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Abstract

The objective of this phenomenological study was to explore the impact of having a child with autism spectrum
disorder (ASD) on mothers and its impact on their family relations. Using descriptive phenomenology design, 8
mothers were reached in the age range of 20-48 years and were interviewed for this study in 2010. Findings
indicated that mothers perceived having a child with autism as an ambiguous loss. The sense of ambiguous loss
was found to impair their emotional well-being and caused mood changes. This study has also provided evidence
for the sense of ambiguous loss caused by autism to lead to structural and relational problems in family
relationships. This study is one of the first studies to reveal that having a child with autism creates a sense of
ambiguous loss and provides a basis for understanding its effects on the mother-child relationship, as well as the
related effects on family relationships.
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Although having a child is regarded as a positive experience in Turkey, just as in other societies, it is a
significant stressor that brings change to the family’s cycle of life. According to the family system/stress theory,
having a child is a challenging process that changes interfamilial function (McCubbin and McCubbin, 1987).
Already challenging in itself, the obstruction of this process by a disease or disability increases the family’s levels
of stress. Among the disability groups, families who have a child with autism were found to have higher stress
levels compared to other families who have children with other disabilities (Hartley et al., 2010; Smith, Oliver and
Innocenti, 2001).

Autism spectrum disorder (ASD) is a neurological disorder that emerges in the early stages of life and
lasts throughout one’s lifetime. It is characterized by ambiguous or abnormal development of communication,
social, and behavioral skills (American Psychiatric Association, 2000). Having a child with ASD can be a cause
of trauma in a Turkish family, which is child-focused and where the value of the child is of great importance
(Selimoglu, Ozdemir, Téret and Ozkubat, 2014; Ustiiner-Top, 2009). Families encounter many stress sources that
deeply affect their lives both before and after the diagnosis process. Prior to diagnosis, parents often observe
differences in their children in a developmental sense and they face different problems in various areas (Nealy,
O’Hare, Powers and Swick, 2012; O’Brien, 2007). Looking for the reason for the differences in their children and
finding solutions to their problems initiates the diagnostic process. However, when diagnosed around the age of
three, autism is characterized by ambiguity by its very nature. It is likely to be confused with other diseases. A
definite diagnosis process sometimes takes quite a long time. The ambiguity and length of the diagnosis process
leads families to experience emotional difficulties dealing with it — experiences of anxiety, fear, sadness, and so
forth (Bristol, 1984).

The expectation of families that a child who is different in the developmental sense from infancy can be
cured with appropriate treatment and become a "typical™ child will get weaker at the time of diagnosis. The impact
of an autism diagnosis for children is often explained by the concept of "shock™ on their families in Turkey
(Selimoglu et al., 2014; Cavkaytar, Batu and Cetin, 2008). As explained in the Kiibler- Ross model, the reactions
of parents to having a child with ASD could be observed in five stages: (1) shock and denial, (2) anger, resentment,
and guilt, (3) bargaining, (4) depression, and (5) adjustment/acceptance (Kiibler-Ross, 2009). As in many cultures,
in Turkey, autism is often explained by uncertainty and as an unacceptable situation for families (Dyches, Wilder,
Sudweeks, Obiakor and Algozzine, 2004; Selimoglu et al., 2014). The "typical" and "fantasied" child who is
expected from the moment of pre-birth is no longer there for family members. Thus, they often feel a deep sense
of loss (Altiere and von Kluge, 2009; Banach, ludice, Conway and Couse, 2010; Nealy et al., 2012; O’Brien, 2007)
and experience disturbing emotions, such as grief, shock, self-blame, and guilt (Banach et al., 2010; Nealy et al.,
2012).

The sense of loss may manifest itself in different contexts and under a variety of circumstances. Death,
amongst these, is the clearest and most recognizable form, characterized by the permanent and total absence of a
loved one (Boss, 2006; Hooyman and Kramer, 2006). However, the sense of loss experienced by parents of a child
with ASD, as well as its outcomes, cannot be precisely explained as it can in the case of death. Without warning
or preparation, parents have to transform their familial lifestyles and adapt to this issue (Hooyman and Kramer,
2006). However, this process is more challenging and unpredictable.

Although it is a neurological disorder, there is some ambiguity about what causes ASD and how the
developmental process will progress (Neely-Barnes, Hall, Roberts and Graff, 2011; O’Brien, 2007). Ambiguity
causes the stress source to be unmanageable. Most parents are worried about how they will treat their children
with autism, and how the disease will affect their own lives. The research results report that the worries are based
on the families’ fear of ambiguity (Darica, Abioglu and Glimiis¢ii, 2005; Dogru and Arslan, 2006). Families in
Turkey often do not know how and where to get support when they first learn about their child’s ASD, and
therefore they develop negative feelings toward themselves and their children (Ozsenol et al., 2003).
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The problems raised through autism by its very nature, added to this challenging process, leads parents
to struggle with an even greater source of stress. In most cases, a child with autism encounters problems such as
having difficulty making eye contact, showing interest in social communications or interpersonal relationships,
understanding their own feelings and the feelings of others, and being able to express their own emotions. Children
with ASD are withdrawn, remain aloof from social contact, feel insecure attachments, and are unable to establish
intimate emotional relationships (Austin and Sciarra, 2010; Weiss and Lunsky, 2011). These characteristics make
it difficult for parents to establish close, meaningful, and special bonds with their children as they wish and dream
to do.

When Turkish parents of a child with ASD are not able to establish an emotional bond with the child as
they wish to do, they can become weary and frustrated (Ustiiner-Top, 2009). Adding the ambiguities that the child
with ASD exhibits in his or her general functions and relationships to this wearying process can make the situation
even more difficult for parents. As is known, a child with ASD displays ups and downs in his or her day-to-day
functioning. This inconsistency in performance can expose family members to feeling an incessant ambiguity,
never quite certain about what the child can truly do. Additionally, this sense of ambiguity can be magnified when
one reads or hears about autism and how it has been “cured” through this or that new medical approach or intensive
intervention (O’Brien, 2007).

The hope that a child with autism, who is physically equivalent to a “typical” child, can someday be cured
may give rise to despair should the child with ASD not recover to reach the desired level. This situation can leave
parents stuck between hope and hopelessness. The parents are obliged to live a life centered on the child with
ASD. Family routines, daily chores, future plans, vacations, meeting their other children’s cares and needs,
socializing with relatives and friends, finding some personal time, family roles, and boundaries become that much
more complicated over time. Families find themselves unable to do many of the things they once could (Bristol,
1984).

In the light of all these facts, the present study aimed to phenomenologically explore what the mothers’
perceptions of autism were and how having a child with ASD was reflected in psychological and relational aspects
of their lives. Towards this aim, the following questions were sought:

1. How mothers perceive having a child with ASD,

2. The perceived psychological and relational impacts of having a child with ASD on mothers at the
individual and family levels, and

3. The risk factors associated with mothers’ emotional well-being.

Theoretical Framework

The ambiguous loss theory (Boss, 2010) was chosen as the guiding framework in order to organize the
responses of mothers’ experiences related to having a child with ASD for the current study due to the fact that it
provides a new lens and framework for understanding the sense of deprivation caused by autism as well as its
outcomes. Ambiguous loss is unclear loss, because there is a lack of knowledge or a suspicion at its foundation as
to whether a loved one is absent or present, psychologically reachable or unreachable. For this reason, the situation
as experienced cannot be labeled precisely as a loss. According to Boss (2006), just as the physical absence of a
loved one does not mean all connections in between have been cut, it also does not mean a real connection is
certain to be made when the loved one is present. Physical presence does not guarantee the emergence of
psychological presence, and vice versa.

Two types of ambiguous loss have been defined by Boss (1999, 2006). The first is when a loved one is
perceived to be physically absent but remains psychologically present. Cases such as kidnapping, hostage-taking,
incarceration, war, and natural disasters can be listed as examples of these. The second type of ambiguous loss,
which is the main theme of this paper, is when a loved one is perceived as physically present but psychologically
absent. The loved one is gone emotionally and cognitively. In other words, despite physical closeness and
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togetherness, emotional accessibility and closeness do not emerge in the expected manner. This type of loss is an
ongoing relational wound. Autism, alzheimer, dementia, depression, chronic mental diseases, infidelity, and
homesickness can be considered examples of this type of loss (Boss, 2006).

In both cases of ambiguous loss, the loss cannot be labeled with certainty. In this case, the grieving
process, a natural part of the process of loss, can be neither begun nor ended because the situation of loss has not
been verified yet. The pain experienced by the person left behind is psychically frozen; he or she, being unable to
return to a normal life, is emotionally stifled and develops a preoccupation with the loved person. The abandoned
person is stuck between the paradox of existence and non-existence because there is no other choice, let alone
clear verification of loss for that matter (Boss, 1999, 2010).

Ambiguous loss not only impacts the individual but also influences the entire family as a psychological
unit. In order for the family as a system to function healthily, the information about who is present and who is
absent is needed (Boss, 1999, 2006). The uncertainty about this information significantly threatens the family’s
functionality. There are numerous erosive impacts of ambiguous loss on a family system. All family members are
affected physically (fatigue, sleep disruption, headaches, stomachaches), cognitively (preoccupation with the loss,
forgetfulness, dreaming about the loss, or worry), behaviorally (talkativeness, quietness, crying, hyperactivity,
inactivity, sighing, seeking support, withdrawal, dependence, avoidance), and emotionally (loneliness, yearning,
anxiety, guiltiness, ambivalence, depression, fear, anger, irritability, apathy, relief) (Boss, 1999). Ambiguous loss
in the family system also paves the way for developing structural problems, including boundary ambiguity,
confusion about roles, ignored couple and parental roles, and isolation from society and daily life (Boss, 2006,
2010).

Methodology

The phenomenological method was employed because of its emphasis on the meaning of lived
experiences from an individuals’ perspective (Creswell, 2012). This method helped the formulation of our research
questions to elicit the essence of mothers’ experiences related to having a child with ASD. The descriptive
phenomenological method, formulated by Colaizzi (1978), guided the data analysis.

Setting and Recruitment

As it can be difficult to reach and interview fathers in Turkey, especially those who have children with a
disability like autism, this study was conducted only with mothers. Connecting with mothers was established
through the Tirkiye Otistiklere Destek ve Egitim Vakfi (TODEV: Turkish Autism Support and Education
Foundation). Before the first author conducted the interviews, she informed the principal at TODEV about the
research study and asked her to identify mothers from their records who met the inclusion criteria: (1) age range
of 20-55; (2) having at least one child diagnosed with ASD; (3) mother of a child with ASD within the age range
of 5-15 and still receiving education in a special-education rehabilitation center at the time of the study; and (4)
agreeing to meet with the first author to get further information about participating in the study.

Sampling and Participants

The convenience sampling technique was selected, as finding participants to take part in an interview
with open-ended questions where the entire conversation is recorded would be much more difficult. Furthermore,
talking about family relationships in Turkey, especially about couple relations, is still not common or well thought
of. Three out of the 11 volunteer mothers were not able to participate in the study because of the time required to
oversee the education programs of their children. Thus, the study was conducted with eight mothers, who were
married and between 20 and 48 years old. All had children who had been diagnosed with ASD and had significant
deficits in all three areas: communication, social interaction, and restricted and repetitive interests.
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Table 1
Sample Demographics (N = 11)

Variables n  (Max Value)
Age (Min., Max.) 20 48
SES

Middle 3

Lower middle 4
Employment status

Unemployed 7

Employee 1

Left the employment for child with ASD 5

Housewife 2
Education

Undergraduate 2

High school 3

Elementary school 2

Iliterate 1
Knowing autism before having a child with ASD

No 6

Yes 2
Psychological health status

Diagnosed by depression 5

Receiving psychological treatment
Number of children

One 2

Two 4

Three 2
Age of child (Min., Max.) 5 15
Gender of child

Female 4

Male 4
Diagnosed with

Pervasive-developmental disorder not otherwise specified 3

High-functioning 2

Atypical 1

Mild 2

Interviews

The first author drafted semi-structured interview questions and a demographic survey for the study. Peer
debriefing was utilized in preparing this tool. Furthermore, to test its functionality and operability, a pilot study,
which was not included in the primary research process, was conducted. Following these processes, the interview
question list was revised and prepared for application. Finalized in-depth, semi-structured interviews were
conducted with mothers. The entirety of the interviews was recorded with the participants’ full knowledge and
permission. Face-to-face interviews, which lasted an average of one to one-and-a-half hours, were conducted by
the first author. The open-ended questions directed at the participants were as follows: “Could you please tell me
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how it feels to be a mother of a child with ASD? What does autism mean to you? What can you tell me about your
relationship with your child with ASD?, How did you and other individuals in your family respond to this
situation?, Once you take into consideration yourself and your family life after your child with ASD participated
in your family cycle what kind of changing occurred in your family, personal and social relations”.

Analysis

Data analysis, following Colaizzi’s (1978) strategy in descriptive phenomenology, sought to elicit an
exhaustive description about the phenomenon regarding having a child with ASD. The researchers intended to find
out accurate representations of the mothers’ views; their overt and covert experiences, feelings, and perceptions
regarding having a child with ASD; and its influence on them at the individual and familial levels. Throughout the
analysis, all data collected by the first author were transcribed verbatim and imported to MaxQDA 10.4.5, a
qualitative data-analysis program.

Trustworthiness

In the study, various actions were taken for the purpose of strengthening trustworthiness. First, before
preparing to collect data, peer debriefing was used to minimize researchers' biases. Significant attention was paid
to the process of data collection, analysis, and interpretation. Furthermore, all data were collected by the first
author, and interviews were painstakingly transcribed by both researchers with a sincere effort to accurately reflect
the audio recordings. Both to ensure credibility and to decrease the potential of bias during collection, analysis,
and data reporting, researcher triangulation was used. In addition to these precautions, ongoing reflexive memoing
was employed to enhance credibility and confirmability. In order to ensure transferability of the research,
direct quotes from the participants were included in the section on findings. Finally, member checking was
performed to allow the participants to check for accuracy (Lincoln and Guba, 1985).

Role of the Researchers

In this study, we focused on the mothers’ experiences and how these experiences were perceived and
understood by them. In order to concentrate our focus at this point, we tried to keep ourselves out of the study by
not discussing our own personal experiences. So we tried to keep our effect on the study process at the minimum
level by keeping ourselves outside the brackets. In the process of suspending judgment, we asked ourselves and
we managed the process by asking as many questions as possible, such as "What do | hope to accomplish in this
research? What is my relationship with the title being investigated? Am | inside or outside of it? Do | empathize
with participants and their experiences? Who am [?”

Findings

The findings provided four themes for the experiences of Turkish mothers whose children had been
diagnosed with ASD. Each mother’s experience included many common points as well as being unique. All eight
mothers stated that having a child with autism subjectively affected their personal and familial life, and caused
numerous changes in their life. These effects and changes are related to experiences that were perceived by the
mothers following the birth of the child with ASD, especially in the first six months, and events that happened
right after diagnosis. Based on the mothers’ narratives, four main themes were defined in this study: (a) physical
presence versus psychological absence of child with ASD: ambiguous loss, (b) changes in emotional well-being,
(c) being stuck and preoccupied with the child with ASD, and (d) changes in family relations.

Physical Presence versus Psychological Absence of Child with ASD: Ambiguous Loss

The emotional inaccessibility of children with ASD was found to be a common pattern in mother-child
relationships. All the mothers stated that they had not been able to establish a satisfying relationship with their
child because of ASD. Moreover, they expressed the feeling that their child seemed psychologically unavailable
despite their physical presence. One mother pointed this out, saying,
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“When he reached the age of one and half years he became a kind of wall, just a wall. No effective eye
contact between us, since then... he transformed into a sort of plant living in my home... Being a mom, |
cannot say that | sufficiently get involved in his life... living with him is just like living with a roommate.
You are side by side, but there’s no satisfactory communication.”

The mothers also made comments mirroring a sense of ambiguity regarding their experiences of having
children with ASD. When asked “What does autism mean to you?”, six participants used words like ambiguity,
obscurity, darkness, and uncertainty to describe autism. One mother reflected on how she perceived autism in
these words: “Autism is a kind of ambiguous well that no one, not even doctors, know anything about.” Sharing a
similar experience, another mother explained, “It is such an obscurity, a dark and indefinable world that I have
wanted to break and destroy.”

Changes in Emotional Well-Being

In their accounts of the experience of having a child with autism, all mothers reported that this experience
had had a subversive impact on their emotional realm. They reported their emotional well-being had been shaken
by shock and pain as a result of having a child that was other than what had been desired and expected. All except
two mothers stated that they had never heard of autism before their child was diagnosed, nor had they had any idea
about the prognosis and what they would have to face eventually. All mothers except for one reported that the
diagnosis process had taken too long (1 to 2.5 years) and this process had significantly damaged their emotional
realm. In addition to this, factors such as being unable to establish the close emotional bond they desired with their
child with ASD; uncertainty about the healing process of their child, who is physically no different than other
children; worries about the future; inability to obtain the desired information from doctors; and the high cost of
treatment and education had subversive effects on their emotional well-being. Regarding these aspects, the changes
observed in mothers’ emotional well-being after having a child with autism were captured in two major areas: (a)
frozen grief and (b) mood problems.

Frozen grief. In this study it was found that the emotional inaccessibility of a child with ASD caused
mothers to develop paradoxes regarding their child’s psychological presence. Findings also revaled that the
ambiguity about the psychological accessibility of children with ASD maked it impossible to resolve the pain it
causes. Mothers provided clear examples of frozen grief as in this statement:

“He will never be able to be an independent person. He always needs someone to maintain his life. It
makes me feel so sad. You cannot understand my feelings even if you were to come and see our daily lives
with your own eyes... there is a knife in my heart which has gotten stuck in there and will never be taken
out... I am stabbed forever. If I were actually stabbed, it wouldn’t hurt as much as this.”

Mood problems. Overwhelming feelings emerged as one of the most frequently occurring phenomena
among mothers and their family members since their child with ASD became a part of family life. Mothers reported
having several symptoms consistent with depression, including severe sadness and crying (n = 8), isolation (n = 5),
lost energy (n = 6), insomnia (n = 5), lack of pleasure in daily activities (n = 7), and feelings of helplessness and
hopelessness (n = 7). Five mothers stated that they had been diagnosed with depression and were taking medication
from time to time under the supervision of their doctors. One mother who had not been diagnosed with depression
and was not on any medication stated the following about having a child with autism and its impact on her emotional
world:

“Autism is the point where everything ended... 1 feel down and burnt-out... I don’t know whether I will
be able to smile again without any fear...All my hopes and dreams are slowly dying, because nothing has
changed. I don’t have any expectation from life for me. I am sick of living between hope and hopelessness.
You cannot imagine how exhausted I feel.”
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Moreover, anxiety (n = 8), somatic symptoms (n = 8), and guilt (n = 7) were found to be other significant
psychological problems for all mothers. One mother indicated that she had been taking medication for two years
and had been having suicidal thoughts. She pointed out how autism had affected her mood as follows:

“After my child was diagnosed, my entire world turned black. | felt incredibly guilty... A couple of times,
1 seriously thought of killing myself, but I couldn’t because she needs me. Imagine you are in such a
terrible state that you can’t die even if you want to. Taking antidepressants helps me to handle it.”

Among the mothers, five reported that having a child with autism had subversive effects not only on their
own emotional well-being, but also on the well-being of other family members as well. One mother spoke about
this:

“We have been feeling so sad as a family. My daughter cried a lot in the beginning. She didn’t want to go
to school. Her academic success suddenly dropped. She would say that she constantly wanted to cry
without knowing why... My husband refuses to talk about this issue; he has become withdrawn and even
stopped seeing his friends.”

Being Stuck and Preoccupied with a Child with ASD

All mothers made statements reflecting changes in their personal life and interpersonal relations after
their child with ASD was born. Participants provided clear examples of being stuck or preoccupied with the child
with ASD, which prevented them from moving on with their lives and caused them to be isolated from social life.
For instance, one mother stated, “She must hold my hand every minute. I can’t go anywhere and leave her alone
or with someone else. My eyes have to be on her, and I must keep them open out of concern for her.” In this
context, the impact on mothers who feel stuck or preoccupied with a child with autism was found to center on
three main areas: (a) inability to spare time for oneself, (b) interpersonal isolation, and (c) future plans focused on
the child with autism (self-neglect).

Inability to spare time for oneself. All mothers reported that their priorities and self-perceptions had
significantly changed. Except for one mother, who was getting psychological help, the rest provided clear
examples in their statements that they had pushed aside their own priorities and daily needs, putting the child with
autism at the center. One mother pointed this out, saying,

“Far from spending time on myself, there’s no time for me to even go to the doctor... I am never, ever
able to think of myself at the moment. If anything ever happened to my daughter because of me, if she fell
behind in her training, I'd never forgive myself.”

Interpersonal isolation. In this study it was found that having a child with ASD caused mothers (n = 7)
to isolate from their social life. For example, one mother remarked that:

“I thought that I would not ever go out in public. I could not go somewhere for many years even my
relatives’ and friends’ wedding ceremonies because they look at the child with ASD as if he was a monster.
My social relations have completely changed. Now I have only one friend who accepts and respects us.”

Future plans focused on the child with autism: Self-neglect. All mothers’ naratives were indicated that
their plans for the future only related to their children with ASD. All mothers except one (who specified that she
did not want to think of the future and had no plans) stated that they had no personal plan for themselves. Common
expectations were found as wanting a cure for autism, wanting to provide the best education opportunities for their
child with ASD, and wanting to enable this child to be more sustainably independent. Additionally, nearly all
participants (n = 7) implied that if autism were completely cured, their life would return to normal. One mother
pointed this out, saying,
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“All my dreams are filled with him. The cure for autism is my dream for the future... This is my reason
to live. I hope that day will come soon. | am going to keep doing whatever is necessary to make this come
true.”

Changes in Family Relations

All participants stated that radical changes had occurred soon after their children with ASD had become
a part of their family. It was found that parental duties and responsibilities were fulfilled through the mothers’
dedication; the fathers avoided taking these responsibilities and duties for children with ASD. It was also revealed
that extended family members had difficulty in accepting the child with autism; as a result, mothers were unable
to obtain the psychosocial support they expected from these family members. In this regard, the changes impacted
the family system in three main areas: (a) changes in couple relations, (b) changes in parent-child relations, and
(c) changes in extended-family relations.

Changes in couple relations. All participants expressed the feeling that important changes had
transpired, including severe conflicts and arguments with their spouses, especially during the first years after the
child with ASD had become part of the family. Nearly all mothers (n = 7) said that their husband had denied their
child’s ASD for a long time and had not effectively fulfilled the parental responsibilities except by earning money.
Additionally, five mothers stated that their husbands had accused them of causing the ASD and of not being a
good mom. One mother pointed to this, saying:

“I think that all men are too selfish, insensitive, and unsympathetic. They always think of themselves and
do what they want to do. They forget that they have many responsibilities as a husband and father aside
from earning money. They would rather be distant, especially if such a child lives in their family... My
husband says that this [having a child with ASD] is my fault... I don’t want to think about my marriage.”

Having a child with ASD was also cited as a reason for neglecting the couple’s relationship. Seven
mothers reported that because they had a child with autism who had intense social and psychological needs, they
had not made any special attempts to spend time as a couple. One mother stated the following in this regard:

“Before him, me and my husband would go out for dinner, see a movie together, or visit our friends...
Now we can’t. There is no space or time for this luxury in my life. I have to spend my time on my child’s
education and training. I don’t have even a minute to waste.”

Among the mothers, four reported that they had not felt emotional closeness or intimacy with their spouses
for a long time. The following statement illustrates this:

“My husband wasn't interested in me for a long time. He didn’t come home early and didn’t see me as
his wife. Our spousal relationship, especially our intimate relationship, was negatively affected. I don’t
want to talk about this topic; however, | will say that we live together by acknowledging our
circumstances.”

The lack of effective problem solving between spouses was mentioned as another negative aspect of
having a child with ASD. A majority of the mothers (n = 6) specified that they had preferred not to resolve their
own problems to protect their child with ASD from the negative effects of these problems. Moreover, every mother
(n =7), except the one receiving psychological help, emphasized that the biggest problem they had was having a
child with ASD. As a result, they ignored or covered up their other problems instead of finding solutions so that
they could focus all their attention and energy on the child with ASD and his/her needs. One mother stated the
following in this regard:

“In the days before we had a problem, we tried to resolve things by talking or discussing them. Sometimes
we couldn’t find any solution, or we would get angry and yell at each other... Now we act as if nothing
happened... Beyond a doubt, we surely have lots of problems, but by keeping quiet about, hiding, and
ignoring them, we are surviving.”
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Changes in parent-child relations. In the mothers’ narratives, the boundaries between parent-child
subsystems were concluded to have become blurred as a consequence of the absence of an optimal distance
between mothers and the children with ASD. Because these domestic and parental responsibilities and duties were
not effectively fulfilled by the husbands and due to the need for comprehensive and intensive training of children
with ASD both at school and at home, the mothers had tried to undertake all these responsibilities on their own.
The findings revealed that these situatians caused the children without ASD were started to be neglected. The idea
of not being loved or desired by the parents, especially by the mothers was found as dominant feelings for the
children without ASD; anger, sadness, and confusion about roles in the family also accompanied these feelings.
One mother spoke about her difficulty on this topic as:

“My other son still has yet to acknowledge his brother. They hardly ever spend time together. Maybe he
is ashamed of his brother or angry with him and me. I am not able to properly care for him or meet his
needs, even though he is a teen.”

Four mothers reported that their children without ASD had difficulty accepting their sibling with autism,
and that their children experienced feelings of jealousy, rage, neglect, and loneliness but had started to overcome
these. However, mothers’ statements provided examples of children without ASD taking on the role of a parent,
rather than that of a child. For instance, one mother who did not get support from her husband regarding childcare
and home management stated the following:

“My daughter [without ASD] is a teenager. But my whole attention has been focused on K [the child with
ASD]. I can feel that she is angry at me for not being concerned as much with her... All kinds of
responsibilities, including house chores, training, and child care, everything is on me. | feel so tired and
angry... My daughter didn’t acknowledge her brother at first, but she got used to living with him. Now
she is not just a good sibling to him, she is even a better father than my husband.”

Changes in extended-family relations. The lack of extended-family support and its negative effects
were found as a recurring theme. Six mothers stated that their relations with extended family members had
seriously changed because of their difficulty in acknowledging the child with ASD as a family member. In the
mothers’ narratives, the psychological presence of the extended family was supposed to allow mothers to share
their pain and feel less alone. However, not having the support of the extended family led to an increase in the
mothers’ psychological stress and feelings of loneliness. The two mothers who felt they had had the support of
their family stated that they could overcome tough times with their help. Contrary to this, six mothers stated that
they did not have the support of their family and thus felt lonely. As one mother stated:

“One day my mother-in-law had to take care of my daughter, but she couldn’t stand spending time
with her... She hasn't kissed or cuddled up to my daughter so far. I expected that my mother-in-law
or my sister would give me a call of support and offer to help me feel better about myself in my rough
times, but they haven’t. I am angry with them. I wish I could see my siblings help me.”

Discussion

This study has revealed a number of important points for both parents and professionals in terms of the
clinical and research area. First, our findings suggest that mothers' experiences of having a child with ASD are
closely related to the second type of ambiguous loss proposed by Boss (2006). In a typical Turkish family, there
is an intense emoational relationship involving physical contact between mother and child. This relationship has
become even stronger as the psychological value of the child has taken the place of economic and care value in
the past. One of the conditions in which a woman, the basic care figure for the child in Turkey, is able to fully feel
herself as a "mother" is closely related to her close emotional relationship with the child (Kagit¢ibasi, 2012). This
study displayed that autism, which is characterized by ambiguity in terms of etiology, symptoms, treatment and
outcomes (Bristol, 1984), had a destructive effect on the quality of the mother and child relationship — especially
the emotional bond — and caused mothers to experience a sense of loss. The findings indicated that the fantasized
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child and dreams about him/her have been lost because emotional bonds and closeness have not occurred at the
desired level. Many studies have showed that one of the most important consequences of having a child with ASD
for families was the sense of loss (Altiere and von Kluge, 2009; Banach et al., 2010; Nealy et al., 2012). O’Brien’s
(2007) study underlined that the perception of loss experienced by parents with autistic children could be explained
as ambiguous loss.

Second, in parallel with the ambiguous loss theory assumptions, this study revealed that the sense of loss
—in other words, ambiguous loss — caused by autism affected mothers’ emotional well-being negatively and caused
many psychological problems such as depression, anxiety, hopelessness, helplessness, guilt and insecurity. Many
studies have reported that mothers who had children with ASD experience various overwhelming feelings such as
depression, shock, anxiety, guilt, sadness and hopelessness, with high levels of stress and low psychological well-
being (Abbeduto et al., 2004; Banach et al., 2010; Blacher and Mclntyre, 2006; Dogru and Arslan, 2006;
Eisenhower, Baker and Blacher, 2005; Meadan, Halle and Ebata, 2010; Karpat and Girli, 2012; Sencar, 2007,
Ustiiner-Top, 2009). As the ambiguous loss theory emphasizes, the present study also showed that having a child
with ASD caused various problematic effects for the mother, such as being stuck with the child with ASD, not
allocating time for themselves, interpersonal isolation, all future plans focused solely on the child with ASD, self-
neglect and personal isolation. These results were consistent with similar studies conducted on families with
children diagnosed with ASD (Cassidy, McConkey, Truesdale-Kennedy and Slevin, 2008; Ludlow, Skelly and
Rohleder, 2012; Nealy et al., 2012; Ozkubat, Ozdemir, Selimoglu and Téret, 2014).

Third, the present study also indicated that having a child with ASD caused negative relational problems
for the family unit and family members. Our findings showed that having a child with ASD, the process of
diagnosis and the related later experiences had important effects on spousal, parent and child, and sibling
relationships. As emphasized in the ambiguous loss theory, the sense of ambiguous loss is the main source of
stress, which is diagnostically problematic for family interactions (Boss, 2006, 2010). This study clearly
demonstrates that the sense of loss caused by autism reflected on the couples as a loss of their intimate relationship,
inability to effectively problem solve, and affective withdrawal. This study also showed that as a result of the
perceived ambiguous loss caused by autism in the family, parental duties were not being fulfilled by the father.
The mothers’ assumption of traditionally paternal gender roles and their preoccupation with their children with
ASD led inevitably to relational and structural problems in family relationships, such as neglect of the normally
developed children and problems between siblings (jealousy, rejection, and so forth). All these results were
consistent with both the assumptions of ambiguous loss theory and the results of studies about families with
children with ASD (Boss, 2006; Cavkaytar et al., 2008; Ludlow et al., 2012; Nealy et al., 2012; Ozkubat et al.,
2014; Ozsenol et al., 2003; Simsek-Bekir and Kéroglu, 2012).

This study also revealed that having a child with ASD causes a rupturing of relationships with extended
family members. The rejection of the presence of child with ASD by extended family members led to an increase
in mothers' psychological stress levels and feelings of loneliness. It has been found that when extended family
members do not accept the children with ASD and withhold emotional and social support to mothers, both sides
do not invest psychologically in these relationships and withdraw from them emotionally.

Limitations

This study presents four primary limitations. First, the participants of this study were the mothers of
children with autism who were currently enrolled in a special education and rehabilitation center. Besides
providing psychosocial and academic support to the children with autism, such centers assist children with ASD
through group therapy sessions, individual sessions, and psychoeducational meetings conducted for families as
well. Therefore, the study’s participating mothers were individuals who from time to time used these services;
they were individuals with high levels of emotional and mental articulation. Second, all mothers in the study were
from a middle or low socioeconomic background. One’s socioeconomic level is a facilitating element for both
defining the quality of the education the child will receive and for providing the social and psychological support
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needed by family members.

Third, evaluating reflections of having a child with autism and of family functioning were limited to the
mothers’ perspectives. In this case, considering the perceptions of fathers and other family members, as well as
their statements, may provide contextual richness and depth, and as a result may contribute to forming a more
integrated picture of the ambiguous loss caused by autism and its effects. Lastly, this study was conducted on a
small sample, all living in the metropolis of Istanbul.

Conclusion

The study’s findings have explicitly suggested that having a child with autism is perceived as an
ambiguous loss by mothers. The sense of ambiguous loss caused by autism was found to affect mothers’ emotional
well-being (frozen grief, depression, guilt, hopelessness, helplessness, and so forth) and at the same time cause
structural and relational problems in families (conflict, neglect of typical children, lack of intimacy, inability to
solve problems, affective noninvolvement, communication problems, role confusion, relational problems with
extended family members, and so forth). However, in the Turkish sample, the effects of having a child with autism
and its effects on families are explained by family members’ inability to accept the child with autism or the grief
process related to the theory of ordinary loss. Ambiguous loss theory provides researchers and clinicians with an
enriched perspective in terms of loss and the grief process that follows.

This perspective may mediate integrating family members to this situation in a more adaptive way, and it
may help them cope better with pain and make sense of it. This study is the first step taken toward understanding
the relational effects of the sense of ambiguous loss caused by autism and its impact on the mother-child and
family relationships in Turkish culture. Further research needs to be conducted in order to be able to understand,
examine, and explain the relational, psychological, and structural effects of ambiguous loss as caused by autism.
Considering in particular the perceptions of fathers and other family members, their statements may provide
contextual richness and depth, perhaps contributing to the formation of a more integrated picture of ambiguous
loss and its effects as caused by autism. The results of this study may provide a new perspective to institutions and
decision mechanisms that regulate psycho-educational support programs for the families of children with autism
and for mental health experts in terms of preventing the possible long-term, traumatic effects of ambiguous loss.
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Bu fenomenoloji aragtirmasinin temel amaci, otizmli bir ¢ocuga sahip olmanin anneler ve aile iligkileri {izerindeki
etkilerinin neler oldugunu incelemektir. Betimleyici fenomenoloji deseninin kullanildig1 bu ¢alismada, 20-48 yas
arasindaki sekiz anneyle derinlemesine goriismeler yapilmistir. Veriler 2010 yilinda toplanmistir. Aragtirmanin
bulgular1 annelerin otizmli bir ¢ocuga sahip olmayi, belirsiz kayip olarak algiladiklarini ortaya cikarmistir.
Calismada ayrica annelerin deneyimledikleri belirsiz kayip algisinin duygusal iyi-oluslarini olumsuz yonde
etkiledigi ve farkli duyu-durum sorunlarina neden oldugu saptanmistir. Bu ¢alisma, otizmin neden oldugu belirsiz
kayip algisinin ayn1 zamanda aile iligkileri {izerinde yapisal ve iliskisel sorunlara yol ac¢tigini ortaya ¢ikarmistir.
Bu calisma otizmli bir ¢ocuga sahip olmanin belirsiz kayip hissine neden oldugunu ortaya koyan ilk ¢aligma

orneklerindendir ve alginan bu kayip algisinin anne-gocuk iligkisi ile birlikte ayni zamanda aile iliskileri izerindeki
etkilerini anlamakta yeni bir bakig agist sunmustur.
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Tipk: diger toplumlarda oldugu gibi Tiirkiye’de ¢ocuk sahibi olmak olumlu bir deneyimdir. Ancak bu
deneyim ayni1 zamanda aile yasam dongiisiiniin degismesine yol agan 6nemli bir stres kaynagidir. Aile sistemi/stres
teorisine gore ¢ocuk sahibi olmak aile i¢i dengelerin ve isleyisin degisimine yol acan zorlayici bir siirectir
(McCubbin & McCubbin, 1987). Kendi i¢inde oldukga zorlayici olan bu siirecin bir hastalik ya da engel durumuyla
aksamasi, ailede stres diizeyinin artmasina neden olur. Alanda yapilan pek ¢ok arastirma otizmli gocuga sahip olan
ailelerin stres diizeylerinin diger engel grubu i¢inde siniflandirilan ¢ocuklarin ailelerine nazaran yiiksek olduguna
isaret etmektedir (Hartley ve dig., 2010; Smith, Oliver ve Innocenti, 2001).

Bilindigi iizere Otizm Spectrum Bozuklugu (OSB), yasamin erken dénemlerinde ortaya ¢ikan ve yasam
boyu siiregelen, iletisim, sosyal ve davranigsal gelisimde gecikme veya sapmayla karakterize olan norolojik bir
bozukluktur (American Psychiatric Association, 2000). Cocuk odakli olan ve ¢ocuk degerinin ciddi dnem tasidig
Tiirk ailelerinde otizmli bir gocuga sahip olmak, bir travma nedeni olabilir. Ciinkii aileler hem tan1 alma siirecinin
oncesinde hem de sonrasinda yasamlarini derinden etkileyecek bir¢ok stres kaynagiyla karsilasirlar. Tam
oncesinde aileler genellikle ¢ocuklarinda geligimsel agidan anlam veremedikleri farkliliklar gézlemlemekte ve
cesitli alanlarda sorunlar yagsamaktadirlar. Ailelerin ¢ocuklarindaki farkliliklarin nedenlerini arama ve sorunlarina
¢Oziim bulma girisimleri tan1 siirecini baglatir. Ne var Ki ti¢ yas civarinda tanilanan otizm, dogasi geregi
belirsizlikle karakterizedir. Baska rahatsizliklarla karistirilma olasiligr yiiksektir. Kesin bir tan1 alma siireci, kimi
zaman olduk¢a uzun siirer. Tam siirecinin belirsizligi ve uzunlugu ailelerin basa ¢ikilmasi1 zor duygular —
bilinmezligin yarattig1 kaygi, korku, {iziintii ve benzeri deneyimlerine neden olur (Bristol, 1984).

Ailelerin bebeklikten itibaren gelisimsel agidan farklilik gésteren gocuklarinin uygun tedaviyle iyilesip
“tipik” gelisim gosteren bir ¢ocuk olacagina dair beklentileri, tani siirecinden itibaren zayiflar. Cocuklarinin otizm
tamis1 almasinin Tiirkiye’deki aileler iizerindeki etkisi, genellikle “sok” kavramu ile agiklanir (Selimoglu, Ozdemir,
Téret ve Ozkubat, 2014; Cavkaytar, Batu ve Cetin, 2008). Birgok kiiltiirde oldugu gibi Tirkiye’de de otizm tanisi,
aileler i¢in genellikle bilinmezligi ifade etmekte ve kabul edilemez bir durum olarak algilanmaktadir (Dyches,
Wilder, Sudweeks, Obiakor ve Algozzine, 2004; Selimoglu ve dig., 2014). Ciinkii onlar i¢in dogum 6ncesinden
itibaren sahip olmay1 arzuladiklar1 “tipik” ve “hayal edilen” ¢ocuk, artik yoktur. Bu yiizdendir ki derin bir kayip
hissi duyumsarlar (Altiere ve von Kluge, 2009; Banach, ludice, Conway ve Couse, 2010; Nealy, O’Hare, Powers
ve Swick, 2012; O’Brien, 2007) ve beraberinde yas, sok ve kendini sug¢lama gibi rahatsiz edici duygular
deneyimlerler (Banach ve dig., 2010; Nealy ve dig., 2012).

Farkli baglamlar ve kosullar altinda kendini gosteren kayip hissinin en net ve en taninabilir formu, sevilen
kiginin kalic1 ve kesin yokluguyla karakterize edilen 6limdiir (Boss, 2006; Hooyman ve Kramer, 2006). Ancak
otizm tanist almig bir ¢gocuga sahip ebeveynlerin deneyimledigi kayip hissi ve onun sonuglar1 6lim olgusunda
oldugu gibi net ve kesin hatlariyla agiklanamaz. Herhangi bir uyar1 ve 6n hazirlik olmaksizin ebeveynler aile yasam
bicimlerini degistirmek ve kendilerini bu zorlayic siirece adapte etmek zorunda kalirlar (Hooyman ve Kramer,
2006). Ancak bu diigiiniildiigiinden de zorlayici, yonii belirsiz ve yordanamaz bir siirectir.

Bununla birlikte ndrolojik bir bozukluk olmasina ragmen otizme neyin sebep olduguna ve geligimsel
seyrinin nasil ilerleyecegine dair olan belirsizlik (Neely-Barnes, Hall, Roberts ve Graff, 2011; O’Brien, 2007),
stres kaynagimin yonetilememesine neden olur. Ebeveynlerin ¢ogu, otizm tanisi alan ¢ocuklarina karst nasil
davranacaklarinin ve ¢ocuklariin kendi yasantilarin1 ne yonde etkileyeceklerini bilememenin endigesini tagir.
Arastirma sonuglar;, bu endiselerin temelinde ailelerin bilinmeyene karst duyduklart korkunun yattig1
bildirilmektedir (Darica, Abidoglu ve Guimiscii, 2005; Dogru ve Arslan, 2006). Tirkiye’de aileler genellikle
otizmi ilk duyduklarinda kimden, nasil ve nereden destek almalar1 gerektigini bilmemekte ve bundan dolay1 da
kendilerine ve ¢ocuklarina kars1 olumsuz duygular gelistirebilmektedirler (Ozsenol ve dig., 2003).

Bu zorlayicr siirece otizm rahatsizliginin dogasindan kaynaklanan sorunlarin eklenmesi ebeveynlerin
daha biiytik bir stres kaynagiyla miicadele etmelerine yol agmaktadir. $oyleki, pek ¢ok vakada otizm tanisi alan
cocuklar géz temast kurmada giigliik, sosyal konusmada ilgi eksikligi, kisilerarast iligki sorunlari, bagkalarinin ve
kendisinin duygularin1 anlama giigliigii, kendi duygularini ifade edememe, geri ¢ekilme, mesafe koyma, giivensiz
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baglanma ve yakin duygusal iliski kuramama gibi sorunlar yasar (Austin ve Sciarra, 2012; Weiss ve Lunsky,
2011). Bu durum ebeveynlerin ¢ocuklariyla arzuladiklar: ve hayalini kurduklari sekilde yakin, anlamli ve 6zel bag
kurabilmelerini gii¢lestirebilir. Cocuk degerinin 6zel bir anlam tasidigi Tiirkiye’de ebeveynlerin ¢ocuklariyla
fiziksel temasi igeren duygusal bag arzuladiklar1 gibi kuramamalar1 onlar i¢in yipratici olabilir. Bu yipratici siirece
otizmli ¢ocugun genel islevleri ve iligkilerinde sergiledikleri belirsizliklerin de eklenmesi, siireci daha da
giiclestirebilmektedir (O’Brien, 2007).

Tiim bunlara ek olarak fiziksel agidan normal bir ¢ocuktan farksiz olan otizmli ¢ocugun bir giin gelip
iyilesecegine dair umut, zamanla otizmin arzulanan seviyede iyilesmemesi nedeniyle yerini umutsuzluga
birakabilir. Bu durum ise ebeveynlerin umut-umutsuzluk arasinda sikisip kalmalarina neden olur. Ebeveynler ve
dolayisiyla tiim aile tiyeleri, yasamlarini otizmli ¢ocuga odakl: siirdiirmek zorunda kalirlar. Aile rutinleri, giinlik
olagan isler, gelecek planlari, tatiller, diger ¢ocugun bakim ihtiyaglarinin kargilanmasi, akrabalar ve arkadaslarla

sosyallesme, kendine 6zel vakit ayirma, aile igi roller ve sinirlar zamanla daha karmasik hale gelebilir (Bristol,
1984).

Bu fenomenoloji aragtirmasinda annelerin otizmi algilarinin ne oldugunu ve otizmli bir ¢gocuga sahip
olmanin psikolojik ve iligskisel agidan yasamlarina nasil yansidigini ortaya ¢ikarmak hedeflenmistir. Bu amag
dogrultusunda su sorulara yamit aranmustir: 1) Otizmli bir ¢ocuga sahip olmak, anneler tarafindan nasil
algilanmaktadir? 2) Otizmli ¢ocuga sahip olmanin annelerin kisisel ve ailesel yasamlar: {izerindeki psikolojik ve
iligkisel etkileri nelerdir? 3) Annelerin duygusal-iyi oluslartyla iliskili risk faktorleri nelerdir?

Belirsiz kayip teorisi (Boss, 2010), otizmin ve onun dogurgularinin neden oldugu kayip hissini anlamakta
kullanilabilecek yeni bir bakis agist ve ¢ergceve sunmast bakimindan bu galismaya yon veren kuramsal ¢erceve
olarak belirlenmistir. Belirsiz kayip kesinlesmemis bir kayip tliriidiir. Ciinkii kaybin temelinde sevilen kisinin 6lii
ya da diri, psikolojik olarak ulasilabilir ya da ulasilamaz olduguna dair bilgi eksikligi ve yahut kusku yer
almaktadir. Bu nedenle yasanan durum tam olarak kayip olarak adlandirilamaz. Boss’a gore (2006) sevilen kisinin
fiziksel yoklugu, onunla olan tiim baglarin koparilmasi anlamina gelmedigi gibi, sevilen kisinin fiziksel varlig
onunla ger¢cek anlamda bir bagin olusmasi anlamma da gelmemektedir. Fiziksel varlik, psikolojik varliginin
olusumunu garantilemeyecegi gibi bunun tersi de gegerlidir.

Boss’un tanimladig1 iki tiir belirsiz kayip vardir (1999, 2006). lkinde sevilen kisi fiziksel olarak yoktur
ancak psikolojik olarak vardir. Kagirilma, evlatlik verme, rehin tutulma, savas gibi olgular bu kayip tiiriiniin
Ornekleri arasinda yer alir. Bu kayip tiirlinde sevilen kisiyle olan fiziksel temas/bag kopmustur ancak sevilen
kiginin psikolojik imgesi, geride kalan bireylerin zihninde yasamaya devam etmektedir. Bu ¢aligmanin ana
temasint olusturan ikinci tip belirsiz kayip tiirlinde ise sevilen kisi fiziksel agidan vardir ancak psikolojik agidan
yoktur. Bir diger ifadeyle sevilen kisiye duygusal ya da/veya biligsel olarak ulagilamaz. Onunla fiziksel yakinliga
ve bir aradaliga ragmen duygusal ulasilabilirlik ve yakinlik, beklenen ve arzulanan sekilde ger¢ceklesememektedir.
Bu kayip tiirii sliregelen iligkisel bir yaradir. Otizm, alzheimer, felg, depresyon, AIDS, kronik zihinsel hastaliklar,
demans, sadakatsizlik, bu kayip tiiriiniin 6rnekleri arasinda yer alir (Boss, 2006).

Her iki belirsiz kayip tiiriinde, kaybin kesinligine dair bir etiketlenme yapilamaz. Bu durumda kayip
stirecinin dogal bir pargasi olan yas, ne tam anlamiyla baslatilabilir ne de sonlandirilabilir. Ciinkii kayip olarak
adlandirilacak durum heniiz kesinlesmemistir. Geride kalan bireyin yasadig1 aci, ruhsal siirecte dondurulur ve birey
normal yasantisina bir tiirlii donemez, duygusal olarak katilagir ve sevilen/ kisiye dair bir saplant1 gelistirir. Birey
yasanan kaybin kesinligine dair net bir bilgisi olmadig1 ve bu durumu yasamaktan bagka sansi bulunmamasi
nedeniyle varlik-yokluk paradoksu arasinda sikisip kalir (Boss, 1999, 2010).

Belirsiz kayip yalnizca birey tizerinde etki yaratmaz, ayni zamanda psikolojik bir birim olan aile sistemini
de etkiler. Sistem olarak ailenin saglikli igleyebilmesi i¢in, sistem iginde ger¢cek anlamda kimin var oldugu ya da
kimin var olmadigi bilgisine ihtiya¢ duyulur (Boss, 1999, 2006). Bu bilgiye yonelik belirsizlik, ailenin
islevselligini ciddi sekilde tehdit eder. Tiim aile iyeleri fiziksel, davranigsal, bilissel ve duygusal agidan bu
durumdan etkilenir (Boss, 1999). Aile sisteminde algilanan belirsiz kay1p sinir belirsizligi, rol karmasgasi, ebeveyn
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ve kari-koca iliskilerinde sorunlar, toplumdan ve giinlilk yasamdan soyutlanma da dahil olmak tizere pek ¢ok
yapisal soruna zemin yaratir (Boss, 2006, 2010).

Yontem

Bu caligmada arastirma modeli olarak fenomenolojiden yararlanilmistir. Bu metot, bireylerin belirli
olguya iligkin yasantilarini betimlemeye ve bu yagantilar1 saf halleriyle sunmaya olanak sagladigi igin tercih
edilmistir (Creswell, 2012). Betimleyici fenomenoloji deseninin kullanildig1 bu ¢alismada, yaglar1 20-48 arasinda
degisen sekiz anneye ulasilmistir. Kolayca ulasilabilir 6rnekleme yonteminin kullanildigi bu ¢alismada,
derinlemesine goriigme yoluyla veriler toplanmis olup verilerin analizinde Callozi’nin (1978) betimleyici
fenomenoloji i¢in dnerdigi analiz adimlari takip edilmistir.

Bulgular

Bulgular, ¢cocuklarma OSB teshisi konan annelerin otizmle ilgili deneyimlerinin dort ana tema altinda
toplandigini ve annelerin hepsinin (8) otizmli bir cocuga sahip olmanin gerek aile, gerekse 6znel yasamlarina ciddi
sekilde etki ettigini ve yagamlarinda pek ¢ok degisime neden oldugunu ortaya ¢ikarmistir. Sozii edilen bu etkiler
ve degisimler otizmli ¢cocugun dogumunun hemen ardindan -6zellikle dogumdan sonraki alt1 ayda-ve tanilanma
slirecinin hemen sonrasinda anneler tarafindan algilanan deneyimlerle iliskilidir. Annelerin ifadelerine dayanarak
bu c¢alismada ulasilan ortak temalar soyledir: 1) OSB tanist alan ¢ocugun fiziksel varligia karsin psikolojik
yoklugu: belirsiz kayip, 2) duygusal iyi-olus tizerindeki degisimler, 3) OSB tanisi alan ¢ocuga takilma/ona odakli
yasama ve 4) aile iliskilerinde gozlemlenen degisimler.

OSB Tams1 Alan Cocugun Fiziksel Varhgina Karsin Psikolojik Yoklugu: Belirsiz Kayip

OSB tanisi alan ¢ocuklarin duygusal erigsilmezliginin anne-gocuk iligkisinde gozlenen ortak tema oldugu
belirlenmistir. Annelerin hepsi, OSB nedeniyle ¢ocuklariyla aralarinda duygusal bir mesafenin olustugunu ve bu
nedenle arzuladiklar1 anne-¢ocuk iliskisini kuramadiklarini agik¢a ortaya koyan ifade drnekleri sunmuslardir. Bir
anne bu temaya iligkin deneyimlerini su sekilde dile getirmistir:

“Bir buguk yasina geldiginde bir duvara, sadece bir duvara doniistii. O zamandan beri aramizda diizgiin
bir goz kontag yok... Evimde yasan bir bitkiye déniistii sanki... Bir anne olarak onunla istedigim gibi bir
iliski kurdugumu soyleyemem... Onunla birlikte yasamak sanki bir ev arkadasiyla yasamak gibi...
yanyana ama doyum saglayamayan bir kontakta.”

Duygusal Iyi-Olus Uzerindeki Degisimler

Annelerin hepsi, otizmli gocuga sahip olmanin bir anne ve bir birey olarak duygusal diinyalar1 tizerinde
tahrip edici bir etki yarattigim yansitan ifade 6rnekleri sunmuslardir. Annelerin hepsi duygusal iyi-oluglarinm, ilk
olarak arzu edilen ve beklenen bir gocuktan farkli bir cocuk diinyaya getirmenin yarattig1 sok ve actyla sarsildigini
belirtmislerdir. iki anne haricindeki tiim anneler daha énce otizmi hi¢ duymadiklarini, otizmin seyrinin ne
oldugunu ve sonugta neyle karsi karsiya olduklarimi bilmediklerini belirtmiglerdir. Bir anne haricindeki tim
anneler, ¢ocuklarinin tani alma siirecinin ¢ok uzun siirdiigiinii (yaklagik 1 veya 2,5 yil) ve bu siirecin duygu
diinyalarini ciddi sekilde yiprattigini ifade etmiglerdir. Bunlara ek olarak, otizmli gocuklariyla arzu edilen seviyede
yakin duygusal bag kuramama, fiziksel agidan diger ¢ocuklardan farkli olmayan bu ¢ocugun iyilesmesinin
miimkiin olup olmadigina yonelik belirsizlik, gelecek kaygilari, doktorlardan istenilen diizeyde bilgi alamama,
tedavi ve egitim masraflarinin pahaliligi gibi etkenlerin annelerin duygusal iyi-oluslari iizerinde yikici etkilere
neden oldugu saptanmistir. Bu baglamda otizmli bir ¢ocuga sahip olduktan sonra annelerin duygusal iyi-
oluglarinda gozlemlenen degisimlerin iki bashik altinda toplandigi belirlenmistir: (a) dondurulmus yas ve (b)
duygu-durum sorunlari.

Dondurulmus yas. Bu ¢alismada, OSB tanisi alan ¢ocugun duygusal ulasilmazliginin, annelerin bu
cocuklarinin psikolojik varligina dair bir paradoks gelistirmelerine neden oldugu sonucuna ulagilmistir. Bulgular
ayrica, OSB tanist alan ¢ocugun duygusal ulagilabilirligine iliskin belirsizligin neden oldugu acinin anneler
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acisindan bitmek bilmeyen bir aciya/iliskisel yaraya doniistiiglinii ortaya koymustur. Bu baglamda annelerden biri,
bir tiirlii sona erdirilemeyen acinin yol a¢tig1 dondurulmus yasa iliskin sunlar1 dile getirmistir:

“O hi¢hbir zaman bagimsiz bir birey olamayacak. Hayatin siirdiirmek i¢in her zaman birilerine ihtiya¢
duyacak. Iste bu beni ¢ok iiziiyor. Evime gelip hayatimi kendi gizlerinizle gorseniz bile anlayamazsiniz
ne hissettigimi... Sanki surama; kalbime bir bicak saplandi kaldi ve hi¢ ¢tkmayacak... Sonsuza dek orada
kalacak. Gergekten bigaklansaydim inanin bu kadar acitmazdi.”

Duygu-durum sorunlari. Bu ¢alismada OSB'li ¢ocugun aileye katilmasindan sonra, anneler ve aile
iiyeleri arasinda deneyimlenen ezici duygularin en sik rastlanan temalardan biri oldugu sonucuna ulasilmistir.
Anneler arasinda yogun hiiziin ve aglama hissi (n = 8), izolasyon (n = 5), enerji kayb1 (n = 6), uykusuzluk (n = 5),
giinliik aktivitelerde zevk yoklugu (n = 7), caresizlik ve umutsuzluk duygularim (n = 7) iceren depresyon
semptomlarinin oldugu belirlenmistir. Bes anne, kendilerine psikiyatrist tarafindan depresyon tanis1 konuldugunu
ve antidepresan kullandiklarini belirtmiglerdir. Buna ek olarak kaygi (n = 8), somatik sorunlar n = 8) ve sugluluk
hissinin (n = 7) anneler arasinda deneyimlenen ortak psikolojik sorunlar oldugu belirlenmistir. Anneler ayrica (n
= 5), otizmli ¢ocu@a sahip olmanin sadece kendi duygu-durumlarimi degil ayn1 zamanda diger aile {iyelerinin
duygu-durumlar1 da tahrip ettigini agik¢a ortaya koyan ifade ornekleri sunmuslardir. Bu baglamda iki yildir
antidepresan kullanan ve intihar diisiinceleri oldugunu belirten bir anne bu temaya iliskin sunlar1 dile getirmistir:

“Cocuguma otizm tamst konulduktan sonra diinyam basima yikildi. Inanilmaz bir su¢luluk hissettim...
Birkag kez kendimi éldiirmeyi ciddi anlamda diistindiim ama ¢ocugumun bana ihtiyaci oldugunu bildigim
icin yapamadim. Diisiinsenize oyle bir berbat durumun igindesiniz ki dlmek istemenize ragmen
olemiyorsunuz. Antidepresanlar listesinden gelmeme yardimcit oluyor.”

OSB Tanis1 Alan Cocuga Takilma/Ona Odakh Yasama

Tim anneler OSB’li ¢ocuklarinin dogumundan sonra kisisel hayatlarindaki ve kisilerarasi iliskilerdeki
degisimleri ifade etmislerdir. Katilimcilarin hepsi OSB'li ¢ocuklarina odakli yasadiklarini ve bu durumun da
yasamlarini istedikleri gibi sekillendirememelerine ve sosyal yasamdan soyutlanmalarina neden oldugunu agikca
ortaya koyan ifade &rnekleri sunmuslardir. Ornegin bir anne sunlar dile getirmistir: “Her dakika elimi tutmali.
Onu yalniz birakarak ya da birine emanet ederek hicbir yere gidemiyorum. G6ziim hep iizerinde olmali”. Annelerin
Oykiilerindeki ana dokulardan yola ¢ikildiginda otizmli ¢ocuk odakli yasamanin anneler tizerindeki etkisinin {i¢
ana baslikta yogunlastigi sonucuna ulagilmstir: (a) kendine zaman ayirmama, (b) kisilerarast soyutlanma ve (c)
otizmli ¢ocuga odakli gelecek plani: Kendini ihmal.

Kendine zaman ayirmama. Annelerin hepsi otizmli ¢ocugun sahip olduktan sonra hayat dnceliklerinin
ve kendilerine bakis agilarinin anlamli derece degistigini belirtmiglerdir. Bir anne digindaki (terapiste giden) tiim
anneler kendilik dnceliklerini ve giinliik yasam gereksinimlerini ikinci plana iterek yasamlarinin odagina otizmli
cocuklarini yerlestirdiklerini ortaya koyan acik ifade 6rnekleri sunmuslardir. Ornegin annelerden biri sunlari dile
getirmistir:

“Birakin kendime vakit aywrmayi, doktora gitmeye bile vaktim yok... Su anda kendimi asla, katiyen
kendimi diisiinemem. Benim yiiziimden ¢cocugumun bagina bir sey gelirse, mesela egitiminden geri kalirsa,
kendimi asla affedemem.”

Kisilerarasi soyutlanma. Bu c¢alismada otizmli bir ¢ocuga sahip olmanin annelerin (n = 7) kendilerini
sosyal yasamdan soyutlamalarina neden oldugu saptanmistir. Ornegin, bir anne sunu belirtmistir:

“Bir daha insan igine hi¢ ¢ikamayacagumi diisiindiim. Senelerdir hicbir yere gidemiyordum, ne
akrabalarimin ne de arkadaslarimin diigiiniine dahi, ¢iinkii ¢cocugumu bir canavarmis gibi goriiyorlar.
Sosyal iliskilerim tamamiyla degisti. Bizi kabul eden saygi duyan sadece bir arkadasim var.”

Otizmli cocuga odakh gelecek plani: Kendini ihmal. Annelerin anlattig1 hikdye, gelecege yonelik tiim
planlarinin odaginda yalnizca otizmli g¢ocuklart olduguna isaret etmistir. Bir anne hari¢ (gelecegi diisiinmek
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istemedigini ve planinin olmadigimi belirten) tiim anneler kendileri i¢in higbir 6zel planlarinin olmadigin
belirtmislerdir. Otizmi iyilestirmek, otizmli ¢ocuk i¢in en iyi egitimi saglamak, otizmli ¢ocugun siirdiiriilebilir bir
sekilde 6zerk bir birey olmasini saglamak, annelerin ortak gelecek planlar olarak tespit edilmistir. Buna ek olarak,
neredeyse tiim katilimeilar (n = 7), otizmin tamamen iyilesmesi durumunda, hayatlarinin normale donecegini dile
getirmislerdir. Bir anne bu durumu géyle dile getirmistir.

“Hayallerimin hepsinde ¢ocugum var. Gelecekten tek temennim otizmin iyilegsmesi. Bu benim yasama
sebebim. Umuyorum ki o giin ¢ok yakinda gelecek. Bunu gerceklestirmek icin elimden ne geliyorsa
yapmaya devam edecegim.”

Aile iligkilerindeki Degisimler

Katilimceilarin hepsi OSB’li ¢ocugun, ailelerinin bir pargast haline gelmesinden hemen sonra aile
yasamlarinda radikal degisimlerin oldugunu belirtmislerdir. Ebeveyn gorevlerinin ve sorumluluklarinin annelerin
Ozverisiyle yerine getirildigi, babalarin OSB’li ¢ocukla ilgili sorumluluklardan kagindigi belirlenmistir. Buna ek
olarak genis aile iiyelerinin otizmli cocugu kabullenmede sorun yasadiklar1 ve bunun bir sonucu olarak annelerin
aile tiyelerinden bekledikleri psiko-sosyal destegi alamadiklari tespit edilmistir. Bu baglamda, aile iliskilerinde
gozlemlenen degisiklikler li¢ ana baslik altinda toplanmustir: (a) kari-koca iligkisindeki degisimler, (b) ebeveyn-
cocuk iligkisindeki degisimler ve (c) genis aile iligkilerindeki degisimler.

Kari-koca iliskisindeki degisimler. Katilimcilarin hepsi otizmli ¢ocuklarinin, aile yasamlarinin bir
parcas1 haline gelmesinden sonraki ilk yillar boyunca esleriyle ciddi sorunlar yasadiklarim ifade etmislerdir.
Neredeyse tiim anneler (n = 7) eslerinin OSB’li ¢ocugu kabullenemediklerini ve para kazanma disinda ebeveynlik
gorevlerini tistlenmediklerini belirtmislerdir. Buna ek olarak bes annenin, kocalari tarafindan iyi annelik
yapmadiklari i¢in otizme neden olmakla suclandigi belirlenmistir. Bu ¢aligmada ayrica otizmli bir ¢ocuga sahip
olmanin ayn1 zamanda kari-koca iligkilerinin ihmal edilmesinin bir gerekgesi olarak isaret edildigi saptanmistir.
Yedi anne, otizmli gocugun varligi ve onun egitsel, sosyal ve psikolojik gereksinimlerinin yogunlugu nedeniyle
kari-koca olarak birlikte zaman ge¢irmeye yonelik 6zel bir girisimlerinin olmadigini belirtmislerdir. Dort anne ise
esleriyle uzun zamandan beri gerek duygusal, gerekse tensel agidan birbirlerine yakinlagsmadiklarini ifade
etmiglerdir. Tim bunlara ek olarak esler arasinda etkili problem ¢6zmedeki yetersizlik OSB'li bir ¢ocuga sahip
olmanin bir diger olumsuz yonii olarak belirtilmistir. Annelerin ¢ogunlugu (n = 6), OSB'li ¢ocuklarini kari-koca
sorunlarinin olumsuz etkilerinden korumak igin sorunlarini ¢6zmemeyi tercih ettiklerini belirtmislerdir. Dahasi,
psikolojik yardim alan annelerden biri hari¢ tim anneler (n = 7) ailedeki en biiyiik sorunlarimin OSB'li bir ¢ocuga
sahip olmak oldugunu ve onun ihtiyaglarina odaklanabilmek igin kari-koca sorunlarini goz ardi ettiklerini
belirtmislerdir. Ornegin bir anne sunlar1 dile getirmistir:

“Otizm basimiza gelmeden once bir sorunumuz oldugunda bunu konusarak veya tartisarak ¢ozmeye
calisirdik. Bazen de ¢bzmezdik. Birbirimize ofkelenip, bagwrip, kavga ederdik... Simdi hi¢bir sey
olmuyormus gibi davraniyoruz... Siiphesiz, mutlaka bir siirti sorunumuz var, ancak sessiz kalarak,
gormezlikten gelerek, iistiinii orterek ayakta durmaya ¢alisiyoruz.”

Ebeveyn-cocuk iliskisindeki degisimler. Anne ve otizmli ¢ocuk arasinda olmasi gereken optimal
mesafenin yoklugu, ebeveyn ve cocuk alt sistemleri arasindaki smirlarin belirsizlesmesine yol agan ortak
temalardan biri olarak belirlenmistir. Anne ve otizmli ¢cocuk arasinda optimal mesafenin olmamasinin nedenleri
arasinda ise evin ve ebeveynlik sorumluluklarinin babalar tarafindan tam olarak yerine getirilmemesi, otizmli
¢ocugun hem okulda, hem de evde yogun bir egitime ihtiya¢c duymas1 ve annelerin bunlar1 tek basina {istlenmeleri
gosterilmistir. Bulgular, bu durumun OSB’li olmayan g¢ocuklarin ihmal edilmesine neden oldugunu ortaya
cikarmistir. Ebeveyn (6zellikle anne) tarafindan sevilmeme ve istenmeme diisiincesinin otizmli olmayan
cocuklarda baskin oldugu ve buna 6fke, iziintii, aile rollerindeki karmaganin eslik ettigi belirlenmistir. Annelerden
dordii diger ¢ocuklarinin baslangicta otizmli kardeslerini kabullenmekte zorlandiklarini, kiskanglik, 6fke, ihmal,
yalnizlik duygulart deneyimlediklerini ancak zamanla bu durumun istesinden gelmeye basladiklarini
belirtmislerdir. Anneler ayn1 zamanda otizmli olmayan g¢ocuklarin bir yetiskin gibi davrandiklarini ve hatta
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ebeveyn sorumluluklarini yerine getirdiklerine acikga isaret eden ifade 6rnekleri sunmuslardir. Ornegin cocuklarin
bakimi ve ev idaresi konusunda kocasindan destek gdrmedigini belirten bir anne bu temaya dair sunlar1 dile
getirmigtir:

“Kizim (otizmli olmayan) ergenlik doneminde. Ama benim tiim dikkatim K'de (otizmli ¢ocuk). Onunla
dogru diizgiin ilgilenmedigim i¢in bana kizgin oldugunu hissedebiliyorum... Ev isleri olsun, okul olsun
cocuklara bakmak olsun, her sey bende. Cok yorgun ve kizgimim... Kizim baslarda kardesini ve onunla
yasamayt kabullenemedi. Simdi valla sadece bir kardes degil, kocamdan daha fazla bir baba.”

Genigy aile iliskilerindeki degisimler. Genis aileden destek alamama ve bu durumun olumsuz etkileri, bu
calismada tekrar eden temalardan biri olarak belirlenmistir. Annelerin anlatimlari, genis aile {iyelerinin sagladigt
psikolojik destegin, annelerin acilarini ve yalmizlik hislerini azaltabilecegine bunun olmamasinin ise psikolojik
stres diizeylerinin artmasina ve kendilerini daha yalniz hissetmelerine yol agtigini ortaya c¢ikarmustir. Koken
ailelerin destegini hisseden annelerden ikisi, bu destek sayesinde zor zamanlarinin iistesinden geldiklerini, buna
kargin bu destekten yoksun oldugunu belirten alt1 anne ise kendilerini yalniz hissettiklerini belirtmislerdir. Bu
temaya iliski annelerden biri sunlar1 dile getirmistir:

“Kaymnvalidem bir giin kizimla ilgilenmek zorunda kaldi. Aslina bakarsaniz onunla vakit gegirmeye
katlanamuyor... Bugiine degin kizuimi ne dptii, ne de saridi... Kaynanamim ya da goriimcemin beni
aramaswmni, zor zamanlarimda bana bir el vermelerini, beni desteklemelerini ¢ok istedim. Ama hic¢
yapmadilar. Onlara kizgimim. Kendi kardeslerimin de bana yardim ettigini gormek isterdim.”

Tartisma ve Sonu¢

Bu ¢alisma otizmli ¢ocuga sahip aileler ve bu ailelerle ¢alisan profosyoneller i¢in gerek klinik gerekse
aragtirma alan1 acisindan birka¢ énemli noktay1 ortaya cikarmustir. ilk olarak bulgularimiz, annelerin otizmli bir
cocuga sahip olmayla iliskili deneyimlerinin Boss’in (2006) 6nerdigi ikinci tip belirsiz kayip tiiriiyle iliskili
oldugunu ortaya koymaktadir. Tipik Tiirk ailesinde anne ve c¢ocuk arasinda fiziksel temasi da igeren yogun
duygusal bir iliski s6z konusudur. Bu iligki, cocugun psikolojik degerinin nem kazanmasiyla daha da giiglii hale
gelmistir. Tiirkiye’de g¢ocugun temel bakim figiiri olan kadinin kendini tam anlamiyla “anne” olarak
hissedebilmesinin kosullarindan biri, ¢ocukla kurdugu yakin duygusal iligkiyle siki sikiya iligkilidir (Kagitgibast,
2012). Bu galigma etiyolojisi, semptomlari, tedavisi ve sonuglart bakimindan belirsizlikle karakterize olan (Bristol,
1984) otizmin, anne-cocuk arasindaki iliski kalitesi-ozelikle duygusal bag- iizerinde kemirici bir etki yarattigint
ve annelerin bir kayip deneyimi yasamalarina neden oldugunu ortaya g¢ikarmigtir. Bulgular, otizmli ¢ocukla
duygusal bagin ve yakinligin istenilen seviyede olmamasinin, annelerin arzuladiklar1 ¢gocugun ve onunla ilgili
hayallerin kaybedilmesine yol actigina isaret etmistir. Alanda yapilan pek ¢ok ¢alisma sonucu, otizmli bir ¢ocuga
sahip olmalarinin aileler, 6zellikle ebeveynler {izerindeki en 6nemli sonuglarindan birinin kayip hissinin oldugunu
ortaya koymaktadir (Altiere ve von Kluge, 2009; Banach, ludice, Conway veCouse, 2010; Nealy, O’Hare, Powers
ve Swick, 2012). O’Brein (2006) ¢alismasinda, OSB tanis1 alan ¢ocuga sahip ebeveynlerin deneyimledikleri kayip
hissinin belirsiz kayip olarak acilanabilecegini rapor etmistir.

Ikinci olarak bu caligma belirsiz kayip teorisinin varsaymalarina paralel olarak otizmin yol agtig1 kayip
duygusunun —belirsiz kaybin— annelerin duygusal-iyi oluslarini olumsuz yonde etkiledigi ve depresyon, anksiyete,
umutsuzluk, caresizlik, sucluluk, giivensizlik gibi ¢esitli psikolojik sorunlara yol agtigini ortaya ¢ikarmistir. Pek
¢ok aragtirma bulgusu, otizmli ¢ocuga sahip annelerin stres diizeylerinin yiiksek, psikolojik iyi-olus diizeylerinin
ise diisiik oldugunu, depresyon, sok, kaygi, sugluluk, tiztintii, umutsuzluk gibi yikici duygular deneyimlediklerini
rapor etmektedir (Abbeduto ve dig., 2004; Banach ve dig., 2010; Blacher ve Mclntyre, 2006; Dogru ve Arslan,
2006; Eisenhower, Baker ve Blacher, 2005; Meadan ve dig., 2010; Karpat ve Girli, 2012; Sencar, 2007; Ustiiner-
Top, 2009). Bu ¢aligma ayrica, otizmin neden oldugu kayip duygusunun, belirsiz kayip teorisinin onerdigi gibi,
anneleri immobilizasyona ugrattigini, sosyal yasamdan izole ettigini, otizmli ¢ocuk odakli yasamalarma neden
oldugunu, kendilerine zaman aywramadiklarini, gelecek planlarimin olmadigini ve var olan gelecek planlarinin
otizmli gocuk odakli oldugunu ortaya ¢ikarmistir. Bu sonuglar, otizmli ¢ocuga sahip aileler iizerinde yapilan
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arastirma bulgulariyla paralellik gostermektedir (Cassidy, McConkey, Truesdale-Kennedy ve Slevin, 2008;
Ludlow, Skelly ve Rohleder, 2012; Nealy, O’Hare, Powers ve Swick, 2012; Ozkubat, Ozdemir, Selimoglu ve
Toret, 2014).

Ugiincii olarak, bu ¢aligmada otizmli bir ocuga sahip olmanin yalnizca anne-gocuk iliskisi iizerinde degil,
ayni zamanda aile sistemi ve aile tiyeleri tizerinde etkilerinin oldugu ortaya ¢ikarmustir. Bulgularimiz, otizmli
¢ocugun diinyaya gelisi, tan1 alma siireci ve sonrasinda yasanan deneyimlerin hem kari-koca, hem ebeveyn-cocuk
hem de kardesler arasi iliskiler {izerinde ciddi etkiler yarattigini ortaya koymaktadir. Belirsiz kayip teorisinin de
vurguladigi tizere, deneyimlenen belirsiz kayip algisi aile etkilesimini tanisal agidan sorunlu kilan temel stres
kaynagidir (Boss, 2006, 2010). Bu calisma, otizmin neden oldugu kayip duygusunun esler tizerindeki yansimasinin
yakin duygusal/tensel iligki yoksunlugu, etkili problem ¢dzme yetersizligi, duygusal agidan uzaklasma oldugunu
net bir sekilde ortaya koymustur. Buna ek olarak babalarin geleneksel cinsiyet rolleri benimsemeleri nedeniyle
cocuk bakiminda yeterince sorumluluk almamalar1 ve annelerin ise otizmli cocugun bakim/egitimin ihtiyaglarin
kargilama odakli yasamalar1 ve belirsiz kaybin tiim aile iiyeleri {izerinde yarattig1 duygusal yiikiin ailede catisma,
rol karmasasi, tipik/normal gelisim gosteren cocugun ihmali, tipik/normal gelisim gosteren ¢cocugun ebeveynlik
rolleri tistlenmesi ve kardesler arasi iligskisel sorunlara (kiskanglik, ret, vb.) zemin hazirlamasi, aragtirmanin bir
diger 6nemli bulgusudur. Tiim bu bulgular, belirsiz kayip teoriSinin varsayimlari ile ortiismekte olup, otizmli
¢ocuga sahip aileler lizerinde yapilan aragtirma sonuglarinin bulgulariyla paralellik gostermektedir (Boss, 2006;
Cavkaytar ve dig., 2008; Ludlow ve dig., 2012; Nealy ve dig., 2012; Ozkubat ve dig., 2014; Ozsenel ve dig., 2003;
Simgek ve Koroglu, 2012).

Bu ¢aligsma ayrica, otizmli ¢ocuga sahip olmanin genis aile iiyeleri ile olan iligkiler {izerinde de sorunlara
yol actigini, otizmli ¢ocugun varligimin genis aile iiyeleri tarafindan kabul edilememesinin annelerin psikolojik
stres diizeylerinin ve yalnizlik hislerinin artmasina neden oldugunu ortaya ¢ikarmigtir. Bu ¢caligmada ayrica, genis
aile iiyelerinin otizmli ¢ocugu kabullenmemelerinin ve annelere duygusal ve sosyal agidan destek olmamalarinin,
annelerin bu iligkilere psikolojik agidan daha fazla yatirim yapmamalarina ve duygusal agidan onlardan
uzaklagmasina neden oldugu belirlenmistir.

Simirhhiklar

Bu calismanin birkag sinirlilig1 meveuttur. Ilk olarak ¢alisma, 6zel egitim ve rehabilitasyon hizmetinden yararlanan
otizmli ¢ocuklarin annelerinin katilimiyla gergeklestirilmistir. Bu merkezde zaman zaman ailelere yonelik grup
terapileri, bireysel terapi, psikoedukatif toplantilar ve goériisme hizmetleri sunulmaktadir. Bu ¢aligmadaki annelerin
timi bu hizmetlerden donem-dénem faydalanan, duygu ve diisiince ifade giicii yiiksek olan bireylerdir. Bu
caligmadaki annelerin hepsi alt ve orta sosyoekonomik diizeye mensup kisilerdir. Sosyo-ekonomik diizey ve egitim
diizeyi, gerek otizmli ¢cocugun alacagi egitimin kalitesini belirlemede, gerekse aile {iyelerinin ihtiya¢ duydugu
sosyal ve psikolojik destegin alinmasinda kolaylastirict bir unsurdur. Calisma yalnizca annelerin bakis agisiyla
siirli kalmistir. Babalarin ve diger aile tiyelerin bu konu hakkindaki algilart ve onlarin yorumlari bu tarz
calismalara zenginlik ve derinlik saglamaktadir. Son olarak, bu calisma Istanbul’da yasayan kiiciik bir 6rneklem
grubuyla (n = 8) ile gergeklestirilmistir.

Oneriler

Bu caligma Tiirkiye kontekstinde otizmin neden oldugu belirsiz kayip algisinin (sense of ambiguous loss)
anne-cocuk ve aile ilisikleri iizerindeki iliskisel etkilerini anlamaya yonelik ilk adimlardan biridir. Otizmden
kaynaklanan belirsiz kaybin iligkisel, ruhsal ve yapisal etkilerini irdelemeye, anlamaya ve agiklamaya yonelik daha
fazla calismaya ihtiyag duyulmaktadir. Ozellikle babalarin ve diger aile iiyelerinin bakis acilarmin arastirma
sonuclarina dahil edilmesi, bu konuya iliskin daha kapsamli ve biitiinciil bir resmin kazandirilmasimi
saglamaktadir. Bu arastirma sonuglari, otizmli gocuklarin aileleri i¢in psiko-sosyal destek egitim programlarini ve
yasalar1 diizenleyen karar mekanizmalari ve ailelerle ¢alisan ruh sagligi uzmanlari igin, belirsiz kaybin olas1 uzun
stireli travmatik etkilerinin dnlenmesinde yeni bir bakis agis1 kazanmalarina destek saglayacak niteliktedir.
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