburiyetinde. Gergekten bir yere
gittiginiz zaman bireysel egitim almak istediginizde bir psikologa gidip
derdinizi soylediginiz zaman sizden fahis rakam alan bir sektérde yasiyoruz
maalesef. Bir konugma terapisine gotiirmek istiyorsunuz en az 250°’yi bir kere
0 an masaya birakmak zorundasiniz ki sizle diyaloga girsinler. Sonugta bir
sekilde para kazanmak zorunda bir sekilde cocugun egitimine katki saglamak
isteyen bir insan o yiizden hani ¢alismak durumunda oldugu icin baska bir is
de yapamiyor ancak bu sekilde ¢cocugun masraflariyla asabiliyoruz altindan
kalkabiliyoruz sosyal ihtiyaglarimizi bu sekilde karsilayabiliyoruz.

3.6.2 Good father

Participants described their spouses as good fathers. Ozge says that her child’s father

socializes with them:

O: His father is good, as good as possible. He takes the kids out. He takes them
to cinema, he makes some activities. We started doing that this year. Here | take
care of her and he takes him into the cinema and we come and go like this.

O: Babas1 iyi yani, olabildigince iyi babasi. Gezdirir tozdurur. Sinemayd iste
boyle etkinlikler yapar. Iste ben bunla ilgileniyorum (kiz1) o da sinemaya onu
sokuyor boyle gidip geliyoruz.

Cagla praises her husband’s relationship with their children:

C: At the weekend, because we were told to speak with Tolga all the time we
used to spend time with him in our off days so there was a mode where we
used to talk all time and tell him everything. We used to talk about everything
about life. And when he comes home to spend more time, of course, his
communication with his children is very good. They both play games and
spend time together.

C: Hafta sonu zaten esimle ben de izin giinlerimizde siirekli Tolgayla vakit

gecirdigimiz icin ve siirekli konugsmamiz sdylendigi i¢in zaten o donem Oyle
bir moddu ki siirekli konusuyorduk stirekli her seyi anlatiyorduk. Hayatla
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ilgili her seyi. Esim de eve geldigi zaman tabi ki ¢ocuklariyla iletisimi ¢ok
iyi. Ikisiyle de birlikte mutlaka oyun oynar zaman gegirir.

Hale talks about her husband’s emotional investment to his children:

H: When the evening comes, the father comes and the father starts to take
care. I'm going back home and to myself, dad takes care of them. If the
lessons are going to be done, we are doing the lessons. If I don’t have
anything and I have time I take care of his lessons too but it’s usually his
father. And when we go out, my husband always wants to take the kids with
us. He wants to be with them. For example, sometimes I say, especially in the
mall. Please, let's not go with them because we leave before we can shop
every time we go. My mother-in-law is looking after them and my mother
looks after them. Let's leave them. But he says no, he will come with us. He
says it will be a change for Murat too, and we come back without shopping.

H:Aksam olunca baba geliyor baba ilgilenmeye bagliyor. Ben eve ve kendime
doniiyorum baba onlarla ilgileniyor. Dersleri yaptirilacaksa dersleri
yaptirtyoruz benim sey yoksa vaktim varsa Murat’in dersleriyle ben de
ilgileniyorum ama agirlik baba ilgileniyor. Esim sdyle ben gezmeye
gidiyorsam ¢ocugum da gelsin. Onlarla olmak istiyor. Bazen sey diyorum,
litfen onlarla gitmeyelim ¢iinkii her gittigimizde aligverisimizi yapamadan
cikiyoruz. Ya diin annem bakiyor kayinvalidem de bakiyor sag olsun.
Birakalim, hayir bizimle gelecek. Ona da degisiklik olsun ve biz hi¢ aligveris
yapamadan geliyoruz.

3.6.3 Good spouse

Many of the participants state that they have a good relationship with their spouse
and state that their husband is a good spouse. Cagla says that they know each other

very well:

C: My relationship with my husband is very well, thank goodness. But of
course we have been very tense after the troubles of Tolga because we did not
know what to do with the child. There was a confusing, trying time but apart
from that, we recovered and there is no problem. Our relationship was already
very good. It was not an arranged marriage or anything. It was a love
marriage. Before that, he was my school friend for years and after school
finished we started dating and he was someone | know for years. We knew
each other very well so we had no difficulties.

C: Esimle iliskim gayet iyi Allaha siikiirler olsun ama tabi ki bu Tolganin
sikintilarindan sonra ¢ok gerginlestirdigimiz zamanlar oldu ¢ilinkii cocugun
pesinden ne yapacagimizi bilemiyoruz O bir karigiklik bir bocalama siireci
oluyor ama onun haricinde toparliyorsunuz bir sikint1 yok. Ondan 6nce de
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gayet iyiydi zaten sonugta goriicii usulii falan degil severek evlendim. Ondan
oncesinde yillardir okul arkadasimdi okul bittikten sonra ¢ikmaya basladik.
Ama yillardir da tanidigim birisiydi huyumuzu suyumuzu biliyorduk
zorlugumuz olmadi.

Hale states that her husband is a good husband and she misses the times they used to

spend alone together:

H: My husband support me my husband's family support me my own family
support me | was very lucky about that. He is a good husband, but we cannot
spare time for each other because of the children. Our life is always in front
of children. Let's go to have a coffee alone or have tea alone. Let’s go out, go
on a holiday or something. But we can’t. Of course we were doing before
Murat. According to our budget, we were doing it by ourselves, because there
were no children. Now unfortunately we can’t.

H: Esim bana destek esimin ailesi destek kendi ailem destek ben o konuda
¢ok sansliydim. Iyi bir es kendisi ama biz birbirimize ¢ok zaman
ayiramiyoruz ¢ocuklardan dolay1. Hani hayatimiz hep ¢ocuklarin 6niinde,
cocuklarla. Biz bas basa bir kahve igmeye gidelim bir ¢ay igmeye gidelim.
Bir disariya gidelim bir tatile ¢ikalim yapamiyoruz. Murat’tan 6nce
yapiyorduk tabi. Blitcemize gore bas basa yapiyorduk ¢ocuklar olmadig: i¢in.
Simdi yapamiyoruz maalesef.

Nihan also states having a good relationship with her husband and reminisces about
the times they used to spend before they had children:

N: We have a good relationship. Of course we used to spend more time
together before. We were a couple that never stayed home. We go to work,
we do not come home, we travel, we go here and there, and we have fun.
Because my husband was interested in football at that time, and he was
playing, we were going to the games, we were going to watch his games, we
were going to training together, and we were going to watch the games of
other teams.

N:iliskimiz iyi. Eskiden tabi daha ¢ok vakit geciriyorduk beraber. Biz hig
evde durmayan bir gifttik. Ise gidiyoruz eve gelmiyoruz geziyoruz tozuyoruz
egleniyoruz zaten esim o zaman futbolla ilgilendigi i¢cin o zaman oynuyordu
hani maglara gidiyorduk onun maglarini izlemeye gidiyorduk beraber iste
antrenmanlara gidiyorduk beraber diger takimlarin maglarini izlemeye
gidiyorduk.
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3.6.4 Insufficient in addressing their child’s special needs:

While talking positively about many aspects of their child’s father, they state that the
fathers are insufficient regarding their child’s condition. They describe the father’s
position as more lacking and less essential than the mother’s position regarding the
effect they have on their child’s life. While viewing the fathers as carrying less
responsibility than them, they also stated that this is actually they way they are

comfortable with. Cagla states that her child’s father has little influence on their
child’s life:

C: Because | run after his education life, he leaves it to me and he does what |
say. So there is a responsibility to it and it’s a burden. He never says no to
any decision of mine about Tolga. He says go for it. But by saying that, he’s
removing himself from that responsibility. So | have the responsibility to
make good decisions select good places so | end up questioning my
decisions..So he has a certain influence but still I carry most of the load.

C: Egitim hayatinin pesine ben kostugum i¢in ben ne dersem onu yapar. Bana
birakir o yiizden onun bir sorumlulugu bir yiikii da var aslinda ben de. Clinkii
Tolga’ya ne yapacaksam higbir yere gotiirme demez suraya gotiirecegim
gotilir buraya gotiirecegim gotiir. O gotiir demekle lizerinden yiikii atiyor
aslinda bana atiyor ben de bu sefer hep 1yi yerler dogru kararlar verme seyi
oluyor bu seferde kararlarimi sorguluyorum. Babasinin da biraz etkisi var
ama ylikiin biiyiik cogu ben de oluyor yine de.

Guliz states that she has become both mother and the father:

G: Of course, when | learned this situation, | was very sorry; it was an issue
we did not know. But I thought the fathers more difficult to accept. His father
accepted it very hard. | was not talking either, I was silent, he said. And the
whole thing is up to me, so | think everything. | am trying to find his trainer, |
am trying to find his therapist, 1 wonder if we go to this place, it would be
better if | do this, whether he goes to sports or not, find a shadow teacher, do
this, do that. If only the father says that | found a place, the child will go too
far here and let's try this place. But he doesn’t. And because he doesn't come
to me with something like that, it always happens that | handle them. |
arrange his doctor and everything.

G: Ben bu durumunu 6grendigimde tabi ki ¢ok iiziildiim bilmedigimiz bir
konuydu. Ama ben soyle diistindiim babalar daha zor kabul ediyorlar. Babasi
cok zor kabul etti. Ben de konugsmuyordum ben de sessizdim falan. Biitiin
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ihale bana kaliyor da o yiizden yani ben diisiiniiyorum her seyini. Egitimcisini
ben bulmaya calisiyorum, terapistini ben bulmaya c¢aligiyorum, acaba suraya
da gitsek iy1 olur sunu da mi1 yapsam iyi olur spora da m1 gitse iyi olur, golge
ogretmen bul, onu yap bunu yap getir gotiir. Baba dese ki ben bir yer buldum
cocuk burada ¢ok ilerleyecek hadi bir de buray1 deneyelim gibi bir seyle bana
gelmedigi igin hep ben kendim hani bunlar1 halletmeye ¢alistigim igin 6yle
oluyor ister istemez. Doktorunu siz ayarliyorsunuz iste ne bileyim.

Hale states that her husband was unable to comprehend the seriousness of the issue:

H:. My husband took it normally. So | thought he wasn’t aware. | thought my
husband wasn't aware. That he doesn't know autism. | thought that he
perceived the course as a headache. He couldn’t understand the seriousness of
the issue like me. He is grasping it much better now.

H: Esim normal karsiladi. Yani o ylizden farkinda olmadigini diisiindiim.
Esimin farkinda olmadigini diisiindiim. Otizmi bilmedigini. Gidisat1 yani
nasil s0yleyeyim bir bas agrist gibi algiladigini diisiindiim. Benim gibi isin
ciddiyetini anlayamamist1 basta. Simdi daha iyi kavriyor.

Nihan states that her child’s father can never be as important to the child as his

mother.

N: He has a fear of getting lost and he is afraid of being alone. He needs to
see me all the time. But this is not how things are with his father. Father may
play with him, entertain him, but that’s all. In terms of need, he needs his
mother. His father can’t replace his mother.

N: Siirekli beni gorecek kaybolma korkusu var yalniz kalma korkusu var.
Ama bu babayla ¢ok mevcut degil. Baba oynasin gezdirsin eglendirsin o
kadar. Ama ihtiya¢ kisminda anne. Baba, annenin yerini tutamiyor.

Ozlem states that her spouse cannot be as giving as a mother. She also explains how

he can be intolerant to their child’s misbehaviors:

O: Sometimes he tries to support as much as he can, and sometimes there are
moments when he is not enough. So for example, he doesn't want to go to the
cinema, he says I'm tired, says | want to rest. As I said, he is as good a father
as possible. He's trying too, but it is mom who takes care. He can't be selfless
like mother. He tries to help as much as he can, trying to do something. He
wants the child not to cry, not to insist, he wants him to walk like an adult. So
for the father there will be no crying and yelling. But this kid will be like that.
This is a kid. Haven’t we been kids? Who knows what we did to our parents?
But that’s a kid. The father doesn’t want that.
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O: Bazen elinden geldigince destek olmaya calisiyor da bazen de yetemedigi
anlar da oluyor. Yani attyorum iste sinemaya gitmek istemiyor yorgunum
diyor dinlenmek istiyorum diyor. Iste dedigim gibi yetebildigince
olabildigince iyi bir baba. O da ugrasiyor ediyor ama anne bakar. Anne gibi
ozverili olamiyor yani. Elinden geldigince yardimei olmaya ¢alistyor bir
seyler yapmaya calistyor. Istiyor ki aglamayacak zirlamayacak tutturmayacak
Oyle yetiskin gibi yiiriiyecek gezecek hi¢ aglama zirlama gibi bir sey
olmayacak baba i¢in dyle. Ama bu ¢ocuk, ¢ocuk dyle olacak. Biz ¢ocuk
olmadik m1 biz kim bilir annemize babamiza neler yaptik. Cocuk ama o. Yok
baba istemiyor bunu.

While being viewed as a good father and a good spouse in general, fathers’ financial
contribution was especially praised and appreciated. They were seen as enablers of
their child’s needs such as his education and therapy sessions. On the other hand,
they were regarded as insufficient in attending to these needs mentally and

physically.
3.7 Projections towards others varying by social proximity

This last super-ordinate theme is about participants’ projections involving other
people. The mothers have certain attitudes and projections of their own feelings
towards the people around them and these projections are more positive to those in
close proximity like family members and more negative towards institutions and
people like teachers and doctors who represent those institutions. The sub-ordinate
themes include; institutions as inefficient, other mothers as judgmental, teachers as

selfish and relatives as supportive.
3.7.1 Institutions as inefficient

Participants state that they find institutions such as the state, the schools and the
hospitals insufficient to guide them properly and to give their child a good education.
They express a strong lack of trust to these institutions. Giiliz’s narrative about the
pediatrician who misguided them about the condition of her son is indicative of this

lack of trust towards institutions and their representatives:

Giiliz states that:
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G: They mislead us so much that the head of the kindergarten, what we went
to, said that our psychologists and pedagogues are young and inexperienced.
Apart from that, we went to kindergartens and nobody said that there is a
difference in this child. Take him to a psychologist. We have a pediatrician. |
said that this boy was banging his head against the walls. He used to bang his
head from one and a half to three years old. Do you know what the doctor is
telling me? The doctor says that a child doesn’t grow up with a psychologist.
A doctor is saying this. And he is a good doctor and all.

G: Bizi o kadar yanlis yonlendirdiler ki ne gittigimiz anaokulunun miidiirti
dedi ki bize bizim psikologlarimizin ve pedagoglarimiz geng ve tecriibesizler
dedi. Bundan bagka anaokullarina da gittik kimse de bize bu ¢ocukta bir
farklilik var bunu bir psikologa gotiiriin demedi. Cocuk doktorumuz var.
Dedim ki bu ¢ocuk kafasini duvarlara vuruyor bir buguk yasindan ii¢ yasina
kadar kafasini1 duvarlara vuruyordu. Doktorun bana sdyledigi sey ne biliyor
musunuz ¢ocuk 0yle psikologla falan biiylimez. Bunu doktor sdyliiyor, bir de
iyi bir doktor dyle sey de bir doktor degil.

Hale states that, her desire to be in the classroom with her child and to take more
responsibility is the result of her belief that education system is insufficient. As
mentioned in earlier themes, her idealization of her role as a mother also manifests
itself as devaluation of the quality of support they receive from school. She states
that:

H: Although the state is doing its best, it is still inadequate. He throws a law
and cannot think of the point the law will reach. For example, the simplest is
a very simple example, they have given education, they have given
something, | cannot ignore them, God bless them, but my child has been
educated here, but I think we are facing serious difficulties in the elementary
school. They have a point in not wanting me in there, so they are right. If he
sees me, how much they can adapt to this training but then a voice says to me
that they are not right, their education is insufficient. Then either someone
who understands this work must stay in my place, and the state needs to
channel it or | have to be there.

H: Devlet elinden geleni yapiyor olsa da yetersiz. Ortaya bir kanun atiyor
kanunun varacagi noktay1 diisiinemiyor. Mesela en basiti ¢ok basit bir 6rnek,
egitim vermisler sey vermisler bunlari da gormemezlikten gelemem. Allah
raz1 olsun fakat benim ¢ocuga egitimi vermis benim ¢ocugum burada egitim
veriyor ama ilkokulda ciddi zorluk yasiyoruz. Yani beni istememeleri bana
nasil geliyor bir yandan sdyle diistiniiyorum haklilar orda bir egitim var
cocuklar beni goriirse bu egitime ne kadar adapte olabilirler bir ses de
icimden diyor ki hakli degiller egitimleri yetersiz. O zaman ya benim yerimde
bu isten anlayacak birinin durmasi gerekiyor devletin bunu kanalize etmesi
gerekiyor ya da benim orada olmam gerekiyor
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Nihan states that teachers do not let her child to take a class break because they are
not able to take any responsibility if anything happens to her child. She criticizes the

education system and finds teachers incompetent:

N: They lock the door so that the child does not go out. The teacher has the
keys. If you stay closed for 4 hours, sit down, do math, how efficiently can
you work. If you let me go out, drink water, get out, get an air, go to a sink,
go to wash my hand, even this is a plus for the child. I do not believe that a
hundred percent education was given because none of these are done. They
say that our children are prohibited from television and tablets. They reflect
movies on the wall and watch movies on cartoon children. There you have a
contradiction. Here I cannot understand how educators approach the child.
Those people doesn’t seem so conscious to me. | don't understand how they
can become educators, how they are class teachers, and how they got
psychological pedagogical formation in order to be teacher.

N: Cocuk disar1 ¢ikmasin diye kapiy1 kilitliyorlar. Anahtarlar 6gretmende siz
4 saat boyunca kapali dursaniz size deseler ki otur matematik yap ne kadar
verimli ¢alisabilirisiniz hani ¢ikayim bir su iceyim ¢ikayim bir hava alayim
bir lavabo ya gideyim elimi yiiziimii yikayim bu bile ¢ocuk i¢in bir artidir
bana gore. Onlarin hi¢ biri yapilmadig: i¢in yiizde yiiz bir egitimin verildigine
inanmiyorum zaten. Diyorlar ki bizim ¢ocuklarimizi televizyon tablet yasak.
Duvara film yansitip film izletiyorlar ¢izgi film ¢ocuklara. Diyorsun ki bu ne
perhiz bu ne salata. Burada ben egitimcilerin ¢cocuga nasil yaklastigini
anlayamiyorum. O kadar bilingsiz geliyor ki o insanlar bana. Onlar nasil
egitimci olabildigini onlarin nasil sinif 6gretmeni oldugunu nasil psikolojik
pedagojik formasyon alip dyle 6gretmen olduklari aklima almiyor.

3.7.2 Other mothers as judgmental

Participants expressed that they feel judged by other people because of their child’s
autism. They described an anticipation to be judged because of their child’s
misbehaviors and they thought people will attribute it to their motherhood skills.
They also stated that they get a negative reaction from people around them when
they try to discipline their child. Hale states that she is judged by her peers regarding
her child’s behaviors. She views her child’s autism as a lack and says that people’s

reactions make her experience a lack that upsets her:

H: The lack makes me sad. But let's not remember the child with that lack, I
don’t want my child to be defined by a lack. But now when my child goes to
a house, he won’t be aware that it’s someone else’s house. Then | will be a
mother who couldn’t raise her child well. Or my child will be someone who
doesn’t listen. So it will have a name. | mean, you will make them feel sorry
for you. You have to say | am ill, understand me, and then they will
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understand you. It is obvious that when people say awareness they mean a
lack, and they make you feel this lack. In other words, they do not say
awareness; they think there is a deficiency and they make you upset for it.

H: Eksiklik beni iiziiyor. Ama ¢ocuk onla anilmasin ben de gocugumun bir
eksikle bir kusurla anilmasini ama simdi benim ¢ocugum bir eve misafirlige
gittigimizde o evin yabanci bir ev oldugunun farkinda degil o zaman ¢ocugu
yetistirememis becerememis bir anne olacagim. Ya da benim gocugum laftan
anlamayan, yani bunun bir ad1 olacak yani. Yani illa onlara kendini
acindiracaksin ben hastayim anlayim beni diyeceksin ki anlayacaklar seni.
Farkindalik denen seyin eksiklik oldugu agik¢a ortada bunu da insanlar sana
yasattirtyor. Yani hi¢ farkindalik demiyorlar bir eksiklik oldugunu
diistinliyorlar ve bundan seni iizebiliyorlar.

Nihan states that because her child has autism, people judge her parenting style:

N: Any discipline you try to give to your child gets a reaction from people
around you. They say, why you say that to him, he is different. But if he is
my child I have to teach him things and sometimes I have to be strict. But it’s
not acceptable. | can be stern with Serkan but when it comes to Ali, people
think I’m a bad mom. If I can’t teach him certain values and rules now, how
am | going to when he is older? So of course | will be strict with him
sometimes. But people doesn’t see all the times that you care for him, all the
times you look after him and give him affection, but they only see it when
you raise a brow.

N: Kendi ¢ocugumu disipline etmeye ¢aligmam insanlara garip geliyor. Niye
Oyle yapiyorsun, Ali farkli bir ¢ocuk diyorlar. Eger o benim ¢ocugumsa bazi
seyleri ona 6gretmem gerekiyor bazen kizmam da gerekiyor. Ama yok kabul
ettiremiyorum. Serkan’a gelince ona kizabilirim ama Ali’ye gelince ben koti
anne oluyorum. Ona simdi bazi kurallar1 bazi degerleri vermezsem ilerde hig
veremem. O yiizden tabi ki bazen kizacagim yapmamasi gereken bir sey
yaptiginda. Insanlar senin onca yaptigin iyi seyi gdrmiiyorlar, gocuguna nasil
bakiyorsun nasil emek veriyorsun sevgi sefkat anlayis gosteriyorsun. Sadece
kasini ¢attiginda goriiyorlar.

3.7.3 Teachers as selfish

Participants described teachers in their child’s school as selfish, insensitive
and rejecting. They state that teachers refuse to empathize and meet their child’s
needs. They also view the teachers as rejecting and express frustration about their
child not being accepted in school because their condition. Hale feels frustrated and

views her child’s teacher as selfish:
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H: I say I think that if | agreed to work here, this should not come to me, as
an order or a heavy burden to take a child if his mother asks me. | already
have two kids in the classroom. | would say to his mother, of course, when
you want, put his pocket money and we’ll go get it from the canteen and he
can learn how to get it too. People don't sacrifice anything or do it with love.
When you ask for something, they perceive it as “oh look at the parent
making me get a bagel. It is not my job to buy a bagel”. Of course, your job is
not to buy a bagel, but | do not do it to you for..., because there is a bagel in
that school, my child can buy it. I am not incapable of buying bagels. If
necessary, | will take it out half an hour in advance, but | will come, but if
these opportunities are provided, my child can achieve it.

H: Ben derim ki sunu diisiinliyorum ben buradaysam ve anlastiysam bu bana
sey gelmemeli bir cocugu alip annesinin bunu benden rica etmesi bir emri
vaki ya da bir agir kiilfet olarak gelmemeli. Benim sinifta zaten iki cocugum
var. Derim ki tabi ki annesi, siz istediginiz zaman koyun beslenmesini biz
Murat’la gider aliriz hem de Murat nasil alindigin1 gériirsiin. Insanlar da sey
kalmamis fedakarlik bir seyi severek yapmak kalmamis. Onu sey yaptigin
zaman sey gibi algiliyor, veliye bak bana simit aldirtiyor benim gorevim simit
almak degil ki. Tabi ki senin gorevin simit almak degil ama ben de onu sana
seyden yapmiyorum hani o okulda bir simit var benim ¢ocugum da o simidi
alabilir. Ben simit almaktan aciz biri degilim. Gerekirse yarim saat 6nceden
cikar gider alir gelirim ama bu imkéanlar verilirse benim ¢ocugum onu
basarabilir.

Hale also states that teachers are intolerant and rejecting towards problematic

children:

H: Whatever the problem is, even the teachers have no tolerance for that
problematic child. They can’t be patient. They accept a child, for example,
you can accept 19 of them with their character at school, and this is the
character of the 20" child. Why can’t Murat be accepted?

H: Ne problem varsa mutlaka o problemli ¢ocukta hocalarin bile
tahammiilleri yok. Sabredemiyor Bir ¢ocugu kabul ediyorlar mesela okulda
19 tanesini karakteriyle kabul edebiliyorsun bunun karakteri béyle sunun
karakteri boyle. 20.cocuk Murat neden kabul edilemiyor.

Nihan criticizes the school system and states that her child is not accepted. She states

that people are selfish and she had to fight for her child’s right to education:

N: They take him to the classroom as an inclusion student otherwise they do
not take him to the class. Anyway, they do not accept you and your child in
any way. We fight for a month, | went to school for a month, | talked to the
manager, | talked to the teacher, | met the parents in the class. Doing all that,
the child started school in the middle of October. The teachers there and all
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those people took away my child’s one-month of education. I think people are
very selfish. People live by thinking that this will not happen to them. It
might not have happened to me either, but it did, and I have to look for a way
to deal with it. If it is a fight with you, | will fight with you. If | argue with
you, to petition someone, to complain to someone, | will do this. Because this
is my dear and the training of him is the first thing for me. If my child cannot
exercise a right, the state says to me that your child has the right to be
educated with normal students in normal class under normal circumstances.
Nobody can take this right away. Why is everyone trying to take my right to
education away from me?

N: Kaynagtirma 6grencisi olarak sinifa alabiliriz onun diginda sinifa
almiyorlar zaten. Kabul etmiyorlar zaten sizi ve ¢ocugunuzu hicbir sekilde
kabul etmiyorlar. Biz bir ay kavga doviis ben bir ay okula gittim miidiirle
gorlistiim 6gretmenle goriistiim siniftaki velilerle goriistiim tartistik onu
yaptim bunu yaptim sunu yaptik derken ¢ocuk eyliilde agilan ¢ocuga ekimin
ortasinda basladi. Benim ¢ocugumu bir aylik egitimini oradaki 6gretmenler
bilmem neler onun bir aylik egitimini elinden ald1. Insanlarin ¢ok bencil
oldugunu diisiiniiyorum. Insanlar kendilerinin basina gelmeyecegini
diistinerek yasiyorlar. Benim de basima gelmeyebilirdi ama geldi ve ben
bununla bas etmenin yolunu aramak zorundayim. Senle kavga etmekse bunun
cikis yolu senle kavga da ederim. Senle tartismaksa birilerine dilekce
vermekse birilerine sikayet etmekse bunu da yaparim. Ciinkii bu benim canim
ve bunun egitimi 6nce benim i¢in higbir seyin anlam1 yok. Benim ¢ocugum
bir hakk1 kullanamiyorsa devlet bana diyor ki senin ¢cocugun normal sartlarda
normal sinifta normal 6grencilerle egitim alma hakkina sahip diyor. Bu hakki
elimden kimse alamaz. Neden sen o bu su egitim hakkimi elimden almaya
calistyor?

3.7.4 Relatives as supportive

While participants were frustrated about institutions and their peers, they viewed
their inner social circle as more supportive. Cagla states that she’s thankful that her

aunt moved in with them to help take care of her children:

C: Right now for example, because | have this little one and | was running
after Tolga, my aunt has been staying with me for the last a year and a half.
She stayes in order to support us to go through that phase more easily because
Tolga started first class last year. Two months after Mert was born, Tolga
started school. My aunt started to stay with us to support this process. Thank
her, my aunt supports us and god willingly she will continue to support us.
Everyone was supportive, my friends, my family. With their help we could go
on with our lives.

C: Su an benim i¢in mesela benim kiigiikliik oldugu i¢in ve ben Tolga’nin

pesinde kosturdugum i¢in bir buguk yildan beri halam benim yanimda kaliyor
destek olmak icin, bu siireci rahat atlatmak icin. ¢iinkii Tolga 1. Sinifa

99



baslamist1 gegen yi1l. Tam Mert oldu iki ay sonra Tolga birinci sinifa basladi.
Bu siirecte destek olmak i¢in halam bizim yanimizda kalmaya bagsladi. Halam
sag olsun bize destek oluyor destek de olacak insallah. Arkadaslarimin
yaninda herkes destek yaninda ailem olsun arkadaslarim, herkes destekgi oldu
sonra bu sekilde devam ettik hayatimiza.

Giiliz expresses that her parents’ presence in the house is good for her:

G: We are with grandmother and grandfather. They are in the summer house
in Canakkale for 8 or 9 months of the year. They are here for the rest of the
year. Then we are together. Usually it’s me and Doruk. Now we are together
for 3-4-months with grandmother and grandfather. Then they leave. But it is
very very good that they are with us. Having people at home. They take a lot
of care, thank them.

G: Anneanne dedeyle birlikteyiz. Onlar yilin 8 9 ay1 Canakkale’de
yazliktalar. Yilin geri kalan zamaninda buradalar. O zaman birlikteyiz.
Genelde Doruk’la ben. Su an bir 3 4 aylik anneanne dedeyle birlikteligimiz
oluyor onlar gidiyorlar sonra. Ama onlarin da bizle olmasi ¢ok ¢ok iyi yani.
Evde insan olmasi. Anneanne dede de ¢ok ilgileniyor sag olsunlar.

Hale states she’s lucky in terms of family:

H: I was not in trouble, and in terms of family, | was in a comfortable family,
in a supportive family. Not only me but my husband supported me my
husband's family supported me, my own family supported me, | was very
lucky.

H: Sikintida degildim aile olarak da rahat bir ailedeydim destek¢i bir
ailedeydim. Sadece ben degil esim bana destek, esimin ailesi destek, kendi
ailem destek; ben o konuda ¢ok sansliydim.

In addition to her mother-in-law’s caregiver role before her child was diagnosed with
autism, she also appreciates her in-laws support when her child was hospitalized

because of asthma:

N: I could not stay with him. | went and came. Grandmother has remained
with him 24/7. His grandmother and grandfather were coming and going.
They were excellent support during that time. My husband was already
working. | didn't want to leave Serkan alone because he was so young. If |
leave him, that is, who is going to breastfeed him who will feed him? That's
why his grandmother and grandfather always looked after him. In those 10
days, they went to the hospital and kept an eye on Ali.
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N: Ben kalamadim arada gidip geldim onun yaninda 7/24 babaannesi kaldi.
Babaannesi ve dedesi gidip geliyordu. Acayip iyi destek oldular o donem.
Esim zaten calisiyordu. Serkan’da ¢ok kiiciik oldugu i¢in onu yalniz
birakmak istemiyordum. Onu biraksam yani kim emzirecek kim yemek
verecek. O yiizden hep babaannesi dedesi ilgilendi. O 10 giin i¢erisinde onlar
gidiyordu hastaneye ve gozleri hep tistiindeydi Ali’nin.

While they viewed their inner circle as friendly and understanding, participants
evaluated their farther surroundings strongly negatively. Being focused on
complementing their child’s shortcomings, they felt frustrated with institutions
because they saw them as incompetent and thus creating them an obstacle to reach
that goal. They also expressed anger and sadness about their peer’s comments
regarding their child’s condition and hence they viewed them as judgmental. Being
in the society with an autistic child created a lot of negative emotions in mothers

making them come to terms with their reality.
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CHAPTER 4

DISCUSSION

In this chapter findings of this current study will be discussed according to the
existing literature. The aim of this current study is to gain an in-depth understanding
of how women experience having a child with autism. For this purpose, semi
structured interviews were conducted with five married women who had children
diagnosed with autism ranging between the age of seven and ten. Interview questions
were designed to study individuals’ perspective about having and raising their child,
their attribution regarding receiving a diagnosis such as autism for their child and
how they make sense of this experience and how it impacts them. IPA is a suitable
approach to obtain participants’ unique experiences therefore interviews were
transcribed and collected data is analyzed using interpretative phenomenological
analysis (IPA). The analysis of the data revealed seven super-ordinate themes. These
themes are titled as: challenges during pregnancy and child birth, pre-diagnostic
stance of mothers about raising their child, experiencing negative emotions after
diagnosis, efforts to compensate for their child’s shortcomings, idealizing their place
in their child’s life, conflicting attributions regarding the child’s father and

projections towards others varying by social proximity.
4.1 Challenges during pregnancy and childbirth

This super-ordinate theme involves statements of participants regarding the distress
they experienced during pregnancy and childbirth. When they were asked to describe
the time of their pregnancy, individuals expressed that they went through a difficult
time mentally and/or physically. While some of them were dealing with physical
complications, some of them reported having psychological issues. For almost all of
the participants, this distress included intense feelings regarding the safety of the

baby and themselves.
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In Lacanian psychoanalysis desire is a very central, multifold and unconscious topic
(Lacan, 2014) And in order for a neurotic subject to develop, mother’s lack or desire
is crucial. While desire of the mother is very difficult to investigate in an interview
setting, participants’ statements regarding their process of having a child will be
discussed.

Before the conception of a baby, the baby appears in the mother’s mind as an idea
(Winnicott, 1957). This way a psychical space is created for the baby to exist even
before being born. A mother’s projections about her unborn baby can be viewed as
the manifestation of desire. The projections can vary from person to person. But
before opening space in her womb, a mother opens a space for a child psychically.
So it was important to investigate the thoughts and feelings of participants about how
they planned to have a child. While individuals’ answers to questions about whether
their pregnancy was planned varied from one another, there were a lot of similarities
in their experiences during pregnancy and childbirth. It can be discussed that a
dramatic change like pregnancy may cause conscious and unconscious conflicts in a
person. The considerable fear, worry and especially anxiety that the participants have
expressed can be regarded as an outcome of being a subject of desire, a subject with
a lack (Fink,1997). According to Lacan, pregnancy is something very desirable for
women because it provides an experience of fullness and completeness (2014).
Coming close to that feeling of fullness and completeness is also anxiety provoking
because the subject needs to be lacking in order to continue to desire. Therefore an
anxiety surfaces when they are about to reach their desire during their pregnancy
phase. Psychoanalytically speaking, the anxiety they feel about the health of their

child is a concern of the baby’s completeness and fullness.

In that regard while desire that represents the mothers’ lack may have paved the way
for the development of a neurotic structure, it can be argued whether the mother of a
baby who later becomes autistic has or has not made libidinal investment in the first
months of life since the initial installment of the gaze is the priority for the absence

of the mother to make a difference in the baby.

In addition to psychoanalytical literature, prenatal studies also provide insight
regarding the development of autism. While the etiology of autism is unknown, it is

suggested that complications during pregnancy and child birth may increase the risk
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of autism (Fombonne, 1999). Since all the participants report unexpected disruptions
during their pregnancy and childbirth that can risk the life of their baby, the current
study can support that a link between prenatal factors and autism can be discussed
(Maiello, 2001).

4.2 Pre-diagnostic stance of mothers about raising their child

Lacanian psychoanalysis explains the mother and child relationship with the “mother
crocodile” analogy (Fink, 1997). The symbolic father’s separative role is what saves
the child from being devoured and enables subjectification. In order to become a
subject, one must go through stages of alienation and separation. This journey of the
infant starts to take place during the times when the mother is not there with the baby
and Lacan (1957) states during those moments, the child becomes intrigued with
where the mother goes and what she wants. When this happens, it can be said that the
child recognizes desire in the mother and tries to figure it what it is. That is basically
the phallus and the child strongly wishes to be it (Evans, 1996). And in the case of
the castrated subject, this intense wish is brought to symbolization and the neurotic
subject takes place in society by entering into language and accepting castration
(Lacan, 2014). This is the paternal function. Mother’s desire and mother’s lack plays
a key role in this process. The mother should be able to desire outside her child.

Yet, alienation phase does not take place in autistic people. Mirror stage does not
build up. This intense need to be around their mothers and being one with them
persists. And even though autistic individuals may use language, they do not submit
to language. So it can be said that the autistic structure starts to form since almost as
early as 4 months old (Laznik, 2013). Therefore, early clinical intervention is
necessary in order to help the child alienate and recognize the mother and self as
separate entities and later move on to the separation phase where the name of the

father comes in.
The participants’ enthusiastic statements about working are important to discuss.

Almost all of these individuals spoke highly of their work life even when they said it
was stressful. They stated that they wished to be back in business life both after birth
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and when/if their child is cured from autism. They also said that they miss it because
they felt useful and valuable and independent when they’re working.

So just like it could be observed in the anxiety they felt before child-birth, the
participants’ positive attitudes about work life can also be seen as declarations of
desire, and mother’s lack. Yet, the autistic child’s growth does not take place like
their neurotic peers.

The research participants also stated that during their child’s early years, their
mothers or mother-in-laws took care of their child. And their child was with their
grandmother most of the time. When they picked their child from their mother’s
house, it was already their bedtime, leaving no time for interaction between the
mother and the infant. They stated that it is because of long working hours, they were

not able to play or spend time with their child.

Melman(2004) states that autism is about the mother not being able to connect with
her child due to structural or situational reasons. According to him when the mother
fails to give the phallic medal to the child, it is expected that the child cannot be a
subject of desire. When the child is not represented in the world he exists, he cannot
find a place in language either. Laznik(1998) also suggests that phallisization must
take place when the baby is born. Consequently, the very early months of mother and
child relationship should be studied. Only through that libidinal investment of the
mother, the child can move forward to the mirror phase where they recognize
themselves as a whole and separate entity from the mother.

Mother’s desire is essentially what brings the baby’s fragmented body into a one
piece whole (Lacan, 1949). Here it can be interesting to add that children with autism
also have a different relationship with their bodies. They especially have problems in
their oral area. They have problems holding their saliva; they have feeding problems
like chewing and swallowing. In the light of this information, it can be useful to
investigate the nursing experiences of mothers and children who later develop
autism. Here it is important to note that most autistics also do not recognize
themselves in the mirror. An ego fails to form even before primal repression is able
to take place. Since ego presents itself in our speech as “I”, it is interesting to note
that autistic individuals do not use first person pronouns and simply do not refer to

themselves as “I”. Also in this current study, mothers were worried about their
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child’s different use of language and their inability to orient their body spatially in
the outside world.

It is difficult to say how these participants related to their child during their infancy
since it is a force of complex conscious and unconscious conflicts (Winnicott, 1967).
But it is widely known that early years are very important. Laznik(2017) states that
even though symptoms start to appear after the age of two or two and a half years,
intervention as early as four months is necessary so that the baby can find a place
within the mother’s desire and stages for subjectification can take place later on.

The research participants also stated that they were happy and content about their
mother’s child rearing practices. They said that they were feeling safe and

comfortable that their child is in good and capable hands.

But before child is able to recognize the mother’s lack, initial investment of the Other
is necessary to make the child a phallic object. This is how the gaze can be installed
and through that gaze of the Other and how the infant can identify with his or her
image in the mirror. Therefore, the clinician must be involved in the phallicization of
the baby in order to revive it as an object of desire. When this intervention is
employed, eye contact can be formed, the baby’s attention develops, and limbs start
to move and eventually vocal folds start to work. This is a result of the libidinal
investment to the baby (Melman, 2004). Therefore while working with newborns and
infants, it is important to go beyond physical and motor examination and take into
account other aspects. Clinicians who are working with that age group must
investigate where the child developmentally stands in relation to the big Other. That
is because before the psychical development that takes place between the absence
and the presence of the mother happens, this investment must be made. In order for
this enjoyment of the baby to be abandoned and the child can register mother’s
absence, initial gaze must be installed. Therefore while these participants’ absence
could be able to help their children form a primal phantasy and pave the way for
alienation, the possibility of a lack of the initial gaze is complex and unconscious and
it could be investigated more deeply in a different setting.

When interviewees were asked questions regarding how they experienced or viewed

their child’s development and the possible early signs of autism, they stated that

106



when they think of their children’s early years, they refused to indulge in other
people’s warnings, suggestions and advices regarding their child’s deviating
development. They talked about expressing anger or choosing to ignore, when family
members or relatives pointed out the developmental differences in their child. Most
of the participants said that they responded such comments by normalizing the
condition of their child, saying that it is just the way their child is developing and
there is nothing wrong with their child and every child is different and their

development can be unique as well.

It can be said that denying the initial signs that manifested themselves even before
the participants’ children met with a diagnosis have increased the chances of a fully
developed autistic structure. The importance of early intervention in autism is widely
known and accepted (Camarata, 2014). It can be a huge gain to start working with
children and their parents at an early age. However parents’ difficulty with coming to
terms with their children’s condition can delay the start of the intervention process.
Clinicians who have access to such families should place emphasis in helping parents
deal with difficult emotions regarding their child’s condition and help them manage
it in a way that will also help their child to get better or maybe even overcome the

syndrome entirely.

Still after some lost time, these families eventually end up at the doctor’s office. A
lot of parents, including all of the participants that were interviewed in this study go
through various emotions when their doctor diagnosed their child with autism. Most
of them expressed that their initial reaction was shock and disbelief. They report
having a hard time accepting that their child has autism. This difficulty to accept can
also imply a difficulty to start grieving since grief requires an acknowledgment of a
loss. And in denial, there is no loss so there is no reason to grieve. Therefore denial
as a defense mechanism served to protect them from the harsh reality. Later chapters

will discuss how the diagnosis impacted their lives and how they reacted to it.
4.3 Experiencing negative emotions after diagnosis

When the initial shock and disbelief subsides and acceptance comes into play, it is
often reported that people experienced feelings of anxiety, guilt, anger and loneliness
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(Worden, 2018). The participants reported often contemplating about why their child
became autistic and they expressed frequent feelings of guilt and self doubt regarding
their child rearing practices and their capability as a mother in general. Most of them
stated that they felt conflicted about whether they should blame themselves for their
child’s autism. Some participants also expressed regret about their parenting skills
while some of them expressed fear of regret in the future. Feelings of guilt can be
viewed as an outcome of internal destructive wishes (Kiibler-Rose and Kessler,
2005). Also, these experiences of guilt and self-blame that is related to loss can also
be interpreted as a kind of revival of these participants’ psychic dynamics from their
own early developmental stages (Klein, 1948).

In addition to frequent guilt feelings, participants reported fear and anxiety regarding
their capabilities as mothers and their child’s well-being. They reported usually
fearing not being able to be sufficient for their child. They stated that most of their
efforts and concerns are related to being enough for their child. They felt like they
should be able to help their child improve as much as possible so they can function
independently in the future when they won’t be able to be with them. They expressed
fear for their child’s future regarding whether or not they will be able to sustain
themselves. It is shown that their wish to “fix” their child also causes a major
frustration for them when they feel like their child doesn’t listen to them or do as
they say. In addition to their child’s future, participants expressed fear that their child
can be harmed by other people or get lost. It can be also interesting to note that
expressions like “to be enough for my child” and “to fix my child” were used
extensively by the participants of this study. While their intense focus on their
parenting skills and the wellness of their child were evident, their personal needs and
a motivation to fulfill those needs were missing from their statements. Based on
previous research on grief, it can be suggested that this behavior might serve as a
means to gain control and make them feel powerful in the midst of uncertainty (Pusa
etal, 2012).

4.4 Efforts to compensate for their child’s shortcomings

After receiving diagnosis from their doctors, the participant expressed the need to
take action immediately. They stated that they thought that they should let go of the

difficult emotions they are feeling and start doing something about their child. This

108



can be viewed as a strong effort to escape facing negative emotions resulting from
this hard to process experience. Their fast forward leap into reading and researching
about autism can be seen as a counter act for dealing with their loss that they have
faced at the doctor’s office. Their efforts to “fix” their child can be considered as an
outcome of their desire of making their child “normal” again with education and help
them get out of the autistic spectrum. This was a very common wish among these
participants. So as a result of that wish, they stated that they were very closely
monitoring their child’s education and development, comparing it to how it was
before, comparing to typically developed children at school and at their
surroundings, hoping for improvement. They were intensely worried about the things
their child is not capable of and all their energy was directed to making this
incapability disappear. When they felt like their efforts were not working, they
became frustrated with themselves, with their child or with their surroundings. It can
be said that it was difficult for them to face their child’s lack and accept it. It can be
suggested that these participants were deeply concerned with what they view as their

child’s lack and showed immense desire and effort to fill that lack.

Control was a very central behavioral outcome of these participants regarding how
they manage their parenting. In the interviews they stated that their fear of harm to
their child was causing these controlling behaviors. They were especially worried
about their child’s well-being because he was not able to speak. The participants
were worried that since their children won’t be able to express themselves, they
won’t be able to defend themselves in a threatening situation. Participants were
afraid that, their child can be hit by a bus or a car, they can get lost or their child’s
peers can hurt them. They were also worried about their child’s time in school and
how he is spending it. They were concerned about their teacher’s attitudes toward
their child and how their child takes up a place within the school system. They have
stated that they experience worry and anxiety most of the time but these feelings
especially aggravate when they are not with their child. Participants talked about
thinking about their child constantly when they are not with them and as a result they
ask and try to know everything that goes on with their child. They also expressed a
wish to be around them at most times but they explained they can’t be because they

are not allowed in places like classrooms. Confirming the current literature, it can be
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said that their highly anxious state made them exert more control over their child
(McLeod, Wood, & Weisz, 2007).

The participants in this study expressed going to great lengths trying to control their
environments in order to feel sure of their child’s safety and well-being. This way
their personal worries, fears and their emotions in general that can make them feel

vulnerable are never discussed or worked with.

While working with this demographic as clinicians, it can be important to discuss
with them their underlying feelings about this experience and how they are
processing being a parent to a child with autism. Helping these mothers implement
more adaptive coping strategies can result in reduced stress, improve both their lives
and the lives of their children and provide them a better family life in general (Gray,
2006).

4.5 Idealizing their place in their child’s life

This theme emerged as a result of participants’ statements regarding how they view
themselves as mothers. The mothers’ most common and prominent claim was that
they are the only person responsible for their child and their child needs them more
than anyone and anything else. They stated that everyone else involved in their
child’s care like teachers, doctors and therapists can only do so much to help their
child, but in the end they are the one their child only needs and they are the one who
can cure their child. The participants talked extensively about duty and
responsibility. They viewed themselves as under immense responsibility and they
view their responsibility as much bigger than everyone else. As it will be discussed
in later chapters, they have devaluated other people’s contributions and criticized
them involving several topics. The participants view the surroundings either as
insufficient or unreliable. Hence, they saw themselves as the ultimate decision maker
and bearer of the responsibility and they view themselves doing it alone. They stated
that taking on the entire responsibility of their child is anxiety provoking and difficult
but they said they felt like this is what their child needs. It can be said that they
tended to idealize their position as the mother. Freud (1905b) states that this
idealization of motherhood can present itself as a consequence of the negative
emotions they feel. This idealization of motherhood can be viewed as a defense for
experiencing ambivalent emotions toward their child. This self-sacrificial sense of
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attitude also made it difficult for them to fully accept the support they receive from
others and their efforts to prioritize their child end up neglecting themselves and their
own needs. They also added that this is their choice and they created this setting for
themselves, for their child and their family. Therefore their decision to stay strong
and do all the work caused a lot of anxiety, frustration and feelings of inadequacy.
But in return it probably serves to protect them from this ambivalence.

All participants declared that they have dedicated themselves to their child and they
do not do anything for themselves or spend time for themselves. They claimed that
they can only start thinking about themselves when their child is better. Participant
stated that they felt guilty when they directed their resources like money, time and
attention to a place that doesn’t involve their child and they felt like they should be
doing everything they can for their child. Some participants said that instead of
spending money for themselves they can pay for a few sessions more of their child’s

therapy or education. So their lives revolve around their child.

This devotion also has its roots in hope and the hope they feel about improving their
child’s development or even curing them from autism urges them to become self-
sacrificial in order to turn that hope into reality (Bouchal et al., 2015). In addition to
hope, making the child the center of their life indicates that they have limited their

freedom and suppressed their personal needs (Wong & Chan, 2007).

The need to attach a meaning to an unexpected loss and trauma is usually observed in
people (Neimeyer, 2001). Also in this study all participants talked about trying to
find meaning regarding their child’s autism. They stated constantly thinking about
why this happened to them and come up a reason behind it. Their general tendency
within this theme’s frame was towards believing that they were chosen by a spiritual
or higher power. They expressed that they found comfort in believing that it came
from a higher power and it was a part of a divine plan. It is evident in previous
research that in response to a loss, people resorted to spiritual or religious beliefs and
practices as a coping mechanism (Wortmann &Park, 2008). Parallel with the current
research, these beliefs and practices helped these participants to create meaning out

of their experience (Rogalla, 2015)

Most of the participants’ understanding of a higher power stemmed in Islamic

religion and culture. Islamic understanding dictates the concept of fate. Fate implies
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that Allah is all knowing and all powerful, the destiny of all is written by him and it
can’t be changed (Rassool, 2000). Participants in this study also have expressed that
they surrender to Allah’s discretions and if this is written in their destiny and this is
what Allah has planned for them they can only accept it. Among these participants,
accepting loss was mostly spoken of only with the aid of spiritual and religious

references.
4.6 Conflicting attributions regarding the child’s father

When participants were asked of their spouse and how they view their spouse as a
partner and a father, they commonly described them as someone who provides for
their family financially. Fathers were most appreciated for their role as the bread
winner and as someone who works very hard for their family. Participants have
emphasized the importance of financial resources in order sustain their family. They
stated that taking care of their child with autism is demanding in many ways but
monetary issues have primary importance in order to receive any kind of education
or treatment for their child. They explained that while they are spending time with
their child, taking care of them and arranging appointments for them, the father’s role

Is to take care of the family financially.

Another topic where the participants talked about the children’s fathers was their
involvement with their children. The participants stated that fathers spared time to

spend with their child and family.

The fact that fathers took time to play with their child and take them out to socialize
was appreciated and praised. The participants essentially viewed their spouse as a

good father.

When they were asked about their relationship as a couple, the participants spoke
positively about their union. They stated that they get along well and share a good
time together. They also shared that they used to spend more time together before
autism became a part of their life and they remember those times in good light. Freud
stated that in order to be a woman, one must go after the one who has the phallus
(1920). And in this study the participants showed desire to be with their husband as

an object of love.
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While sharing such positive aspects about their spouse as partner and father, they
also mention that the father is absent most of the time even if it’s for work and the
participants are the ones shouldering the responsibilities for their child. They
emphasized the insufficiency of the father about attending to their child. They state
that they are the ones who plan and organize everything, take care of their child, take
him to his appointments like doctors’ office and his therapy sessions. Hence, the
mother is not only physically with the child but also she is the one taking important

decisions for their child.

Lacan states that it is the symbolic father who saves the child from the crocodile
mother before she devours him (Evans, 1996). The father’s intervention is critical in
the sense that his law is what separates the child from the mother and in a sense saves
him. The father’s introduction of law that causes triangulation when he enters
between the dyadic relationship of the mother and the child is called the paternal
function. It is symbolic above all and it manifests itself in the mother’s language
(Lacan, 1957). And the child enters the symbolic order through his mother’s
language and hence become a subject. Also, while the paternal function separates the
child from the mother, it feminizes the mother once again leading her turn to her
husband as a woman (Faure-Pragier, 2009). Therefore, it is the father that
determines the relationship of the mother and the child by entering this dyad as the
third party (Abrevaya,2007).

Hence, it is not the father’s physical absence or presence that determines the
functioning of the paternal law but mother’s language (Lacan, 2004). The symbolic
father can be explained as a position that represents law and social order rather than a
real person. Therefore even though information is unknown regarding these fathers’
attitudes toward their child and spouse, they are mentioned as insufficient. In the
words’ of the participants, they are neither essential nor influential. Many of the
participants state that the father’s role can never be as important or as essential as the
mother’s role. They regard their spouses as someone with less responsibility, but
they also add that it is them who took on that responsibility themselves. The mothers’
desire to maintain a dyadic relationship with their child with idealized notions of
motherhood that views it indispensible is evident in their language (Freud, 1940).
These statements can be an example that shows how the separative role of the father
may have failed to function.

113



4.7 Projections towards others varying by social proximity

Participants viewed their immediate surroundings as helpful and supportive. They
talked about at least one family member or relative who is involved in taking care of
their child with autism. They talked positively about the support they receive and
expressed gratitude for people’s help. They viewed themselves as fortune for having
family and relatives who are there for them. Existing literature emphasized the
contribution of getting adequate support to the well-being of these individuals (Burke
et al., 2015). While it is important that some kind of support is available in order to
cope with their situation effectively, it is also critical that the individuals can be able
to receive and make use of that support. Therefore, participants’ subjective

experience regarding the availability of the support is primarily considered.

Nevertheless, they showed anger and frustration to their farther surroundings such as
peers and institutions such as the government, hospitals and schools and its
representatives like doctors, school managers and teachers. While viewing other

people as insensitive and inconsiderate, they viewed the establishments as inefficient.

Participants also felt like their parenthood was being judged and people didn’t
understand them. They felt responsible for their child’s actions and felt blamed by
others if their child misbehaves in a certain environment. As a result, they showed
anger and frustration and saw people as selfish and uncaring. Their perspective can
be viewed as projection of their own guilt feelings regarding their child’s autism. It is
shown that guilt is a common reaction to guilt (Maras, 2016). Therefore from a
clinical point of view it can be suggested that while working with such clients, it is
important to be aware of such dynamics and tackle with unexpressed emotions such

as sadness and grief.

Establishments like the state, the government and the school and how they are
structured is a part of the social order and can be viewed in relation to paternal
function and symbolic father. Just like the actual father of their child is viewed as
inessential and inefficient, these establishments are also viewed as having great deal
of shortcomings. They showed resentment towards the government about their laws

and regulations involving autistic children and they saw the school system
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insufficient and not good enough for their child. They also viewed teachers as
unqualified and didn’t trust the quality of education their children received at
schools. They are also viewed as an obstacle in their child’s developmental progress.
They have suggested that their child could have become “normal” if he had received
adequate education in schools. Similar to their view of their child’s father, they

viewed their own care giving as superior to what everyone else offers.

Just as mentioned before within this study, having a child who has autism can evoke
several conscious and unconscious conflicts. These unconscious conflicts are
handled by using various psychological defenses (Vaillant, 1994). These experiences
of participants show that they use psychological projection in order to cope with how
they are feeling. In projection, a part of the self that is difficult to bare is split and
attributed to others. As previously shown in this study, these participants’ wish and
effort to be strong is maintained by shifting their own feelings of inadequacy onto

others.

Clinically speaking, in the light of information presented in this theme, the mother’s
language as the carrier of law and desire and defense mechanisms these mothers used
and coping strategies they employed can be seen as important concepts to investigate

and work with.

4.8 Limitations of this study and suggestions for further research

This current study was conducted with participants whose children are between the
age of seven and twelve. Diagnosis of these children and the course of development
in an autistic structure can be quiet heterogeneous and unstable before the Oedipus
stage ends. Therefore this demographic was chosen in order to make sure that
participants’ children have an autistic structure. So while the participants explain
their current experiences, they also gave a lot of information about their past
experiences including deciding to have a child, their pregnancy and their experiences

as their child grow older in retrospect.

Therefore while this study is helpful in understanding participants’ current
experiences regarding raising an autistic child, it was difficult to draw a conclusion

regarding how autistic symptoms appear and develop into an autistic structure.
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Knowledge gathered was discussed in the light of theoretical information from the
literature but it can be said that not only the design of the study but also the current
literature give conflicted results to that question (Maino, Viola&Donati, 2009).
Therefore, it can be suggested that studying the mother-infant relationship at a very
young age can contribute to our knowledge on the subject in the future. This is
especially important since this current study only includes the mothers but not the
children. Hence, for future studies it can be suggested that in order to understand the
phenomenon of autism, it is important to study with children and to study with them

in relation to their parents.
4.9 Conclusion

In conclusion, this study is an attempt to gain an in-depth understanding of mothers
whose children has autism and their experiences. It is found that both the
development of an autistic structure and raising an autistic child involve complex and

multifold dynamics.

Events leading up to the development of autism were discussed only in retrospect.
Participants’ statements were discussed in the light of psychoanalytical literature

while putting an emphasis on the Lacanian paternal function.

Shock and disbelief have been found to be the initial reactions to their children’s
autism. It can be suggested that denial is a crucial concept to tackle with while
working with such mothers. In addition to the difficulties with coming to terms with
a lifelong syndrome, this experience can be viewed as loss in many ways. It is a loss
of a relationship and a loss of having a healthy child. Therefore from a clinical point
of view, these mothers should be encouraged to go through their own mourning
period because as this study points out, instead of experiencing feelings of sadness
and grief, these participants tend to engage in a self-sacrificial mode while idealizing
motherhood. Another prevailing emotion that is presented itself in this study was
guilt. Guilt was either strongly felt consciously or projected to others as blame. This
was another founding of this study showing that these participants tend to focus on
others instead of dealing with their own emotions and well-being. Hence, it can be
said that caregivers of autistic children can benefit from a clinical intervention in

order to develop better coping skills.
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B. TURKISH SUMMARY / TURKCE OZET

OTIiZMLi COCUGU OLAN ANNELERIN OZNEL DENEYiMLERIi

BOLUM 1

GIRIiS

1.1 Otizme genel bir bakis

Otizm; sosyal etkilesimi, iletisim ve konusmay1 etkileyen, ayn1 zamanda tekrar eden
stereotipik davraniglari ve ilgi alanlarini igeren bir durumdur. Calismalar, yaklasik iki
yas alt1 ay civarinda ilk belirtilerin goriilmeye baslandigini gostermektedir.
Cocuklarin tan1 aldiklar1 ortalama yas ise dort yas bes aydir. Otizm ilk basta bir tiir
cocukluk sizofrenisi olarak goriismiistiir. 1980°de ise Amerikan psikiyatri
siniflandirmasi otizmi Yaygin Gelisimsel Bozukluk baslig1 altinda degerlendirmistir.
Epistemolojik ¢alismalar her altmis sekiz dogumda bir bebekte otizm goriildiigiinii
ve erkek ve kizlarda goriilme oraninin 3.8/1 oldugunu ve bu vakalarin ytlizde
sekseninde zihinsel gerilik eslik ettigi gorilmiistiir.

Karsilikli sosyal etkilesimde bozulma otizmin temel 6zelliklerinden biridir. Anneleri
veya babalari isimlerini cagirdiklarinda tepki vermezler. Diger insanlara karsi
duyarsizlardir ve sinirh yiiz ifadesine sahiptirler. Otistik kisilerin dil kullanimi

akranlarindan farklidir. Hayali oyun bu kisilerde goriilmez.

Otistik yetiskinlerin ilgisini ¢cekmeye calismaz ve baskalarinin varliginda kaygi veya
seving ifade edilmez. G6z kontagindan korkar ve ilgi alanlar1 takintili bigimde
nesnelere yonelmistir. Bu kisilerin ayn1 zamanda yemek ve tuvalet aliskanliklarinda
problemler vardir (Erickson, 2005). Otizmin tedavisine dair psikojenik yaklagimlarin

yaygilhig1 6zellikle 1970’11 yillarda azalmis ve otizmin biyolojik temelleri iizerinde
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durulmaya baslanmistir. Altta yatan muhtemel bir tibbi veya genetik bozukluga dair
aragtirmalar artmistir. Otizmin tibbi tanisi psikiyatristler ve norologlar tarafindan
yapilir. Tanidan sonra ¢esitli test ve bataryalarla tarama siireci ve terapotik

degerlendirme basglar.

1.2 Otizme dair psikanalitik yaklasim

Otizmin kokenlerine dair agiklamalara bakildiginda iki grupla karsilasiriz; organistler
ve psikanalistler (Melman,2004). Norohormonal bozukluklar arastirmaya deger gibi
goriinse de, Melman’a gore genetik 6nermeleri savunmak giictiir. Buna karsilik
psikanaliz, cocugun annesiyle yapisal veya durumsal olabilecek sebeplerle bag
kuramadiginda otizmin ortaya ¢iktig1 tezini Onerir. Annenin sozciikleri, fallik
nesnesiyle iliskisine dair veya cocugunun dogumuyla ilgili kisisel bir gondermeye
dair bir igerikten yoksundur. Bu durumda ¢ocugu sagir yapar, temsil edilmedigi bir
diinyada yapacak bir sey bulamaz. Organistler, insan davraniginin daha énceden
belirlenmis ama bilimsel olarak kontrol edilebilir fizyo-kimyasal faktorler sonucu
olustugunu sdylemektedirler. Lacanyen bakis agisi ise ¢ocugu bir ses vermenin ona
dilde bir yer agmakla gerceklestigini soylemektedir (Melman,2009). Bu ¢ocugu
gorevle degil, sevgiyle yetistirmeyi igerir. Terapistin uygun miidahalesiyle bebegin
dikkati uyanabilir, goz kontagi gerceklesir ve bebegin uzuvlari hareketlenmeye ve
ses telleri calismaya baslayabilir. Melman’a (2009) gore, davranigsal metotlar bu
cocuklart matematik dahisi yapabilir ancak onlar1 bir soya kaydetmez. Cocukta bir

caba ve arzu uyandirmaz.
1.2.1Preaut girisimi ve anne olarak Baska’nin rolii

Melman’1in projesi otizmi dort aylik kadar erken bir slirede yakalamak ve otistik
yapinin oturmasini dnlemeyi amaglamaktadir (Laznik, 2014). Arastirmacilar ve
klinisyenler otizmle zamana kars1 bir yaris i¢inde olduklarindan, Lacanyen
metodolojiyi otizm arastirmalaria dahil etmek yararli olacaktir. Koruyucu
caligmalar, ¢cocuk ve ebeveyn arasindaki iliskiyi diizenlemeyi igerir. Ebeveyn ve
cocuk arasinda bakis olmadiginda ve oral diirtli devresinin ii¢lincii asamasi
gerceklesmediginde koruyucu miidahale yapilabilir. Bir bakisin yoklugu ayni

zamanda ayna evresinin gergeklesmemesi durumuyla birlikte olur. Eger bir cocuk
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ayna evresindeki goriintiisiiyle 6zdeslesebilecekse, bu Otekinin bakisi sayesinde

gerceklesmektedir.

Baska’nin libidinal yatirimi1 ¢ocugun fallik bir nesne olmasini saglamaktadir. Cocuk
ancak aynanin karsisinda Baska’nin bakisini1 yakaladiginda kendi eksigiyle karsilagir.
Bu eksigin taninmasi i¢in, annenin de eksigi olan boliinmiis bir 6zne olmasi
gerekmektedir. Bu eksik olmadiginda, ¢ocugu fallik bir nesne kilacak libidinal
yatirim da ger¢eklesememektedir. Bu noktada hekimler ve klinisyenler, genel
degerlendirmelerini yaparken ¢ocugun Baska’nin bakisiyla iliskisini de

degerlendirmesine dahil edip, ¢ocugun falliklesmesine katkida bulunabilir.

Melman’a gore otizm, anne ¢ocuga fallik madalyay1 veremediginde olur (2014).
Otistik, bilyiik Baska’nin diline girmeyi reddetmektedir ¢iinkii annesel Otekinin
arzusunun nesnesi olmaya yol agacak yabancilasmaktan kaginmaktadir. Otistik 6zne
kendi zihinsel temsillerinin oldugu haliisinatif bir evrende kalmayi tercih etmektedir.
Bagkanin arzusuyla yabancilastirici bir iliskiye girmemektedir ve bdylece Baskanin
ondan uymasini istedigi bir cok norm, ideal ve yasaginda disinda kalmis olur.
Otistigin girmedigi bu sistem, yerler, nesneler ve kisilerle iliskileri yoneten bir
yasanin sistemidir. Bir ¢ocuk dil ile diizenlenmis bu sisteme girmeden 6nce, annesi
ona bu yerlerin isimlerini verir ve bu sayede ¢ocuk, annesiyle paylasabilecegi bir
uzamsal yer insa edebilir. Bunun gergeklesmesi annenin arzusunu tasiyan sesinde

yatar. Ancak otistik ¢ocuk bunu reddetmektedir (Melman,2004).

Otizmin belirtileri iki yagindan sonra daha belirgin olmaktadir ((Larrson, Eaton and
Madsen, 2005). Bu belirtiler, kendi ismine daha az tepki verme, digerlerine daha az
bakma, zayif géz kontagi, az yiiz ifadesi ve iletisimsel davranis ve ortak dikkattir.

Insanlarla iliski kurmaya dair genel bir ilgisizlik, uygunsuz yiiz ve duygusal ifadeler

ve iletisimsel jestler goriilmektedir (Warlamount, Voller and Dale,2010).

Iletisimsel ilgisizlikle beraber bu ¢ocuklar yasamlarinin ikinci yilinda ayrica motor
gelisimlerinde de bir¢ok farklilik gostermektedirler. Alisilmadir bir postur ve
hipotoni bu ¢ocuklarda siklikla goriilmektedir. Otistik yapinin bir diger 6nemli
ozelligi ise sembolik oyunun gergeklesmemesi ve akranlarla oyun olusturmaya dair
ilgisizlik olarak ifade edilebilir. Bu belirtiler alt1 aylikken ortaya ¢ikmakta ve iki yasa
kadar artip belirgin hale gelmektedir.
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Bununla beraber, aragtirmalar otizmin daha geg¢ baslayabildigini de gostermistir. On
iki ay civarinda normal duygulanim gosteren, babildayan ve uygun iletisimsel jestler
kullanan ve taklit oyun oynayabilen kimi ¢ocuklarin da yirmi iki ay civar1 geri

cekilme gosterip sessizlestigi ve tekrarli davranislarina ve oyunlara yoneldigi ortaya

cikmistir (Larrson, 2005)

Fransiz projesi “Preaut” bu sebeple dort ay gibi erken siirede bu belirtileri ortaya

cikarmay1 hedeflemekte ve karsilik bir iliski gelistirmek i¢in haz uyandirmanin ve
arzunun 6nemini vurgulamaktadir (Olliac, Crespin and Laznik, 2017). Otistik yap1
olugmadan 6nce bu belirtilere miidahale etmek ve zaman kazandirma agisindan da

Oonem teskil etmektedir.

Otistik yapinin iki temel belirtisi vardir. ilki anne ve bebek arasindaki bakisin
yoklugudur ve bu da skopik diirtiiniin calisma sekliyle ilgili bilgi verir (Lacan, 1977).
Ikinci belirti ise oral diirtii devresinin tamamlanamamasi yani bu devrenin iiciincii ve
son agsamasinin ger¢eklesmemesi ve boylece devrenin tamamlanamamasidir. Ego
olusumunun ayna evresinde gerceklestigi diisiintildiigiinde, ¢ocugun beden
biitiinliglinii kavradig1 ve kendi eksigini Baskada gordiigii bir deneyimden
bahsedilebilir. Cocuk kendi eksigini, Bagkanin bakisinda ve bu bakistaki yatirim ve
ilgide goriir. Ayna evresi ancak ilk bakisin var olmasi iizerine gergeklesebilir. Bu
yiizden depresyonda ve kendi eksigini tantyamamakta olan bir anne, cocuguna

libinidal bir yatirim yapamayabilir (Melman, 2014).

Otizm gelistiren bebekler arasinda gortilen ikinci belirti ise diirtii devresindeki
geribildirim dongiisiiniin tamamlanmamasidir. Diirtiiler, ihtiyaglardan farklidir ve
diirtii doyumu ancak bu devrenin bir dongii i¢inde hareket etmesiyle ger¢eklesebilir.
Bir diirtii devresinin {i¢ asamas1 vardir ve otistik ¢ocuklarda tigiincii asamanin
tamamlanmadig1 goriilmektedir (Lacan, 1963-1964).

[k asama bebegin memeyi veya biberonu alip tutmasi olarak tanimlanabilir. ikinci
asama ise bebegin emdigi ve kendini yatistirdig1 oto-erotik evredir. Otistik ¢ocuklar
bu iki agamay1 gergeklestirebilen, hayatta kalma becerileri olan ¢ocuklardir. Ancak
doktorlar genel muayenelerinde bu iki asamayla ilgilenirken, {i¢iincii agamanin da
degerlendirilmesi 6nem tasimaktadir. Bu {i¢iincii asama, Baskanin zevkinin bir

parcast olmay1 kabul etmektir. Bu zevk kendini beslenme zamani bittiginde bir
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hayali oyun igerisinde kendini gdsterebilir. Ornegin anne bebegin yemegini yiyormus
gibi yaparak ne kadar lezzetli oldugu ile ilgili yorum yapabilir. Bu bakisla bebek,
annesinin giilimsemesinin ve aldig1 zevkin farkinda varir. Bu temel
olusturuldugunda, annenin yoklugunda da arzunun bu haliisinatif kutbu kendini
gosterebilir ve arzunun temsillerin olusmasina 6n ayak olur. Bu temsiller bilingdist
diisiincelerle iligkilidirler. Bu gerceklesmediginde, dil islevini gergeklestirmemis
demektir ve 6zne metafor ve metonimiden mahrum kalmistir. Annenin sesindeki
prosodi, onun seving ve hazzinin bir yansimasinidir ve bu prosodi, cocuk igin ihtiyag
ve diirtlinlin arasindaki farki belirler. Cogunlukla ilkel Baskanin yerini tutan anne,
eksigi olan bir agikliktir ve annenin saskinligina ve hayranligina boyun egmek,
bebegin arzunun nesnesi yapar. Oznenin, ihtiyaglariyla ve onlarin doyumuyla

tanismadan dahi 6nce, annesel zevke karsi bir yonelimi vardir (Laznik, 2013).
1.2.2 Lacan’in Diirtii Kuramm

Lacan (1963)’1n diirtii kuramina gore, diirtii i¢glidiiden farklidir ¢iinkii bir nesneyi
yoktur ve tatmin olmay1 amaglamaz. Diirtii, nesnesinin etrafinda devamli donmek
isteyen bir daire olarak goriilebilir. Ozneyi, tatmin nesnesine iten sey o nesnenin
eksikligidir. Nesne yalnizca bir boslugu ve higligi kaplar. O kayip nesnedir. Diirtii
devresi tekrar eder ve ve zevk, bu dongiiniin kendisindedir. Diirtiintin bir kaynagi, bir
hedefi bir nesnesi ve basinci oldugu agiklanmigtir. Bu zevkin kaynagi arzudur ve
yalnizca boliinmiis 6znede bulunur. Arzu bu tekrar eden dongiiniin i¢inde devam
etme sebebidir.

Lacan, Freud(1915)’un oral ve anal diirtiilerine, skopik ve isitsel diirtiilerini de
eklemistir. Erojen bolgeler 6zne ve Bagka’nin iliskisinde 6nemli yer tutar ve zaman
icerisinde birbirlerinden ayr1 hale gelebilirler. Bu iligki 6znenin zevkle olan kisisel
iligkisini olusturur. Yabancilasma ile birlikte, ilk nesne olan meme kayip nesne olur
ve Baskanin alaninda tekrar inga edilir. Bu alan talebin alanidir. Ihtiyag tatmini
saglandiginda geride kalan 6nemlidir ¢linkii geride kalan sey asla tatmin edilemez

¢linkii sonsuza kadar kaybedilmistir.

Otistik bir gocugun ailesiyle yapilan bir ¢aligmada, annenin sesinde anneceyi
olusruracak bir prosodinin eksik oldugu bulunmustur (Laznik,2005). Ses analizlerine
bakildiginda, prosodisinde bir tepe noktasi goriilememistir. Annenin sesindeki

prosodide goriilen yiikselmeler, annesel Bagkanin zevkinin bir yansimasi olarak
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goriildiigiinde bu bulgular 6nem teskil etmektedir. Annecenin iiretimi, annenin ve
bebegin aktif katilimini ile gergeklesen karsilikli bir deneyimdir. Annenin sesindeki
sagkinlik ve hayranlik artik¢a, bebegin tepkilerinde artis gozlenmistir. Annece icin
gerekli prosodiyi liretemeyen bir anneye tepkisiz kalan bir bebegin, amcasiyla
konusurken normal bir bebek gibi giildiigii, seslemeler yaptig1 ve baktigi
goriilmiistiir. Bu bulgu, bebeklerin Bagka ile bir iligki icinde olma donanimina sahip
oldugunu ifade etmektedir. Norobilimsel ¢calismalar ayrica, otistik kisiler i¢in insan
sesiyle herhangi bir diger sesin birbirinden farkli olmadigini ve otistik cocuklarin
insan sesi ve yliziine daha fazla ilgi gostermedikleri ortaya koymustur(Fernald and
Kulh, 1987). Lacan(1973)’a gore bu ilgisizlik daha sonraki ayrismay getirecek
olarak birincil 6zdesimin olugmasini engellemektedir. Birincil 6zdesim ayn1 zaman
beden biitiinliigliniin olugmasini saglayan bir durumdur. Bunun gerceklesmedigi
cocuklarda, iletisimsel i¢e ¢ekilmelerle beraber bedensel farkliliklar da goriiliir.
Ciinkii erojen bolgelere yapilan yatirim Baska ile iliskiyle ilintilidir(Lacan,1983). Bu
iliskinin olusmadig: otistikler, siklikla salya akintis1 gosterirler ve buna kars

kayitsizlik i¢indedirler.

Psikanalitik bakis agisinin yerini yaygin olarak bilissel modeller ve miidahaleler
almis olsa da, arzunun 6zne olmadaki roliinii otizmle ilgili calismalara dahil etmek

Onleme agisindan 6nem teskil etmektedir (Laznik, 1995).
1.2.3 Annece

Bebeklerin annece denilen iginde zevki barindan bir konugma tiiriinii tercih ettikleri
bilinmektedir (Saint-Georges,2013). Annece; duraklamayi, kesmeyi, gesitli
dilbilgisel 6zellikleri igeren bir prosodik nitelige sahiptir. Bu tercih, bebeklerin
annelerine ilgisinin ihtiya¢ tatminin 6tesine gectigini gostermektedir. Bebek farkli bir
tiir tatmin aramaktadir ve bu arayis annecenin hayranlik ve haz i¢eren yapisinda
uyanir. Annece, ayn1 zamanda annedeki eksige gonderme yapmaktadir. Cocugun
aslinda annedeki eksige yonelik bir tercihi oldugu soylenebilir. Lacan (1956),
Baskadaki bu eksigin cocugun ger¢ek oldugunun kaniti olabilecegini ve bu

gercekligi de aynadaki spekiiler imge yoluyla gosterebilecegini ifade etmistir.

Melman(2014)’a gore otizmde anne, cocuguna bir sekilde sevgisini ve gocugunun

onun i¢in bir hediye oldugu hissini geciremez. Bu yiizden annenin sdyleminin
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otizmin gelisiminde bir rolii oldugu sdylenebilir. Bu ¢ocuklar ayn1 zamanda annesel

Baskay1 memnun etmek gibi bir motivasyon da tagimazlar.

Annece yalnizca anne tarafindan degil ayrica babalar tarafindan da tiretilebilen bir tiir
konusmadir. Caligmalar annelerin konusmasinda %40 ile %60 arasinda, babalarin ise
%15 ile %20 arasinda annece igerdigini gostermistir. Yetiskinlere yoneltilmis
konusmayla kiyaslandiginda, bebeklere yoneltilmis konugsma daha kisa ciimleler,
gereksiz ve tek basina kelemeler ve obekler ve bir¢ok soru icermektedir. Prosodik
olarak ise annece daha uzun duraklamalar, yavas bir tempo, daha fazla tekrar ve daha
yiiksek bir f0 (temel frekans) icermektedir. Bununla beraber annelerin farkli

niyetleri farki tarzda seslendirmelerle ifade ettigi goriilmiistiir (Cohen,2013).
1.2.4 Cocuklar ve ebeveynleri arasindaki sessel alisverisler

Otistik ¢ocuklarin ebeveynlerinin diger cocuklarinin ebeveynlerine kiyasla
¢ocuklarina daha geg¢ yanit verdigi bulunmustur (Warlamount,2010). Bununla
beraber otistik ¢gocuklarda yonlendirme davranisinin daha az, takip etmenin daha
fazla oldugu gozlenmistir. Daha biiyilik cocuklar i¢in otizm tarama testleri
mevcutken, bir yas alt1 cocuklar i¢in tasarlanmis her hangi bir degerlendirme araci
bulunmamaktadir (Dawson,2008). Boyle bir testin varligi erken tan1 ve miidahale
acisindan onem teskil etmektedir. Preaut sistemi dort ayliktan itibaren bu ¢ocuklari

tespit edebilmektedir (Olliac ve Crespin, 2009)
1.2.5 Bebek ve bakici iliskilerinde aktif katihmcilardir

Bu karsilikli iliskide tepki vermeyen bir bebegin ebeveynler lizerinde de belirli bir
etkisi vardir. Cocuklarindaki farklilig1 hisseden ebeveynler, ebeveynlik becerileri ile
ilgili giderek daha gilivensiz hissetmeye baslayabilirler. Yenidoganin ilk aylarinda
sicak ve sevkatli hisseden ebeveynler zaman igerisinde engellenmis hissedip

donuklasabilirler (Melman,2014).

Arastirmalar ayrica dogum 6ncesi ¢evrenin de otizmin gelisimesinde bir rolii
oldugunu 6nermektedir (Larrson,2004). Ters dogum, diisiik Apgar testi, dogumda
bebegin kag haftalik oldugu, dogum kilosu ve ebeveynlerin psikiyatrik dykiisii gibi

olgularin otizm riskiyle iligkili oldugu 6ne siiriilmektedir.
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Annelerin kisilik 6zellikleri tizerinde duran bir ¢calismada, genis otistik bir fenotipe
sahip annelerin kisilerarasi ve sosyal problemler yasayabilecegi iddia edilmistir
(Wollf, 1988). Bir ¢alismada otizmi olan ¢ocuklarin annelerinin karakter 6zelliklerini
ve olasi risk faktorleri calisma amaciyla Rorschah testinin degiskenleri kullanilmistir
(Sandica ve Patca, 2011). Arastirma sonucunda daha az stresli annelerin daha fazla
duygu gosterdikleri ve kendilerini daha agik bigimde ifade edebildikleri goriilmistiir.
Duygularin daha az ifade edilmesi otizmli bir ¢ocuga sahip olmaktan kaynaklanan
strese bagli olabilecegi diistiniiliirken, iliskilere dair daha az ilgi sahibi olma ve
kisisel aras1 problemler yasama daha genis bir otistik fenotipin gostergesi olarak
degerlendirilebilir. Annelik depresyonu annece kullanimini olumsuz etkilemektedir.
Bu ebeveynler, bebeklerinin etkilesim kurma girisimlerine, seslenmelerine daha az
uyum saglayabilmektedirler. Arzuya dair temsiller olusturamayan bu ¢ocuklar, hayali
oyun oynayamaz ve bu oyunlarda fantezilerini hayata gegiremezler (Fink, 1995).
Birincil bastirmanin gergeklesmedigi bu ¢ocuklar (Freud,1905), nesnelerin kendi
goriis agilarindan ¢iktiktan sonra da var olmaya devam ettigini kavramayamamakta,
sahip olamadiklar1 bu imgesel alanda 6dipal bir rekabete de dahil omlart miimkiin

olmamaktadir.
1.3Cinsiyetlenme ve Otistik Ozellikler

Francis Tulsin (1972) otistik ¢cocuklarda Baskanin kapsama islevinin basarisizliga
ugradigini ve maskiilen ve feminen yanlarin boliindiigiinii iddia etmektedir. Bu
yiizden psikanalitik tedavinin amaci, tutucuya olan aktarimi ¢alismak yoluyla bu
islevi tamir etmeye ¢alismaktir. Tutan olarak biiylik Baskanin biseksiiel yapisi
sayesine benlik ile nesene arasinda giivenli bir alan yaratilmalidir. Bu sayede gocuk,
Otekinden ayr1 olmaya katlanabilir. Ikinci asamada ¢ocuk imgesel rakipler
yaratabilmeli ve Odipal dénem olan iigiincii asamada ise cinsiyetlenme
gerceklesmelidir. Bu seviyedeki bir ¢cocuk artik otistik yapiya sahip olarak

goriilemez.

1.3.1 Cinsel Kimlik Disforisi ve Otistik Ozellikler

Aragtirmalar, cinsel kimlik disforisine sahip kisiler, normal kisilere gore alt1 kez daha
fazla oranda otistik belirtiye sahip oldugunu gostermistir (Oien,2018). Ayrica otistik
belirtilerin dogumda erkek olarak atanmis kisilerde daha sik goriildiigli bulunmustur.

Cinsiyet Kimlik Disforisine sahip kisiler ve otizmli kisilerin toplumda yayginlig:
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artmaktadir (Heylens,2018). Bu ¢alismalar otizmli kisilerin cinsiyetlenmesi ile ilgili

onemli bilgiler vermektedir.
1.4Nevrotik Oznenin Olusumu

Nevrotik 6znenin olusumuna bakildiginda, 6znenin anne ve ¢ocuk simbiyozundan
ayrismaya dogru ilerledigi bir tablo goriilebilir. Bebegin, annenin arzuladigini
diisiindiigii imgesel fallus, annenin eksigini fark etmesine yol acar. Bu eksik ile
beraber olusan arzu ile beraber, kisi boliinmiis 6zne olarak simgeselde yerini alir

(Fink, 1995).
1.4.1 Nevrotik Oznede Arzu ve Kaygi

Lacan(1977) anksiyeteyi, arzunun altinda yatan olarak tanimlamigtir. Nesne a reel,
imgesel ve simgesel diizlemin birbirine baglanmasiyla var olabilir. Nevrotikte kaygi,
kastrasyon tehditi ile ilgili olabilmekte, bu da fallik zev tarafindan belirlenen fallus
yoluyla ortaya ¢ikmaktadir. Dilin islevi bir kesige yol agmasidir. Ancak bu kesigin
taninmasi i¢in bir referans noktasi gerekmektedir. Arzunun organizasyonu geregi, dil

kendini gosterdiginde, bastirilmis 6znede cinsellikten s6z edilebilir.
1.4.2 Nevrozda Borromean diigiimiiniin olmusmasi

Borromean diigiimii ii¢ halkadan olusmaktadir; Reel, Imgesel ve Simgesel
(Laznik,2016). Reel halkasi, organik bir varlik olarak bebektir. Simgesel diinyanin
diizenini temsil eder ve imgesel bebegin ne olabilecegi ile ilgili temsilleri igerir. Bu
{ic halkanin belli bir siray1 takip ederek diigiim olusturmas1 beklenmektedir. Ik
diigiim reel ve simgesel arasindadir ve Bagkanin bebegin bedenindeki uyarimlari
yatistirmasini igerir. Ikinci diigiim imgesel ve reel arasindadir ve Baskanin bakigini
ve sesini igerir. Bu ses, bebegin yol agtig1 saskinlik ve nese igcermektedir. Ebeveynin
bakis1 cocugun bedenini fallik bir obje yapar ve libidinal yatirim gerceklesir. Bu
seviyede birincil narsism olusur. Ugiincii diigiimde imgesel ve simgesel bir araya
gelir. Bu asama simgesel kastrasyonu igerir. Dordiincii diigiim bir kez daha simgesel
ve reel arasinda gergeklesir. Bu diigiime de bebege kendi reelinden yani bedeninden
gelen i¢ uyarimlar yatistirma roliine sahip Otekinin varlig1 sebep olmaktadir. Biitiin

bu asamalarin ger¢eklesmesi Borromean diiglimiiniin olusmasi ile sonug¢lanmaktadir.
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Bu sekilde tipik gelisen bir cocugun simgesel kastrasyonla beraber boliinmiis bir

0zne haline gelmesinde bahsedilebilir.

1.5. Otistik Yapinin Olusumu

Otistik yapida, imgesel alanin diger alanlarla diiglim olusturmasinda problem oldugu
soylenebilir (Laznik, 2014). Ilksel Baskaya yabancilasmay1 reddeden bu ¢ocuklar,
fallik nesne konumu alamazlar (Melman,2014). Bu ¢ocuklarda borromean
diigiimlerinde bir ¢ok hata oldugunda sz edilbilmekle beraber, bunlardan ilki

imgesel ve reel alanlardir.
1.5.1 Otizmde Borromean diigiimiiniin olusmasi

Ayna evresi ger¢eklesmedigi zaman, bebek i¢in jiibilasyonun gergeklesmedigi
sOylenebilir. Bununla beraber, reel ve simgesel alanlarin diigimiinde de sorun
yasanmaktadir ¢linkii babanin hayiri islevini gerceklestirememistir. Sonug olarak, bu
cocuklarda birinci ikinci ve besinci diigiimlerin baglanmasinda hatalar olur ve

imgesel alan diger iki alanla baglant1 kurmaz (Laznik, 2014)
1.5.2 Psikotik ve Otistikte Arzu

Otistik i¢in anne ve baba birbirinden farkli degildir ¢linkii ancak annenin arzusu ile
babanin sesi anlaml1 hale gelir. Yasamin basinda bir otistik i¢in annenin sesi
kaginilmak istenen travmatize edici ve rahmi istila eden yabanci bir varlik olarak
algilanabilir. Otistik Baska ile iliskilenmekten kaginarak oto-erotik davraniglar
sergiler. Bu kisiler ayn1 zamanda yogun yutulma ve dagilma korkulari
deneyimleyebilirler, bu da onlarin korku i¢inde yasarak geri ¢ekilmelerine ve kagma

davranisi i¢inde olmalarina yol agabilir (Fink, 1997).
1.5.2.1 Psikotik ve Otistikte Simgesellesme

Lacan, (1957) psikotik ve otistik gosterenin sinirlandirilmamis dogasi sebebiyle act
icinde oldugunu ifade etmistir ¢iinkii efendinin etkileri kontrol altina alinamamastir.
Bu sebeple psikotik de otistik durum panik uyandiric ve tehdit edicidir. Onlar i¢in
0znelesmeyi saglayacak bir gosteren yoktur. Bir yapinin olugsmasinda annenin arzusu
temel rol oynar ancak psikotik 6zne bu simgesellesmenin disinda kalmistir. Bu

yiizden hem psikozda hem otizmle bedenle temel bir iliski goriilmektedir.
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1.5.2.2 Psikotik ve Otistikte Kastrasyon Kaygisi

Psikotik ve otistiklerin kastrasyon kaygisina yabanci olduklar1 sdylenebilir. Bununla
beraber bu kisiler bedenleri ve bedenlerinin sinirlarina dair korkular1 ve anlam
olusturma g¢abalaridir. Kastrasyonun gergeklesmemesinin yol agtig1 fallik zevk ve
onun tehdit ediciligi buna yol agmistir. Bagka ile iliskideki bir takim 6gelerin
psikozla iliskisinden bahsedilmistir (Lacan, 1954). Schreber’in diinyasinda anlam
kayb1 gerceklesmistir ¢linkii arzuya sebep olmasi gereken, mevcut degildir Babanin

ad1 yoktur ve dolayisiyla Bagkaya gore alinabilecek 6znel bir konumda olusmamustr.

1.6. Otizmli bir cocuga sahip olmak

Otistik cocuklarin ebeveynlerinin, tipik gelisen ¢ocuklara kiyasla daha stresli oldugu
ve ¢esitli bas etme stratejileri kullandiklar1 gériilmiistiir (Hastings, 2005). Bunlar;
aktif kaginma ile bas etme, problem odakli bas etme, pozitif bas etme ve dini/inkar
ile bas etmedir. Arastrmalar ayrica annelerin babalardan daha fazla stres yasadigini
ve daha farkli bas etme stratejileri kullandigini gostermistir (Lutzky, 1984). Ayrica
annelerin babalara kiyasla daha fazla sosyal destek aradigi ve problem odakli bag
etme stratejileri kullandig1 bulunmustur (Dabrowska, 2010). Ebeveynlerin stres
kaynaklar1 arasinda ¢ocuklarinin durumunun kalicilig, aile tiyelerinin ve toplumun
cocugun durumunu onaylamamasi ve yetersiz profesyonel destek yer almaktadir
(Dabrawska and Pisula, 2010). Kullanilan bag etme stratejilerinden bagimsiz olarak
otizmli ¢ocugu olan ebeveynler hem tipik gelisen ¢ocuklara kiyasla hem de diger
engel gruplarina kiyasla daha fazla stres deneyimlemektedirler (Lustic,2002).
Otizmli bir cocuk sahibi olmak ebeveynlerin sosyal yasamlarinda sinirliliklara yol
agmustir. Uziintii, endise ac1 ve ¢aresizlik gibi bir¢ok duygu deneyimlemektedirler.
Tan1 sonras1 ebeveynler yas acisindan bir¢ok evreden gegmektedirler ve birgok
degisik tepki verebilmektedirler. Bu tepkiler, inanmamayi, 6fkeyi, su¢lulugu,
caresizligi, yikilmishgi, saskinligi ve ayrica ¢ocugun reddini igerebilir. Kiibler
Rose’a gore ebeveynlerin %75°1 kabul evresinde, %10°u depresyon evresinde, %10’u
Ofke evresinde ve %5°’1 inkar evresindedir. Ebeveynlerin deneyimledigi stres ve
depresyon i¢in kontrol odagi 6nemli bir faktordiir. Arastirmalar digsal kontrol
odagina sahip kisilerin igsel kontrol odagina sahip kisilere kiyasla daha yiiksek

depresyon seviyeleriyle iligkilendirildigini 6nermektedir (Lazaruz, 1984).
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Bu ¢aligmada ise, otizmli ¢cocugu olan annelerin 6znel deneyimlerinin derin bir

arastirma ile anlagilmas1 amaglanmaktadir.

BOLUM 2

METODOLOJi

2.1 Niteliksel Arastirma

Otizmin etiyolojisi heniiz bilinmemekte oldugundan (Buxbaum,2009), bu
bozuklugun ¢ok boyutlu ve karmagik dogas1 geregi arastirmasi zor bir konu oldugu
sOylenebilir. Bu agidan niteliksel bir yaklasim derinlemesine bir arastirmayz,

katilimeilarin 6znel konumunu da dahil ederek mimkin kilar.

2.2 Yorumlayici1 Fenomenolojik Analiz

Yorumlayict Fenomenolojik Analiz’de, katilimcilarin belirli bir konudaki essiz bakis
acilar1 ve 6znel deneyimleri ele alinir. Bu yaklagim,, aragtirmacinin da ¢aligmaya

olan katkisin1 anlamaya odaklanir (Smith& Osborne, 2007).
2.3 Katilicilar ve Orneklem Yontemi

Yorumlayict Fenomenolojik Analiz kriterlerine gore katilimcilarin homojen bir grup
olmas1 hedeflenmis ve amacli 6rnekleme kullanilmistir. Bu ¢alismadaki kisiler de
yedi ila on iki yaslar arasinda otizm tanis1 almis ¢ocuklar1 olan evli kadinlardir.

Toplamda bes kisi calismaya dahil edilmistir.
2.4 Prosediir

Oncelikle, katilimeilara yéneltilecek olan arastirma sorular belirlenmis ve bu sorular
acik uglu ve yar1 yapilandirilmis olacak sekilde diizenlenmistir. Gortismeler 100 ile
140 dakika aras1 siirmiis, ses kaydi1 alinmistir. Goriismeler, Istanbul’daki cesitli 6zel
egitim merkezlerinde gerceklestirilmistir. Katilimcilarin kisisel bilgileri gizliligin

korumas1 agisindan degistirilmistir.
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2.5 Veri Analizi

YFA kriterlerine gore, her bir goriismenin analizi bir digeri tamamlandiktan sonra
yapilmaktadir (Smith, Jarman, Osborn, 1999). Gorlisme analizi yapilirken sayfanin
sol silitunu, aragtirmacinin, katilimcilarin ifadelerine dair ¢cagrisimlarini ifade etmesi
i¢in kullanilir. Ortaya ¢ikan iist- temalar ise sayfanin sag tarafinda toplanir. Her bir
goriismeden sonra dnceki goriigmelere doniiliip benzer temalar i¢in tekrar
degerlendirme yapilir. Bu analiz siireci sonunda bu ¢alismada su temalar ortaya
cikmastir: hamilelik ve dogum sirasinda giigliikler yasama, tani éncesi ¢ocuk
vetigtirmeye dair tutum, tani sonrasi olumsuz duygular deneyimleme, ¢cocugun
eksiklerini kapatmak igin ¢caba gésterme, ¢cocugun babasina dair ¢eliskili atiflar ve

sosyal yakinliga bagh yapilan yansitmalar.
2.6 Calismanin giivenilirligi

Bir nitel arastirmay1 giivenilir kilan ¢esitli kriterler vardir. Bunlar; sosyal gecerlililik,
oznellik, verilerin yeterliligi ve yorumlamanin yeterliligidir (Morrow, 2005). Nitel
aragtirmalarin giivenirligine dair bir diger 6zellik ise, arastirmanin 6znel konumunu
ve bu konumun ¢alismayi ne sekilde etkileyebileceginin arastirmaya dahil

edilmesidir.
2.6.1 Ozdoniisiimsellik

Bu calismanin secilmesinde aragtirmacinin mesleki ge¢misinin, 6zel hayat

gecmisinin ve su anki yasamindaki giincel konularin etkisi olmustur.
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BOLUM 3

SONUC

Bu ¢aligmanin sonucunda yedi iist tema ortaya ¢ikmistir. Bu temalar YFA
kullanilarak elde edilmistir. Bunlar; hamilelik ve dogum siwrasinda gii¢liikler yasama,
tan: dncesi ¢cocuk yetistirmeye dair tutum, tani sonrasi olumsuz duygular
deneyimleme, ¢cocugun eksiklerini kapatmak icin ¢caba gésterme, cocugun babasina

dair ¢eliskili atiflar ve sosyal yakinliga bagh yapilan yansitmalar.
3.1 Hamilelik ve dogum sirasinda giicliikler yasama

Bu iist temada katilimeilarin hamilelikte ve dogumda yasadigi saglik
problemlerinden bahsetmektedir. Saglik sorunlar: yasama ve ¢ocugun durumu ile

ilgili endigeli olma bu iist temanin alt temasidir.
3.1.1 Saglk sorunlar1 yasama

Katilimcilar hamilelik ve dogumda yasadiklar: giigliikleri onemli 6lgtide saglik
sorunlarinin olusturdugundan bahsetmislerdir. Hale bu tema baglaminda, yasadig:
panik bozukluktan, 6liim korkusundan ve kan degerlerindeki dengesizliklerden

bahsetmis, bu sebeple hamileliginde 6nemli kilo kayiplar1 yasadigini anlatmistir.
3.1.2 Cocugun durumuyla ilgili endiseli olma

Bu alt temada katilimcilar ¢ocuklarinin sagligi adina kaygili olduklarin
anlatmislardir. Hamilelik ve dogum deneyimini stresli bir deneyim olarak tanimlamis
ve onlar biiyiik dl¢iide endise icinde biraktigini dile getirmislerdir. Ozge kendini su

sekilde ifade etmistir:

Seker testine gittim. Seni bir ntsye alalim dedi doktor tamam hocam dedim. Dedi
kusura bakma seni de korkutmayayim kordon dolanmis bebegin boynuna dedi
seni de acilen sezeryana almak zorundayiz. Tabi o an ani bir korku bir telas
clinkii daha erken daha 8 aylik hamileyim daha var normalden 45 giin dnce geldi
gibi bir sey oldu Koray. Korktum agladim strese kapildim neden erken geliyor
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¢linkii doktor dyle bir konustu ki az daha beklersek bebek 6lebilir kordon iyice
dolanmig diye sdyledi. Bir yandan ¢ok agliyorum bir yandan ¢ok korkuyorum.
Degisik bir duygu yasadim.

3.2 Annenin tam dncesi ¢ocugun yetistirme tutumu

Bu tema igerisinde katilimcilar bir bebek sahibi olduktan sonraki diigiinme bigimleri,
tutumlar hislerine dair bilgi verecek olaylar ve deneyimlerden bahsetmislerdir. Bu
st tema; ev disinda ¢calismaya dair olumlu hissetme, ¢ocukla zaman gegirmenin
onemsizlestirilmesi, cocuk yetistirmeye dair sorumluluklarin baskalarina
devredilmesi, bir bozukluga dair erken belirtileri normallestirerek inkar etme ve

taniyr kabul etmede gii¢liik alt temalarin1 igermektedir.
3.2.1 Ev disinda calismaya dair olumlu hissetme

Birc¢ok katilime1 mesleklerini ve daha dnce yaptiklarini igleri sevdigini ifade etmis ve
is hayati ile ilgili olumlu hisleri oldugunu dile getirmislerdir. is hayatindan
sosyallesme, 6zglirlesme, kendini 6nemli ve degerli hissetme, saygi gérme gibi
kazanimlarinin oldugundan bahsetmislerdir. Katilimcilar ayrica is hayatina dair

6zlem duyduklarini ve geri donmeyi dilediklerini anlatmiglardir.
3.2.2 Cocukla zaman gecirmenin 6nemsizlestirilmesi

Katilimcilar bu alt temada, cocuklarinin uyanik oldugu zamanlarda, is hayatini igeren
yogun bir programin i¢erisinde olduklarini ve beraber vakit gecirecek zamanlarinin
olmadigini anlatmislardir. Cocuklari ile biraraya gelebildikleri zamanlari ise

cocuklariin uyku saati sebebiyle degerlendiremediklerini soylemislerdir.
3.2.3 Cocuk yetistirmeye dair sorumluluklarin bagkalarina devredilmesi

Bu alt tema, katilimcilarin, ¢gocuklarinin biiyiikannelerinin verdigi bakima duydugu
giiven ve rahatligindan bahsetmesini icermektedir. Katilimcilar bu sekilde,
cocuklaria dair bir endise duymadiklarini, ¢ocuklariin ihtiyaglarmin karsilandigini

bilmenin onlara iyi geldigini dile getirmislerdir.
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3.2.4 Bir bozukluga dair erken belirtileri normallestirerek inkar etme

Katilimcilar bu alt temada, kendi deneyimlerine ve ¢evrelerinin yorumlarina dair,
cocuklarindaki bir takim belirtilerin normal oldugunu savunduklarini, bu belirtilerin
cocuklariin gelisimine 6zgii oldugunu ve her ¢ocugun farkli olabilecegini ve

zamanla baz1 seylerin iyilesebilecegini diisiindiiklerini anlatmiglardir.
3.2.5 Tamy1 kabullenmekte giicliik

Bu alt temada katilimcilar, doktorun tanisiyla karsilastiklarinda yasadiklari
giicliiklerden bahsetmislerdir. Saskinlik, caresizlik, sok, kabullenememe gibi birgok

duygu yasadiklarini anlatan katilimcilar, bu deneyimin zorluklarini ifade etmisglerdir.
3.3 Tam sonrasi olumsuz duygular deneyimleme

Bu iist tema, annelerin otizmli bir ¢ocuga sahip olma ve onu yetistirmeye dair
duygularin1 kapsamktadir. Alt temalar; cocugun durumuna dair su¢luluk ve siiphe,
annelik becerilerine dair endiseler, cocugun gelecegine ve bagimsizlik diizeyine dair
kaygilar, cocugun kaywp olacagindan ve zarar géreceginden korkma, otorite

kuramama kaynakli engellenmislik hissi olarak belirtilebilir.
3.3.1 Cocugun durumuna dair su¢luluk ve siiphe

Bu alt tema, annelerin ¢ocuklarinin neden otizmli olduguna dair sorgulamalarini ve
atiflarini igerir. Sugluluk hissettiklerini ve ¢ocuklarinin otistik olmasina yol agcacak
bir sey yapip yapmadiklarini diistindiiklerini ifade etmislerdir. Kendi yeterliliklerini
ve annelik becerilerini siklikla sorguladiklarini ve kendilerinden slipheye diistiiklerini

dile getirmislerdir.
3.3.2 Annelik becerilerine dair endiseler

Bu alt temada katilimcilar, kendi ¢cocuklarina yetip yetemediklerini sorgulamigslardir.
Ebeveyn olarak ¢ocuklarinin ihtiyaglarini karsilayabilmeye dair endisler i¢inde
olduklarini anlatmis, ¢ocuklarinin kendi annelik becerileri sebebiyle eksik veya geri

kalmasindan korktuklarini dile getirmislerdir.
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3.3.3 Cocugun gelecegine ve bagimsizlik diizeyine dair endiseler

Bu alt temada, katilimcilar, kendileri ¢ocuklarinin hayatlarinda olmadiginda
¢ocuklariin durumlariin nasil olacagina dair endiseli olduklar1 ifade etmislerdir.
Cocuklarin, kendi kendilerine yetebilecekleri bir diizeye gelmesinin onlar igin

onemini vurgulamiglardir.
3.3.4 Cocuklarin kaybolacagindan veya zarar goreceginden korkma

Cocuklarinin basina kotii bir sey gelmesine dair duyduklar1 endise, bu alt temay1
olusturmaktadir. Bu korku, ¢ocugun kaybolmasi veya bir sekilde zarar gérmesiyle
iligkilidir. Cocugu tekrar bulamama, araba ¢arpmasi, akran zorbalig1 gibi olasi

durumlardan bahsetmislerdir.
3.3.5 Otorite kuramama kaynakh engellenmislik hissi

Bu alt temada katilimcilar, ¢ocuklarinin onlar1 dinlemediginden, istediklerini
yapmadiklarindan ve onlari sinirlandirmakta zorlandiklarindan bahsetmislerdir.

Boyle durumlarda anneler yorulduklarini ve kizdiklarini dile getirmislerdir.
3.4 Cocuklarinin eksiklerini telafi etme cabalar:

Bu iist tema, katilimeilarin ¢ocuklarini durumuna dair neler yaptiklarini icermektedir.
Alt temalar, bir bas etme yontemi olarak otizmle ilgili arastirma yapmak, ¢cocugun
gelisini takip etmek, ¢cocugun gelisimini akranlariyla kiyaslama ve ¢ocukla beraber

olmadiginda ¢evresini kontrol etmeye ¢alisma seklinde belirlenmistir.
3.4.1 Bir bas etme yontemi olarak otizmle ilgili arastirma yapma

Katilimcilar, ¢cocuklarini ¢evredeki diger ¢ocuklarla kiyasladiklardan ve bu kiyas
sonucu gordiikleri farkin kendilerine hissettirdikleriyle ilgili ifadelerde
bulunmuslardir. Katilimcilar, kendi ¢ocuklarinin yapamadiklar seyleri, diger
cocuklarin yapabildigini gordiiklerini dile getirmis, buna dair hislerini; liziinti,

burukluk, eziklik gibi kelimelerle anlatmiglardir.
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3.4.2 Cocugun ilerlemesini takip etme

Bu alt temada katilimeilar, ¢ocuklarinin eskiye kiyasla gelisimsel olarak ne kadar
ilerlediklerini ve ne hizla ilerledikleri hakkindaki diisiincelerini igerir. Katilimcilarin
yogun olarak zihinlerini mesgul eden bu konu, kimi katilimcilarda kendini otizm

tanisindan ¢ikma umuduyle birlikte kendini gostermektedir.
3.4.3. Cocugun gelisimini akranlariyla karsilagtirma

Bu alt temada katilimcilar, gocuklar otizm tanis1 aldig1 andan itibaren, bu bozukluk
hakkinda kitaplar okumaya ve arastirma yapmaya basladiklardan bahsetmistir.
Katilimcilarin neredeyse hepsi, lizgiin olmay1 birakip bir seyler yapmalari

gerektiklerini diistindiiglinii ifade etmistir.
3.4.4 Cocuklariyla beraber olmadiklarinda onlari ve cevresini kontrol etme

Katilimcilari birgogu ¢ocuklariyla beraber olmadiklarinda kendilerini rahat
hissetmediklerinden bahsetmislerdir. Bu endise ve kaygi sebebiyle cocuklariyla ayri
olduklar1 zamanda neler olduguna dair her seyi bilmek istemektedirler. Ogretmen,
golge abla ya da diger ¢cocuklarindan bu zamana dair her detayr anlatmalarini talep
etmekte veya birgok durumda ¢ocuklartyla beraber olmaya calismaktadirlar. Sinif
gibi iceriye kabul edilmedikleri ortamda ise 6fke duyduklarini ve giivensiz

hissettiklerini anlatmiglardir.
3. 5 Cocuklarimin hayatindaki yeri idealize etme

Bu {ist tema, katilimcilarin kendi annelik rollerini nasil degerlendirdikleriyle ilgilidir.
Alt temalar bu annelik kendilerini su sekilde gordiigiinii gostermistir: tamamen
sorumlu, kendine ¢cocugu adamis ve ¢ocugu hayatin merkezi yapmis, kendine zaman

aywrmayan, ¢ocugu iyilestirebilecek tek kisi, secilmis olan.
3.5.1 Tamamen sorumliu

Bu alt temada katilimcilar, ¢ocuklarin bakimindan, ¢ocuklarla ilgili alinacak
kararlardan ve genel olarak ¢ocuktan tek ve sadece kendilerinin sorumlu oldugunu

dile getirmislerdir.
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3.5.2 Cocugu iyilestirebilecek tek kisi

Katilimeilarin birgogu, hayatlarinin merkezinde ¢ocuklari oldugunu ve biitiin

hayatlarin1 otizmli ¢ocuklarinin ihtiyaglari etrafinda planladiklarini ifade etmistir.
3.5.3 Cocugu hayatin merkezine koyarak kendini ona adama

Bu alt temada katilmicilar, kendileri i¢in hicbir sey yapmadiklarini ifade etmislerdir.
Yalnizca kendileri i¢in ayirdiklart herhangi bir bos zamanin olmadigini, her hangi bir
hobi ya da hoslanacaklar bir etkinlikle ugragsmadiklarini dile getirmislerdir. Kendileri
i¢in bir seyler yapmak icin ¢ocuklarinin iyilesmesini beklediklerini ifade eden
katilimcilar, bir ¢ok etkinligin finansal yiikiiniin oldugundan ve bu kaynaklarini

¢ocuklariin egitimine ayirmayi tercih ettiklerinden bahsetmisglerdir.

3.5.4 Oz bakim ve hobileri erteleme

Bu alt tema, annelerin ¢ocuklarini kurtaracak tek kisi olduklarina dair inanglarini
icermektedir. Cocuklarinin tiim sorumlulugunu almis oldugunu ifade etmis
katilimcilar ayn1 zamanda, ¢ocuklar ile ilgilen aile bireyleri, egitimciler ve saglik
elemanlarimin katkilarin yetersiz gorerek, gocuklarinin- kendi ifadeleriyle-

diizelmesini saglayacak yegane kisi olarak kendilerini gormektedirler.
3.5.5 Yiiksek bir gii¢ tarafindan secilmis Kisi

Bu alt tema katilimcilarin neden ¢ocuklarinin otizmli olduguna dair yaptiklar: atiflar
icermektedir. Katilimcilara yasadiklarin1 anlamlandirmak i¢in kader, Allah’in takdiri

veya bagka bir gii¢ tarafindan se¢ilmek gibi sebepler one siirmiislerdir.
3.6 Cocugun babasina dair celiskili atiflar yapma

Bu tiist tema katilimcilarin cocuklarinin babasiyla ilgili goriis ve degerlendirmelerini
icermektedir. Alt temalar; aileyi gecindiren, ¢cocuklarla zaman gegiren, iyi es ve

cocuklart konusunda yetersiz seklinde belirlendmistir.
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3.6.1 Ekonomik giice sahip olan

Katilimcilarin, cocuklarinin babastyla ilgili 6ncelikli olarak yaptiklar1 yorum, ¢alisip
para kazanan ve evi gegindiren olmalariyla ilgilidir. Katilimcilar, eslerini islerinde
harcadig1 zaman ve emegi takdir etmekte ve babanin temel roliinii para kazanarak bir
takim olanaklar saglayan kisi olarak ifade etmektedirler. Cocuklarinin egitiminde
paranin 6nemini vurgulayan katilimcilar, ailelerinde bir rol paylagimi oldugunu dile

getirmislerdir.
3.6.2 1lyi bir baba

Katilimcilar, eslerinin islerinden arta kalan zamaninda ¢ocuklariyla vakit ge¢irdigini,

onlarla oynadigini ve onlar1 gezmeye gotlirdiigiinii anlatmiglardir.
3.6.3 lyi bir es

Bu alt temada katilimcilar, gocuklarinin babalarinin iyi bir es oldugundan, iyi

anlastiklarindan ve iyi bir iligkilerinin oldugundan bahsetmistir.
3.6.4 Otizmli ¢ocugun ihtiyaclarini karsilamada yetersiz

Bu alt temada katilimcilar, otizmli ¢ocuklariyla ilgili konularda eslerini yetersiz
bulduklarindan, babanin konumunun anneninki kadar 6nemli olamayacagini
diisiindiiklerinden ve annenin konumunu essiz ve yeri doldurulamaz bulduklarindan

bahsetmislerdir.
3.7 Sosyal yakinhga gore degisen yansitmalar
Bu iist temada katilimcilar1 gevrelerini nasil gordiiklerinden bahsetmislerdir. .

3.7.1 Yetersiz kurumlar

Katilimeilar, ¢ocuklariyla ilgili ¢esitli yasal diizenlemeleri, kurum ve kuruluslar
yetersiz gordiiklerinden bahsetmislerdir. Ozellikle devlet kurumlari ve egitmenler
cocuklariin gelisimine destek vermesi agisindan yetersiz bulunmaktadir.
Katilimeilar ¢ocuklarinin devam ettigi okuldaki egitime giivenmediklerini sdylemis,
okul miidiirii ve 6gretmenler gibi kisileri de ¢cocuklarina yetecek kadar donanimli

gormediklerini ifade etmislerdir.
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3.7.2 Yargilayic1 anneler

Cesitli katilimcilar ¢evrelerindeki kisilerin onlar1 anlamadigini ve anneliklerini
yargiladigini diisiindiiklerini anlatmiglardir. Bu katilimcilar ¢ocuklarinin gesitli

davraniglarindan dolay1 anne olarak suglanacaklarini diistinmektedirler.
3.7.3 Bencil 6gretmenler

Bu alt temada katilimcilar, ¢evrelerindeki kisilerin ¢ocuklarinin durumuna karsi

hassasiyetten yoksun, bencil ve anlayissiz bulduklarini dile getirmislerdir.
3.7.4 Destekleyici akrabalar

Uzak cevreleriyle ilgili ¢ogunlukla olumsuz atiflar1 olan katilimcilar, aile tiyeleri gibi
akraba gibi daha yakin ¢evrelerini destekleyici olarak tanimlamis ve onlardan yardim

alabildikleri i¢in memnuniyetlerini dile getirmislerdir.

BOLUM 4

TARTISMA

Bu boliimde temalardan elde edilen bilgilerin giincel alanyazin dogrultusunda
tartisilmas1 amaglanmaktadir. Ayrica bu bdliim, bu ¢alismanin sinirlhiliklarini ve

sonraki caligmalara yonelik onerileri de icermektedir.

4.1 Hamilelik ve dogum sirasinda giicliikler yasama

Lacanyen psikanalizde arzu ¢ok merkezi, ¢ok boyutlu ve bilingdis1 bir mesele olarak
calisilmaktadir (Lacan, 2004). Bir 6znenin, boliinmiis nevrotik bir 6zne olmasi igin
annenin arzusu temeldir. Bir annenin arzusunu goriisme baglaminda incelemek gii¢

olmakla beraber, katilimcilarin ¢ocuk sahibi olmakla ilgili ifadeleri tartigilacaktir.
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Katilimcilarin gocuk sahibi olmaya dair deneyimlediklerini ifade ettikleri korku,
endise ve dzellikle kaygi; eksigi olan bir 6zne ve arzulayan bir 6zne olmanin sonucu
olarark degerlendirilebilir (Fink,1997). Lacan’a da gore de, hamilelik kadinlar i¢in
¢ok arzu edilen bir deneyimdir ¢iinkii bir doluluk ve tamlik deneyimi saglar (2014).
Bununla birlikte, doluluk ve tamlik hissi ayn1 zamanda kaygi uyandiricidir ¢iinkii
Oznenin arzulamaya devam etmesi i¢in eksik kalmasi gerekmektedir. Bu yilizden
hamilelik doneminde kaygi, kadinlar tam da arzularina erismek tizereyken ortaya

cikar.

Psikanalitik literature ek olarak, dogum 6ncesi ¢alismalar, hamilelik ve dogum
sirasinda yasananan bazi tibbi komplikasyonlarin otizm riskini artirabilecegini

onermektedir (Fombonne,1999).

4.2 Annenin tani 6ncesi ¢ocugun yetistirme tutumu

Lacanyen psikanaliz anne ¢ocuk iliskisini “anne timsah” benzetmesiyle tanimlar. Bu,
bir 6znenin boliinmiis 6zne olmasi i¢in, annenin ¢ocugun disinda bir seyleri
arzulayabilemesi

gerekliligini igerir (Fink, 1997). Katilimcilar, ¢alismada is hayatlarini 6zlediklerini,
calisirken kendilerini degerli ve ise yarar hissettiklerini, saygi gordiiklerini ve bundan
hoslandiklarini anlatmiglardir. Bu ifadeler, bir arzunun ve bir eksigin ifadeleri olarak

gortilebilir. Ancak yine de ¢ocuklar otistik bir yapiya sahiptir.

Laznik (1998)’ gore, bebek annesinin varlig1 ve yoklugunu deneyimleyip arzuya dair
temsiller olusturmaya baslamadan once, ilk bakisa girmelidir. Annenin bebege
yaptigi ilk libidinal yatirimla beraber ¢ocuk fallik bir nesne halini alir. Anneden
alinan zevk terk edilmeden 6nce bu evrenin gerceklesmis olmasi gerekmektedir.
Melman (2004)’a gore yapisal veya durumsal bir takim sebeplerden dolay otizmli
cocuklarda bu deneyim gerceklesemez. Daha ileriki ¢caligsmalar anne bebek iliskisinin

ilk altr ayin1 ele alarak bu kavramlari ele alabilir.

Cocuklarinin gelisim siireci ile ilgili sorulan sorulara katilimcilar, cocuklarinin
durumuyla ilgili gevrelerinin uyar1 ve Onerileri dikkate almadiklarini sdyleyerek

yanitlamiglardir. Bu donemde katilimcilarin inkér bir savunma mekanizmasi olarak
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kullandig1 ve bu inkarin otistiktik belirtilerin ilerlemesine ve kalic1 bir otistik yapinin
olugmasina yol actig1 6nerilebilir. Katilimcilar, ¢ocuklari otizm tanisi aldiginda bu
durumu kabul etmekte giicliik yasamis ve bir¢ok duyguyu deneyimlemislerdir.

Katilimcilarin bu deneyime tepkisi ileriki boliimlerde tartisilacaktir.
4.3 Tani sonrasi olumsuz duygular deneyimleme

Cocuklarinin aldig: taniyla ilk defa karsilastiktan sonra ebeveynler, kaygi, su¢luluk,
otke ve yalmzlik gibi birgok duygu deneyimlemektedirler (Worden, 2004). Bu
calismadaki katilimcilar da kendilerini siklikla sorguladiklarini, kararlarindan siiphe
duyduklarini ve kendilerini suglu hissettiklerini anlatmislardir. Sugluluk duygulari
yikict igsel diirtiilerin bir ¢iktisi olarak goriilebilir (Kiibler-Rose ve Kessler, 2005).
Yasadiklar1 kayba kars1 uyanan bu sug¢luluk ayn1 zamanda kendi erken dénem
gelisimsel evrelerindeki psisik dinamiklerin tekrar harekete gegmesi olarak

goriilebilir ( Klein, 2003).

Katilimcilarin ¢ocuklariyla ilgili yasadiklar1 yogun kaygi ve korku, ¢ocuklarini ve
genel olarak gevrelerini kontrol etme ¢abasi olarak kendini gdstermistir. Onceki
calismalar, bu davranisi, belirsizlik durumu igerisinde kisinin kendisini giiglii

hissetme cabasi olarak degerlendirmektedir (Pusa et al,2012).
4.4 Cocuklarimin eksiklerini telafi etme ¢abalari

Cocuklar1 otizm tanis1 aldiktan sonra katilimcilar hemen harekete gegmek
istediklerini ifade etmislerdir. Uziilmeyi birakmalar1 gerektigini ve bir an dnce
cocuklar i¢in bir seyler yapmalarinin daha 6nemli oldugunu sdylemislerdir. Bu
ornek katilimeilar, yasadiklar zor duygulari deneyimlemekten kacindiklart seklinde
yorumlanabilir. Bununla beraber, yeterli bakim1 ve egitimi aldiktan sonra
cocuklarinin “normal” olabilecegi umudunu katilimcilar arasinda yaygin olarak

gOriilmiistir.

Yas siirecinin bir parcasi olarak goriilebilecek bu umut ayn1 zamanda kendini
cocuklariin giivenligi ve iyiliginden emin olmak i¢in ¢evrelerini kontrol etmeye dair
biiyiik bir ¢caba olarak da kendini gostermistir. Cocuklariyla olmadiklart her an
hakkinda bilgi almaya ¢alismaktadirlar. Cocuklarin gittigi okuldan ve egitim aldig:

O0gretmenlerden memnun olmayan ve onlar1 yetersiz bulan katilimcilar, derslerde
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¢ocuklara eslik etmek istemekte, siniflara kabul edilmediklerinde ise 6fke
duymaktadirlar. Bu sekilde kisisel endiseleri, korkulari ve genel olarak duygular
ifade edilmemekte ve onlar1 zayif ve kirilgan bir konuma sokacak bir durumdan
kaginmis olmaktadirlar. Bu yilizden klinisyenler bu kisilerle ¢alisirken, yasadiklarin
deneyimle ilgili altta yatan duygularini konusmak 6nem arz etmektedir.
Arastirmalara gore annelerin daha uyumlu bas etme yontemleri edinmelerine
yardimce1 olmak, onlarin stresini azaltmakta, hem kendi hayatlarinin hem

cocuklarinin ve ailelerinin hayatlarini iyilestirmektedir (De Gray, 1994)
4.5 Cocuklarimin hayatindaki yeri idealize etme

Bu tema katilimcilarin anne olarak aldiklar1 konuma dair yorumlar 1s1g1nda ortaya
cikmigtir. Katilimeilar kendilerini sorumlulugun tamamini iistlenen, tek karar verici
ve yeri doldurulamaz olarak gormiislerdir. Cocugun her seyi olmanin kaygi
uyandirict oldugunu ifade etmekle beraber, ¢ocuklarinin ihtiyaci olan seyin bu
oldugunu dile getirmislerdir. Bu acidan bu katilmicilarin anneligini idealize ettikleri
sOylenebilir (Freud, 1905). Freud, idealizasyonun, ambivalan hislere kars1 bir

savunma olarak ortaya ¢iktigini dnermektedir.

Katilimcilarin kendini feda eden tutumlari ¢evrenin destegini almalarinda zorluk
olusturma ve kendi ihtiyaglarin1 ihmal etmelerine yol agmaktadir. Bu kendini adama
durumunun ayrica ¢ocuklarinin durumunu iyilestirmeye dair umutlar: ve bu umudu
gerceklestirme cabalart ile ilintili olabilecegi sdylenebilir (Bouchal et al.,2015).
Ancak bu umut annelerin kendi hayatlarindaki 6zgiirliiklerin kisitlanmasina ve kisisel
ihtiyaglarinin bastirilmasiyla sonuglanabilir ((Beng et al., 2013; Gunnarson & Ohlen,

2006; Wong & Chan, 2007).

Cocuklarinin otizmli olmasini anlamlandirmaya calisan katilmicilar genellikle ruhani
ya daha yiiksek bir giiciin varligina dair inanglar1 kullanmislardir. Onceki
arastirmalar gostermistir ki, bir kayipla karsilasildiginda kisiler bas etme
mekanizmasi olarak ruhani veya dini ina¢ ve pratikleri kullanabilmektedirler

((Wortmann &Park, 2008)
4.6 Cocuklarinin babasina dair ¢eliskili atiflar yapma

Katilimcilara esleri hakkinda soru soruldugunda 6ncelikli olarak onlar1 evi

gecindiren ve aileleri i¢in para kazanan kisi olarak tanimlamiglardir. Babalar, aileleri
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i¢in ¢ok c¢alisan kisiler olarak takdir edilmektir. Bununla beraber babalar,
cocuklariyla oynayan, onlarla zaman gegiren ve onlar1 gezdiren olarak goriilmekte ve
takdir edilmektedir. Katilimcilar, eslerini iyi bir partner olarak gérmekte ve tatmin

edici bir iliskiye sahip olduklarini ifade etmislerdir

Bununla beraber, otizmli ¢ocuklarmin yetistirilmesi ile ilgili olarak katilimeilar,
eslerini yetersiz gordiiklerini dile getirmislerdir. Babalarinin ¢ogu zaman onlarin
yaninda olmadigini ve katilimcilarin sorumluluklari yiiklenmek durumunda oldugunu

anlatmislardir.

Lacan, timsah annenin ¢ocugu yutmasina mani olan kisinin baba oldugunu ifade
etmistir (Evans, 1996). Babanin yasay1 ortaya koymasi, anne ve ¢ocuk arasindaki
simbiyoz iliskiyi bozar ve {iggenlesme yaratir. Bu baba islevidir. Oncelikle
simgeseldir ve kendini annenin dilinde gosterir (Lacan, 1957). Cocuk annenin dili

dogrultusunda simgesel diizene girer ve boliinmiis bir 6zne olur.

Babanin yasasini belirleyen seyin babanin fiziki varligi veya yoklugu degil, annenin
dilindeki islevidir (Lacan, 2004). Bu katilimcilarin dilinde ise baba, yetersiz
goriilmektedir. Temel ve vazgecilmez bir rolleri yoktur ve anne kadar 6nemli
olamazlar. Cocuklar1 i¢in onlarin yeri essiz ve doldurulamazdir. Katilimcilarin
arzulari dillerinde belirgindir (Freud, 1940). Bu ifadeler babanin ayirici roliiniin

islevselligini saglayamadigini gosterdigi sdylenebilir.
4.7 Sosyal yakinhga gore degisen yansitmalar

Katilmicilar aile ve akraba gibi yakin gevrelerini yardimei ve destekleyici olarak
degerlendirmistir. Giincel literatiir, yeterli destek gérmenin bu tarz kisilerin sagligina
olumlu katkida bulundugunu géstermistir (Burke et al., 2015; Hauksdottir, Steineck,
Fiirst, & Valdimarsdéttir, 2010).

Bununla beraber katilimcilar uzak ¢evrelerine kars1 6fke ve kizginlik
hissetmektedirler. Oncelikle devletin kendisini daha sonra hastane, okul gibi
kurumlarn yetersiz olarak atfetmekte ve bu kurum ve kurumlara bagh kisilerin
cocuklarinin geri kalmasina yol agtiklarini diisiinmektedirler. Devlet, okul, hastane

gibi olusumlar sosyal diizenin bir parcasidir ve babalik islevinin ve simgesel babanin
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bir pargasidirlar. Yalnizca ¢ocuklarinin babasi olan esleri yetersiz goriilmemekte,

simgesel baba da bir ¢ok agidan katilimcilarin dilinde islevsiz bulunmaktadir.

Uzak ¢evrelerinde bulunan kimi insanlar1 bencil ve anlayissiz bulmakta,
ebevynliklerinin yargilandigini diistinmektedirler. Cocuklar1 bir ortamda uygun
davranmadiginda, bu durumun onlar1 kotii duruma soktugunu ifade etmektedirler.
Otizmli bir ¢ocuk biiyiitmek kisilerde bir ¢ok bilingdis1 catismay1
tetikleyebilmektedir. Bu ¢catismalarla ¢esitli savunmalar kullanilarak bas edilir (
Vaillant, 1994). Katilimcilarin ¢evreleriyle yasadigi bu deneyimin bir yansitma
mekanizmasi oldugu one siiriilebilir. Yansitma kisiye ait olan ve katlanilmasi zor
olan hisler ve diirtiiler boliintir ve karsi tarafa atfedilir. Bu durumda da katilimecilarin
giiclii olma ¢abasi, kendilerinin bir takip saldirgan diirtiilerinin ve yetersizlik

hislerinin diger kisilere yansitilmasiyla saglanma calisilmis olabilir.
4.8 Calismanmin sinirhliklan ve ileriki calismalar icin oneriler

Bu calisma, yedi ila on iki yaslar1 arasinda otizm tanis1 almis ¢ocuklar1 olan annelerle
gerceklestirilmistir. Katilimcilarin ¢ocuklarinin otistik yapiya sahip oldugundan emin
olmak i¢in, katilimcilar ¢ocuklar1 6dipal donemi tamamlamig anneler arasindan

secilmistir.

Katilimcilarin giincel deneyimlerine dair derinlemesine bilgi edinmekle beraber,
annelerin hamilelik ve yenidoganla deneyimleri ancak geri doniik sorgulanabilmistir.
Dolayisiyla otistik 6zelliklerin ortaya ¢ikmasina ve otistik yapininin olugmasina
sebep olarak degiskenlerle ilgili yorum yapmak giigtiir. Literatiirde de etiyolojiye
dair ¢eliskili sonuglar bulunmaktadir(Maino, Viola&Donati, 2009). Bu agidan, ileriki
calismalarin anne- bebek iligkisini erken yaslarda ele almasi onerilebilir. Bu ¢alisma
yalnizca anneleri icermekte ve ¢ocuklart dahil etmemistir. Dolayisiyla, otizm
fenomenini anlamak acisindan bebegin aktif konumu ebeveynleri ile iligkisi i¢cinde

incelemek faydali olabilir.

4.9 Sonucg

Bu ¢aligma otizmli ¢gocugu olan annelerin deneyimleri derinlemesine ¢alismay1
amaglamistir. Otistik bir yapinin olugmasiyla sonuglanan deneyimler geriye doniik

tartisilmistir. Katilimceilarin ifadeleri psikanalitik alanyazindan yararlanilarak
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tartisilmig ve babasal isleve vurgu yapilmistir. Katilimcilarin otizmli bir ¢ocuk
yetistirmeye dair deneyimlerinin bulgulari ¢cok boyutludur. Sugluluk, kayg: ve 6tke
yogun bi¢imde hissedilirken, katilimcilar yetersizlik duygulari iginde kendini feda
etmis bir moda biirtinmislerdir. Bas etmek i¢in kontrol ve yansitma gibi savunmalar
kullanmaktadirlar. Klinik agidan bakildginda 6ncelikle annenin dilindeki baba islevi
dikkat ¢ekmekle beraber, katilimcilarin deneyimleriyle daha iyi bag etmek i¢in dogru

miidahalelere ihtiya¢ duydugu da goriilmektedir.
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