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Thesis Abstract

Gokee Piroglu Akgakmak, “Life Experiences of Mothers of Children with
Intellectual Disability”

The purpose of this study is to examine the life experiences of mothers of children
with intellectual disability. In order to better understand how the disability of their
children affects the mothers and their families better, it aims to give voices to
mothers’ stories from the pregnancy period to present by examining from the aspects
of their experiences before and after the diagnosis of their children, their knowledge
and needs about the disability, their mothering role in daily life, relationship with
their family and society and also positive aspects of the disability in their lives.

Nine mothers whose children have intellectual disability were individually
interviewed for this research study by means of in-depth interviews. Additionally,
they were given demographic forms before the interview took place. The children
were between 7 to 15 years old. Children were all diagnosed with mild intellectual
disability at least 5 years ago and they were in inclusive educational settings and also
they were eligible to receive special educational services from rehabilitation centers
in Istanbul. All mothers in this study were housewives and they were from low to
middle socioeconomicalstatus and from primary to higher educational level. Data
obtained from interviews were analyzed by using thematic method.

Findings showed that being the mother of a child with intellectual disability was not
only challenging but also pleasant for these mothers. Although they stated that they
were tired due to the combination of needs mothers should fulfill for their children
and the whole family, they were also happy to have a child with special needs from
whom they learned different ways of living. They also emphasized their needs of
support and how they were worried about the future of their children with disability
after they would decease. Moreover, mothers were complaining about the
discrimination in social and educational settings toward children with disability and
how this negative attitude affected their lives.

The analysis of the data also indicated that mothers of children with intellectual
disability had various problems in family and social life. Emotional stress of having a
child with disability, discrimination of the child due to his or her disability, daily
requirements of a mother at home, neglecting of other siblings and social life had
pressure on these mothers. Due to these reasons, they expressed that they had lots of
stressors in their life.



Tez Ozeti

Gokee Piroglu Ak¢akmak, “Zihinsel Engelli Cocuga Sahip Annelerin Yasam

Deneyimleri”

Bu ¢aligmanin amaci, zihinsel engelli ¢ocuga sahip annelerin yasam deneyimlerinin
arastirilmasidir. Zihinsel engelli bir ¢ocuga sahip olmanin anne ve aileyi nasil
etkiledigini daha iyi anlamak i¢in yapilan bu ¢alismada katilimeilarin ¢cocugunun
teshisinden onceki ve sonraki deneyimleri, engellilik hakkindaki bilgi ve ihtiyaclari,
giinliik yasamdaki annelik roller, aileleri ve toplumla olan iligkileri ve engelli cocuga
sahip olmanin yasamlarina katkilar1 anneler tarafindan dile getirilmistir.

Bu amagla, hafif diizeyde zihinsel yetersizlik tanis1 almis 9 cocugun annesi ile yiiz
yiize gorlismeler yapilmistir. Gorlismeden 6nce annelere demografik form
doldurtulmustur. Calismaya katilan annelerin ¢ocuklarinin yaslar1 7 ile 15
arasindadir. Caligmaya katilan tiim ¢ocuklar en az 5 yil once hafif zihinsel engelli
tanis1 alarak kaynastirma yoluyla egitim kapsamina alinmis ve rehabilitasyon
merkezlerinden 6zel egitim almaya devam etmislerdir. Calismadaki tiim anneler ev
hanim1 olup orta ve diisiik sosyoekonomik diizeyden gelmektedir. Annelerin egitim
seviyesi ilkokul ve lise araligindadir. Goriismelerden elde edilen bulgular tematik
analiz yontemiyle analiz edilmistir.

Arastirma sonucunda zihinsel engelli cocuk annesi olmanin yalnizca zorlayic1 degil,
ayni zamanda mutluluk veren bir duygu oldugu goriilmiistiir. Anneler, bir¢cok defa
cocuklarmin ihtiyaglarini karsilamak i¢in ¢abalarken yorulduklarini ifade etmis
olsalar da engelli bir gocuga sahip olmanin onlara ¢ok sey 6grettigini ve bundan
biiylik mutluluk duyduklarini vurgulamislardir. Caligmanin sonucunda annelerin
cesitli desteklere ihtiya¢ duyduklar1 ve kendilerinin 6liimiinden sonra ¢ocuklarina ne
olacagina dair yogun bir kaygi yasadiklar1 gériilmiistiir. Ayrica, anneler sosyal
hayatta ve okul ortaminda ¢ocuklarinin ayrimci ve olumsuz bir tutuma maruz
kalmasindan rahatsizlik duyduklarini belirtmislerdir.

Yapilan analizler, zihinsel engelli ¢ocuga sahip annelerin aile ve sosyal hayatlarinda
cesitli sorunlar yasadiklarini gostermistir. Zihinsel engelli ¢ocuga sahip olmanin
duygusal yiikii, cocuklarinin engeli yiiziinden ¢esitli ortamlarda dislanmasi, annenin
giinliik ev yasaminda yerine getirmesi gereken sorumluluklar ve bu sebeple diger
cocuklarini ve hayatin1 ihmal etmesi annenin iizerindeki baskiy1 arttirmaktadir. Bu
sebeple anneler hayatlarini zihinsel engelli ¢ocuklarina adamislardir.
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CHAPTER I

INTRODUCTION

Having an offspring which brings lots of regulation and changes to the lives of the
parents is pleasing but also a challenging life experience (Koksal, 2011). Child
rearing is a complex and effortful responsibility for all parents because when a
couple decides to have a baby, they also decide to change their life style according to
the new roles assigned as being a mother or father (Alpoge, 2012). Furthermore, their
social roles will change and they get new responsibilities such as caring the child,
financing the needs of the new comer, regulating the health condition of the baby.
Their relationship with each other, relatives and friends will change because they

adjust their lives to fulfill the needs of their offspring (Alpdge, 2012).

As mentioned, the life of a couple who expects a baby starts to change before
the birth of the new comer. During pregnancy, prospective parents experience some
difficulties. For example, in the transitionary period to motherhood, the mother has to
adapt to some physical, social, emotional and financial changes (Hoffenaar, Balen, &
Hermanns, 2010). While the mother experiences these difficulties, her husband has
also difficulties in adaptation to new situations. For example, he may feel anxious
and sometimes may feel alienated because his wife, relatives and friends are not

spending enough time with him (Alpoge, 2012).

In the first 3 months, the mother cannot believe the reality about her
pregnancy and experiences extreme mood swings due to hormonal changes in her
body (Murkoff & Mazel, 2008). Even when the pregnancy is planned, the mother has

conflicting feelings about having a baby because she starts thinking of how her life



will change after being a mother (Alpoge, 2012). Although the mother feels happy
about her baby, she feels so weepy at the same time because she is worried about
changes the baby will bring into her life (Alpoge, 2012). During pregnancy, the
couple may also think of the situations regarding employment condition such as time
allocated for maternity leave or mother’s quitting job after the birth. These situations

may affect the financial resources of the family due to the needs of new baby.

After the third month, the mother accepts being a mother and having a baby
and has fewer mood swings but after this time she starts dealing with anxiety about
the future (Murkoff & Mazel, 2008). The prospective mother imagines her expected
baby by considering her own relationship with her mother, wishes, fears and
expectancies (Alpoge, 2012). Her image of the baby in her mind determines her
relationship with the baby (Alpdoge, 2012). She wonders about the sex, personality,
physical appearance and other attributes of baby (Seligman & Darling, 2007). Folk
wisdom, interaction with relatives and friends shape the expectations of the parents
from unborn babies (Seligman & Darling, 2007). For instance, baby’s movement,
mother’s abdominal shape and size are seen as indicates of the unborn baby’s sex,
temperament or size (Seligman & Darling, 2007). With this information and hopes,
the mother and father have expectations about their unborn baby and also their
parenthood. They dream about how they take care about their baby, how the baby
will play with them and even the future career and hobbies of the baby (Seligman &

Darling, 2007).

Because pregnancy is a physically difficult period for the mother, she
becomes worried about the health of the baby in the womb when she feels pain in her
body (Murkoff & Mazel, 2008). Ideally, she pays extra attention to her daily diet,

exercise and health to keep the baby healthy, too. Towards the end of the pregnancy
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period, the mother starts worrying about her mothering role and how she will look
after her baby (Murkoff & Mazel, 2008). While the mother is dealing with her
anxieties, the father considers about how he will finance his family and fulfill the
responsibilities of baby (Alpdge, 2012). He is interested in whether the baby’s
development is normal or not. When the mother gets sick, the couple first asks
whether there is a risk to the baby (Murkoff & Mazel, 2008). During pregnancy, the
couples generally from middle to high socioeconomic status (SES) try to find
medical doctors and hospitals where the delivery will take place (Alpoge, 2012).
Pregnancy is a mutual process not only to focus on the needs of baby, but also

expectations of parents.

But difficulties do not end when the child is born because mothers generally
suffer from postpartum syndrome after the delivery and she has to adapt to her new
role as a mother. Moreover, they are faced with new challenges such as sleep
deprivation, learning caregiving tasks, and changes of life style (Harwood, McLean,
& Durkin, 2007). After the delivery, the mother feels exhausted not only physically
but also emotionally. In postpartum period, mothers experience pain, discomfort with
regard to her delivery type (Murkoff & Mazel, 2008). She is frustrated, excited and
also overwhelmed by the physical and emotional challenges she faces (Murkoff &

Mazel, 2008).

This is the case of having a typically developing baby. But when a child with
special needs comes to the family, it may create a crisis for all family members
because they are not sure what to do, how to adjust their life to new comer with
special needs and how to handle the emotional difficulties of this crisis. Since some
of their expectations fall down, it becomes difficult for parents to cope with the new

situation as well (Bayrakli & Kaner, 2012). When experiences of parents
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disconfirmed in a negative way, it is more likely that adjustment to parenthood is
poorer (Harwood, McLean, & Durkin, 2007; Kalmuss, Davidson, & Cushman,
1992). After dreaming positive things about unborn baby, awareness of the disability

of their child is difficult for parents to adjust.

Caring has a different meaning for parents of children with special needs
because these parents have to meet the requirements of daily life while trying to cope
with the chronic situation of their children (Azar & Badr, 2010). All members in the
family are affected from having a member with disability but mothers of children
with special needs are the most affected member of the family due to different
reasons. First of all, mothers are seen as the primary caregiver of children and they
have emotional bounding with their children (Rowbotham, Carroll, & Cuskelly,
2011). Secondly, they are spending more time with their children, so they feel more

stress and responsibility to raise their children with special needs.

Therefore, the focus of this study is to describe life experiences of especially
mothers of children with intellectual disability but in order to better understand the
situation of children with intellectual disability, intellectual disability will be

explained below in detail.

Significance of the Study

Depending on the existing research studies, it is well understood that examining the
families of children with intellectual disability has been gaining importance because
the disability in a family member has both positive and negative effects on the whole
family structure. In this system, mothers who are generally primary caregivers of
children with disability are affected from this struggle differently so that primary

focus of the research studies has become mothers of children with disabilities.



In Turkey, when looking at the studies about mothers of children with
disabilities, it is seen that studies are analyzing the dimension of stress, depression,
hopelessness and coping of the mothers of children with disability in quantitative
methods. Because of this reason, studies on mothers of children with disability do not
go beyond indicating statistical data and studies do not fill the gap of understanding
the experiences of mothers from the eyes of these specific group. Therefore, the main
purpose of this research study is to examine the life experiences of mothers of
children with mild intellectual disability in a more in depth way by the means of

qualitative method.

Although limited in number, there are some qualitative research studies on
mothers of children with disabilities in Turkey but they focus on some parts of the
experiences such as daily stress, burn-out, types of coping, their views of disability
etc. (Sen & Yurtsever, 2007; Diken, 2006). These studies highlighted the specific
part of the life of these mothers and did not give the big picture. Thus, this study
aims at understanding the life experiences of mothers of children with intellectual

disability from both positive and negative dimensions of their lives.

Moreover, this research study was designed after 7-session-support group for
mothers of children with disability. During the group sessions, mothers were
educated in different parenting skills and expressed their daily life experiences with
their children before and after the diagnosis of their children. After the group
sessions, the needs of mothers of children with disability were assessed and by
considering the needs of mothers and their lives, this study was conducted. Due to
this reason, both mothers and researcher were educated with regard to lives of
mothers of children with disability. Different from other studies, this study was

combined by aiming to make the voices of mothers of children with intellectual
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disability heard. In Turkey, there was a study in which mothers joined a support
group but that study examined the some variables about mothers in quantitative
method. In order not to limit the study with some variables, our study examined the

whole life of mothers of children with intellectual disability.

Finally, this research study will shed light on the lives of families of this
special population from mothers’ point of views. Therefore, data obtained from this
study could help policy makers to make appropriate accommodations in order to

increase the quality of services needed by this population.

Organization of the Study

Chapter Il presents a review of literature on understanding the intellectual disability,
common reactions of parents of children with intellectual disability and how to cope
with the situation of having a child with intellectual disability with the findings of
similar studies in Turkey and international arenas. Chapter 111 gives the information
about the methodology which consists of research design, sample selection, data
collection instrument and procedures used for data collection and lastly data analysis.
Chapter IV provides the analysis of the data and the findings. Finally, last Chapter V
presents summary and discussion of the findings, indicates the limitations of the

research study and offers recommendations for further research studies.



CHAPTER II

LITERATURE REVIEW

The review of literature for the present study consists of three sections: In the first
section, the definition, causes, prevalence, main features and diagnosis of intellectual
disability are presented to have a better understanding of this disability. In the second
section, common reactions of the parents of children with intellectual disability are
discussed and common problems of being the parent of a child with intellectual
disability are presented. In the last section, how the parents of children with disability
cope with this situation is presented by examining the different factors in coping.
Current studies in Turkey and findings in international research studies are also

mentioned.

Understanding Intellectual Disability (ID)

Definition of Intellectual Disability

The essential characteristics of intellectual disability (intellectual developmental
disorder), according to the DSM-5, are “onset during the developmental period that
includes both intellectual and adaptive functioning deficits in conceptual, social, and

practical domains” (APA, 2013, p. 33).

According to DSM-5, there are three criteria that must be met to be diagnosed
with intellectual disability (intellectual developmental disorder). First one is that
onset of the disorder must be during the developmental period (APA, 2013). The
second criterion is the deficits in intellectual functions, such as reasoning, planning,
problem-solving, abstract thinking, judgment, academic learning, learning from

experiences and practical understanding affirmed by both clinical assessments and



standardized, individualized intelligence testing (APA, 2013). The last criterion is the
adaptive deficits limiting the functioning in one or more activities in daily life, such
as communication, social participation, independent living, and across multiple
environments such as home, school, work and recreation (APA, 2013).
Consequently, a diagnosis of intellectual disability should be made only when there
is a deficit in not only intellectual functioning but also adaptive behavior functioning

(Sattler & Hoge, 2006).

According to the definition of AAIDD (American Association of Intellectual and
Developmental Disabilities), intellectual disability causes significant limitations in
both intellectual functioning and adaptation behaviors in three different areas named
as cognitive, social and adaptive skills (AAIDD, 2010). Besides, the disability starts
before the age of 18. This means that people who have brain injury or disease in their
later life and as a result have deficits in intellectual and adaptive skills are not in the
category of intellectual disability (Oltmanns & Emery, 2012). It indicates that
intellectual disability should be understood as who they are, not as something
happening to them (Oltmanns & Emery, 2012). The following five assumptions are

essential to the application of this definition are shown in Table 1:

Table 1: Assumptions regarding with the Application of the Definition of

Intellectual Disability

1) “Limitations in present functioning must be considered within the context of community

environments typical of the individual’s age peers and culture.

2) Valid assessment considers cultural and linguistic diversity as well as differences in

communication, sensory, motor, and behavioral factors.

3) Within an individual, limitations often co-exist with strengths.

4) An important purpose of describing limitations is to develop a profile of needed supports.

5) With appropriate personalized supports over a sustained period, the life functioning of the person

with intellectual disability will improve.”

Source: Retrieved from http://www.aaidd.org/intellectualdisabilitybook/, 2013.
8
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Main Features of Intellectual Disability

The features of intellectual disability change according to the degrees of impairment.
According to DSM-5, there are four categories of intellectual disability named mild,
moderate, severe and profound which are categorized according to intelligence

quotient scores (APA, 2013).

Adaptive behaviors are parallel to the classification system for intelligence
level in DSM-5 (Sattler & Hoge, 2006). The system organizes developmental stages
and level of intellectual disability, stresses on sensorimotor skills, language and
communication learning, vocational skills and level of self-support (Sattler & Hoge,

2006).

Children with intellectual disability have difficulty not only in intellectual but
also adaptive domains. They show slower rate of cognitive development, limited
expressive and receptive language skills, short attention span, limited experiential
background, distractibility, concrete and literal understanding (Sattler & Hoge,

2006).

Moreover, they are more likely to reach developmental milestones later than
their peers. They generally have difficulty in motor coordination, remembering
things, understanding social rules, thinking logically and solving problems (Sattler &

Hoge, 2006).

Table 2 shows how adaptive behaviors, language and communication skills,
motor skills, self-help behaviors and vocational skills vary according to the level of

intelligence based on 1Q scores:



Table 2: Adaptive Behaviors, Language and Communication Skills, Motor Skills

According to the Age of Children with Intellectual Disability

Level Preschool Age School Age Adult
Birth to 5 years 6-21 years Over 21 years
Mild Develop social and Can learn up to about | Can achieve social and

(IQs= 50-55 to 70)

communication skills,
often not diagnosed until
school age

Motor coordination is
slightly impaired

the 6th grade level by
late teens

Needs special
education
Particularly at
secondary-school age
levels,

Can appropriate learn
social skills

vocational skills with
proper education and
training

Frequently needs
guidance when under
serious social and
economic stress

Moderate Cantalk or learn to Can learn up to about Can contribute to self-
(1Qs=35-40 to 50- | communicate 4th grade level by late | support by performing
55) Poor social awareness teens if given special unskilled or semiskilled
Fair motor development education work under sheltered
May profit from training in | May learn to travel conditions
self-help alone in familiar places | Needs supervision and
Can be managed with guidance when under
moderate supervision mild social or economic
stress
Severe Poor motor development Can learn to speak or Can contribute partially to
(1Qs= 20-25 to 35- | Minimal speech communicate self-support under
40) Unable to profit from Can learn simple health | complete supervision
training in self-help skills habits Can develop self-
Few or no communication | Cannot learn functional | protection skills to a
skills academic skills minimal useful level in a
Can profit from habit controlled environment
training
Profound Extremely limited in motor | Some motor Can achieve some motor
(1Qs<20 to 25) development and in all development and speech development
cognitive areas Limited Totally incapable of self-

Likely needs nursing care

communication skills,
Cannot profit from
training in self-help
skills

Cannot learn academic
skills

Need total care

maintenance
Needs complete care and
supervision

Source: Sattler & Hoge, 2006, p.433.
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Prevalence of ID

Every culture feels distress from the burden of having children with intellectual
disability which is seen approximately 2 or 3% of the population in developed

countries and to a degree higher in developing countries (Azar & Badr, 2010).

According to the Turkey Disability Survey (DIE, 2002), population of people
who are defined as mentally disabled was 331,043 individuals. This population
consisted from 199,028 males and 132,215 females. It showed that there were more
males than females with intellectual disability in Turkey. Moreover, there were more
people with intellectual disability in rural area than urban ones (DIE, 2002). This
finding is parallel to the study in which was advocated that intellectual disability is
more prevalent among people from lower socioeconomic status (Mash & Wolfe,

2002).

When looking at the statistics of students in inclusive practices with mild
intellectual disability, it is known that there are 2,771 individuals (1,018 female,
1,753 male) (Education Reform Initiative, 2011). It shows that 25.5 % of general
population of students in inclusive practices in Turkey is students with mild

intellectual disability.

Diagnosis of Intellectual Disability in Turkey

In Turkey, disability level in mental, psychological and personality disability is
determined by functioning level of individual, not existence of symptoms (Official

Gazette, 2010, no. 27787).
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In childhood, intellectual functioning is not assessed with 1Q level, but with
limitation and difficulty in social activity and participation by clinical assessment
with the participation of family and the child (Official Gazette, 2010, no. 27787). For
clinicians, it is important to make “family-centered functioning assessment” to
understand the child within the social and family context the child lives in (Official
Gazette, 2010, no. 27787). In order to increase validity and reliability of clinical

assessment, cognitive parts of standard tests are also used.

As assessment tools, tests with high validity, reliability and assessing
functioning of individuals are preferred (Official Gazette, 2010, no. 27787). With
these tests, 1Q level is determined and related disability level (shown in the Table 3)
IS given to the individual (Official Gazette, 2010, no. 27787). Examples of these tests
are; Wechsler Intelligence Scale for Children (WISC-R), Bayley Scales of infant
development, Pediatric Evaluation of disability Inventory (PEDI), Peabody Picture-
Vocabulary Test, Stanford Binet Intelligence Test, Vineland Adaptive Behaviors
Scale, Learning Disability Scales, Ankara Developmental screening Inventory
(AGTE), and Denver Il Developmental Screening Inventory (Official Gazette,

2010, no. 27787).

According to the degree of intellectual functioning deficiency, the individuals

are given a “disability level” (See Table 3).

Table 3: Disability Level According to the Level of Intellectual Functioning

12



A- Intellectual functioning deficiency Disability Level
1- Border intellectual capacity (1Q: 70-80)

25%
2-Mild (1Q: 50-69) 50%
3- Moderate (1Q: 35-49) 70%
4- Severe (1Q: 20-34) 90%
5- Profound (1Q: below 20) 100%

Source: Official Gazette, 2010, no. 27787.
There are some legal procedures to get a diagnosis with intellectual disability in
Turkey. Intellectual disability can be diagnosed in two important institutions in our
country. First institution is the state or university hospitals where intellectual
disability is diagnosed in medical perspective. These hospitals are operating as a
branch of the Turkish Ministry of Health and they provide a committee report which
shows the diagnosis of the children (Sakiz, 2011). By getting medical report, people
can be eligible to receive special education and some social services (Sakiz, 2011).
To have this right and benefit from these services, the percentage of the disability
must be over a defined number (Sakiz, 2011). For people with mild intellectual
disability, the disability percentage must be over 20. With this percentage of

disability in medical report, people might apply to special education.

After the committee gives the “medical report” of the disability, the family
should apply to a “guidance and research center” in their district which is the second
institution in getting diagnosis of the children. These centers operate as a branch of
the Turkish Ministry of Education (Sakiz, 2011). In these centers, the child is
subjected to different standardized tests according to the diagnosis written in his or
her medical report. The performance of the child is taken with regard to educational,
self-care, language, social living skills and psychomotor skills. The test results and

performance observations are combined and the educational report of the disability is
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prepared. But the main purpose of guidance and research centers in Turkey is to refer
people having special needs to the institutions where they receive special education
(Sakiz, 2011). Besides, guidance and research center provides an educational plan
and this plan should be followed by the school and special education center where
the child is educated (Sakiz, 2011). It is important to emphasize that valid medical
report does not necessitate that the person can benefit from the special education
because last decision is made by guidance and research centers where educational

assessments are made.

With this educational report given by guidance and research center, children
with mild intellectual disability are generally sent to inclusive classrooms. When a
child with special needs is sent to an inclusive educational setting, individualized
education plan (IEP) is prepared according to the educational and developmental
needs of children (Sakiz, 2011). The IEP is evaluated by the IEP committee at the

end of each semester (Sakiz, 2011).

Probable Causes of Intellectual Disability

The causes of intellectual disability vary and most of its causes are not clear yet. But
the most known causes of this disability can be gathered in the headings of
inheritance or environmental, genetic, neurobiological, social and psychological
factors. These probable causes of intellectual disability will be mentioned next in

detail.

Inheritance and the Role of the Environment

According to research studies, a genetic or environmental cause is known for nearly
two-thirds of people with moderate to profound mental retardation while only quarter
of those causes are known for mild intellectual disability (Mash & Wolfe, 2002).
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Some factors occur before the birth (prenatal) as it is seen in all genetic disorders.
Other causes can be birth-related called perinatal traumas like prematurity or lack of
oxygen at birth (Mash & Wolfe, 2002). Furthermore, last types of causes stem from
factors occur after birth such as inflammation of brain lining and head trauma (Mash

& Wolfe, 2002).

In order to understand different causes of intellectual disability, two-group
approach divided causes into organic and cultural-familial group (Mash & Wolfe,

2002).

In the organic group, strong biological factors are involved whereas in the
cultural- familial group causes are still not very well known (Mash & Wolfe, 2002).
According to the studies, up to 75 % of the normal intelligence is attributed to
genetic factors but research studies do not identify which extent of genetic factors
contribute to cultural-familial group (Oltmanns & Emery, 2012). Nevertheless,
primary suspects are environmental and situational causes which are poverty, poor
nutrition, parental psychopathology, and inadequate child care (Mash & Wolfe,

2002).

Family history of children has an important role in intellectual disability. Data
shows that the chance of child having intellectual disability increases geometrically if
both parents have normal 1Q but one parent has a sibling with intellectual disability
(13%) (Mash & Wolfe, 2002). If one parent has intellectual disability, the chance of
child having intellectual disability increase is 20 %. But the biggest probability of
increase is shown (42%) when two parents of child have intellectual disability (Mash

& Wolfe, 2002). [In Table 4, mental retardation (MR) was used for intellectual
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disability but the recent name of this disability is intellectual disability or intellectual

developmental disorder.]

Table 4: Organic and Cultural- Familial Causes of Intellectual Disability

Organic

Cultural- Familial

Definition

Clear organic cause of MR

No obvious cause of MR
Sometimes other family

members has MR

Characteristics

More prevalent in moderate,
severe and profound MR
Nearly equal rates across all
ethnic and SES level

More often associated with

other physical disabilities

More prevalent in mild MR
Higher rates within minority
groups and low SES groups
Few associated physical and

medical disabilities

Causes

Prenatal (genetic disorders,
accidents in womb)
Perinatal (prematurity,
anoxia)

Postnatal (head trauma,

meningitis)

Polygenic (i.e, parents of low
Q)

Environmentally deprived
Undetected organic

conditions

Source: Mash & Wolfe, 2002, p.245.

Genetic and Constitutional Factors

Intellectual disability can be caused by genetic abnormalities, genetic mutation or

chromosomal deviations. In chromosomal abnormalities, Down syndrome, Fragile X

syndrome, Klinefelter’s syndrome, Turner syndrome; in non-chromosomal genetic

disorders, Rett syndrome, Prader- Willi syndrome, William syndrome and Angelman

syndrome will be explained. In single gene condition, phenylketonuria (PKU) will be

mentioned.
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Chromosomal Abnormalities

Chromosome abnormalities are the most common cause of severe intellectual

disability (Mash & Wolfe, 2002).

Down syndrome (Trisomy 21)

Down syndrome is the most common disorder stemming from such abnormalities
(Mash & Wolfe, 2002). This syndrome has different physical characteristics such as
small skull, a large tongue, almond-shaped eyes with sloping eyebrows, a flat nasal
bridge, broad, square hands (Mash & Wolfe, 2002). Furthermore, people with Down
syndrome have physical disabilities and limited speech (Oltmanns & Emery, 2012).
The cause of Down syndrome is an extra gene from chromosome 21 and is
associated with the maternal age (Oltmanns & Emery, 2012). When the age of
mother increases, the probability of having a child with Down syndrome also
increases (Oltmanns & Emery, 2012). Generally individuals with Down syndrome
can function within moderate to severe level of intellectual disability and it is shown
that through intensive intervention, they can function independently and reach

higher school achievement (Oltmanns & Emery, 2012).

Fragile-X syndrome

It is the most common cause of inherited intellectual disability (Mash & Wolfe,
2002). Fragile- X syndrome is transmitted genetically by the mutation in FMR1 gene
and diagnosed by break on one arm of X sex chromosome (Oltmanns & Emery,
2012). Children with Fragile-X syndrome have large forehead, a prominent jaw,
low, protuberant ears (Mash & Wolfe, 2002). Generally individuals with Fragile-X
syndrome have mild to moderate intellectual disability and may have Learning
Disability and Attention Deficit Disorder. The majority of affected males have
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unusual social and communication pattern which is accompanied with shyness and

poor eye contact (Mash & Wolfe, 2002).

Turner Syndrome (XO)

This disorder includes growth retardation and when it is not treated, it causes
infertility and having height of 135-150 cm (Ergun, 1999). In this syndrome, females
are missing their second X chromosome (Mash & Wolfe, 2002). People with turner
syndrome have generally normal 1Q and their intelligence varies from normal to low
level (100-70 1Q) (Ergun, 1999). Turner Syndrome is characterized by immature

interests, overconformity, concrete thinking and immaturity (Ergun, 1999).

Klinefelter’s Syndrome (XXY)

This syndrome is seen in males due to an extra X chromosome (Ergun, 1999). It is
characterized by reduced body and facial hair, infertility, language and speech
difficulties, and mild intellectual disability (Sattler & Hoge, 2006). Individuals with
Klinefelter’s syndrome have a tendency to have antisocial behaviors, alcoholism and

aggressiveness (Ergun, 1999).

Non-chromosomal Genetic Disorders

Rett Syndrome

“Rett syndrome is caused by a genetic mutation that affects brain development,
primarily in girls” (Sattler & Hoge, 2006, p.434). This syndrome is characterized by
developmental plateau and then regression which begins about in first 6 to 18 months
of the life (Ergun, 1999). Because of progressive loss of hand movements and

beginning of hand wringing, individuals with Rett syndrome have autistic-like
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behaviors (Sattler & Hoge, 2006). It leads to severe to profound intellectual disability

(Ergun, 1999).

Prader- Willi Syndrome

It is a genetic disorder leads to short stature, mental retardation or learning disability,
low muscle tone, incomplete sexual development and involuntary urge to eat
constantly (Mash & Wolfe, 2002). Children with Prader- Willi syndrome need fewer
calories than normal to have an appropriate weight or else, they can be obese easily
(Mash & Wolfe, 2002). Obesity is the most common problems in adolescents with
Prader-Willi Syndrome because of hyperphagia which means excessive hunger or

increased appetite (Lowe-Greenlee, 2010).

Angelman Syndrome

Angelman syndrome is related to moderate to severe mental retardation (Mash &
Wolfe, 2002). Individuals with Angelman syndrome have awkward gait, jerky

movements, absence of speech, open-mouthed expression (Mash & Wolfe, 2002).

William Syndrome

It is a rare neurodevelopmental disorder which has genetic origin (Ergun, 1999). This
syndrome causes severe to mild intellectual disability and deficits in cognitive-
linguistic abilities (Ergun, 1999). Moreover, individuals with William syndrome
have abnormal motor coordination, difficulty in fine motor and gait, and they

generally experience high anxiety, sensitivity and negative mood (Ergun, 1999).
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Single- Gene Conditions

Genetically based metabolic defects also affect intelligence and cognitive functioning
(Mash & Wolfe, 2002). It is also known as inborn errors of metabolism (Mash &
Wolfe, 2002). It is seen in 3-7 percent of situations in severe intellectual disability
(Mash & Wolfe, 2002). One of the best known single gene conditions is
phenylketonuria (PKU). PKU causes brain damages, seizures, mental retardation,
and hyperactivity (Mash & Wolfe, 2002). But screening infants at birth for presence
of any defect can prevent PKU with restricted diet (Mash & Wolfe, 2002). It shows
how environmental interventions, in this case restricted diet, can have an influence

on genetic disorder as in the case of PKU.

Neurobiological influences

Infectious diseases sometimes are the cause of intellectual disability. During
pregnancy, at birth or after birth and in early childhood, exposure to some infection
or toxins can affect intellectual abilities negatively (Oltmanns & Emery, 2012). For
instance, rubella which is also called German measles can produce few symptoms in
mother but this viral infection may cause intellectual disability and even death in
fetus (Oltmanns & Emery, 2012). Syphilis, genital herpes, scarlet fever, mumps and
tuberculosis of nervous system may also cause intellectual disability through

transmission from mother to fetus (Mash& Wolfe, 2002).

Meningitis which is an infection of meninges and encephalitis, infection of
brain can also produce permanent damage in the brain development and might cause

intellectual disability (Oltmanns & Emery, 2012).

Prenatal, perinatal or postnatal exposure to toxic substances increases the risk

of intellectual disability at children (Oltmanns & Emery, 2012). One of the most
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detrimental substances to fetus development is alcohol during pregnancy which leads
to” Fetal Alcohol Syndrome” in children (Sue, Sue, Sue, & Sue, 2013). This disorder
is characterized by facial abnormalities, retarded growth, cognitive impairment (Sue,
et al., 2013). Children having fetal alcohol syndrome have difficulty in working
memory, attention, learning, executive functioning and have intellectual functioning
ranging from mild intellectual disability to normal intelligence (Sue, et al., 2013;

Oltmanns & Emery, 2012).

Environmental toxins are also detrimental for fetus development of brain
(Oltmanns & Emery, 2012). Mercury poisoning and lead poisoning may produce
physical, emotional and intellectual impairment in children (Oltmanns & Emery,
2012). Furthermore, X rays and exposure to some drugs in prenatal stage can have a

risk for fetal development (Mash & Wolfe, 2002).

Social and psychological factors

Environmental factors such as deprived emotional and physical care, lack of
stimulation of infants and other disorders can affect intellectual ability of children
but these psychosocial factors are generally indirect and unshown because being
situated in different degrees of family and individual lives as well as different shared

and unshared environment (Mash & Wolfe, 2002).

Impoverished environments do not have enough stimulation which challenges
the intellectual skills of children (Oltmanns & Emery, 2012). Studies of adopted
children indicated that children separated at birth from unresponsive and
impoverished environments achieved at least 12 points higher than their biological

mother’s 1Q level (Oltmanns & Emery, 2012).
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Moreover, children who raised by parents with mild intellectual disability start
their lives with less challenging environments to increase their intellectual abilities
but they also contribute to generational pattern of lower intelligence (Sue, et al.,

2013).

Common Reactions of Parents of Children with Intellectual Disability

In this section, experiences of parents from the time that they recognize that their
baby is not typically developing to their acceptance of the child’s disability will be
explained. There are common reactions before learning and after learning to have a
child with intellectual disability. Parents have mixed emotions after finding out the
disability of their children and these reactions can be group under three headings
named as primary, secondary and tertiary reactions (Bicak, 2009; Sen & Yurtsever,
2007). By considering these three main reactions, different kinds of stresses and
needs of children which come out during different stages of development are
mentioned in order to understand the situation parents of children with intellectual

disability live in.

Prior Knowledage about Disability in Prenatal Period

Before the birth of their children, most parents do not have enough knowledge about
disabilities. They generally have stereotypes and prejudices toward disability. In
prenatal period, parents worry more about having a child with a disability, especially
when they know other families whose children have disabilities (Seligman &
Darling, 2007). Prospective parents fantasize about what their babies would look
like. They have different knowledge, expectations and dream before the baby is born
(Seligman & Darling, 2007). Because parents always expect a “normal” baby, they

are not prepared to live with a baby having a disability.
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For most cases, parents recall the name of a disability from a terrible picture
depicted a disabled child, so they face with the disability in limited and negative
ways (Seligman & Darling, 2007). With advanced technology, it becomes possible
to diagnose childhood disorders before the baby is born. It is also possible that
parents show positive reactions after the birth to understand that their children have
less severe impairment (Seligman & Darling, 2007). Moreover, it can be advantage
for families who learn the disability of unborn children earlier to adopt their life and

prepare for themselves according to the needs of children with special needs.

Early Reaction to the Diagnosis

When a chronic illness or developmental disability comes up in a family, there is a
period of disequilibrium and adjustment in order to maintain normalization in within
family atmosphere (Seligman & Darling, 2007). However, because every family’s
uniqueness and complexity, the impact of having a child with disability is different
so, the stages of grief may be applied in a flexible manner (Seligman & Darling,
2007). Stages can recur as new milestones or new crisis occurs. For instance, when
the child with intellectual disability reaches the puberty period, the family can face
new problems in controlling the emotions of their children although they have not

dealt with these problems in childhood of their children.

According to stage theory, there are three situations in the group of primary
reactions. These reactions are shock, denial, suffering and depression (Sen &

Yurtsever, 2007).

After the baby with disability is born, common reaction for most of the
parents is shock. Because parents are more vulnerable during postpartum period, they

do not believe that their children could be treated (Seligman & Darling, 2007). In
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order to build emotional bounding, there should be some interaction between the
parent and the child. But in the cases of babies with disabilities, there are few
responses from babies to their parents which affect emotional bounding because
parents are not rewarded by baby’s responses (Seligman & Darling, 2007). For
instance, the child’s appearance, unpleasant crying, life-threatening conditions,
feeding difficulties or prolonged hospitalization hinder parent-child bounding to be

built (Seligman & Darling, 2007).

Also, expression of grief is very individualistic and each parent may react to
the disability in different ways. While the mother is overwhelming with grief, the
father might be stoic (Seligman & Darling, 2007). Furthermore, one reaction can be
dominant while other reactions are present at different times toward disability

(Seligman & Darling, 2007).

In birth situation, even for the parents who are ready for the disability, it can
be disastrous to realize atypical events just after the birth. Generally meaninglessness
and powerlessness are experienced by parents of children with disabilities (Seligman

& Darling, 2007).

After shock, denial stage starts because denial is an unconscious coping
strategy in order to avoid excessive anxiety (Seligman & Darling, 2007). In denial
stage, parents cannot accept the disability of their children and parents who cannot
go on to the next stage and generally ask why this event happens to their family

(Koksal, 2011).

In early stages, denial may protect parents from anxiety but when it
continues, it prevents parents to find realistic solutions for the benefit of the child

(Seligman & Darling, 2007). When denial stage lasts for longer period, the child with
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disability may be pushed beyond his or her capabilities, or parents are looking
forward to disprove the diagnosis of the child. Severity of denial may change
according to the parents’ psychological endurance, the severity of disability, and

types of support the family receives (Seligman & Darling, 2007).

Reactions mentioned above are experienced when the diagnosis is made just
after birth. But sometimes it is not possible to diagnose disability shortly after the
birth. For instance, intellectual disability in children can appear or be diagnosed in
infancy or childhood period (Seligman & Darling, 2007). When the definition of
“normal” child turns into “disabled” one, adjustment of parents to the situation

becomes more problematic (Seligman & Darling, 2007).

But in some cases, parents feel relief after receiving the correct diagnosis.
They suspect from some anomalies and delayed development in their children before
the doctor gives diagnosis. In a study of families whose children have intellectual
disability, it is seen that most families experience little or no worry when they get
diagnosis (Seligman & Darling, 2007). Even though they get relaxed after the
uncertainty disappears, different kinds of stresses will come out in different stages of
development. For example, the needs of children in childhood is different from the

needs of children in adolescence despite they have the same disability.

Having a child with disability means the disappearance of parents’
expectations of their ideal child (Sen & Yurtsever, 2007). Having a child with
disability creates similar feeling with the feeling after loss of a loved one, so parents
of these children experience grief and suffering with the same emotion (Vural-Batik,
2012). They experience disappointment and sense of loss after learning the disability

their child has (Trute, Benzies, Worthington, Reddon, & Moore, 2010). In some
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aspects, parents lose the ideal child they have expected before the birth. Depression
starts at the end of the suffering process (Sen & Yurtsever, 2007). Generally most
parents of children with special needs feel that they do not have strength to fulfill the
responsibility of their children with disability so they feel depressed (Sen &
Yurtsever, 2007). Because of the effects of suffering and depression, parents may
avoid social contacts and experience withdrawal (Sen & Yurtsever, 2007). At this

point, interpersonal stress comes out.

Interpersonal stress involves family members, teachers, friends and medical
personnel of children with disabilities. With the increased stress, parents of children
with disability might have difficulty in fulfilling the requirements of daily concerns
and this can reflect on their interpersonal relationships with others poorly (Vural-
Batik, 2012). Research shows that disability in children may contribute to the marital
distress (Seligman & Darling, 2007). According to the studies about families whose
children have disabilities, there is no significant difference between parents with
disabled children and parents with the child without disability in regard to divorce
rate (Seligman & Darling, 2007). Parents of children with disability are not more
likely to divorce but they experience stress and marital dissatisfaction (Seligman &
Darling, 2007). On the other hand, for some parents; relationship gets stronger
because of increasing cohesiveness to cope with the stress coming from disability

(Seligman & Darling, 2007).

According to Wickler (1981), stigmatized social interaction is one of the
chronic stresses unique to families of children with intellectual disability. Because
people generally feel uncomfortable to interact with children with intellectual
disability, parents of these children should become advocates for their children.

Parents of children with ID can face murmurs of pity, hostile attitudes, judgmental
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opinions and suggestions when they go out with their children. It is a difficult period
for families “goes public” to meet other people (Seligman & Darling, 2007). As the
discrepancy between the mental age and chronic age of children is becoming larger,

the stress of the parents increases (Wickler, 1981).

After depression period, secondary reactions occur in parents of children with
special needs. In secondary reactions, there are four reactions named as feelings of

guilt, indecision, anger and shame (Sen & Yurtsever, 2007).

Guilt feelings generally come from parents’ thinking that they cause their
children to be disabled or due to their mistakes, they are punished by God (Sen &
Yurtsever, 2007). The feeling of guilt helps parents keep their anger under control so
they cannot anger at the child due to his or her disability (Sen & Yurtsever, 2007).
While some parents can adapt the situation quickly, the others cannot which creates
indecision in family (Sen & Yurtsever, 2007). Indecision may cause family members
to blame or neglect each other. This can increase interpersonal stress in the family

environment.

After indecision, anger comes out. Parents might show anger at God, or
medical doctors not healing the child, or at spouse that are not producing healthy
child or himself (Seligman & Darling, 2007). At this stage, existential stress may
occur. The existential stress is related to family’s ability to find an explanatory
meaning from their experience with their children having disability. Existential
questions such as “why me?, Why my family?” are observed more commonly in
parents of children with disabilities (Seligman & Darling, 2007). It is possible to see
the children with disability as mother’s inadequacy, marriage failure or a divine gift

(Seligman & Darling, 2007).
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After anger, parents of children with special needs feel shame because they
perceive their children as an extension of themselves and they may not want to be

seen in society (Sen & Yurtsever, 2007).

The Need for Information and Looking for Interventions

Mostly, many parents of children with disabilities are just given diagnosis report.
This means that it is only a label with limited information from professionals. The
name of the diagnosis does not provide information for parents about the disability of
their children. Because of this reason, parents continue to worry and wonder whether
their children would be able to talk, walk, go to school and have an occupation or
not. In other words, parents have lack of prognostic information about their children
(Seligman & Darling, 2007). According to the study findings, information provided
by professionals is more beneficial than emotional support and sympathy because
parents of children with intellectual disability need on-going information in order to

understand the meaning of the child’s current situation (Seligman & Darling, 2007).

At this stage, first reaction in tertiary reactions, bargaining, is seen (Sen &
Yurtsever, 2007). Bargaining stage is consisted of unrealistic expectations of parents
and their effort to improve child’s condition. Turning to religion or expecting a
miracle to get rid of disability is commonly seen in bargaining stage (Seligman &
Darling, 2007). According to the research study conducted by Poston and Turnbull,
that disability of children is seen as a factor to elevate the level of spirituality among
family members (Seligman & Darling, 2007). Poston and Turnbull (2004) defined
spirituality as the area in life which consisted of the need to find meaning in our
existence, the way that we respond to the sacred and the search for fulfilling the

relationship between oneself and the others.
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With the purpose of “fixing” the child with special needs, parents experience
intellectual stress. Intellectual stress starts with the time that they get information
about the child’s disability. While parents are searching for information about the
etiology, prognosis and treatment of the disability their children have, they
experience anxiety (Seligman & Darling, 2007). They make “doctor shopping” to
find the best medical doctor who makes the right diagnosis and treatment, as well as

behaves empathetic and responsive to parents (Seligman & Darling, 2007).

It is also stress provoking to think about different aspects of the child’s
disability. Information about different treatments, their side effects, symptoms of
decline or improvement increase the intellectual stress of parents (Seligman &

Darling, 2007).

Information is excessively needed by parents of children with intellectual
disability because these parents do not have chance to get benefit from other parents
whose children do not have disability (Wickler, 1981). Due to these children’s
special needs, parents should get specific information to care their children. Other
parents of children with ID are not always beneficial because every child with
intellectual disability has different severity and he or she is in different
developmental transition. Furthermore, it is inadequate to get information at a one
time since parents of children with intellectual disability need specific information to
cope with different crisis situations (Wickler, 1981). They need information

throughout life course of the child with ID.

When parents look for treatment programs, they have generally unrealistic
expectations such as programs curing their children (Seligman & Darling, 2007).

When the bargaining stage ends, parents stars to get information about their children
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and look for solutions for their problems (Sen & Yurtsever, 2007). After parents’
feeling that life has lost its meaning, parents come to a turning point and get closer to
accept the reality of disability (Seligman& Darling, 2007). When parents are able to
discuss the child’s disabilities, collaborate with professionals to make short and long-
term plans, avoid being overprotective and use discipline without undue guilt and
have personal interest unrelated to their child, they reach to acceptance stage

(Seligman & Darling, 2007).

But acceptance does not mean that parents think that disability is not
changeable (Seligman & Darling, 2007). Rather, parents accept that there is more to
do for the benefit of child and what is done makes a difference in child’s condition
(Seligman & Darling, 2007). When parents accept that they cannot change the fact
about the children with special needs, they transform their thoughts into action,
adaptation starts because they believe that they can only change medical services

needed for their children (Sen & Yurtsever, 2007).

Childhood of Children with Intellectual Disability

“Normalization” of the disability is the main feature of childhood period for families
of children with disability (Seligman & Darling, 2007). In childhood, parents
generally go back to their normal life and daily routines because of this reason, this
period is called normalization. Parents start social activities which are paused after
the birth of their children with disability. Mothers may want to continue their work
life. There are general factors that include normalization. These factors are
employment of either or both parents, adequate housing, sufficient economic

resources to maintain daily life, leisure time, having appropriate medical services,
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access to educational placement for children with disability, social relationship with

other families and friends (Seligman & Darling, 2007).

According to research studies, needs of parents of children with disability are
met in higher amount in terms of respite care, counseling and family support services
in preschool years and young adulthood (Seligman & Darling, 2007). On the other
hand, in childhood period, the lowest percentage of services is given to the families
of children with disability (Seligman & Darling, 2007). In this period, there are some
difficulties which make harder going back to normal life. These are continuing
medical care of children, special educational needs, behaviors problems and

stigmatization of the children with special needs and financial burden.

Continuing Medical Care

Children with disability more frequently need medical care than other children do
(Seligman & Darling, 2007). It is very problematic for families of children from low
socioeconomic status in term of availability of medical services because disability is
generally insuranced by public services not private ones (Seligman & Darling, 2007).
Furthermore, when the medical care is available, it is hard to find a medical doctor

who wants to treat a child with disability (Seligman& Darling, 2007).

Special Educational Needs

Special Education Legislation has mandated that children with disability are given
free and appropriate public education in the least restricted environment (Seligman &
Darling, 2007). However, because of many reasons such as fear, ignorance, limited
knowledge and limited resources in school, many students with disability could not
benefit from this legislation (Seligman & Darling, 2007). Because parents of children

with disability do not know their legal rights, they could not question or challenge
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educators about this problem (Seligman & Darling, 2007). Another complaint is lack
of coordination among teachers, principals, parents, school counselor (Seligman &
Darling, 2007). Because regular classroom teachers are not well prepared for
children with disabilities, they generally do not follow guidelines stated in
Individualized Education Plan (IEP) (Seligman & Darling, 2007). Moreover,
sometimes parents and school system cannot agree with the program or therapy the
child with disability should take (Seligman & Darling, 2007). Because of these
reasons, children with disability face difficulties while receiving special education

services.

Behavior Problems

According to the studies conducted with children with intellectual disability, the
main stressors related to medical care and management of the child are stated as
behavior management problems and child’s on-going dependence (Seligman &
Darling, 2007). While the children with special needs are getting older, parents
generally worry about the children’s behaviors in public. When the behaviors of
children become nonnormative and uncontrollable, the social participation of the
family decreases because it is difficult for people from outside to understand the
situation of children and it is hard to control behavior of children outside home
(Seligman & Darling, 2007). Parents of these children generally try to explain the
disability of child to the stranger, or move away from challenging and distressing

situations.

Financial Burden

It is expensive for families of children with special needs because there are direct

costs such as expenses for child care, medical needs and therapy and indirect costs
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such as lost work time and difficulty in career advancement (Seligman & Darling,

2007).

Stigmatization of the Child with Special Needs

Stigma is a sociological concept which is related to the value people place on social
identities (Seligman& Darling, 2007). In order to describe a social identity as stigma,
it must be recognition of difference based on distinguishing features and lead to
devalue of the person (Seligman & Darling, 2007). Because of this, people who are
stigmatized are exposed to prejudice, avoidance and rejection in society. Disability is
seen in the category of stigmatization in which it was seen as visibileness,
controllability and dangerousness (Seligman & Darling, 2007). To the extent people
deviate from social norms of physical and mental perfection, they are more likely to

be avoided, ridiculed and discriminated (Seligman & Darling, 2007).

Some disabilities are more likely to be stigmatized because they are
discreditable due to their visibileness such as Down syndrome. People with
discreditable disabilities and their families sometimes involve in “impression
management” in order to be seen as “normal” (Seligman & Darling, 2007). In
discreditable situations that are visible and obvious for other people, being seen as
normal is not possible. When an individual with visible disability and nondisabled
person come into contact, they act as if the disability does not exist because
nondisabled person does not really accept the person with disability as more equal
(Seligman & Darling, 2007). Due to this reason, close associates or families of
person with disability are also stigmatized and be avoided, rejected as the disabled

person did (Seligman & Darling, 2007).
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As most studies show that stigmatization attitude does not only belong to lay
people but also to professionals (Seligman & Darling, 2007). Because some
professionals do not have direct experience with children with disabilities, they have
difficulty in understanding the positive aspects of relationship between parents and
children with disability (Seligman & Darling, 2007). According to the results of
World Health Organization report, people in general from 10 different countries lack
an understanding of the abilities people with intellectual impairments have (WHO,

2011).

Furthermore, professionals may feel inadequate while working with families
of children with disability. One study about stigmatization toward disability
demonstrated that there was a significant difference between professionals’ and
parents’ responses to a questionnaire about the effect of the child with disability on
family (Seligman & Darling, 2007). Parents of children with disabilities can be seen

as very troubled, burdened, and extraordinarily brave (Seligman & Darling, 2007).

In childhood period of children with special needs, parents generally
experience instrumental and emotional stress. Instrumental stress arises from tasks
which are necessary integrate their children’s care and treatment into the life of
family (Seligman & Darling, 2007). Parents become the primary caregivers of their
children and try to provide their needs and treatment program. They have to
accommodate their daily routines and living styles to the needs of the child with
special needs (Vural-Batik, 2012). But they also attend to the needs of other family
members (Seligman & Darling, 2007). Instrumental stresses of parents whose
children have disabilities are financial demands, determining division of labor at
home, becoming aware of effect of disability on family members, continuing

household chores besides of child caring (Seligman & Darling, 2007).
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Prolonged burden of care also increases instrumental stress because as the
children with intellectual disability grow up, they become more burdensome
(Wickler, 1981). Prolonged burden of dependency and care continue throughout the

life of the children.

Parents of children with disabilities experience lack of sleep, excessive worry
and anxiety, loss of energy which result from excessive demands of caregiving
(Seligman & Darling, 2007). Moreover, ambiguity and uncertainty of the disability

increase the emotional stress of parents.

In order to meet the needs of children with special needs, mothers take more
responsibility and spare more time to caring of their children than fathers do.
Therefore, the mother who takes whole responsibility of caring the child with
disability is getting alienated or isolated from her husband and other children
(Koksal, 2011). According to the research study about perception of health of parents
whose children have intellectual disability, mothers take more responsibility for

childcare and have more pressure than fathers (Koksal, 2011).

According to the findings of the study which investigated the depression level
of mothers whose children had developmental disorder or intellectual disorder,
mothers have higher level of depression than fathers have (Koksal, 2011). As the
study conducted by Azeem et al. (2013), the depression and anxiety level of mothers
of children with intellectual disability were higher than the fathers of these children.
The level of depression in these mothers is positively related with inefficient coping
strategies, lower level of social support of these mothers and the factor of having

more than one disabled member in the family (Koksal, 2011).
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According to the research studies for mothers and fathers whose children are
diagnosed with mild intellectual disability, mothers are more likely to look for
external help, turn to religion, acceptance and cognitive configuration (reframing) as
coping strategy (Koksal, 2011). On the other hand, fathers are found to use active
planning, denial and abstraction as coping strategy. Besides, mothers are getting
more social support than fathers and there is a negative relationship between
mothers’ psychological symptoms and perception of social support they take

(Koksal, 2011).

According to the studies, mothers and fathers cope differently with the
condition of their children with disability. Mothers have been found to use broader
range of coping strategies than fathers which consisted from cognitive and
interpersonal coping focusing on family responsibilities and childcaring (Azar &
Badr, 2010). While mothers are consulting with the medical team, fathers prefer to
use cognitive behavior styles about work and family duties (Azar & Badr, 2010). But
there are also studies which indicated that fathers’ coping behaviors do not differ
from mothers’ behaviors because fathers might be traumatized as much as mothers

(Azar & Badr, 2010).

Adolescence and Adulthood of Children with Special Needs

Responsibilities and role of parents of adult children with intellectual disability
continue until the parent cannot satisfy the needs of their children due to illness or
death (Rowbotham, Carroll, & Cuskelly, 2011). This situation is different from
parents of typically developing children because these people’s parent role decreases
as the children become mature. Role strain more likely occurs in mothers of young

children with intellectual disability than fathers as studies showed (Rowbotham,
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Carroll, & Cuskelly, 2011). This results from unequal childcare responsibilities
between mothers and fathers in families of children with both normal development
and intellectual disability. Greater the childcare responsibilities and work, the more
chances of conflict between childcare responsibilities and employment are observed
(Rowbotham, Carroll, & Cuskelly, 2011). But studies showed that working outside
home is a more protective factor for mothers of children with intellectual disability in

terms of their returns well-being (Rowbotham, Carroll, & Cuskelly, 2011).

How to Cope with These Situations?

Thus far, common reactions of parents toward responsibility of having a child with
special needs are explained according to different stages of reactions and
development. In this section, ways of coping and factors that increase resiliency will

be mentioned. Studies about coping are also demonstrated.

Lazarus and Folkman defined coping as “constantly changing cognitive and
behavioral efforts to manage specific external and/or internal demands that are
appraised as taxing or exceeding the resources of the person” (Bayrakli & Kaner,
2012). There are two types of coping style named problem-focused and emotion-
focused coping. Emotion-focused coping supports that threating situations cannot be
changed and manage the negative emotions coming from the stressful situations. In
contrast to emotion-focused coping, individuals using problem-focused coping have
behavioral efforts in order to control and change the stressful situation (Bayrakli &
Kaner, 2012). Problem-focused coping is a protective factor because people using
problem-focused coping have more effective ways to respond to the stressful

situations.
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In order to have adaptive coping with serious negative events, meaning is
found through recognition of the advantages and personal benefits of the challenging
event. Therefore, the challenge is redefined and emotional effects of the negative
event are minimized (Trute, Benzies, Worthington, Reddon, & Moore, 2010). As the
reality of the event remains the same, perceived meaning of the situation becomes

less hurtful (Trute, Benzies, Worthington, Reddon, & Moore, 2010).

Positive emotions are seen as the tolerable factors and experiencing positive
emotions can help increase psychological coping resources (Trute, Benzies,
Worthington, Reddon, & Moore, 2010). Trute, Benzies, Worthington, Reddon and
Moore (2010) conducted a longitudinal study to explore the influence of cognitive
appraisal and psychological coping resources. The study showed that when mothers
have negative appraisal of family impacts of childhood disability, it led to family
limitations or little problems in family adjustment. If the level of positive appraisal
the mothers can recognize from the childhood disability is higher and she carries this
appraisal to the family, the overall family adjustment is also higher (Trute, Benzies,
Worthington, Reddon, & Moore, 2010). When there is a chronic illness in a family,
family generally uses three coping strategies in order to sustain family life: retaining
family integration, cooperation and optimistic aspects of the situation, maintaining
social support, psychological stability and learning medical condition through
communicating with other parents and consulting with medical staff (Azar & Badr,

2010).

Findings suggested that optimism and positive appraisal of mothers to the
childhood disability of their children are associated with the overall adjustment of the

family (Trute, Benzies, Worthington, Reddon, & Moore, 2010).
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Researchers conducted a study to inquire the effects of parents’ personality
and having children with developmental disorders on their coping styles (Koksal,
2011). Findings of this study showed that parents generally used emotion- focused
coping than problem-focused coping strategies and having neurotic factor in

personality predicted the type of coping strategies parents use (Koksal, 2011).

Resilience

Generally most families experience some kind of stress and worry when they learn
that their children have a disability (Seligman & Darling, 2007). But this does not
mean that all families with disabled children experience negative feelings and stress.
Some families can adapt and do well even in the adversity of disability while some
experience turmoil and struggle (Seligman & Darling, 2007). According to Vural-
Batik (2012), some parents approach the problematic situation in more constructive
ways, face the reality and look for interventions and services for the benefits of their
children. While some parents express a positive attitude toward life, other parents of
children with disability do not utilize their resources and cannot manage the situation
and experience dissatisfaction and sadness in their life (Gardner & Harmony, 2002).
Some research studies showed that there was no difference between the level of
stress, anxiety and burn out levels in mothers with and children without disability
(Bayrakli & Kaner, 2012). It is also important to take other risk factors that affect
family atmosphere into the account such as poverty, family violence, and lack of
parenting skills, work-related stress, drug abuse and alcoholism. These factors can
hinder the family to build their resilience toward the stress of having a child with

disability (Seligman & Darling, 2007).
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The concept of “resilience” means that not all people react to a negative event
as predicted despite of the accumulation of risk factors. Resilient families try to find
the meaning in the presence of adversity. They actively try to seek out resources and
opportunities to cope with the disability of the children in the family (Seligman &
Darling, 2007). It shows that even in the face of chronic and severe illness, there are

ways to deal with stress.

Studies conducted between 1960s and 1980s indicated that having a member
with intellectual disability in family created distress and problem. On the other hand,
study findings between 1980s and 1990s demonstrated that people having children
with intellectual disability are able to manage the situation and live happily and
successfully (Gardner & Harmon, 2002). In recent research studies, it has been
stressed that having a child with disability does not necessarily bring about high level
of stress and these families can also recognize the positive impacts of having children

with disability (Trute, Benzies, Worthington, Reddon, & Moore, 2010).

It shows that literature about parents of children with intellectual disability
have turned from deficit-based thinking to strength-based thinking (Gardner&
Harmon, 2002). Because the more personally challenging the event is, the more
chances are found for personal growth (Trute, Benzies, Worthington, Reddon, &
Moore, 2010). According to the studies about resilient mothers, social support and

coping strategies are the two important protective factors (Bayrakli & Kaner, 2012).

Social Support

Social support can be defined as the belief that the person is loved, accepted,

appreciated and one part of interpersonal support network (Koksal, 2011).
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Social support is a mediating or protective factor in providing the needs of a
stressful event. Because we are social beings, having a social support can intervene
between a stressor and a stress reaction as a buffering factor (Seligman & Darling,
2007). For coping of threats toward well-being of parents whose children have
disability, social support is very important factor (Koksal, 2011). Research shows
that having a supportive social network leads to increased well-being, positive
parental attitudes, improved child behavior and better parent-child relationship
(Seligman & Darling, 2007). Social support is an important factor which makes
adaptation of living with a disability easy and decreases the stress level of parents of
these children (Koksal, 2011). Although there are similarities across cultures with
regard to the stress of caring a child with disability, there are also differences about
stigma associated with having a child with disability, and availability of support in
the community (Azar & Badr, 2010). Research studies about social support have
indicated that when social support of parents of children with disabilities increases,
the level of hopelessness and stress decrease but the level of well-being and
adaptation increase (Koksal, 2011). The isolation experienced by most families of
children with disability increases the importance of social support. This isolation
comes from lack of being understood and accepted, emotional and physical
exhaustion of the family and special needs of children with disability (Seligman &

Darling, 2007).

Social support can be in form of one-to-one or group support. Also, social
support can come from informal resources such as other families, friends, neighbors
while formal support can be obtained from professionals (Seligman & Darling,
2007). According to the result of studies, it was found that implementation of

psychological support and receiving counseling services increase the optimism level
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of mothers of children with intellectual disability while decrease hopelessness level
of these mothers (Vural-Batik, 2012). Besides, mothers involving in group
counseling services mentioned that they took support from other mothers whose
children also have intellectual disability and expand their network and overcame the

feeling of loneliness (Vural-Batik, 2012).

Furthermore, research demonstrated that in the area of developmental
disabilities, professional support is related to reducing parental stress (Lowe-
Greenlee, 2010). Based on the results of a research study about parents of children
with developmental disabilities, the relationship between child behavior and parental
stress is found to decrease with professional support which includes parenting
information and practical child caring aid, after controlling age, 1Q and language
development of children (Lowe-Greenlee, 2010). While coping with the stress
coming from stigma or parent perceived difficulties in providing the special needs of
children with developmental disabilities, professional support becomes necessary
(Lowe-Greenlee, 2010). Research have showed that parents of children with
intellectual disability need professional support in the areas of parent counseling,
crisis support, support in obtaining medical health care services, information about
disability of their children and extracurricular activities their children can attend

(Lowe- Greenlee, 2010).

A study which compared the parents of children with intellectual disability
and hearing disorder with regard to social support, stress and life satisfaction
indicated that parents of children with intellectual disability had more stress,
pessimism and perceived their children less capable (Koksal, 2011). However,
parents of children with intellectual disability perceived their life satisfaction high

and higher level of life satisfaction decreased the perceived stress in lives of parents
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(Koksal, 2011). Also, life satisfaction level is predicted by having children with

intellectual disability and insufficient social support system (Koksal, 2011).

In 2009, the study with mothers of children with disability in Kahramanmaras
Guidance and Research Center, in Mediterranean region of Turkey, showed that
these mothers had higher level of trait anxiety and there was a negative relationship
between social support and trait anxiety of these mothers (Coskun & Akkas, 2009).
When the attainment level of parental education and family income increase, the
level of trait anxiety decreases but however the level of social support of these

mothers of children with disability increases (Coskun & Akkas, 2009).

According to the statistics in a study which investigated the difficulties of
mothers of children with intellectual and physical disability experienced, 46.3% of
these mothers feel uncomfortable toward the attitudes of society, 38.9% of mothers
have difficulty in communicating with their neighborhood and 45.3% of mothers do
not take any social support (Koksal, 2011). Meta-analysis of nine studies of parents
of children with intellectual disability demonstrated that informal social support from

family, friends and partners helps make family adjustment easier (Koksal, 2011).

As can be seen, having children with intellectual disability increases the level
of stress but having social support helps decrease this stress. Although social support
cannot solve the problematic situation, it helps decrease anxiety and hopelessness of
parents and brings out new coping strategies and increase optimism (Koksal, 2011).
On the other hand, the study conducted by Kdksal (2011) demonstrated that there
was no significant relationship between social support and parental stress because in
that study social support was defined only as emotional support. But instrumental

and information giving aspects of social support were not taken into consideration
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and these dimensions are important for parents of children with disabilities (Koksal,

2011).

Marital Quality

In research studies of resilience, supportive person in one’s life is one of the factors
that lead to resilience (Gerstein, Crnic, Blacher, & Baker, 2009). High quality
marriage might be compensatory factor for parents with psychological distress. For
married couples, their partners are one of the most important support resources
(Koksal, 2011). Research studies indicated that having a healthy relationship with an
intimate partner is related to decreasing parenting stress (Gerstein, Crnic, Blacher, &
Baker, 2009). Furthermore, availability of a husband even when he does not take
responsibility in caring is beneficial. For instance, a supportive husband is an
indicator of a mother’s sense of psychological well-being although he does not

involve in caretaking (Seligman & Darling, 2007).

A research conducted in 2008 with the parents of children in “Training
Application School” showed that 19.4% of parents of children with disability accuse
each other for the disability, 18.5% of parents experience family conflict and 53.7 %
of parents realized their relationship getting stronger among family members
(Koksal, 2011). Study findings in parents of children with intellectual disability
demonstrated that marital adjustment had effect on level of both paternal and

maternal stress (Koksal, 2011).

According to research study by Sardag showed that marital adjustment of
mothers whose children had intellectual disability was predicted by intimate
relationship support, optimistic attitude toward coping with stress and emotional

support (Kdksal, 2011).
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Marital problems of parents of children with intellectual disability are seen to
be related to negative experiences of changing relationship between partners.
However, there are also studies which show that there is no difference between
marital adjustment of parents of children with disability and other parents (Koksal,
2011). Furthermore, it has been supposed that having a child with disability can have
positive contributions to the marriage of the parents (Koksal, 2011). The study by
Koksal (2011) showed that perceived stress was not predicted by not only marital
adjustment of parents of children with intellectual disability but also other parents of
children without disability. When the marital adjustment of parents of children
having intellectual disability decreases, parents perceive more stress in their lives
(Koksal, 2011). In this study, marital adjustment was found to have positive effect on

the psychological well-being of family.

In line with the research studies stated in literature about the families of
intellectual disability, this study aimed at understanding the life experiences of
mothers of children with intellectual disability. In order to expand the perspective of
the study, the lives of the mothers were examined with regard to their daily life with
their children, their mothering role, their social and marital lives, their expectations

from the future and the positive aspects of having a child with disability.
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CHAPTER IlI

METHODOLOGY

Research Design

Since this study aims at understanding the phenomenon of intellectual disability
through the experiences of mothers who share their lives with their children having
intellectual disability, qualitative approach will be used for data collection and
analysis. Qualitative research provides understanding the meaning people have
created about their own experiences and how they sense the world from their
perspectives (Merriam, 2002). Maykut and Morehouse (1994) explained the
qualitative data as the words which most people come to understand their situations.
They also stated that people create their world with words; they explain themselves
with words; they defend and hide themselves with words (Maykut & Morehouse,
1994). According to Maykut and Morehouse (1994), researcher should find patterns
within those words and show them for other people to understand and also stay close

to the world participants experienced.

For this reason, qualitative approach is appropriate for realizing how mothers
of children with intellectual disability construct their world and give meaning their

life experiences with their children.

Participants

In order to understand experiences of mothers whose children have intellectual
disability, the data were gathered through in-depth interviews. Mothers of children
with mild intellectual disability were chosen to control homogenization of sample

and prevent different confounding factors due to spectrum of intellectual disability.
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Another criterion for selecting mothers was that mothers of children must
have been diagnosed at least three years with the aim of eliminating mothers who
were still in denial stage. These children were given medical and educational
diagnosis of mild intellectual disability through state and research hospitals and then
guidance and research centers. Children of participants were between the ages of
seven to fifteen. The children of these mothers were receiving special education

services and they were all in inclusive educational settings in their school as well.

Ten participants, one of which was selected for pilot study before the
interviews conducted, were selected from a public primary school and two different
special education and rehabilitation centers in Kartal, Istanbul. These places were
chosen because of their availability for data collection and convenience. For these ten
participants, the mothers who attended the mother support group consisting of seven
sessions in our school were selected. From this group, four mothers whose children
were diagnosed with mild intellectual disability were voluntarily to participate in this
study. One mother from this support group was selected for pilot study and the rest
of the 3 mothers were selected for the interviews. Other 6 mothers were selected

from our school and two different rehabilitation centers from our district Kartal.

Because some of participants were from the school, interviews were
conducted with them in the counseling service. For other participants, a quiet room in
special education and rehabilitation centers was used because it was convenient for
mothers to conduct interview after they left their children to the school or

rehabilitation center.

Appendix E shows demographic information of participants including age of

mother, socioeconomic level (SES), educational level, occupation, number of
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children they had, diagnosis of children, sex of child, age of child, having kinship
and name of the child. Additionally, Appendix | gave further information about the
diseases the children in this study suffered from. All mothers and their children were
given a pseudo name to increase confidentiality. In this part, participants were

introduced by their demographic information as follows:

Selma is a housewife and 33 years old. She has two children and her oldest
son, Arda, had mild intellectual disability and also diagnosed with Attention Deficit
Hyperactivity Disorder (ADHD). Selma graduated from high school while her
husband graduated from university. She has also 6 year-old son having no disability
identified. In their family, her cousin has intellectual disability and Arda’s uncle has
physical disability. She has no kinship with her husbhand and she did not have any
physical or medical problems during pregnancy. During interview, she was observed
to be oversensitive about her son’s disability and she was fighting for getting the

legal rights of her son.

Necla is a housewife who is 38 years old. She had two children and her
daughter, Betiil, had mild intellectual disability and ADHD. Necla graduated from
primary school while her husband graduated from high school. Her uncle’s son had
also intellectual disability. She had no kinship with her husband. Moreover, she did
not experience any medical problems during her pregnancy. She seemed to be a
touchy mother who was crying while remembering her daughter’s disability and her
life during interview. She mentioned her worries about the future of her daughter and

looked depressed.

Neriman is a 43-year-old housewife. She has one child, Ahmet who has mild

intellectual disability coming from his “maple syrup urine disease” (See Appendix I
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for further information about the disease). Neriman graduated from secondary school
and her husband graduated from high school. She had kinship with her husband and
they were cousins. They have also other cousins who have intellectual disability.
Neriman looked very depressed about her son’s disability and his medical survival
psychologically affected her mother because her son had lots of physical problems
before the diagnosis. During the interview, it was observed that she was trying to be
strong despite her depressed mood. She was trying to get information about the

education of her son.

Melike is 42 years old and housewife. Melike had two daughters and her
second daughter, Burcu, has mild intellectual disability. Melike dropped out high
school while her husband graduated from primary school. She had no kinship with
her husband. Burcu’s aunt has physical disability. Moreover, Melike has problems
regarding the development of cerebellum and also has psychiatric problems. She
seemed angry but at the sometime continually laughing during the interview. Even
talking about sad memories, she seemed to be smiling. Her reactions were not

consistent with her mimicry.

Mine is a 38-year-old housewife who has two daughters. Her second daughter
Canan has mild intellectual disability while her other daughter has orthopedic and
mild intellectual disability. Mine and her husband graduated from primary school.
Mine’s sister has also orthopedic disability. She has no kinship with her hushand.
Mine got information about her daughters’ disability and she was trying to educate
her children. She was diagnosis with major depression. Although she suffered from
major depression, she had strengths to cope with this disability and accepted her

condition.

49



Hediye is a 39-year-old housewife. She had two children. Her first child,
Dogukan diagnosed with mild intellectual disability and ADHD. He has also new
diagnosis “child psychosis”. Hediye and her husband graduated from high school.
She did not have kinship with her husband. Hediye’s aunt has physical disability but
she did not have what kind of a disability her aunt had. Hediye was talking with a
voice which has no feeling. She was talking about her problems but she did not show
any mimicry or feeling. She seems to be talking without emotions. She also
mentioned that she could not cry for years since the diagnosis of her son. During
mother support group sessions, she said that it was first time she cried after the

diagnosis of her son.

Hande is 35 years old housewife. She graduated from primary and her
husband graduated from secondary school. She has two daughters and her first
daughter, Nazli, has mild intellectual disability. Hande has kinship with her husband.
They do not have any relatives with disability. Hande looked very relaxed and calm.
She mentioned little information about her child’s disability and she did not show

sadness about her daughter’s disability.

Filiz is 42-year-old housewife. She has three sons and Mert is her second son.
He has mild intellectual disability due to his “hydrocephalia” (See Appendix I for
further information about the disorder). She and her husband graduated from high
school. She got divorced and she looked after her sons on by own. She did not have
kinship with her husband. They do not have relatives with disability. During
interview, she gave short answers and she did not seem to express her feelings very

much.
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Aylin is 56 years old and is a housewife. She had two children. Her son, Utku,
was diagnosed with Down syndrome and he has mild intellectual disability. Aylin
graduated from high school and her husband graduated from secondary school. Her
husband died three years ago. She did not have any kinship with her husband. She
was searching for her son’s education and disability. Although she cried a lot during

the interview, she tried to control herself and seemed strong.

All participants were housewives and except one participant, rest of the
mothers had more than one child. The ages of mothers ranged from 33 to 56. Also,
all participants have the experiences of living a child with intellectual disability more
than three years. Participants SES level and education level were also different, so

this fact enabled researcher enlighten the research study a lot.

Instrument

The aim was to understand having a child with intellectual disability from the
perspectives of their mothers so face to face in-depth interviews were used with
participants. Also, a demographic form was given before the interviews. Then,
interview questions were discussed during the interviews (Also see Appendix B for

Turkish Form of the Interview Questions).

English Form of the Interview Questions

1. How was your pregnancy?
What were your expectancies about your baby during your pregnancy?
How did you expect your mothering role during pregnancy?

2. When and how did you first realize that your child is different?
How was the diagnosis process?

How did you react when you learned the diagnosis of your child?
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What did you know about this disability?

w

What do you think about this diagnosis now?
4. What did you do in order to learn more about the disability?
5. How is like being the mother of X? (name of the child:X)
Is there any difference in your mothering between X and your other child?
6. How is your typical day with X?
Did you experience any problems?
What necessities being the mother of X?
7. How was your relationship with your husband before the diagnosis of X?
8. How can you describe your current relationship with your husband now?
9. What are your expectations regarding your child’s future?
10. Which message would you like to give as a mother of children with special
needs to mothers?
11. How did your child’s disability affect your life?

Did the disability contribute to you positively?

Procedure

Before conducting this research study, with the purpose of fulfilling the ethical
standards for human research, the permission from “Institutional Review Board for
Research with Human Subjects” (the Turkish of this board INAREK) in Bogazigi

University was taken (See Appendix F for INAREK permission form).

Before the interview, each participant was given information orally about the
purpose of the study. Then a consent form was given to participants. When they

accepted to sign the consent form, voluntary interview session started. The purpose
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of the study and their rights as a participant was mentioned in consent form in detail

(See Appendix C and D for Consent form in English and Turkish).

In order to collect data, permission to use audio recording in interview
sessions were taken. If the participants did not allow use audio recording, all things
the participants tell during interview would be written in verbatim. But all
participants approved the use audio recording so that there was no need to take notes.
Data were collected in Turkish. Each mother was interviewed once and each session
took at least 30 minutes. However, some of the interviews lasted more than an hour.
The longest interview lasted an hour and twenty minutes. After data collection,
information building was conducted in order to provide mothers information about
their right as parents of children with special needs. Another aim for information
building session was to make mothers leave in positive feelings. It was also
beneficial because after telling their stories, mothers were informed about some
important issues of parenting a child with disability and gaining awareness about

their legal rights.

Pilot Study

After the interview questions were formed, a pilot study was conducted. With this
pilot study, it aimed to understand the clarity of questions and correct the statements
in an appropriate way to prevent any confusion or missing information on behalf of

the participants.

Pilot study was conducted with one participant. This participant was a 33-
year-old housewife. She graduated from primary school and she was from middle

SES. This participant had a 10-year-old son having mild intellectual disability and he
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was also diagnosed with speech disorder. The participant gave permission to use

audio recording so that it was easy to follow the whole interview.

After the pilot study, it was seen that questions were not asked in the format
that made mothers talk deeply about their stories. The interview took only 15
minutes. The participant found questions too broad so she could not bring the
important pieces of her story together. Because of this reason, subquestions which
were predetermined before were asked to the participant. Specification of questions
helped the mother focus on her story in detail. Moreover, in the last question, she
could not understand what we refer by “her family”. New sub-questions were added
to the interview questions in order to help participants remember different points of

their stories so that they could start new topics in interview.

Data Analysis

Thematic approach was used in this research study because this approach is used to
identify, analyze and dividing patterns within data (Braun & Clarke, 2006). Thematic
approach was appropriate for not only describing and organizing data in detail but

also interpreting different aspects of research topic (Braun & Clarke, 2006).

Constant-comparative method was used in this study. Constant-comparative
method is analyzing similarities and differences by making systematic comparisons
across units of data (Ryan & Bernard, 2003). The constant comparative method
includes breaking down the data into separate units and coding them into categories
(Glaser & Strauss, 1967). According to Taylor and Bogdan (1984), “in the constant
comparative method the researcher simultaneously codes and analyses data in order
to develop concepts; by continually comparing specific incidents in the data, the

researcher refines these concepts, identifies their properties, explores their
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relationships to one another, and integrates them into a coherent explanatory model”

(p. 126).

Identity of the Researcher

During my three-year career in counseling at a public primary school, | have been
working with students with different disabilities in inclusive practices and mothers
who have children with disabilities. When I work with mothers of children with
disability, it is very difficult to understand their lives because their experiences are
unique and vary according to different needs of their children. As a counselor, |

hesitated to counsel them due to lack of knowledge in this special problem area.

After studying and investigating disability and mothers’ experiences, |
prepared a support group which was designed to help mothers whose children have
disabilities in our school. By this group sessions, it was aimed to make members
have awareness about their process of having a child with disability, make mothers
use the coping mechanism of other members whose children also have disability and
have the same experiences, give some information and abilities about parenting. Also
sessions were designed to provide mothers some skills to fulfill the educational and
developmental needs of their children. It also provided support for daily stress
mothers of children with disabilities experienced. In these seven group sessions, they
welcomed me to their world and shared their experiences, problems, stressors in their
lives with the group (See Appendix H for mother support group sessions). While the
sessions were going on, | realized that there are not enough studies which focus on
experiences of mothers of children with disability. Then, I decided to work on this

topic and make these mothers’ unique experiences and common problems visible.
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CHAPTER IV

FINDINGS

In this chapter, findings derived from data analysis were presented. After the data
analysis, 11 themes emerged. These themes are pregnancy, diagnosis process, current
feelings about diagnosis, getting information about the disability, perception of being
mother of a child with intellectual disability, living with a child with intellectual
disability, relationship with their husband before diagnosis, current relationship with
their husband after diagnosis, expectation from the future regarding their children,
messages to mothers and influences of a child with intellectual disability (Appendix

J). Major themes were identified and were discussed below respectively.

The data were collected in Turkish, and then they were translated into English
by the researcher. Participants’ statements were quoted under the relevant themes.
Participants’ original statements were given in Appendix G (After the name of the
participants in quotas, there was a letter “G” and a number. In parenthesis, “G” refers
the Appendix G, the number next to G refers the order of the quotas in Turkish form
in order to make reader follow the Turkish and English form of quotas easily). In
order to introduce participants, crucial details about participants were given but with
the aim of increasing confidentiality, each participant and their children were

provided with a pseudo name in Turkish.

Themes

Theme 1: Pregnancy

In this theme, mothers were asked about their pregnancy. This theme, pregnancy,

enabled researcher to understand how mothers experienced their pregnancy. In this
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theme, mothers discussed at three different sub-themes under the theme of

pregnancy:

First Impression

In this sub-theme, mothers talked about how their pregnancy was. When the mothers
were asked generally how they remembered their pregnancy, only 2 mothers defined
it as problematic and 7 mothers interpreted this period as “relaxing”. One of these
two mothers who was living with her sister-in-law talked about her marital problems
and stressful situations during her pregnancy and how these situations reflected on

her baby’s health:

My pregnancy went so horrible. We had many marital problems. | had no
problems until my sister came to our house with my husband as a surprise for
me. | did not know her coming and my sister-in-law did not want her.
Because we did not take her permission, we experienced many problems.
When my sister came, | was taken to the emergency clinic. My baby had pain
in my womb. Bleeding started. We went to hospital directly. They took my
son’s cardiac rhythm under control. My son’s cardiac rhythm was
deteriorated because of the stress | experienced and he had pain. (Hediye,
G.1)

The other mother remembered her continuing nausea for three months and her
worries about the possibility of unborn baby’s having epileptic attacks like her first

child:

| was 24 years old. The first three months of pregnancy started with nausea
and | was disgusted with everything. | gave birth at the seventh month of
gestation. Water broke 12 hours earlier than delivery. | gave an early birth but
it was not C-section. My first daughter had epilepsy. When she got epileptic
seizure, she turned purple and clenched her hands. | had worries about my
second daughter also experienced that attacks. (Mine, G.2)

The rest of the mothers remembered their pregnancy as relaxed and comfortable.
They became happy when they remembered that period. Hande enjoyed

remembering her pregnancy memories:
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| got married and after a month, | got pregnant. It passed great, it was so nice.
My demands were fulfilled and | wanted everything; my husband did
whatever | wanted. | was eating plum abundantly. Yet, our friends were
making fun of me and they told that plum tree would come out of me. There
was no other problem. I was frequently having my pregnancy check-ups done
regularly. Everything was going normal. There was no problem that made me
upset. (Hande, G.3)

On the other hand, while interviews were becoming deeper and mothers were talking
about the details of their pregnancy period, only two mothers out of seven did not
mention any problems. They have just talked about how they learned that they were
pregnant. For example, Aylin only explained how she found out that she was

pregnant:

| was 40 years old and | got just retired. | found out my pregnancy after 2
months passed by my retirement. First | did not pay attention because |
assumed that | entered menopause. | did not see a physician. After two
months, | went to hospital and the physician told me that | was pregnant. | got
surprised and shocked. | said what is happening to me God. (Aylin, G.4)

But 5 mothers talked about different problems such as job stress, preterm labor and
physical problems of their offsprings after they expressed their gratitude regarding

pregnancy period.

Melike experienced job stress and pressure to get the work done as with due
date. Because she continued her job until her 8" month of pregnancy, she felt more

stress and pressure on herself at work day by day:

My pregnancy was not difficult in contrast with my first pregnancy. The first
four months, | did not eat well because of excessive nausea. Then my eating
habits turned normal routine. | did not experience any problem but | had a
very tough work. I relate my daughter’s disability to that job. I was working
time-limited job in a car factory. | was making air bags. They made pressure
on me. Because I worked fast, after I finished my job, I helped others’ staff. |
forced myself and they did not care that | was pregnant. You can do it, do it!
They saddled me with many tasks. (Melike, G.5)

Selma waited for two days after her water broke in order to deliver normally.

Because there was no water, she had C-section. The other three mothers explained
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different physical complications in their babies. For example, Neriman said that
“virus” was found in her triple test during pregnancy (“Triple Test” is performed in
the second trimester of pregnancy to screen any chromosomal abnormalities in
unborn baby). Her baby was delivered in C-section in 36™ weeks in order not to put

baby at risk.

Filiz mentioned how the doctors diagnosed her son’s cyst in his brain and
hydrocephaly in the fifth month of her pregnancy. And Necla was told her baby’s
water bubbles formation in the fourth month of pregnancy and how she was scared
when the doctors said that there was a possibility of having a baby with disabilities if

the bubbles would not disappear.

During interviews, when | asked participants what they remembered about
their pregnancy they generally seemed happy and tried to go back those years.
Although many of the mothers experienced problematic events during their
pregnancy, they always attached positive feelings to this period. They experienced
this period positively. Necla started crying when I said her daughter’s name and
pregnancy. It is more interesting that this mother said that there was no important and
crucial memory about her pregnancy. Then she added water bubble formation in her
baby’s brain. Her face and mimics looked sad but she said that her pregnancy went
smoothly. Other mothers also mentioned different problems during their pregnancy
but not at the beginning. In my opinion, it might result from denial of negative events
during pregnancy about their babies. It seems that they may want to remember their

pregnancy positively.
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Expectations

In this sub-theme, mothers discussed their expectations about their babies. While
talking about memories of pregnancy, mothers were asked about their expectancies
regarding their unborn babies were. Seven mothers expressed but 2 mothers did not
mention any expectations. Four mothers out of seven told that they had no special
expectations and they told that they had expectations as other normal parents had.
When they were asked what “normal expectations” of parents from their babies, they
defined it as having a typically developing child as his or her peers, being healthy,
growing up and going to school. But in this respect, these mothers did not show any
explicit expectations but they had expectancies about having a “typical baby”

implicitly. Selma remembered her expectancies:

He was our first baby but we did not have very big and important
expectations in contrast to other parents. | wished him to grow up as his
peers, he would determine his way and do whatever he wants. This is it but
we experienced such a kind of surprises. (Selma, G.6)

Different from Selma, 3 mothers explained their expectancies in a more detailed

way. Neriman told that she just wanted her offspring to make her a typical mother.
Aylin said that her baby would be the only son in the family and they had different
expectations from a boy. Lastly, Mine told that she had nice expectations from her

second baby like:

Of course | had positive expectations. At least, | wish they would go to
school. I was not a student who likes going to school. If | liked school, there
would be no obstacle to discontinue my education. Some parents did not want
their children to continue their education. | did not have this kind of problem.
But | dropped out school voluntarily. It may be childish. But if | had a chance
now, | would have dignitary. Because | was not able to understand it, |
wanted to explain it to my daughters and wanted them to have pleasant
future...I said that my first daughter was hospitalized but we were not aware
of her. But our second baby was planned. | expected to experience things
what | could not do with my first child. But my second baby was worse than
the first one... I wish at least my second daughter to be healthy. (Mine, G.7)
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Mothering

In this sub-theme, mothers were asked what kind of mothering role they expected to
have. After expectancies about their babies were asked, the next one was their
expectancies of their mothering role before the delivery. Five mothers of out nine did
not consider any mothering role in their pregnancies. For instance, Aylin said “We

did not have any plan or project. | was just pregnant.” (G.8)

Other 4 mothers told that they thought about their mothering role. Neriman
defined her mothering role as being only mum who was breastfeeding, playing with
her baby, waiting at home for his son’s coming from school and being a relaxed
mother. Selma thought that she would not have any problem as a mother because of
her calm and good natured. Necla assumed that she would be a good mother who
was well-disciplined and altruist. On the other hand, Mine told that she had

expectations about how a mother she should not be:

| did not expect my mothering role like this. | became a very patient and self-

giving mother. | have changed so much. | was so light-headed and I did not
look back. For instance, | used to drive car too fast and | did not care. But
now | think twice because | have two daughters sitting at the back of the car.
In other words, | was not like me. | learned to live not on my own. My
priority became my children and my family. | changed incredibly. (Mine,
G.9)

When analyzing the mothers who defined their expected mothering role during their
pregnancy, it is understood that they have all experienced disappointment about their
mothering role when their children started to grow up. Because in my opinion, there
is a discrepancy between their expectations of mothering role and the reality, they
started to change according to the needs of their children. For instance, although they

stated that they planned to be well-disciplined mother during pregnancy period,
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disability and health condition of their children changed their plans and expectations.

They have just wanted to be a typical mother as Neriman expressed:

| was a mother who is hunger for a baby. | fulfill his all needs because |
raised an unhealthy child. “Did I become a mother?”” will be the name of my
prospective book that I will write. | did not become a mother. | became a
caretaker, a doctor, a nurse and | always fall all over him. I have never kissed
him to my heart’s content. I have never become angry and hit him. I have
never been relax and comfortable as other mothers. I really want to be. | wish
to wait my son at home now, not at school. But | experienced this. (Neriman,
G.10)

Theme 2: Diagnosis Process

In this theme, mothers discussed about their children’s diagnostic process and their
getting medical and educational identification report processes. This theme consisted
of three sub-themes named as perception of differences in their children with regard
to children’s mental situation, first reaction to the diagnosis and knowledge about

diagnosis.

Perception of differences in their children

In this sub-theme mothers expressed how they recognize differences in their
children, so this sub-theme enabled researcher to understand mothers’ perception of
differences in their children with intellectual disability. When mothers were asked
how they understood the difference in their children, they shared their stories in three
sub-categories as health problems, recognizing difference in their children and

getting report process.

When mothers were asked when and how they recognized differences in their
children, firstly all mothers talked about medical problems before or after birth.
Because all children were ill from their early ages of life or birth on, mothers started

their “difference stories” from the life-threatening conditions of their children. Four
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mothers’ experienced health problems during pregnancy (prenatal), 2 mothers during
birth (perinatal) and 3 mothers after birth (postnatal). For example, Hediye talked

about what she and her baby experienced in pregnancy:

Dogukan was turning in my womb oddly. He was so hyperactive as if there
was a snake in my midsection. He was moving around my midsection.
Because it was my first pregnancy, I could not understand...but after a week,
our problems started. | was hospitalized in a state hospital. They administered
preparate injection for a week. That injection was used to turn Dogukan’s
cardiac rhythms to the normal level. (Hediye, G.11)

Neriman learned that there was a “virus” in her triple test and she had to make a
special diet for survival of her baby while Filiz was informed about the cyst and
hydrocephalus formation in Mert in her five-month-old pregnancy. At her fourth

month of pregnancy, Necla was experiencing a quiet different problem:

I went to doctor at my fourth month of pregnancy. My gynecologist said that
there was a water bubble formation in Betiil’s head. I was upset but my doctor
told me that the bubbles were not important and could be disappeared and
also, | cannot remember, but at a specific month of pregnancy it should be
gone. He also added that in some pregnancies, water bubbles did not
recover...After 2 months, I was examined and he told me that water bubbles
disappeared But | felt regretful about this problem. | asked what would
happen if bubbles were not disappeared and doctor said that my child could
be disabled. It was always in my mind. (Necla, G.12)

In perinatal problems, two mothers, Mine and Selma, had problems about delivery.
Mine gave birth at 7" month of her pregnancy. She had a premature labor. But in my
opinion, she was also sharing a common fate with Selma. In their delivery, their
water broke before the delivery. Mine’s water broke 12 days earlier than delivery.

But Selma waited for a longer time to delivery and expressed her worries like:

| waited too long to make vaginal delivery in my son’s birth. I waited for 2
days. My water finished during delivery. | suffered birth-related pains
although my water finished 2 days earlier than delivery. Because vaginal
delivery was not possible without water, | gave birth by c- section. Until the
last period, everything went normal. But in delivery, | experienced this. At
that, | supposed that my water broke early, Arda waited for a long time for
vaginal delivery. | thought that his disability may come from my C-section
delivery without water. (Selma, G.13)
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These 6 mothers faced with physiological problems before they hugged her babies.
Their babies started their lives with problems and challenges. On the other hand, 3
mothers gave birth and their problems arose as their babies were growing up. Aylin
was the first mother who faced with intellectual disability after her delivery. Aylin
said “after birth, doctor told my son has Down syndrome and he is Mongol. They
suspected and told that they were not sure but suspected. We went to Istanbul
University Medical School and learnt the truth. They told me that my son has Down
syndrome and he is behind his peers and he will be always behind his peers in his
later ages.” (G.14) Melike expressed how she was shocked when doctors told that her

baby was dead:

Burcu had a brain hemorrhage when she was 7-month-old. Doctors did not
diagnose her first brain injury. Because | insisted that there was a problem in
her brain, doctors started investigating but after a week she had the second
brain hemorrhage and doctors gave her up for dead by saying she would die.
Even, my husband tried to fight with one doctor... We had our daughter got
brain surgery but doctors said that she would die or she would be disabled
even if she managed to live... After brain surgery, we stayed at the hospital
for 2 months. She got the second surgery. They placed shunt... when we were
discharged from hospital; there was no progress in Burcu. Like vegetative
state, she could not speak, hold her head and give response. | struggled with
this for two years. (Melike, G.15)

Hande was also so afraid when she saw massive bleeding in her daughter Nazli:

Nazli got a fever at that night. My mother-in-law told me to give aspirin for
fever. | gave aspirin to my baby and she slept. When we got up in morning,
our bed was drenched in blood. It was like fountain... Her nose was bleeding.
We went to hospital... she was 3 years old. Doctors analyzed and said that
there was no white cell left in her blood. Then they found blood from Istanbul
University Medical School. She was hospitalized for a month. Her blood was
changed. Also she had hypersplenism. Doctors warned me that | should
protect her not to being hit or fall as a fragile glass... she was diagnosed as
hemophilia (See Appendix | for further information about the disorder).
(Hande, G.16)

Some children had physiological problems before or during birth. But their new

health problems came up as they grew up. For instance, Neriman’s son, Ahmet, who
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had “virus” in his triple test and premature labor, was diagnosed with maple syrup
urine disease which is a metabolic disorder. Neriman expressed how her first feast of

sacrifice with her 11-day-old baby turned into a catastrophe:

It was my first and real feast. | gave vitamin to Ahmet. His color changed and
turned to purple. | guessed that | was seeing purple because of fluorescent
lighting. He got purple suddenly. My husband and my father came from
mosque and asked me why his color was purple. At that moment, his face was
deep purple and his head fell down. We supposed that he was dead and we
screamed... we went to hospital and they told us that we were losing our
baby... doctors gave a false diagnosis. Even today doctors do not know this
disorder...From urine analyzing; it was diagnosed as metabolic disorder
which was understood from the smell of urine. It said that this disorder could
not be diagnosed during pregnancy. (Neriman, G.17)

Filiz’s son Mert who had hydrocephalus formation (See Appendix | for further
information about the disorder) in his brain during pregnancy underwent brain
surgery in which he was placed a shunt 2 months after his birth. Selma’s son Arda
had reflux until he was 3 years old and he was excessively vomiting. Necla’s
daughter Betiil was understood to have cardiac problems 40 days after the birth.
Then she had a heart surgery. Like Necla, Aylin was also dealing with a son who had
a congenital heart defect known as hole in the heart but that was not the only
problem he had:
After he was born, doctors said that there was a hole in his heart and he had
Down syndrome. We went to hospital and stayed there for 3 months for
pneumonia treatment. Because his illness was not recovered, they sent us to

American hospital for better care. There he had a cardiac surgery. (Aylin,
G.18)

While Aylin and Necla struggled with cardiac problem of their babies, Mine realized

some attacks in Canan’s arm and rushed Canan to hospital:

One day | saw involuntary, unexpected movements in Canan’s arm and we
rushed her to hospital. Doctor explained that she had a seizure and she was
diagnosed with “Fahr Syndrome” at the age of 1. After that, we ordered a
special injection from Germany. With this injection, doctors tried to stop her
seizures. She had small seizures 60-70 times in a day. She was administered a
long treatment. Then she used some medications. But her seizures were very
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hard. She was taken diazepam and she was lack of oxygen. Because his brain
experienced lack of oxygen, we had to hospitalize for long hours. (Mine,
G.19) (See Appendix I for further information about the disorder)

Lastly Hediye was afraid because Dogukan did not cry just after the birth:

After birth, Dogukan did not cry. | realized it, can you believe me? They were
suturing me while doctor were hitting hips of Dogukan but he didn’t cry. I
asked the doctor why he did not cry. He told me that he was suturing me why
I did not mind my business. He told that he was a baby he may not cry...
because I was depressed, I did not eat for two days before delivery... because
I had low immunity, the baby ingested his stools during delivery, so he could
not cry after birth. With the aim of cleaning his lungs, he was put in
incubator. (Hediye, G.20)

After children started growing up and their health problems becoming somewhat
recovered, mothers were catching some differences in their children. Two mothers
understood differences from behavior problems of their children whereas other six
mothers realized differences from their children reaching developmental milestones
later than their peers. Necla and Hediye started observing their children and they saw
some prominent behaviors different than other children. Necla told how she saw

some behavioral differences in her daughter:

...We focused on Betiil at the time of her cardiac surgery, we all dwelled on
her health problems. But she was neither hyperactive nor happy child. We
always attributed her behaviors to her heart problems. For instance, Betiil was
so irritable child. She has even bad temper now. For example, she always
beats other children for no reason... Betiil was so aggressive. For instance,
she pulled other people’s hair for nothing... she had behavioral problems. She
did not have a good dialogue with other people. She got along well with us
but not with her peers. | started comparing her with other children. I realized
that she did not act as a normal child because she fought with other children
vainly. Of course children can fight but Betiil was acrimonious for no reason.
(Necla, G.21)

Hediye exemplified the same problems by telling her observations about her son

Dogukan:

When he was three years old, his excessive hyperactivity attracted my
attention. How can | describe it, when | took him on my lap, he ran off like a
snake. It was unbelievable. He even did it at the age of 1.5. When he was 3
years old, he hit his head to the floor at the time of his range. He moved too
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fast and messed up the table... At kindergarten, his teacher also realized it.
He had difficulty in having relationship with other children. He had even that
problem at the age of 3 because when we went into a place where children
existed, he did not hurt them but he played in a maladjusted way and he spoke
with other children by pushing them. Dogukan always did it. (Hediye, G.22)

These mothers realized difference in the behaviors of their children because their
children were diagnosed with not only intellectual disability but also ADHD. They
saw the symptoms of ADHD because their children did not have problem about
reaching milestones as their peers. On the other hand, other mothers highlighted the
backwardness in their children. The differences she encountered were indicated from

Mine as follows:

All abilities developed late in Canan. She started walking when she was 5
years old. Likewise, she learned talking about the age of 5. She even cannot
care herself now. Her toilet and bathing rituals are done by me. Also her tying
her hair up, putting on her clothes, tieing her shoelace... (Mine, G.23)

Hande remembered how she realized the differences in her daughter as follows:

When she started school, her comprehension was slow. She could make
addition but she hesitated what she did and whether they were true or not. She
brought it to me and I confirmed them. Her teacher told me to send Nazli to
special education center for individual rehabilitation support. When |
discussed the issue with my mother-in law, she got angry with me about the
possibility of Nazli’s being idiot. It’s very well but Nazli was not like other
normal children. When attending to be normal, she was playing with 3 or 4
year-old-children... In her infancy, she spoke well and could say “mum and

dad”. She started talking early but she could not make sentences...(Hande,
G.24)

Analysis of data revealed that all mother realized that their children had difficulty in
reaching developmental milestones which differed them from their peers. Table 5

shows problems existing in milestones of the children in this study.
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Table 5: Problems Existing in Milestones

Aylin | Selma | Hande | Melike | Neriman | Filiz | Necla | Mine | Hediye
Milestone
Walking | X X N X X X X N
Talking X X X N X X N X N
Self-care | X X v X X X N X X
Toilet X X v \ N X N X d
Language | X X X N X X N X N

(\ refers their children did not have problem in reaching that developmental milestone, X refers their

children had problems or delays having that milestone)

Apart from mothers above, Selma realized delays in reaching milestones of his son

as well as mentioning his behavioral problems as follows:

After age of 3, his walking, talking delayed compared with his peers. When
we compare Arda to other children, his progress continued in different ways.
For instance, he did not cry when he got up. He did not cry and he was always
happy. He always preferred to sleep in dark places. He could not sleep in
lightened room. He is still like this. He woke up with very low noise. He is a
light sleeper. He was so sensitive... He was swinging when he was a
child...In addition to these, Arda was so sentimental. He got affected with a
melody. While my nephew Omer was beating time with music, Arda closed
his ears and cried. We turned off the music because he did not like it. His
walking, playing with different tools... Omer could do these but Arda got
bored, did not want to do and his attention got lost... In kindergarten, he
could not play with his friends... his painting was different from his friends’
ones. He was scribbling. He could not paint within boundaries. He did not
join the play. He could not memorize a poem. He could not learn songs or
beat time. (Selma, G.25)

After mothers realized the differences and asked themselves what was wrong with

their children’s development, most children started school and it was the beginning

of medical report process. In school age, the situation and differences of their

children became apparent. Six mothers struggled to get the medical and educational

report for their children. The difficulties they faced even before the beginning of

school and getting report were depicted by one of the mothers as follows:

| realized the problem from his age of 3 but | could not explain it. They did
not believe me and told that he was a boy and these behaviors would change.
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| had a struggle until second grade... our kindergarten teacher got an
appointment from a doctor but my husband and my sister-in-law did not
accept it. When Dogukan started school, we experienced more problems. But
before this, in kindergarten we went to department of psychiatry. But the
doctor did not diagnose the problem. She said that he may be diagnosed with
hyperactivity but he was so young and his hyperactivity was normal. | told
the doctor that I realized something was wrong but I could not name it... My
husband neither took Dogukan to hospital nor allowed me to send him until
we had trouble with Dogukan’s first grade teacher. (Hediye, G.26)

Because the husband of Hediye did not accept the situation and did not allow his
wife to refer his son to doctor, teacher did not accept Dogukan to her classroom and

they tried three schools. Then Hediye found a teacher and told their story:

... I told my story and I saw that the teacher was crying. She told me that she
would accept Dogukan to her classroom but | had to take him to doctor and
persuade my husband. | told that there was no need to persuade my husband
because | would take my son to doctor on by own. Then I took Dogukan to
Istanbul University medical school for three days secretly. | kept the situation
as secret from my husband. I even did not know how to go to Capa by myself.
Dogukan did not behave himself. | talked to doctor. Normally they would
give the report after 3 months but the doctor prepared the report after 15 days
when I told my life... I took the report and I went from center to center for
special education in Kartal, a district in Istanbul. | arranged the rehabilitation
center and his special education teacher. Then | called my husband and told
whether he wanted to get divorced, he could go to courthouse before coming
home because | took the report. Then with my pressure, Dogukan was eligible
for receiving special education services. (Hediye, G.27)

Melike encountered the same difficulties because her daughter also was rejected
from classroom by her teacher and she did not know how to get the report and get
started special education. Likewise, Filiz tried to get diagnosis for his son in his third
grade. She could not persuade the teachers that his son was different and needed
report for special education. Whereas, Necla could not persuade the doctors that her
daughter had prominent differences and she had to get a diagnosis. She took the
medical report after she sent her daughter to hospital twice at the age of 5.5. Hande
and Selma had the same problem because their husbands also did not want to get
report because they did not think that their children had a problem. Selma expressed
her opinions as to getting report as follows:
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Before first grade, Arda went to kindergarten twice. They referred us to
Guidance and Research Center. | could not understand what was going on at
that time. That center referred us to different centers. Then this hospital sent
us to different place. | cannot even understand the system now because in
Turkey, there was no system about getting diagnosis and report, taking
education in the line of diagnosis, awareness-raising of parents. | am still
questioning how | can educate my child, whether the diagnosis my child got
Is true and his special education is related to his diagnosis or not. But there is
a system and | have to follow it. If I rejected this system, | should stay at
home with my child. I do not have any other option. In this issue, everything
is limited... (Selma, G.28)

While these 6 mothers were coming through a long and difficult process for report, 3
mothers did not have difficulty to get report because their children got their diagnosis
in their infancy period. For instance, Neriman took the report for his son at the age of
2.5; Mine took it at the age of 2 and Aylin did it when his son was 1.5 years old.
Because their children got report before the school age, they received special

education support early on.

To conclude, mothers experienced distressing situations starting with health
problems, continuing with realizing the difference and then running after the doctor
to learn what happened to their children. In this process, they seemed to be tired
physiologically and psychologically. Because of this reason, next step, first reaction
to diagnosis may be well understood by looking at the issue by taking this process

into consideration.

First Reaction to Diagnosis

In this sub-theme, mothers were asked how they reacted when they learned the
diagnosis of their children. With this sub-theme, researcher understood first reaction
of mothers against disability. It is seen that mothers’ first reactions were parallel to
the research study results in literature. They were in shock, denial, suffering or

depression (Sen & Yurtsever, 2007).
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All mothers in this research experienced shocked when they learned that their
children were diagnosed with intellectual disability. They were overwhelming with
grief as Aylin stated “I swear, I cried a lot. I did not know what Down syndrome
meant. | asked my doctor. I did not know the words Down syndrome or Mongolian.”

(G.29)

After shock stage, their stages differed. Five mothers were in denial, 2
mothers in suffering and other 2 mothers were in depression stage as their primary

reactions.

In denial stages mothers refused to accept their children’s diagnosis. These
mothers used denial mechanisms in different ways. For example Neriman found a

new explanation for his son’s diagnosis of mild intellectual disability:

| said different but it is Ahmet’s report. I mean enzyme deficiency, feeding
problem, not mental problem actually. Because of that disorder, therefore he
reached milestones later than his peers, they cannot explain the situation...I
caught the last part of disorder, feeding problem. I do not accept the others.
There is nothing like this. God does not do it! He gave him so special to us
because we wanted him very much. That is to say, he does not have a
problem; he is just a patient with feeding problem. I just accept it. You can
realize from my talking, | look at the problem from this side. If I did not do it,
| could not stand it. My strength will be over and I can’t do anything for my
son’s benefit. (Neriman, G.30)

Hande was so sad to hear that her daughter had mild intellectual disability but she
was helped to see the glass half full, not the deficiency. Hande said “I was so sad.
But the aunt told me not to worry because Nazli was so smart. At least she can take

care of herself; she does not have a problem.” (G.31)

Selma had the similar reaction with Hande. She also thought that his son was

smarter than what the diagnosis said:

| was expecting a deficiency but not like this. | was expecting diagnosis as
learning difficulty, not intellectual disability. | did not think of mental
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disability because Arda has a good visual memory. He does not forget what
he sees. You can go to anywhere you go before with the help of Arda. He
does not forget the directions. He can remember something that you did years
ago and he tells you back. That’s why mental disability does not suit my son.
But as | said if this diagnosis was taken, | thought what should be done for
Arda.” (Selma, G.32)

It seemed to be that because she did not know what Down syndrome meant, Aylin

also made an assumption to heal this disability:

Doctors said that my son has Down syndrome, he would follow his peers
behind. They told me that he could learn something with education. We could
not understand the situation at that time. | supposed that | could get over this

disability by education. Then we started struggle. (Aylin, G.33)

Filiz was another mother who got sad with the diagnosis of her son but she claimed
that she was not very sad because she voluntarily got the medical report for her son
although no one referred her to the hospital. On the other hand, she waited for two
years to get the report although she was aware of disability and her son is coming

always behind his peers at school.

While mothers above experienced denial as a result of diagnosis of mild
intellectual disability of their children, 2 mothers, Melike and Necla, felt suffering
because both of them had a long and difficult process of having medical reports for
their children. While fighting with legal process and diagnosis, they felt grief. For
instance, Necla started looking for a solution for the unknown situation of her
daughter from the age of 3.5. Even while she was talking how to get report for her

daughter’s disability, she cried and the grief she experienced was still visible.

Like Necla, Melike also had difficulty in getting report. Melike stated:

In 1% grade, | just warned her teacher that Burcu should not be hit by head. |
said my child does not have a problem, I did not know mental problem yet...
the teacher said “I do not want her, send her to handicapped school.” I cried
for ten days outside the classroom... I cried a lot because the teacher did not
want my child... 1 applied to rehabilitation center. They told me to get
medical report and then they would start special education program... I tried
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for getting medical report but because my husband did not have social
insurance for two months due to his new job, we did not get the report... At
those 2 months, | fought against the situation of Burcu. For a year, | did not
do housework; we were eating at my mum’s home. I taught Burcu how to
read and write... when getting the report, | got upset and cried. It is not easy.
At that time | did not know what mental disability was. | did not know
anything. This was the first time | faced with mental disability, how could I
know? (Melike, G.34)

Life of Melike and Necla was having hard times before they got the medical report
and at this process they suffered, cried and fought with the situations and protocols.
But for Hediye and Mine, learning the diagnosis created more problems later on.

Hediye remembered how she worried about what to do with that diagnosis:

Hyperactivity attention deficit was written on the report. | learned more or
less what it means. However, | felt sad because it was like a last drop. It was
stated that my son should go to hospital and he has mild mental disability. |
started worrying about how we would go to hospital continuously. | could
feel sad for Dogukan. | told how | can go to hospital again because it requires
persistence. | thought how I could explain the situation to my husband. | was
just thinking of it. Of course I was sorry for Dogukan, sorry about why my
child was in this situation. (Hediye, G.35)

Hediye experienced worries because feeling not enough strength to fulfill the special
needs of children triggered depressionhood as literature mentioned (Sen & Yurtsever,
2007). Mine was also experiencing major depression and said “when I learned, I

psychologically fell down. I had a fear of losing my child.” (G.36)

Although both mothers were shocked and sad for the diagnosis of their
children, they used different thinking mechanisms and went through different stages.
Some were in denial to protect herself as Neriman did, some were depressed because
of the responsibility and fear of what how their husband would react as in the case of
Hediye, some were exhausted while trying to get medical report and diagnoses as

well in the case of Melike.
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Knowledge about Disability

In this sub-theme, mothers were asked whether they had a prior knowledge about
their children disability. Eight mothers told that they did not know anything about
mild intellectual disability before, and only one mother said that she knew about the
disability condition before the diagnosis of her daughter. When mothers learned the
diagnosis of their children, they generally tried to understand what intellectual
disability meant. Hediye told her confusion against what was written in the report of

her son:

| learned what mental means from our special education teacher. | heard
about hyperactivity from TV. It comes with restless, hyperactivity and
behavior problems, attention deficit, | knew it. But | could not understand
mental retardation. I got the report and | asked to the teacher. | wanted him to
explain it. Intellectually, he said, he was in a mild level. Dogukan is 7 years
old but he acts like 6 years old or 5.5. He explained it in this way. | got sorry
for it. 1 could not understand the report first but when | learned, | got upset
because intelligence is very important. I also know that it will not be fixed.
(Hediye, G.37)

Because they did not know what intellectual or mental disability, as written in
medical report, means, they were confused and did not know what would happen to
their children. But only Necla knew intellectual disability “I was searching on
internet... I was looking for the tests Betiil took from internet. Then I learned it.”

(G.38)

In my opinion, it shows why facing with an intellectual disability creates
disaster in lives of mothers because most of mothers do not know what kind of
problem they will deal with. Consequently, they could not use their coping

mechanisms without knowing the aspects of disability.
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Theme 3: Current Feelings about Diagnosis

In this theme, mothers were asked how they thought about the diagnosis of their
children now. Five mothers were seen closer to acceptance stage while 4 mothers
still did not accept the situation of their children. Mothers coming to acceptance
stage were more relaxed compared to their first time of their getting diagnosis.
Nevertheless, they were still having problems and crisis in daily life. Aylin

exemplified this issue by stating:

I am so happy with Utku. If Utku does not exist, | may forget smiling because
I lost my loved ones. Now, my son is my friend and all I have... Now I
overcame lots of problems. | was reading books about this. | overcame with
Utku. However, we experienced some problems. For instance, while we were
going to my sister’s house, families at that apartment attacked at Utku. He
was playing with children in that apartment. When children made a mistake,
they were asked who did it. Children accused Utku. And Utku cannot defend
himself. It is not nice. When | asked Utku whether he did it or not, he said
that he did not do it. I knew because when he did, he always told that he did
it. (Aylin, G.39)

Another mother explained the relief she experienced as follows:

I am more comfortable now, | got relaxed. | am better than the past. Also,
Betiil is better now, she is different than the past. | felt relieved when she
started learning something. When | realized that she could lead her life on by
own, | calmed down. Now | feel good. (Necla, G.40)

Melike reflected her relief and how she accepted the situation of her daughter as

follows:

In these eight years, | scrambled with Burcu and she became better day by
day. She was getting certificate of achievement until the fifth grade. She was
successful in class. Her special education teacher was very good. After she
left the rehabilitation center, Burcu started to slow down with her progress.
Burcu was correcting the mistakes on the board at class and her teacher
appreciated Burcu for her progress. But after the lessons becoming more
difficult, her progress was falling down gradually. Now I did not interfere in
her homework. She is doing her homework rightly or wrongly in her way. If
they were wrong, her teacher would warn her. (Melike, G.41)
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Mine was expressing her feelings about how she accepted her children’s disability as

follows:

You did not do it or anyone else did not do it... I got accustomed to live with
them and | praised to have these children. I could not breathe without my
daughters; 1 am begging God not to lose them. Now normal children look
abnormal to me... My life was identified with them. I never found the
situation strange. It may result from my sister who has also disability. It was
not hard for me... But now the thing that affected me is their seizures. I did
not take offence at their mental or physical disability. | also did not take
offence at their seizures but I became desperate... apart from this, I am not
troubled with why my children were like this. (Mine, G.42)

Like Mine, Hediye also accepted the diagnosis of her son because she was struggling

with difficult problem:

Now I cannot think of hyperactivity or mental disability. | overcame them. At
the moment Dogukan was suffering from more compelling problem, infantile
psychosis. | am preoccupied with this psychosis. | left other diagnosis at one
side because they remained unimportant for me. Now Dogukan have crying
episodes. For example, yesterday while we were going to rehabilitation center
he started crying. But he was weeping inwardly, he did not cry like this even
in his infancy. It is too much to overcome. Consequently, his hyperactivity or
other diagnoses are just stuff and can be overcome. (Hediye, G.43)

While mothers above accepted the diagnosis and try to normalize their life, 4
mothers were away from acceptance but their responses had varied. For example,
Hande was still sorry for the condition of her daughter. She was still questioning why
her daughter was acting like a child while her peers were becoming young ladies.
She could not accept the difference of her daughter. Like Hande, Selma was also
questioning but not the situation of her, she was questioning the diagnosis of her son.
She considered her son’s problem as less problematic than the diagnosis stated. She

reflected her opinions as:

These children cannot express themselves. How they can get diagnosis in a
session for 5 or 10 minutes. Is this diagnosis right or wrong? | am still
thinking about it. We came to this point. He got education with his report and
learned reading and writing. He was an inclusive student. He does not have
maladjusted behaviors or harmful behavior in his class. For a year, | attended
the class with Arda... I realized that other children have more hyperactive,
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disruptive behaviors. I told that Arda does not have hyperactivity. He might
have learning difficulty. He may be diagnosed with learning disability but
now he has 70% of intellectual disability level in his report. (Selma, G.44)

Other 2 mothers, Filiz and Neriman, had regrets about the disability of their children.
For instance, Filiz said that “I wished to send him hospital earlier and we may start
special education earlier”. (G.45) On the other hand, Neriman felt more regretful and
put the blame on herself, medical doctors and his husband. She explained her

feelings as follows:

I think nothing of diagnosis because our doctors could have made medical
analysis at first. When | was going to doctor for in vitro fertilization, |
mentioned about our cross-cousin marriage. | gave information about my
thyroid... I told it because | had worries. | had thyroid problem, could I get in
vitro fertilization? Because hormonal level was high in my body and you
would be also given hormone. | would be loaded hormones. Will be any
problem in my baby? Moreover, | always believe in God, | am feeling. We
have cross-cousin marriage, | told my husband, maybe God loves us and he
does not give a baby to us because of it. Why are you rebellious? There is no
rule that everyone can have a baby. But he did not agree with me... They
could have transferred embryo to our baby after analyzing carefully but they
did not. Our kin marriage could be taken into consideration. When | was
pregnant, I wanted my medical doctor to make amniocenteses test but my
husband did not accept it. He cancelled my appointment and | am still angry
with him... I had a tooth pulled when I was pregnant in my sixth month. I
was sorry for it. Besides, my doctor gave permission and | had my hair dyed.
I am questioning everything... (Neriman, G.46)

These mothers were in the anger stage because they were angry at herself, her
husband or medical doctor not to protect their children to have disability. They were

questioning but not accepting the reality yet.

Some mothers were in acceptance stage but this does not mean that they did
not feel sorry for the disability of their children. All mothers in acceptance stage
were crying when | asked them their feelings about the diagnosis of their children. In
my opinion, it may cause from their remembering difficult period with their children
and still continuing problems. Although they cried, they expressed their relief after

diagnosis and the stages they passed.
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Theme 4: Getting Information about the Disability

In line with the purpose of the study, mothers were asked how they got information
about intellectual disability. Analysis of data revealed that all mothers, except Hande,
got information at least from their medical doctor. Hande neither knew intellectual
disability nor sought information about it not until the days of interview. But other
mothers got information from doctors. Unfortunately all information getting from
doctors were not accurate. It looked like that even some information was wrong or it

was misunderstood by these mothers.

Mothers were given the information about the situation of their children.
Aylin mentioned how the doctor explained about the disability as follows “He has
Down syndrome and he will not catch up his peers. He will be behind his peers. For
instance, a healthy child can learn quickly but this child can learn slowly.” (G.47)
Filiz were given the same information and she told that “our doctor operating on
Mert told that he would come from 2 or 3 years behind his peers.” (G.48) As Aylin
and Filiz, Melike also got information which was ambiguous and vogue as “doctors

explained the situation as attention deficit and forgetfulness”. (G.49)

But Neriman got totally wrong information about the disability of her son.

She told what his doctor mentioned them as follows:

Our doctor told that until we have any treatment or medication for this
disease, it damages his brain and all organs, not only mental. It could cause
cirrhosis, kidneys could die out. But if he followed his diet carefully and got
education properly, he can catch up his peers after puberty. In other words, he
can pass his peers because he is feeding with special diet... for instance, all
parents do not make zinc or lead test done for their children. But because they
made all tests for Ahmet, they stop which minerals are high and fortify
minerals which are low in body... (Neriman, G.50)

Apart from getting information from doctors, 6 mothers also sought information

from different sources. For instance, 3 mothers got information about intellectual
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disability from rehabilitation centers. Moreover, 3 mothers got information via
internet. Mine explained how she got information about intellectual disability as

stating:

I did not apply to anywhere. | got in touch with teachers in this rehabilitation
center and doctors at hospital. They mentioned about why this disability
occurred and how | should accommodate my life to this disability. Then, |
used our technological advances and sought information from internet, and |
gained experience. | looked for these. Also | asked doctors, that’s all. (Mine,
G.51)

In these mothers, Aylin was the only mother who got information from every
channel she could have reached. Her learning and getting information period was

described by herself as follows:

When | learned what Down syndrome meant, | gave importance to his
education. | looked for whatever | found. | was going to Marmara hospital
and I started getting education from senior students in university... Then I
applied to ISOM (Istanbul Handicapped Center, latter name is ISEM, Istanbul
Disability Center). There, I still prayed to “Sezgin Bey”, he gave us family
education. He told that if our child stayed with healthy children, he could
become socialized. He led us and gave a book to me. They transferred senior
students to our home for special education... (Aylin, G.52)

To sum up, mothers of these children lacked of information about the disability of
their children. In my opinion, they needed to get information about disability in
different developmental stages of children because some mothers had information

but these were not reflecting what would happen to their children in near future.

Theme 5: Perception of Being Mother of Child with Intellectual Disability

In this theme, mothers were asked how they could describe being the mother of child
with intellectual disability. This theme aims at understanding the mothers’ perception
of their mothering and feeling about their mothering role. Analysis of data showed

that 6 mothers expressed both positive and negative side of their mothering by
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putting emphasis on its positive sides. Moreover, one mother saw the glass half

empty while other two mothers emphasized on only positive sides.

Filiz and Neriman described their mothering with full of happiness. Filiz

reflected her feelings as:

| think it is a great feeling of being mother of Mert...He holds dear me more
than my other children. I also hold dear him. It may come from this. | always
stand by him but | do not know whether | do the right thing. We do not have

any problem. (Filiz, G.53)

Likewise, Neriman stated her feeling of being mother of Ahmet as follows:

Being the mother of Ahmet is a very pleasant thing. If |1 was born again for
thousand times, | would again want Ahmet. | do not prefer any other child. |
did not want another baby. | could have made vitro fertilization again for
having a sibling for Ahmet. But | did not want to give Ahmet’s financial
opportunities and my love to another child. I did not want to divide them. If |
was born again, | would be the mother of Ahmet. | would really wish it.

(Neriman, G.54)

Other 6 mothers described their mothering role as pleasing and started description of

being mother of their children with “it is very pleasant feeling”. In addition to this

happiness, they added the heartbreaking and difficult part of their mothering. Even

though they felt resentment, they emphasized their happiness of being mother of their

children. Aylin explained her thoughts of being mother of Utku as follows:

Being mother of Utku is very pleasant because there is no person who does
not like Utku in this stage. But previous periods were different and difficult.
When | go out, children say “it is mother of Utku” and they say hello. He
meets anyone and talks with them. When he hears any music, he starts
dancing. He cheered me up. However, that is the one side. Other side is that
when | see his peers going to courses and doing other things, | feel sorry. |
ask myself what will happen to him after I die. That’s the upsetting side... It
has both sweet and bitter sides. While he was growing up, he became
stronger. Sometimes as a person, | get ill and he starts acting stubbornly. He
tries to do whatever he wants. | do not want to reinforce his behaviors and |

sacrifice myself. (Aylin, G.55)

Furthermore, Selma focused on the great feeling of being mother of Arda as well as

mentioning the hardship of being mother of this kind of child:
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Being mother of Arda is very good thing...Everyone loves Arda... It was
very hard times for me when Arda started school because you could not make
other people accept him. Besides, because little children are relentless, they
cannot think maturely. They suddenly tell something. | experienced difficulty.
Then | met parents of classmates of Arda. When we kept in touch with them,
| explained them the difficulties waiting us outside. Arda looks as a normal
child because he does not have any physical difference. Because of this
reason, other people expected behaviors what they expected from “normal
children”. Sometimes he acted strangely and he shouted and gabbled. If we
were outside or at dinner, everyone stared at us. Even they did not look, we
felt as if they were staring at us due to strange behaviors of Arda. As | told,
when | explained other parents to these difficulties, | realized that they had no
idea about it... people act more tolerantly to children with physical disability
but they are not aware of children without physical differences but having
intellectual impairment... that made me relax and I got over this problem.
There is no other problem with Arda. | am very happy with him. | do not have
any burden on me but sometimes | consider that he has also some rights. He
should also play in the park with his friends and he acts freely like other
children. (Selma, G.56)

Mine was complaining from the same issue as in the case of Selma. She stated her

opinions as follows:

I am very happy of having this kind of a child. Canan is very emotional and
merciful child. Moreover, she is so sensitive. She suddenly gets nervous and
calms down quickly. I wish she was a healthy child and she would be model
for everyone. She is so sentimental and when she gets close to anyone, she
loves very much. | have respect for her love. It is not a thing that everyone
can do. It makes me happy and proud... She can still be a model but there are
less people to take Canan seriously. It is what makes me annoyed. | felt
resentment when | saw that some people look down on her and ignore her. If
only they knew that they could lose their health all at once. Unfortunately, no
one has this conscious. Because of this reason, she cannot be a model. Other
people do not love immaculately as Canan does. (Mine, G.57)

These mothers mentioned above emphasized how they took their mothering role
seriously and happy to be the mother of children with disability despite its difficult
responsibility and distressing parts. They put heavy emphasis on their acceptance of
this role. As Melike stated “It was very hard at the beginning... She could not
accomplish something. Now we have trouble due to puberty but I am not

complaining.” (G.58)
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Apart from these mothers, Necla was exhausted from being the mother of

Betiil and she cries as follows:

It is very hard... It is difficult from every aspect... She was a difficult baby.
She is still forcing me due to her health problems and she has a disability...
Her cardiac problem still continues. Also, she is very difficult child in respect
to school and education. (Necla, G.59)

To summarize, they were happy to be mother of child with intellectual disability. But
this does not mean that they are struggling. In my opinion, they were experiencing
problems and in this struggle, they might have identified themselves with their
children. Because they had a different mothering role, they might fling themselves
into this role and it might have increased their happiness and importance of this role.
They had heartbreaks and desires but they may have tried to get happy from the

positive sides of their children.

Perception of Mothering of Child without Disability

In line with the purposes of the research study, it aimed to understand how
intellectual disability affected the perception of participants’ mothering role.
Consequently, in this sub-theme, mothers were asked whether they saw any
difference between their mothering of the child without disability. Because 8 mothers
had at least one child without disability, they compared their own mothering role.
But Neriman did not have any other child and Mine did not have child without
disability, so they compared their mothering role with other mothers of children

without disability.

Only Aylin did not see any difference between mothering to Utku and her

daughter Seyhan. She told that there was no difference and they were both happy.
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Aylin mentioned about the sameness of her mothering whereas other 8
mothers put heavy emphasis on difference of being mother of a child with disability
and one without disability. But they came up with different points all of which

reflected their own feeling about mothering.

Two mothers, Filiz and Hande, stated that their mothering to their child with
intellectual disability was different from their other children with respect to its
privileges their children with disability had. Filiz stated that “I try to guard Mert
more than my other sons. I am aware of it and others also know it... I feel as if he

would be hurt. It may not happen but it is a maternal instinct.” (G.60)

While Filiz was overprotective mother for Mert, Hande was taking care of
Nazli as a baby and showed affection. Hande told that “I have another daughter too
but the love of Nazli is different for us... She comes and sits beside me. Then I play

with her like a baby and love her. ” (G.61)

Moreover, Melike expressed how she was regretful due to the differences of
her mothering toward Burcu and her other child. She mentioned her feelings and how

she tried to find the balance in her mothering toward her children as follows:

At the beginning, | excluded my oldest daughter and | focused on Burcu.
Even | punished my oldest daughter. Now, | am begging and apologizing for
these behaviors and | wondered how I could do these. Even sometimes | am
crying for my behaviors at past... Now I do not show favor and do not
discriminate them. Now | am conscious. (Melike, G.62)

Selma also had problems with her other son after he realized the any difference

between himself and his brother. Selma cried and mentioned her sadness as a mother:

My other son, Asaf, is very successful child. Although he does not go to
school yet, he starts reading on by own. I could not explain to him that his
brother has different characteristics... He asked why his brother was acting
like this, why he got crazy and made home messy... For instance, we were
doing homework with his brother from the first grader books. But Arda is 3th
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grader. Then Asaf asked why his brother is doing the first grade books
although he goes to third grade. That time, I felt awful... Then we asked help
from our counselor. They made sessions with Asaf for two months. But then
Asaf told that he did not want to come to rehabilitation center again. We did
not know why he did not want to go... but his behaviors towards his brothers
became more moderate. He started correcting the mistakes of his brother and
warning him, before he did not do these behaviors. He ignored his brother at
home and he saw his brother as naughty, screamer and chatterer child... Now
he starts realizing that he has a different brother. (Selma, G.63)

Hediye also saw the differences but not in regard to her mothering. She described the

differences as behaviors and attitudes. She reflected the situation as:

| act differently to him and to my daughter Selin. Because the former one acts
as if he loses his connection with the world and he is a child who leans on me,
trying to learn something and wants me to explain something to him. I do
what he needs. But my daughter’s world view is different. She is like my
friend. Even she has ideas and opinions which are more mature than mine.
Our communication is different with her. But if you ask mothering, it is the
same. (Hediye, G.64)

Last 3 mothers Necla, Neriman and Mine agreed on the same opinion that rearing a
child without disability and being the mother of that child was easier than child with
disability. Necla reflected the differences as stating “it seems that rearing a child is
easy with my other child Ali. If it is like this, | will give other births. It is so easy |
cannot explain.” (G.65) Neriman and Mine who did not have child without disability,
described other mothers of children without disability as ungrateful and selfish. Both
of them were angry at other mothers who did not know the value of their children.
Mine depicted the differences between mothers of children with and without

disability as follows:

There are huge differences that | cannot explain... I realized that people show
ingratitude toward what they have. They do not take a lesson. They do not
thank for what they own... They cried out when their children have just fever.
| asked them whether they saw me as an example. | did not sleep for 8
months... My daughter was given hormone to her brain. It was done for
making slow brain get stronger. But it caused formation of oedema and
oedema makes pains in body. Because of it, my daughter could not sleep
because her brain did not sleep. | wasted time with her for 8 months without
sleeping. | lost weight and became 35 kilos. My nervous system fell down.
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But even at a one time, | did not say me child why she did not sleep. I could
not because | knew that she did not with her conscious. It was a hard period.
They complain that the baby does not sleep, does not want breast feeding, and
they get depressed. What do you want from God? You have a healthy child.
After a time, s/he would turn to normal routine. When s/he is 2, s/he would
tell his or her problem. Her diaper will be taken and s/he will say her or his
needs. What do you want more? Until Canan was 5 years old, | was changing
the diaper and cleaning her. I still do the same thing. It is not easy but other
mothers cannot understand us. Even mothers with disabled child do not
understand us too... while I was tolerating her child due to their disabilities,
she does not stand my child. But you have the same example. If you act like

this, how other mothers can understand us? (Mine, G.66)

To conclude, mothering a child with intellectual disability is different and
challenging due to different reasons. These mothers feel the difference even in their
home toward their children with or without disability and it may cause these mothers
feel alienated to their mothering role. They are not typical mothers. But they are
mothers or may be even more. There could be some confusion while they switch

from their mothering of child with disability to child without disability.

Theme 6: Living with a Child with Intellectual Disability

In this theme, mothers were wanted to tell their daily life with their children with
intellectual disability. Mothers listed their daily life requirements about their
children. Because all children went to school, their day started with preparing their
children for school. Then mothers went to school and 3 mothers stayed at the school
until classes are dismissed. Their afternoon continued with going to rehabilitation
center with their children and waited there. After special education lessons, most
mothers joined activities such as swimming, basketball, going to park to play with
their children. Then mothers dealt with housework and homework of their children.
These are the common activities and daily program which were followed by all

mothers in this study. This commonality may result from their all being housewives.
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Common Problems in Daily Life

In this sub-theme, mothers were discussed whether they faced problems in their daily
life with their children. Four mothers stated that they did not encounter any problem
with their children and everything went normal while 5 mothers mentioned different

problems.

Mothers having no problems told some difficulties but they did not describe
them as problems. For instance, Melike mentioned about her daughter’s adolescence

concerns:

We have difficulty even about dressing. Moreover, we have one more topic,
hair style. We always have a fight for it. She does not tie back her hair, she
doesn’t want it. Her hair comes through her forehead and then hairiness
started in her forehead. | told her not to do it because her forehead was
scratched for brain surgery. In other words, we have no problem. (Melike,
G.67)

As Melike, Hande had some desires from her daughter but she was pleased with her

child as follows:

Our day with Nazli was pretty... I did not have a problem. ..But I want Nazli
to tidy up her room and she says that she will do it later. I wish she would tidy
her room without my warning. For instance, when | go out, she cleans,
sweeps home. Then she tells her sister to hide for making surprise to me. Or
else, 1 do not have complaints from Nazli. (Hande, G.68)

Filiz and Neriman also described their daily life normal and had no problem. On the
other hand, other 5 mothers encountered problems with their children, but their

problems varied.

Necla was complaining about her daughter’s behavior problems although she

was more pleased now with her daughter as follows:

For example, I warned Betiil not to talk to strangers. But she does not have a
conscious about it. She may talk. She is sometimes asking nonsense
questions. These behaviors are compelling me. Her behaviors toward her
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classmates were problematic but now she is more easygoing. But for a period,
I had a bad time... She was scratching her classmates’ notebooks when they
did not play with her. She told that her classmate Ali did not play with her
and she tore his book. I told her that this behavior was not appropriate and she
should not do it... without a reason, she teased children and annoyed them.
These behaviors knocked me out and made me tired. | was worried about
receiving complaints from school... Now she grows up and she gets aware of
something. | am more relaxed and like to have a good time with her. (Necla,
G.69)

Aylin faced problems about stubbornness of her son and she said “our problem is his
stubbornness. When he wants something if this is not done, he become stubborn...
There are irresponsible people who made Utku angry. If they don’t, there would be

no problem.” (G.70)

Behavior problems made also Hediye tired as Aylin and Necla. Hediye told that
“Sometimes, he becomes so aggressive and nervous. At that time, I cannot trust him
and I do not go out with him. He runs away in the road and he jumps through cars.
He cries, screams and he acts as if he does not know me at that time. No longer, |

live in fear of these.” (G.71)

Mine was so tired because of the responsibility of her daughters and she

explained her thoughts on this topic as follows:

I encountered with their dissatisfactions. They get bored and want to go out.
While Canan wants to go to the cinema, theatre and somewhere very social,
her sister wants home visit. They have two different preferences due to their
different characters. | experienced problems coming from this reason. Canan
wants cake while her sister wants cookies. If I made the thing that former one
wanted, latter one got bad tempered. If | made the thing latter one wanted, the
former one got angry. If | made the both, I get exhausted. In other words, my
life is not ordinary. I am so tired and that’s why my brain was crashed. I am
excessively tired... I have 95% of their responsibility while their father has
5%... 1 do not have any support... [ am motivating myself on by own. I do not
take energy from anywhere... I lost the most important supporters of my life
for one year... My mother took the burden of my biggest daughter. .. For
instance, my mother was going on a holiday with my oldest daughter and they
went out together. When | burned out or got bored, she was my best friend
who I was sharing my distress. Yesim was my brother’s wife. She was also
easing my burden. The former was my right; the latter one was my left arm.
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Suddenly, they died within the next ten days. It was a disaster for me. (Mine,
G.72)

Selma stated the problems they encountered and how she accepted them as follows:

When Arda went to first grade, he had homework. | told that he should do his
homework, brush his teeth, wash his hands and face, change his clothes and
prepare his school bag by his own. These were at the first grade. | got bored.
For two years, everything continued in slow motion. | changed his clothes, |
brushed his teeth, dressed him up. We prepare his bag together because he
cannot do it on his own. | think that he cannot do it. If he can, after my
warning twice a day, he does. But he is not able to do it on his own. (Selma,
G.73)

As can be seen, all mothers were dealing with different difficulties and they also took
self-care of their children without any help. Only two mothers, Necla and Hande, did
not deal with self-care of their children because their children could do it on their

own.

Requirements of Being Mother of Child with Intellectual Disability

In this sub-theme, it aims to understand the different necessities to be the mothers of
these children. Mothers were asked what needed for being the mother of their
children. They did not think about this question and quickly listed what needed for
being mother of these children. Four mothers mentioned about having full
commitment to their children while 5 mothers emphasized importance of having
patience. Also from these 5 mothers, 2 mothers highlighted to have the physical

power to be the mother of these children.

Four mothers mentioned how they accommodated their life according to the
needs of their children. Neriman expressed her opinions of being the mother of

Ahmet as follows:

Mother of Ahmet needs to experience life of Ahmet. If you want a special life
for you, you neglect Ahmet. You should consider Ahmet in every topic. Your
only program will be Ahmet. Everything you have is Ahmet. You should be
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only the mother of Ahmet. Beside it, if you try to be a friend, wife or other
taken roles in your life, you neglect Ahmet. But | am trying to be in all of
these roles. (Neriman, G.74)

Like as Neriman, Selma also emphasized her life which was identified with her son,

Arda as follows:

As the mother of Arda, you should carry your phone with you because you
may have news from school at any time. He might pee his pants, he might
make his clothes dirty while eating and his teacher may call you at any time.
You should not go out for a longer time because you should be at home when
Arda comes from school. When he comes home, he has some needs. He
needs to go to special education lessons. His father leaves him at the
rehabilitation center and | take him from here. Like other mothers, you cannot
go somewhere after leaving your child to school. You cannot go somewhere
for hours. You cannot call your friends and invite them to your house because
he is so hyperactive and messy at home. When someone comes home, he does
not leave you and asks many questions. When you go shopping, you should
sort it out and come back. You cannot drink a coffee after shopping because
he gets bored and wants to go home... It will continue for lifetime. You
cannot leave your Arda and you cannot entrust him to someone and you
worry about him. (Selma, G.75)

Melike and Filiz stated the same issue. Filiz explained how she was overprotective to
avoid his son from any harm. She said “I should be more careful... For example, he
should not receive a blow from his head. My overprotectiveness may come from this

reason, in order to protect him from any harm.” (G.76)

Melike wished to have only one child in order to channelize her attention and

committed herself to her child as follows:

I wished | would not have my oldest daughter and I could take care of Burcu.
But my oldest daughter has problems now. If | had a chance, | would have
only one child. 1 would give my all attention to her. It is so difficult. I cannot
go around both of them. (Melike, G.77)

These mothers put their children at the center of their life and they dedicated
themselves for the sake of their children. They wanted to use their energy and

attention to protect and fulfill the needs of their children.
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Other 5 mothers indicated that mother of a child with intellectual disability
should be patient and knowledgeable. Necla explained as being the mother of a child
with intellectual disability and said “It needs excessive patient. Then it needs
commitment. Moreover, it requires knowledge. You should be well-disciplined as the
mother of Betiil because she needs discipline, | know it. To sum up, it requires

patience and commitment.” (G.78)

Likewise, Aylin described being the mother of Utku as:

You should be educated. You should make empathy. To be the mother of
Utku, you should be patient and sacrifice. You should understand him. If you
don’t, it leads to bigger problems. Because he destroys something at home. In
order to not to reinforce him, you should be like as friends. (Aylin, G.79)

Hediye exemplified the requirements of being mother of Dogukan as follows:

Being the mother of Dogukan needs power. It needs patience, | think the most
things you have is patience because patience is the biggest exam in life. | am
patient but sometimes | cannot stand him. Our patience comes to an end. | am
patient with Dogukan but sometimes | become inpatient and start shouting at
him. (Hediye, G.80)

Mine put all necessities together and described being the mother of a child with

intellectual disability as follows:

It needs responsibility. Furthermore, it requires patience and being
knowledgeable. | cannot say half but you should be “quarter” doctor. You
should observe their behaviors. Canan is a very fat child. In order to make her
have a bath, you should be strong enough. In short, you should be powerful in
all aspects, physically and emotionally. (Mine, G.81)

It shows that being mothers of children with intellectual disability needed
commitment, patience and strength to continue life in healthy way. Or else, they
neglect themselves or their children because these children have more needs than
healthy children do. In my opinion, they were rearing never growing up children, so

they should be always the mother of a child although they become older.
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Theme 7: Relationship with Their Husband before Diagnosis

In this theme, mothers were asked how their relationship with their husband before
their children got diagnosis. Except Hediye, all mothers indicated that they had no
significant problem in their marriage. They described their relationship with their
husband as very good. Melike answered this question as “it was very good” like as
other mothers. But Hediye had marital problems because of her sister-in-law. Hediye

told her story as follows:

Dogukan was born. My husband promised me that we would move to our
own house after the birth. Then 40 days later, my husband told me that we
would not go to our own house and we would live with his sister. The
problem | encountered was told to my father by my relatives who witnessed
this problem. My father called my husband. He asked my husband why we
did not live in our own house. My husband did not show respect to my father.
After this disrespect, I made my decision... I took Dogukan who was 40-day-
old... When I went to house of my father, | said that | would get divorce. |
told that if you want take care of Dogukan, do it; or else send Dogukan
because I lost my passion... (Hediye, G.82)

Theme 8: Current Relationship with Their Husband after Diagnosis

In line with the purposes of the study, mothers were asked how their relationship
with their husband now. This theme determined whether there were any differences
in their relationship with their husbands over the years and how the child with
intellectual disability affected the marriage. Four mothers told their relationship fall
apart with their husband while 2 mothers mentioned first breakdown then
reconciliation in their relationship. It was important to note that 3 mothers told that
their relationship with their husband did not change and it continued better than the

past.

Four mothers explained how their relationship brokedown started. Neriman
mentioned how she returned from a horrible mistake and her marriage getting
unimportant for her as follows:
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In our marriage, I did not hear any words except “my love, my life”. But our
marriage became horrible. We had worse relationship but I still do not know
why, | cannot answer it. We had bad times and we should have supported
each other. But at that time, | should have kept Ahmet and also my marriage
alive. To be honest, I did not care about my marriage. | should have kept a
father for Ahmet. Then | came from hospital and told my husband what
happened to Ahmet. He looked as if he did not pay attention to him. He saw
the child normal. He acted as if there was no problem with Ahmet. We again
argued with each other. Then he went to work. | wanted to relieve Ahmet’s
pain and | took pillow and pills. We would sleep with my son. When | put the
pillow, my sister called. If she had not called me, I would have smothered
Ahmet... Then I cried and I got relaxed. I told my sister what happened with
my husband. Then | made a decision. Our marriage was not important for me.
It would be the same for my husband. | told my husband that our marriage
was not important. You and | do not have luxury to die or become ill. We had
a very good marriage for 18 years, now we would live for Ahmet... I can
sacrifice you now, you are over for me. But you are not over for Ahmet
because he needs a father ... I chose the difficult one and I stayed for my
child. We were trying to be good parents for Ahmet . We are not good
partners. Now he is dying for me but where he was while we had trouble with
Ahmet... (Neriman, G.83)

Necla and his husband had bad times due to the difficulty of rearing their daughter.

She explained her relationship with her husband as follows:

When | cannot overcome the problems of Betiil, | raise my voice. Our
previous relationship was gone. | cannot say neither bad nor good
relationship. But we do not have relationship as before. It was damaged; | can
honestly say it... Betiil makes me miserable within the day. She makes me
tired because she repeats what she wants until it is done. She makes me tired
in respect to taking something, going somewhere, going out etc. That’s why, I
do not have patience. Furthermore, | get tired while doing homework with
Betiil. | ask for help from my husband. But he says that he cannot deal with it,
| flame up. (Necla, G.84)

Hediye still had problems with her husband due to behavioral instability. She told
that her husband becomes sometimes an affectionate father and an attentive husband.
But sometimes he started an argument and she did not understand why it started.
Hediye also complained about her husband’s allowing his sister to intervene in his
marriage. She added that they always argued with each other but she tried to act as if

there was no problem in order to not to make their children sad.
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Filiz mentioned that their relationship with his husband did not change after the
diagnosis of Mert and they got on well with each other. But then they divorced

resulting from not Mert.

But every marriage did not go that bad. For 3 mothers, their relationship
became better after the diagnosis of their children and now they had good
relationship with their husbands. Aylin told that they loved Utku and they did not
have problem due to Utku. Although her husband died 3 years ago, she remembered
her husband as a nice partner. Hande also stated that their relationship with her
husband was better now and they enjoyed having time as a family. Selma expressed

her thoughts about her husband as follows:

Our marriage was good and still continues well. Arda is our reality and we
accepted him. We live our life not according to us, een not according to our
little child Asaf. Our focus is Arda. But it does not create a problem for
Levent and me. We leave our children to our mom and dad and we go to the
cinema. We spare time for each other because either my husband or | get tired
and bored naturally... As I said we are happy, thank god. (Selma, G.85)

Some marriages went worse due to imbalance in the family but then they became
happy with their children. Melike told what she experienced when Burcu was a first

grader:

When | was trying to teach reading and writing to Burcu, he shouted at me so
much. | also shouted at Burcu because she did not read without my warning. |
got angry and told her to read it. My husband was telling me whether I would
make Burcu a lawyer. He wanted me to leave her alone. But | told that she
must do it. If I died, she would know how to take her pills and go to hospital.
If she did not know reading, how she would manage it. Who would take care
of her? What happened if no one took care of her after my death? What if her
sister did not take care of her? At that time, | struggled. She did not do her
homework and | was waiting until it ended. But now my husband is very nice
to me. (Melike, G.86)

Likewise Melike, Mine experienced the same process but her husband became a big
change after he accepted the diagnosis of his daughters. Mine was telling this change

as follows:
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I accepted my children from the beginning. But my husband had trouble with
them and he became addicted to alcohol. In addition to my two daughters, |
tried to deal with my husband. We have still problems. But in contrast to the
past, we are very good but he had great difficulty... He was addicted to
alcohol. He came home late and spent time with his friends. Besides, he was
so nervous and angry. He did not prefer to go anywhere with our daughters...
at the beginning, | supposed that he felt shame from our children and he did
not accept them. In process of time, we stopped being partners and we
became friends. | realized that my husband was crying secretly like a child
when our daughters became ill. When our daughters tried to walk, he was
sweating because girls’ having difficulty in walking hurt my husband so
much. I realized them later... Before, he did not tell anyone that he had
disabled children but now he expressed it freely... Thanks god, now we are
happy. My husband tells that you are able to manage all of us... He has
worries about losing me... When I am not there, they become unbalanced
because | am at the center of their life. | am managing lots of things. | am like
an octopus. My arms reach everywhere. It must do it. Because | understand
that | become weak, | start using antidepressant. (Mine, G.87)

In conclusion, having a child with intellectual disability changed their family
dynamics and relationship between partners in positive or negative ways. But it could
be said that having this kind of child made them tired physically and psychologically.
This tiredness might affect their relationship with their husbands in negative ways.
But when they have a support system, like in the example of Selma, their relationship

may become stronger and healthier.

Theme 9: Expectations from the Future regarding Their Children

In this theme, mothers were asked their expectations about their children from the
future. 5 mothers indicated that they had no expectations while other 3 mothers
expected their children to get education and have a job. In addition to these mothers,
one mother Neriman, expressed that she did not have expectations, she had dreams

about her son.

Five mothers looked at the future pessimistically and they came up with
different reasons. Hediye did not have expectations and thought that it was early to

expect something from her son. She expressed her thought as follows:
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It is a difficult question. I think it is so early to expect. Before anything else,
Dogukan should wake up to himself and calm down. For the future, of course
I want him to get education but if he cannot, 1 will not be sad. If he lives
without harming himself or other people, it is enough for me. I do not want
anything. University or high school, I do not think of these. (Hediye, G.88)

Necla also stated she did not have expectations from the future but:

I do not have many expectations but if she graduates from high school, it is a
big achievement for me. It is as if she graduates from university and becomes
a professor. 1 do not have such an expectation. If she graduates from
university, she might get a job for to save herself. We don’t want anything
else. These children do not have academic things but if she might have a job
and work, it is good. (Necla, G.89)

Melike did not have future expectations because she could not trust the ability of her

daughter:

I don’t have a future expectation for Burcu... I don’t know; I feel that she
cannot do... I do not know whether she can marry and keep house. When she
works, she is able to do but I do not know. Time will show what will happen.
But sometimes | tell Burcu that she will marry. Even | say to my oldest
daughter that she does not help me to experience grandchild’s love. Then
Burcu told that she would do it. How do | know? (Melike, G.90)

When Mine was asked about her future expectations, she expressed her worries

instead of her expectations first as follows:

I have a high anxiety. If I die, what would happen to them? This is the only
worry in my life. Because of this reason, | bag God not to leave us from each
other... I do not have expectations. It continues for the duration... but I want
something for the future. | wish their seizures will be recovered. This is my
biggest desire from God... I do not have special expectations such as their
being healthy, getting married, having children. I frosted something in my
heart. | know what can happen and what cannot be. Because | am conscious
about it, I do not dream about having these. (Mine, G.91)

Selma also did not have expectations because she thought that without education,

these children could not have a future:

I do not expect something but there is something that I really want to do. I
believe that with education, everything will get better. With education, every
problem can be overcome. With social activities, this disability can be
decreased. But because of the procedures, there is not much things you can
do. They just go to public schools and get education. | do not expect anything
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from the future because if you want, you should do something for the future.
You cannot expect something without making effort for it. (Selma, G.92)

On the other hands, Hande, Filiz and Aylin expected their children to get education
because they wanted their children to have a job. They had also the same worry
about what happened when they died. Due to this reason, they wanted their children

to take care of themselves.

But Neriman had dreams for Ahmet but she was experiencing

disappointments when she faced the reality as follows:

I have lots of expectations from the future for Ahmet. His getting married,
having children, having a job... but these are dreams beyond expectations.
They are my desires. | am struggling for having these desires. Then when we
get into public buses, | see strange behaviors of Ahmet and it takes all my
power away. When an old person sits near him, he might say “please stand
up, [ will sit here”. Normal children do not say it. These behaviors made me
unhappy. | do not want him to tell it. | talk with Ahmet and explain that
because she is old, he should give his place. But he says that he wants to sit...
(Neriman, G.93)

In my opinion, future did not make these mothers happy or hopeful because they had
a common worry about their dying and they constantly asked themselves who would
take care of their children when they died. Because they did not have answer, or they
had answer which did not satisfy them, they looked at the future pessimistically.
Their most important expectation for their children was to get a job and save

themselves. On the other hand, they did not trust that their children could achieve it.

Theme 10: Messages to Mothers

In this theme, mothers were asked to give their messages to other mothers as having
a child with intellectual disability. In scope with the study, this question was asked
with the aim of seeing the common wishes or needs of mothers of children with
intellectual disability. Three mothers gave messages to other mothers’ expressing

gratitude to their healthy children, 3 mothers about never giving up struggling and 2

96



mothers about eliminating stigmatization of disability. Furthermore, one mother,
Mine, expressed both expressing gratitude to their healthy children and 4 mothers put
a heavy emphasis on knowing the value of having a healthy child. They thought that
mother of a healthy child was very lucky and she should have expressed her gratitude
for her child. Aylin expressed her opinions regarding to having a healthy child as

follows:

This is my message to other mothers; they should know the value of their
healthy children because it is very important. All children are our children.
Most healthy children have behavior problems. Mothers should take care of
their children because if this child is healthy, he can understand everything,
do everything. As long as they have intelligence, rest of them is not a big
deal. Raise a child well, he or she will be a good person and beneficial to you
and society. (Aylin, G.94)

Neriman was angry with other mothers who did not know the value of their healthy

children and indicated her messages as:

How lucky other mothers! In other words, they are thankless. That’s my way
of thinking. For instance, the child has no problem but his or her mother
might make their children sad for an unimportant thing. They leave their
children in order to chat with their friends. | feel sorry for it. | see children
who need love and attention but their mothers continue chatting with their
friends. These mothers do not look at their children. They do not pay attention
to children... Or their children are healthy but they don’t pay attention to their
education... they are so lucky. They have jewel in their hands but they do not
know its value. By the way, do | evaluate myself as unlucky? No, after Ahmet
I had a quite different life... (Neriman, G.95)

Necla also reflected the same issue and warned other mothers about being happy

with what they had and expressed gratitude for having their children.

Other 3 mothers emphasized on not giving up struggle for the benefit of their
children with disability. After this question, these mothers gave messages to mothers
of children with disability so their messages focused on going on being patient and
trying for progress of their children. For instance, Melike said “my advice to other

mothers of children with disability is not to give up struggle. My daughter progressed
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till the point that was said it was impossible. There was a big progress. I am still
hopeful and happy.” (G.96) Moreover, Filiz came up with the same opinion and she
said “They should support their children and stand back of them. They should not

leave them alone.” (G.97)

Likewise, Hediye gave her messages as follows:

Everything is difficult for the person suffering from it. In any case, we need
patience, in my opinion. They should show patience. There are such mothers
who give up their children, were deeply occupied with their own trouble and
leave home. Do you know that | cannot accept these mothers? Whatever the
consequences, they should not give up taking care of their children. I cannot
tell any other thing. (Hediye, G.98)

Other two mothers needed getting respect from other mothers and not feeling
stigmatization of their children with disability. Selma described the situation as

follows:

These children belong to all of us, both with or without disability. | think they
have both rights. Scrutinizing, warning or excluding these children is
meaningless because attention deficit can be seen in every age. Beside, being
disabled or being a mother of child with disability can be faced in every age.
They should look at the situation optimistically. Other mothers should not
prevent their children to make friendship with children with disability. They
can be friends. For example, some mothers tell that their children are
negatively affected; they do not see my child with disability. There should not
be such an attitude. These mothers should teach their children that our
children have different characteristics and they are different and they warn
them about their possibility of having a disability at any time... in short, we
should accept all people as they are and show respect for them because we all
want the good things and how we look, we see in this way. (Selma, G.99)

Hande also expressed this stigmatization but told that:

I do not see my daughter worthless than other children. In my eyes, she is
equal to other children. When | see her, | do not realize any deficit or fault.
But it is my opinion. Other mothers might perceive her different and negative
but | do not have such an attitude. (Hande, G.100)

Mine blended all messages and told other mothers as follows:
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Mothers who have normal children should thank to God for thousand times. |
also thank God for having such special daughters. 1 do not have a special
message. Only they should know the value of wealth in their hands. Also,
when they see us outside, they should show endless respect for us because we
experience 3000 times more difficult thing than they do. I think we are 3000
times more mother than other mothers... I think we do not get respect. |
suppose that other mothers are more thankless. As saying not getting respect,
I mean they do not understand us. But there are many people who understand
us, too. For example, my husband’s cousin had told me that he could not
understand how a mother | was because | dedicated my life to my children.
After years, he became a father. He now tells “aunt you are right, I understand
you now. Having a child is quite different feeling. Moreover, mine is healthy,
yours are unhealthy”. But from my side, there is no difference. My daughters
are children like as 10 healthy children... they are my daughters but when I
face such a person who is talking like this, | feel that they do not show respect
for me. (Mine, G.101)

In my opinion, with these messages mothers again emphasized their lives were quite
different and difficult so that they felt that they had more mothering than other
mothers. In this struggle, they were waiting respect and making their children
included to the society. For the mothers of children with disability, they put heavy
emphasis on trying for the progress of the child with disability and not leaving them

supportless and alone.

Theme 11: Influences of a Child with Intellectual Disability

In this theme, mothers were asked how the situation of their children influenced them
as a family. With this theme, it was aimed to comprehend whether their family
system was affected by having a child with intellectual disability or not especially
their reaction to a family member. Also, it indicated how they reacted to the member

having intellectual disability in the family as well.

Analysis of data revealed that 5 mothers’ family was affected negatively by
having a child with intellectual disability while other 4 mothers indicated that their
families were not affected by their children’s disability. Mothers who told that they

were affected by their child with intellectual disability pointed out different reasons
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for this situation. For instance, Neriman expressed how her marriage was
deteriorated and she and her husband made a decision about not dying, not being ill
for the sake of their son. Their family dynamics were negatively affected while
dealing with the needs of their son having intellectual disability. She shared that her
husband still cried for the situation of his son. Then Neriman dedicated her life to her
son and she did even have plastic surgery for her beauty with the aim of being loved
by her son and being a young mother for her son. She mentioned her thoughts as

follows:

I wish Ahmet will not be different, now my life is so precious. | should not
die, or be ill. Now I am taking vitamin pills, | care for myself very well. Why
did I have a plastic surgery? Because Ahmet gives importance to beauty very
much. He loves me so much... In other words, I want to be a young and
strong mother for Ahmet. | want to live long and healthy in order to bring him
up to standard. (Neriman, G.102)

Likewise, Aylin was the one who was affected by having the child with intellectual
disability in the family like Neriman. Her life also changed and she lost her contact

with friends. She told the situation as follows:

After Utku’s situation started, my relationship with my friends and my social
environment fragmented because | just focused on Utku. | gave all my
attention to Utku with the thought that 1 might have taught him something, he
might be better and | might have filled the gap through educational services. |
got alienated from my social environment. In the beginning, | could not
overcome the situation. People have some resentment when they have
children with disability. But now I am comfortable with Utku.... I go to
everywhere with Utku. (Aylin, G.103)

Hande stated that her husband was negatively influenced by the disability of his
daughter. She said how her husband reacted by saying “why it happened while
everything went normal. Why everything was okay. She did not speak and she
became 111?77 (G.104) Although her husband got sorry for her daughter and asked
why it happened, Hande accepted the situation because she believed that it came

from God.

100



Melike also told that they were shocked at the beginning as a family. Because
her daughter needed much more attention and care, Melike gave all her attention to
Burcu alone. Her husband could not did it, so Melike’s mother helped her daughter
for her struggle. But she added that at the present they were having positive attitudes

toward the disability of Burcu.

Hediye was the mother who understood her daughter could not accept the
situation of her brother and was badly affected. She indicated how her daughter was

influenced by the situation as follows:

For example, the situation of my son affected my daughter negatively. She
keeps a diary and sometimes | read it secretly. She does not want me to read
but she does not lock. In my opinion, Selin was affected badly. We somehow
come to a stage to accept the situation. Personally, | accepted the situation.
Also, my husband is trying to accept it. He is about to accept. But Selin
looked as if she accepted the situation although she did not. For instance, she
wrote in her diary” dear diary, my brother is experiencing something and he
does not know us; I cannot stand it. “Will not my brother recognize me?”” She
wrote something like this a week ago. Yesterday, she wrote something that |
very liked. T suppose she is trying to accept her brother. “Dear diary, my
brother is ill. My mother is very upset. | will just stand for my brother. | will
bear to support my mother and my brother. I am about to fall down but I am
going to stand.” I was moved into tears. | asked Selin to give permission me
to read her diary and asked her when | would read it. She told that | would
never be allowed to read it but | read sometimes and like the things she
writes. (Hediye, G.105)

While mothers mentioned above expressed how they and their family were affected
by the disability of their children, 4 mothers thought that they were not affected by
the situation. Filiz mentioned that nothing changed in their family after the disability

condition of Mert. She thought that Mert was not different from her other sons.

Necla also stated that no one was affected by the situation of Betiil because
nobody in her family believed that Betiil had intellectual disability. According to

Necla, no member in her family was aware of the situation.
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Selma had a different perspective. She thought that they were not influenced

by the situation because:

We were not affected. | think about what we can do in these circumstances. |
did not complain about why it happened. We were never affected. We
considered about we could do, how we could be beneficial. My own family
asked us how they could do for helping us. They also asked whether there
was anything they should have known or done... my family and my
husband’s family, we all look at Arda with love. We are trying to ignore his
negative behaviors and trying to correct him. (Selma, G.106)

Lastly, Mine expressed that they were not affected by the situation of her daughters.
On the other hand, while she was talking about her life, she pointed out how she
became tired and exhausted. She told that sometimes she did not have time to look at
the mirror. After an intensive tempo of day, in the evening she became exhausted.
Also, she mentioned that her husband became addicted to alcohol after the disability
of their daughters. Although she told that they were not affected, physically and

emotionally she and her husband was badly affected from the situation.

Contributions of Having a Child with Disability

In this sub-theme, mothers were asked what this situation of their children
contributed to their life. This theme aimed to show whether they gained something

from the negative situation and they could see the positive sides of the disability.

When mothers were asked whether they gained something from the situation,
only Filiz told that she did not gain anything. She thought that the disability of her
son neither took away nor gained something for her or her family. In contrast to Filiz,
other 8 mothers put a heavy emphasis what they gained something important for their
lives. Their responses varied but their answers were consisted of gaining optimistic
view, expressing gratitude, being strong and patient, enjoying their life and

strengthening their spirituality. During the interviews, mothers highlighted these
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positive contributions of their children’s disability. For instance, Selma was
indicating her increased awareness about disability and thinking in optimistic way as

follows:

For example, my aunt’s son has intellectual disability and also he cannot hear
and speak. He was the only child having disability in my family. After |
married, | saw Arda’s uncle has physical disability. but we did not know
anyone else having disability around us. After Arda got diagnosis with
intellectual disability, | realized that there are students in inclusive education
in his classroom; they were alive and living around us. For instance, when we
go to the park, although a child looks normal physically, I can understand his
or her differences from their behaviors. | mean, they do not have physical but
mental disability. You get aware of them. You see them... When facing with
children in worse situation than Arda, | tell that Arda has no problem and
with education some problems will be overcame. You become hopeful when
encountering the worse ones. | have learned to look positively and see
positively... | have never avoided taking Arda to social activities. My friends
and people around me appreciated me for my efforts. As you are appreciated,
you become hopeful and motivated to do something more. But when people
say bad things and criticize you, you get disappointed and withdraw because
being a parent of a child with disability is very hard. Your burden is very
heavy. You should struggle with anyone; you struggle with glances around
you. When someone tells something bad, you become miserable because
being a mother of a child with disability is that your one part is always broken
in your hearth. (Selma, G.107)

Aylin also looked at the positive side of having a different child. Because everyone
knew and loved Utku, she enjoyed the situation. She felt that Utku gave pleasure and

enjoyment into her life.

Likewise, Hande had optimistic view and she thought that having a child with
disability taught her to express gratitude and see the glass half full. She told that

Nazli could have had a worse disability.

Hediye felt that her family turned to its normal routine because Dogukan was
in better condition in contrary to last year. Because of this reason, she became happy

by comparing his development and progress. Her husband, her daughter and she
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recognized how Dogukan progressed within years and they became hopeful by

focusing the competences of Dogukan he gained.

Like Hediye, Melike and her family became happy when Burcu started
moving, walking and learning toilet training because her doctors told that Burcu
would never walk, talk and she would lie back. Furthermore, she added the

contribution of living a child with disability as follows:

I have learned lots of things due to Burcu. I learned to struggle with life and
know people. | faced many types of people and know who can harm us in
hospital. Now | became a judge of character and can read people... Burcu had
the benefit on me. 1 did not know the atmosphere of hospital, how to go and
fulfill my needs. | could not speak with doctors. Until doctors asked me one
by one, I could not tell. Now, | get to know medicines, which medicine is
useful for which illness, which department | should o in hospital for specific
problem, which doctor is the best in this department... My network becomes

enlarged. (Melike, G.108)

Necla expressed her thought about what she gained from the situation of Betiil as

follows:

Now I think that there is nothing that I cannot for Betiil as a mother. | can do
everything. | can do everything not for Ali but for Betiil. She also taught
patience. She taught me to love much more. | learned to be more
compassionate... Now I feel more powerful. Disability of Betiil does not
make me helpless. That’s what I mean. Now I am crying but I did not get on

top of Betiil. Now | am stronger and gained more power. (Necla, G.109)

Moreover, Mine realized some differences in not only herself but also her husband:

My husband was very different man who spent most of his time outside... He
did not have an understanding family orderliness. Then he became a family
man... He became very merciful. He shows mercy toward children. His faith
becomes stronger. He learned that no one can do anything without God’s
permission. His faith was not strong before. Then my daughter started
walking suddenly and unexpectedly. He understood it happened with God
willing... Furthermore, I learned to be a human. | did not love children
before. Do you believe me, now | love even “gipsy” children? | become a
human, there is nothing more. Beforetime, | was very thoughtless. | was
looking absently but now I am not looking. I learned to observe everything

and I can understand them. (Mine, G.110)
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Neriman also thought that she and her husband learned something from this

experience. She reflected her opinions as follows:

It contributed lots of things to my life. He opened the eyes of my
heart...Ahmet lends color to my life. Life is more beautiful, he makes me
love living. Now | see the world many times more pretty than before. Every
morning | dandle the roses in my garden and | express gratitude. | become a
person who observes every detail. When | look at something, | thank God for
it. When | look at them, I wish Ahmet health... I know that God is with us. I
believe that it is an examination so that I can live strongly. | believe that this
will be finished on day and God will give our prize. (Neriman, G.111)

To sum up, every mother understood how they became stronger after the disability of
their children. They became more aware of the life and its importance. They seemed
to be trying to be happy as much as possible. In my opinion, their analyzing what
they gained from having a child with disability showed their coping system. Most of
them used the spirituality for instance. They focused on the positive sides of their
children and their life. This indicated that although they were psychologically and

physically tired, these mothers got some positive values for their life as well.
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CHAPTER V

DISCUSSION

This section included the discussion of the findings along with conclusion and
suggestions. Moreover, limitations of the study and recommendations for further

research are presented.

This study examined the life experiences of mothers who had children with
mild intellectual disability. The research study was conducted by the means of in-
depth interviews with nine mothers whose children were diagnosed with mild
intellectual disability. The data was analyzed by the researcher using thematic
approach, in which the data was identified, analyzed and divided patterns within the

data.

In this study, there were nine mothers who were between the ages of 33 and
56 years old. In line with the purpose of the study, these mothers had at least one
child having mild intellectual disability. These children were between the ages of 7

to 15.

Not surprisingly, mothers had similar life experiences in general but their
perspectives to their lives were quite different. While some mothers had more
optimistic view and closer to accepting disability condition of their children, some
had difficulty in accepting this situation and had more pessimistic view. These
findings would be explained by starting from the mothers’ own lives and expanding

to their family and society.
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Pregnancy

When data were analyzed, it appeared that pregnancy process was not so different for
mothers of children with intellectual disability than mothers of typically developing
children. Although some mothers had health problems during prenatal period, they
did not reflect it as a problem. Mahoney et al. (1992) emphasized that mothers of
children with disability shared many common experiences with mothers of children
without disability (Pelchat, Lefebvre, & Perreault, 2003). It could be speculated that
mothers who faced some problems or symptoms of disability did not want to see
these as a problem because they might have a hope that it could get better or
disappeared very soon. The prenatal period was the beginning of their pregnancies
and they may have difficulty in believing the existence of a disability in their baby
because in pregnancy mothers generally focus more to the having a baby rather than
possibility that their unborn babies have. But after the baby is born and his or her
disability become apparent, mothers see the situation and possibility of not escaping,
they will believe that their children have a kind of abnormality. This awareness
might not belong to pregnancy period because it is full of expectations and dreams
about the unborn baby as Necla expressed as “I was expecting kind of things that all
parents expected from their babies... All parents become happy when they learned to
have a baby. They dream about their children’s future and his or her going to school”
(G.112). In this dreaming period, there might have no space to think about negative
possibilities about the baby. Therefore, it might be a kind of denial and mothers
might want to remember their pregnancy positively as the mothers of typically

developing children.
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Biopsychosocial Model

During the interviews, mothers were talking about the disabling condition of their
children and mostly they described their children as “unhealthy”. They saw the
disability as a biological dysfunction that comes within the child. When mothers in
this study talked about other children without disability, they used the term “healthy
children”. They told that their children lacked some abilities so they, as mothers,
provided protection and care for their children with disability. It showed that mothers
in this study generally approached the issue of disability from a more medical point
of view which was similar to the findings of another research study in Turkey
(Sevim, 2011). According to Arikan, medical model saw the disability as a kind of
pathology and focused on the disability itself, not the person with disability (Sevim,
2011). Because of this approach, all people with disability are assumed to be
“inadequate”. On the other hand, there was a mother, Selma, who explained her son’s
disability from social model perspective. She thought that her son’s problem resulted
from absence of educational and social services which were forgotten to fulfill her
son’s needs. When her son received special education services, therapy and had his
legal rights, she assumed that her son could get included with the society as social
model advocated (Arikan, 2002). Two different models explained the disability from
different views but they had some lacking parts. Because of this need, ICF
(International Classification of Functioning) used “biopsychosocial approach” in
order to integrate social and medical model for increasing functioning in disability
(WHO, 2001). According to biopsychosocial model, disability could be understood
as an interaction between medical factor and contextual factors which consisted of
environmental and personal factors (WHO, 2001). In this context, disability was not

only a biological dysfunction as the mothers in this study believed. Rather seen as
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biological or medical dysfunction, their children’s activities got limited and they had
difficulties in their individual and social lives. In my opinion, the view of mothers in
this study towards their children’s disability might have an influence in their
acceptance level of disability and their tendency to seek help because they thought
that it was only their problem to have a child with disability which closed their

channels to get services from society.

Being the Mother of a Child with Disability

Another finding which was revealed from data was that all mothers in this study
organized their lives according to the needs of their children with intellectual
disability and their only focus was their children with disability. Although they had a
spouse and another child; they did not pay attention to their other roles such as being
a mother of their other children, being a wife, neighbor etc. They also accepted the
belief that when they had another role such as being a wife, a friend, or a neighbor,
they would neglect their child with disability. The possibility of neglecting their
children with disability weighted more than neglecting other roles in their life.

Neriman put the dilemma with her son into words:

Ahmet’s mother must live the life of Ahmet. If you want a private life, you
would neglect Ahmet. You should plan everything by considering the needs
of Ahmet. Your only program should belong to Ahmet. You should be only
“mother of Ahmet”. Beside this role, if you try to be a wife, friend etc., you
neglect Ahmet and his needs.” (Neriman, G.113)

They acted as if the child with disability was their own property so they were taking
the whole responsibility of their children. Accordingly, Sevim (2011) explained that
mothers of children with disability held themselves responsible for having this child
because the baby they gave birth was not good enough to make the family happy. |

think this irrational belief might increase the mothers’ tendency to see the child as
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their own property and identify themselves with the mother of this child. Although
none of the mothers in this study expressed the feeling of inadequacy directly, it
could be an underlying reason of owning the child with disability excessively and

possessively.

Social Network and Support

Findings showed that mothers in this study did not have an extended support
network which was different from research findings in foreign countries (Gardner &
Harmon, 2002; Stainton & Besser, 1998). According to Dunst et al., utilized model
of social support consisted of four categories named as immediate family, Kinship
network, informal network and professionals and organizations (Correa, Bonilla, &
Reyes-MacPherson, 2010). This model asserted that optimal family functioning is
related to broader range of sources of support which helps well-being of family
(Correa, Bonilla, & Reyes-MacPherson, 2010). When looking at the each category of
social support, mothers in this study had little sources. It is interesting because in
Turkey kinship is very important and people in Turkey like being connected with
people around them which provide social support. However, these mothers’ social
environment is limited to their family members, own parents of mothers, siblings and
medical doctors. They had little social interaction after birth of a child with disability
as other research studies showed such as McConkey et al. (2008) and Giinsel (2010).
Mothers generally stated that they got help from their mothers, siblings or husbands.
In my opinion, decreasing social network in this study may be related to social view
to disability. Mothers mentioned that they were most comfortable with their children
having disability at home alone. When they got outside, they should deal with their

children to control them and also explain the behavior abnormalities of their children
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to society members. Selma mentioned why they needed to explain the situation of

their children to society as follows:

When we get outside with Arda, there were difficulties waiting for us.
Because Arda looks like a normal child physically, people expect behavior
which they expect from a normal child. But Arda might act strangely and
make different noises by shouting. If you are at a dinner or in a mall, all eyes
are on us. Even other people do not look at us, | feel that they are looking at
me due to strange behaviors of Arda. (Selma, G.114)

This might create withdrawal from social contacts for mothers of children with
disability. Furthermore, because mothers in this study are the primary caregiver of

their children, they might not have enough time to spend for their social lives.

Although the findings showed that mothers received little help from their
social resources, even little help increased their well-being. For example, Selma and
Melike emphasized their mothers’ help to care their children with disability and how
they had opportunity to take a short break. Due to support of her mother, Selma had a
time to spend with her husband which maintained their marital relationship. But after
losing her mother and her best friend who provided support for Mine in regard to
household duties, caring child for her when she was down. She described her
condition as “after losing my mother and my best friend within the same year, | fell
like a deflated balloon. My daughters and I were left alone”. (G.116) Then, Mine
was diagnosed with “depression” and had to use medications for her depressed
mood. Accordingly, Giinsel (2010) emphasized that as the social support and

perceived satisfaction from support increase, symptoms of depression lowered.

Negative Attitudes of Professionals

As mentioned before, one of the categories of support, professionals and
organizations, could not achieve its role to help the families of children with

disability. For instance, none of the mothers in this study was affiliated to an
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association working for the people with disability and for their families. There are
some associations for people with intellectual disability but these mothers even were
not aware of the existence of these organizations. As stated by Dunst et al., it is a
precious support resource however it is neglected in our country which shows the
situation of disability regarding NGOs or advocacy in Turkey (Correa, Bonilla, &
Reyes-MacPherson, 2010). Disability and disability rights are thought as new topics
in Turkey because advocacy of disability rights gained importance after the
declaration of Turkish Disability Act in 2005 (http://www.ozida.gov.tr). This law
covered people with disability, their families and organizations which will serve to
fulfill the needs of these people. Through this law, it was aimed to remove obstacle
in the lives of people with disability with regard to education, health, care,
rehabilitation and social security areas (http://www.ozida.gov.tr). After the rights of
people with disability were guaranteed by laws and NGOs started their working for
people with disability and their families. Because it is a new source of support in
Turkey, it is not commonly used by most mothers of children with disability similar
to our study. Furthermore, mothers were complaining about the professionals who
(i.e, early interventionist, physician, child psychiatrist, and teachers) made the
situation worse because professionals did not help the mothers to understand the
situation of their children, treatment and education of the child. It was very important
how to explain the situation of the child with disability to his or her family because it
shaped the acceptance process of the family. Mothers in this study mentioned that
they were not informed about the features of intellectual disability. Aylin told how

the doctor explained the disability of her son as follows:

They told us that he would follow his peers one or two years behind. It was
told that he could learn something by through formal education. At that time,
we could not understand the situation of Utku correctly. | assumed that this
disability could be cured by education. (Aylin, G.115)
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This explanation did not give any idea about what would happen to their children in
different developmental stages, how they would be educated, how mothers would
reach social support resources and use their rights for disabled people. As Vural
(2010) discussed that attitudes of medical doctors who explained the diagnosis of
children with disability, giving emphasis on strengths of children and their ability to
be developed, how families could get help for family therapy or group counseling
had an positive effect on hope of families. When the attitudes of medical doctors,
teachers or other professionals were negative, mothers had difficulty in accepting the
situation and they also developed negative attitudes towards the situation of their
children (Ersumer & Grimes, 2013). In this research study, it was understood that
negative attitudes of professionals, especially child psychiatrist and classroom
teachers of children, had an effect on mothers’ experiencing “suffering or depression
stage” and lack of information about disability made the denial process of mothers
take longer. As in the example of Aylin, she was given a hope that her child’s
disability could be cured by education but it turned not to be true and this made the

mother disappointed for this mother later on.

Perception of Mothering Identity

Moreover, mothers in this study perceived their children’s disability as the only
problem in their life. They thought that parent of typically developing child did not
experience problems as much as they did although most mothers in this study also
had typically developing child. They did not accept other mothers’ caregiver role as
motherhood. Mine gave voice to this thought as “...we experience 3000 times more
difficulty than they do. I think we are 3000 times more mother than other mothers.”
(G.117) On the other hand, Mahoney, O’Sullivan and Robinson (1992) highlighted

that mothers of children with disability and mothers of typically developing children
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shared many positive and negative experiences in common because many
experiences resulted from commonality of family life in general (Bower& Hayes,
1998). According to research study conducted by Green (2006), mothering a child
with disability was exhausting, demanding and time consuming but it was not
different from ordinary parenting. This assumption may increase their sense of
mothering and give them strength to continue their caregiving by glorifying their
role. It seemed to be a kind of coping mechanism in order not to give up this

continued caregiving.

It was also found that mothers gained different strengths from being a mother
of child with disability. They started fight for their children with disability. For
example, Hediye who could not get divorce in despite of all troubles in her marriage
and stood her husband, outfaced her husband to get medical report for his son. In
another example, Neriman kept the leading position and did not get divorce because
she wanted her husband to be the father of her son. This was in line with the research
of Cramm and Nieboer (2011) in which they found out that mothers overlooked their
own negative conditions and well-being in favor of the child with disability. |
consider that it might be a kind of advocacy because these mothers did not seem to
be strong enough to fight before having their children with disability. But after this

child, they might have gained different mission in their life for their children.

Caregiving

In this study as the findings pointed out, middle childhood was very difficult period
for mothers of children with disability. Mothers whose children reached adolescence
or became closer to this period expressed that they were more comfortable than the

past. The data was consistent with the findings in other research studies (Clifford,
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2007; Dura-Vila et. al, 2010). Moreover, Giinsel (2010) stated that mothers of
children with disability were most stressful when their children were in middle
childhood between the ages of 7 to 13. This situation might come from the more
adaptable behaviors of their children which were increased by help of special
education services. Another reason may stem from mothers’ learning more effective
parenting techniques for the needs of their children in time. Necla highlighted the

progress in her daughter as she grew up as follows:

When Betiil learned reading, | became very happy. Although she cannot read
fluently, she at least does something by herself. Last year, | got bored while
making her doing her homework. | gave up my other duties and even my
other child and I devoted my time to make Betiil study. But this year, | am
more comfortable in regard to her lessons. She wants to study at least. When |
see these things, | get more relaxed. My anxiety lowered. Beforehand, |
worried more for her... Now, I can go anywhere with Betiil more easily. | am
better now because she is more controlled in her behaviors. (Necla, G.118)

In line with this study, it was important to note that mothers did not want to share
this responsibility with anyone. They committed themselves to this responsibility and
expressed how happy they were from this mothering. Although they had difficulty in
providing the all demands at home, they avoided to express any negative feeling for
experiencing this situation. Neriman expressed how she felt pleasure of being the
mother of her son as follows “being the mother of Ahmet is very pleasant. If | was
born for 1000 times, again | would want Ahmet as my son. | would not want another
child.” (G.119) The happiness from being mother of this kind of children provided
energy to these mothers. According to Rowbotham et al. (2011), mothers felt more
satisfaction when they spent more time in providing caregiving. | think it may be also

another way of glorifying their sense of motherhood.
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Fathers vs. Mothers

Throughout the interview, mothers expressed that they were the primary caregiver of
their children with disability, so that they could have more caregiving difficulty than
fathers did. Because there was not enough division of labour at home, from the point
of mothers, mothers carried more caregiving burden than fathers. Research studies
also supported that mothers spent more time in caregiving than fathers (Meral&
Cavkaytar, 2012). Furthermore, when mothers asked their husbands for help them to
care their children; they were unwilling to share this responsibility as it was also
discussed by Ersumer and Grimes (2013). Mine gave example from their daily life as

follows:

My husband is not aware of needs of children from the eyes of mother. I am
responsible from giving my daughters’ medications, helping them to take bath
etc. They are even playing with their father. But after a time, my husband
says to my girls “do not speak! Let me have a look at football match”. But I
cannot say my girls “Canan please | will watch soap opera” because when she
gets angry, | would go after her to make my daughter cool down. (Mine,
G.120)

Beside, another research showed that mothers tended to exclude father from
caregiving of their children (Pelchat et al., 2003). In my opinion, because of this
unwillingness, mothers might have more tendencies to take more and more
responsibility and they dedicated their life to their children with disability. It might
be also speculated that they were not sure about the caregiving ability of their
husbands, and due to this reason they may exclude fathers from this role although

they need help.

With regard to fathers’ approaching their children with disability, mothers felt that
their husbands had difficulty in accepting their children. During the process in which

medical and educational reports of disability were taken, mothers tried to persuade

116



their husband that their children had some difficulty. For instance Necla mentioned
her struggle of making her husband accept that her daughter had a disability as

follows:

My husband did not accept the disability. | was telling that this child had a
problem but my family members told that I was exaggerating... When my
husband took Betiil to hospital for diagnosis, it was decided that her mental
process was normal. Therefore, my husband complained that | was
exaggerating. Then, we went to hospital again but we were given the same
diagnosis...Then she was taken Denver developmental test. Her test result

was again normal. Her disability was not diagnosed easily. (Necla, G.121)

As the process of getting medical report of disability went longer, as mothers
reflected, their husbands’ assumption of their children’s having no disability was
becoming stronger. After the disability report was taken, from the eyes of mothers,
fathers less likely showed their emotions and took responsibility for their children.
These behaviors made mothers think that their spouses did not accept their children.
Furthermore, it was also emphasized by Pelchat et al. (2003) that fathers had
difficulty in accepting the disability itself. Due to this reason, they had less likely
showed their emotions about their children because that would mean seeing the
difference in their children. While mothers were dealing with the demands of
caregiving of their children with disability, fathers were struggling with the idea of
disability but mothers were not aware of what their husband was experiencing
(Seligman & Darling, 2007). It was advocated that partners had different reactions
toward the situation of their children (Vural, 2010). Mine highlighted how she

realized that her husband was sharing the same emotions with her as follows:

At the beginning, | supposed that he felt shame from our children and he did
not accept them. In time, we stopped being partners and we became friends. |
realized that my husband was crying secretly like a child when our daughters
became ill. When our daughters tried to walk, he was sweating because girls’
having difficulty in walking hurt my husband so much. I realized them later...
Before, he did not tell anyone that he had disabled children but now he
expressed it openly...(Mine, G.122)
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It might be the reason why mothers feel alone in rearing their children with
disability, although fathers also experienced parenting stress. Moreover, experiencing
different stressors toward the same trauma might make difficult for partners to

support each other.

Neglecting Other Children at Home

In this study, except one mother, all mothers had another typically developing child.
However, during the interview, none of the mothers talked about the difficulty of
situation for the siblings. Mothers wanted their children to accept the sibling with
disability and did not question why they experience this difficulty. Most mothers
wanted their other children not to create any problem and did not demand anything
because mothers’ lives were difficult enough. When siblings did not tolerate their
other children with disability, they forgot that these siblings were also children who
had some emotional, instrumental and social needs. Because mothers expected their
non-disabled children to behave maturely and understand why their sibling with
disability came first. In longitudinal study conducted by Weisner (1993), equal
treatment of children which consisted of allocating time, money and activities
equitably to each child was the prominent idea (Koch& Mayes, 2012). But in our
study, prioritizing the child with disability was the general tendency and some
mothers refused the needs of their other children in childhood. On the other hand, it
was the right of sibling to express his or her needs, assert their rights and be treated
as other children (Burke, 2003). But in this way, with the intention of not to neglect
the child with disability, they neglect the typically developing child. Melike told her

opinions as follows:

I wish | did not have my older daughter so that I would only take care of
Burcu. But now my older child had problems, too. If | had a chance, | would
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not have another child. I could devote my all attention to Burcu. It is very
difficult, I cannot deal with my daughters. (Melike, G.123)

Stigmatization

Throughout the interview, mothers emphasized the inequality their children
experienced in society due to their disability. Because they were labelled as
“abnormal”, other others did not want their children to play or talk with them.
Teachers did not want the children with disability to be included in their class.
Teachers labeled these children as “stupid or handicapped” and could not understand
why these children were placed in inclusive setting as it was also discussed by
Seligman and Darling (2007). This result was contradictory to those of Rakap and
Kaczmarek (2010) who found out that teachers in Turkey had favorable attitudes
toward the inclusion of students with disabilities. For example, Aylin stated that
although her son with disability did not have inappropriate behavior among peer
groups, he was accused of doing any mistake although it belonged to another child.
She also added “Because Utku has disability, when he sits near a child, other parents
tell teacher. I understand. Then this child changes his or her place in class which
makes me sad. | think that they are both children; I cannot understand what their
differences are.” (G.124) The child was exposed to this accusing due to just his
disability which reflected discrimination in our society toward disability. In my
opinion, these practices show how children with disability are not accepted and

discriminated from society.

In addition to this disadvantage, mothers also highlighted that their children’s
behavior problems could not be tolerated because their disability was not visible.
Mothers thought that people had more tolerance and acceptance toward children
whose disability could be seen outside or visible such as visual or physical
disabilities. When they understood that the children had disability, they changed their
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negative attitudes or complaints. On the other hand, children with intellectual
disability was difficult to understand from outside look, so they reacted these
children more negatively which was also discussed by Seligman and Darling (2007).
Selma discussed this issue and said “People act more tolerantly toward people with
physical disability. But they are not aware of children with intellectual disability

which is not understandable from outside.” (G.125)

Difficulty in Using Legal Rights

Moreover, mothers discussed about lack of opportunity given for people with
disability to use their legal educational rights. Selma stated that she was not sorry for
the situation of her son but she was sorry for not being able to achieve her
educational goals for her son. She described herself as a parent behind closed doors
and complained about not using the legal rights of her son to get proper education
and therapy for his development. Special education was not enough for the benefit of
children with disability and mothers also mentioned that there were lots of legal
procedures which hindered the progress to development of children. In order to have
a medical report, they should have contacted different places such as child psychiatry
department, research and guidance center and they had to explain their problem in
detail. Because these procedures were difficult, complicated and taking longer time,
most mothers gave up their struggling and lost their hope from educational services.
Selma said “Legal procedures stopped us. Procedures make our children regress, not
progress. This is the only thing | feel sorry” (G.126). It might be related with
maternal education level. Our mothers had generally primary to high school degree,
so they might have experienced difficulty in following the legal procedures. Even for
most mothers, it was the first time to talk with a professional to explain their problem

regarding their children.
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Spirituality

Interviews with mothers demonstrated that religiosity was a very powerful coping
mechanism which was not covered in our literature before interviews. When mothers
talked about the situation of their children, they generally did not question why this
happened to them and talked about their religious faith. They thought that no one was
responsible for this situation. They believed that it was a kind of test and if they
could be patient, they would get a reward. They believed that this world was a
temporary place in which people were tested. During the interview, they mentioned
about their praying, religious practices and they used expressions such as “God
knows, God will give its reward, thanks to God”. Their faith gave them interpretative
framework to understand and view the disability of their children from more positive
perspectives. Because they needed a meaning and reason, trusting in God provided
relief and reduced their stress as it was also highlighted by Stainton and Besser
(1998). Also, according to Parker et al. (2011), in time of need, religion provided
comfort, patience and strengths for caregivers of children with disabilities. Necla

explained this faith as follows:

| took power from my spirituality. Because God is our creator, | take refuge
in him. God makes me alive supports me. | believe that everything comes
from him and this is our test. We are getting help and support from God and
continue our life in this way. (Necla, G.127)

It was an effective coping factor which gave mothers emotional and psychological
support (Dura-Vila et al., 2010). | considered that their psychological endurance and
patience in despite of lack of support may come from their religiosity and belief in

God.
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Future Expectations

When mothers thought about future, they expressed no expectation and talked
pessimistic. After the question of future expectation, Hediye said “It is a very
difficult question. It is too early to think about future. Before anything else, Dogukan
should recover and cool down.” (G.128) They accepted the fact that their children
would not be in better condition in later years, so they worried about how their
children would take care of themselves after they died. Mothers’ reactions about the
future were parallel to the findings in other studies. Because these children were
dependent on their mothers for their care, mothers were questioning about who
would care their children after their death as stated by Sevim (2011). Furthermore,
they wanted their children to have a job however, they were aware that their
children’s abilities were not enough to have a job. They were not sure of the ability
of their children with disability to take care themselves which was also found out in
research conducted by McConkey et al. (2008) and because of this, mothers had
pessimism about future (Karadag, 2009). These mothers both wanted their children
to have a job for their survival but cannot believe that their children had ability to

have a job. This situation creates ambivalent feelings in mothers as Aylin stated:

What can | expect from the future of Utku? | feel that even if he had a job, he
could not continue without support. | believe that he should always take
support... I worried about the possibility of his being abused because he
accepts what he is told to do. When 1| tell him to do something, he
automatically does it without questioning. He does not have conscious and |
am afraid of his being abused. | cannot imagine that he will earn money . He

might work with my brother’s office. But no I cannot believe it. (Aylin,
G.129)

As in the example of Aylin, due to these ambivalent feelings, mothers could not
expect positive things from future. Then, mothers felt depressed and worried about

their death because they were not sure about future of their children after they died.
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Due to this reason, they wanted to die with their children. Mine put this into words
and said “I did not know what would happen to my child when I died. I believed
what was written in our destiny would happen to us but my biggest desire is to die

together. I wished to die not before or after my daughters.” (G.130)

Appropriate Interventions for Mothers

During the interviews, although it was not asked, most mothers mentioned that they
were given “antidepressants” by their psychiatrists because of their depressed mood.
But these medications made them sleep all day. Therefore, medications made it
impossible to take care of their children with disability. They stated that they should
have been awake to have an eye on their children. It was an important finding which
showed that mothers who had negative experiences suffered from depression needed
to have an alternative treatment in order to continue their caregiving role properly.
Neriman expressed that “When we went to island where Ahmet’s attacks started, I
became very down. Then, doctors gave me “antidepressants”. I do not want them
because they made me sleep. I have crying periods for a week.” (G.131) This result
was consistent with the findings of study which supported that mothers who had
depressive symptoms or suffering from depression should have professional support
from counseling or psychotherapy but in some cases, medications should have been
prescribed as well (Bailey et al., 2007). It might be concluded that medication is not
suitable for mothers of children with disability because of the daily routine of
mothers and demands at home, so side effects of medication should be taken into

account by professionals as well.

When mothers were talking about their lives, it was understood that they had

some irrational beliefs about their families and themselves. Firstly, they thought that
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these mothers and their husbands had no right to be ill, or die. Parents should have
been strong, healthy and psychologically endurable although they did not get any
help from outside. Secondly, this situation made parents believe that they should not
have been bored or complaining from the caregiver role. None of the mothers told
that they were bored of this role because mothers believed that they did not have a
right to be angry at their children or to the negative situation caused by their children.
Thirdly, mothers felt responsible from the all of the things about the children with
disability because they were the ones who could fulfill these demands. Lastly,
mothers wanted their other children and their husbands behaved in dedicated ways.
These irrational beliefs showed that there was a woman working, dealing with
demands of their children and forgetting herself. Neriman highlighted her situation

as follows:

Due to catheter, everyone looked at Ahmet strangely. | stood up to everything
but everything had a negative effect on my health. After Ahmet’s disability, I
undergo operations for nine times... But I always dressed up and put on
make-up. When we went to hospital, our doctor told that he admired me. | got
hurt but I always put a mask on my face. I am still putting on my mask...
Now my health is very important. | should not die, or be ill. Now | am taking
vitamins, taking care of myself. Why did | have cosmetic surgery? For Ahmet
because he pays attention to beauty and he admires me very much...
(Neriman, G.132)

Neriman’s example reflected the irrational beliefs of mothers who are living for the
benefits of their children with disability. It was also highlighted in study conducted
in India by Kishore (2011) that mothers of children with disability ignored attention
to their own personal, social and emotional needs over the needs of children. In
context of Turkey, the picture was not different. In my opinion, mothers’ neglecting
their own needs might cause their experiencing burn-out in future. According to
Bilgin and Gozum (2009), mothers of children with intellectual disability were more

likely to have excessive stress, fatigue and depression. When they could not deal
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with these symptoms, mothers generally suffered from burn-out. Burn-out was
described as “state of physical, emotional, and cognitive fatigue due to long-lasting,
emotionally enforcing conditions” (Bilgin & Gozum, 2009). Mothers’ self-
sacrificing attitudes may lead to long-term negative consequences for children with
disability. But in examples of resilient mothers having children with disability,
mothers did not perceive taking care of themselves as luxurious acts. They believed
that they and their other family members also had needs and they were necessities
(Gardner & Harmon, 2002). But these resilient mothers were from high SES and

education level which might have an influence on their resources to cope.

Positive Influences of a Child with Disability

During the interviews, mothers pointed out the positive experiences of having a child
with disability. They emphasized their growth in tolerance, having more optimistic
view, expressing gratitude, being stronger and strengthening their religiosity. This
finding was parallel to the literature which showed positive growth in families of
children with disability (Stainton & Besser, 1998). In my opinion, it is very natural to
gain positive attribution from having a child with disability because it starts
accepting the difference and continues life with different point of view. These
mothers have different routines, different struggles and also worries which make

them stronger spiritually and emotionally than “ordinary people”.

Recommendations for Mothers
Data analysis showed that mothers of children with intellectual disability had
different problems stemmed from caregiving a child with disability, organizing the
whole family, lacking social support, educational barriers and legal procedures; and

also stigma against the disability in society all of which were discussed in former
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sections. When these problems came up as a whole, it indicated that mothers were
giving the signals of burn out. Therefore, the most important implication of this study
is that problems experienced by the mothers of children with disability should be
handled in order to prevent mothers from experiencing burn-out symptoms so that

not only mothers but also all family members could function well.

Recommendation for Professionals

As literature stated, social support is very important for emotional endurance of
mothers of children with disability. However, most mothers did not receive adequate
support because their social contacts decreased due to the needs of children with
disability and also negative stigma in our society in general. Therefore, one of the
implications of the study is to conduct support groups of mothers which could
provide social well-being, giving information, practical help, and increase social
network of mothers. Informal help from mother to mother is more beneficial as
stated by McConkey et al. (2008). Also, in order to fight with this negative stigma in
society toward people with disability, advocacy is very important to help them use

their rights.

Analysis of data showed that all mothers devoted themselves for caregiving
of their children with disability and they neglected their own emotional, social and
physical well-being in favor of their family functioning. But this situation would
have block mothers’ ability to meet the long-term needs of their children because
their social well-being would be reflected on the well-being of children with
disability. Therefore, giving support for improving parents’ ability to have active

social lives is very important as emphasized by Cramm and Nieboer (2012).
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Husbands and siblings were the other sides which were negatively affected by
having a child with disability in the family as the study findings indicated.
Unfortunately, due to less interaction within the family, none of the family members
helped one another although they were having the same difficulties coming from
living with a family member with disability. Because of these needs, it was vital to
provide family counseling instead of supporting them separately so that they could

understand each other and give support according to the needs of family members.

Analysis of data revealed that mothers in this study had some irrational
beliefs about themselves, their mothering and their family. Some emotional problems
and their negative experiences might have resulted from these irrational beliefs. For
this reason, another implication of this study is that using cognitive approaches in

counseling could be more beneficial and suitable for these mothers.

Throughout the interviews, it was seen that professionals had an important
role in families’ accepting stage. Professionals attitudes toward disability, toward the
family of children with disability, how they give information about the situation of
children are very important for the family members to understand the issue. Different
views of professionals, either negative or positive, have an effect on family
members’ perspectives toward their children and their conditions. Hence,
professionals should know the experiences of a family of children with disability and

how to approach them positively.

Religious beliefs were found to be the very strong coping mechanisms in
mothers as the findings of the study demonstrated. Faith and religious beliefs gave
mothers strength and hope to continue their struggle with their children. But health

professionals did not take religious issues into account in clinical settings which was
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a lacking part to support mothers’ resilience in general. As Dura-Vila et. al (2010)
emphasized, religion should be understood in order to increase coping mechanism of
the mothers who have children with disability because it might have positive effects
on mothers’ well-being. Therefore, professionals should understand the effects of

cultural and religious issues’ healing while giving clinical support to these mothers.

Recommendation for Policy Makers

Despite the studies and laws which are published day by day with regard to
conditions of people with disability, there are still problems, especially in getting
medical and educational reports. In Turkey, in order to benefit from the services for
children with disability, firstly children should be examined in a state hospital by
child psychiatrists and medical committee make a decision about the diagnosis of
disability. By this way, child with disability get the medical report in which the
child’s disability and its disability level are stated. Then, with this medical report,
parents should apply to “counseling and research center” where children take
different intelligence and development tests. During these tests, according to the
performance of children in fulfilling the objectives of the test, an educational report
is given. By this educational report, children with disability gain a right to get free of
charge special education services up till 8 sessions per month from rehabilitation
centers. Also, these children have a right to use free transportation to go to
rehabilitation centers. Therefore, children having both medical and educational report
start education in inclusive setting and their children should be prepared an
“individualized education program” according to the disability and developmental
needs of the children in school. As can be seen, it is a very long and complicated
process to get a report and include children into regular setting which is least

restricted environment for their development. When children have a disability and
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get a report, they gain some legal rights but parents had difficulty in using their legal
rights for educational needs of their children. Because most parents do not know how
to follow these legal steps and from where they should start. For some parents,
although they follow the legal procedure properly, they face some obstacles and their
getting report process gets longer. Parents should know their rights, how to explain
the difficulties their children experience, where they should apply when they get a
problem in legal procedure. It is not easy for a mother who is still in a denial stage
about her child’s disability and sometimes this mother should defend her child’s
rights to get the report although she is not ready for hearing child’s disability.
Therefore, it is very worthy to make a need analysis to understand the needs of
individuals with disability and also their family. After this need analysis, it could be
possible to make appropriate accommodations for the family of individuals with

disability.

In diagnosis process, children with disability were assessed with standardized
tests and according to the level of their disability, they were provided a diagnosis.
But according to DSM-5 and AAMR, the people should be evaluated in terms of
their adaptive functioning and level of support they needed. In this study, all children
were diagnosed with mild intellectual disability. From these children, only two of
them could achieve making their self-care. But when looking at the features of mild
intellectual disability, they should fulfill their own self-care needs. It showed that
adaptive functioning and level of support these children needed were not taken into
account in diagnosis process. Due to these reasons, in diagnosis of these children,
authentic assessement in which multiple sources of testing and assessment tools are

used should be provided.
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Recommendations for Further Research

This research study aimed at understanding the life experiences of mothers of
children with intellectual disability in using qualitative method with nine
participants. It would be beneficial to work with larger sample or changing method

into quantitative method in order to get a more generalizable data.

Another suggestion would be selecting participants from different
socioeconomical and education level as much as possible. In this study, participants
from high SES and education level could not be found. The problems they

experienced or their coping styles could be different from the ones in this study.

Throughout the interview, it was observed that every family experienced
disability within their family dynamics and every participant has a unique story
although all participants are mothers of children with intellectual disability. In order
to understand these unique stories in depth, phenomenological case studies could be

designed and conducted.

While talking about family living with the children with disability, spouses
and siblings’ situations were reflected by mothers. With the aim of getting more
comprehensive view point, further studies may take siblings and husbands in a
sample and make a compression how these parties experienced their lives in the same

phenomenon.

All mothers in this study had children having mild intellectual disability.
Because these children had mild forms of impairment, it was easy for mothers to
think about their children functioning in normal range. Further study might be
conducted with mothers of children with moderate or severe levels of intellectual

disability and then the dynamics could be analyzed accordingly.
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Setting out from the data analysis, it could be concluded that having a child
with intellectual disability changed and shaped the life of a mother in personal,
social, interrelational and emotional aspects differently which was stated throughout

the study.
Limitations of the Study

After the data was analyzed, some limitations were observed in this study. Firstly,
the aim of the study was to understand life experiences of mothers of children with
mild intellectual disability. Due to this reason, participants were determined on
purposeful sampling, so that this study could represent only small percentage of
mothers of children with intellectual disability. Even though, small number of
participants was listed as a limitation, qualitative research study aims at understand
the phenomenon in depth. Thus, findings in this study cannot be generalized to other

mothers of children with intellectual disability in Turkey.

Secondly, most participants in this study were mothers whose children going
to public school and rehabilitation centers in Kartal, Istanbul. Participants were
generally from low to middle SES and had low to middle educational level. In this
respect, they could not have represented the general population of mothers of

children with intellectual disability in Turkey.

Thirdly, this research study is limited to the degree of information given by
participants. Half of the participants in this study had joined the support group
sessions run by me and I worked with their children at school. Due to social
desirability bias, they might have answered questions in a way that would show them

more socially acceptable. Therefore, their answers may not have reflected the reality.
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Fourthly, participants in this study stated that they had difficulty in
verbalizing their experiences which may stem from their education level. Also, it was
participants’ first time to talk about their experiences with their children having
disability so that they might not have known how to tell their stories as a whole.
Thus, the answers may not have reflected their all experiences with their children in

every aspect.
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APPENDIX A

The Interview Form in English
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English Form of the Interview Questions

1. How was your pregnancy?
a.What were your expectancies about your baby during your pregnancy?
b.How did you expect your mothering role during pregnancy?
2. When and how did you first realize that your child is different?
a. How was the diagnosis process?
b. How did you react when you learned the diagnosis of your child?

c. What did you know about this disability?

w

What do you think about this diagnosis now?

SN

. What did you do in order to learn more about the disability?
5. How is like being the mother of X? (name of the child:X)

a. Is there any difference in your mothering between X and your other child?

(o2}

. How is your typical day with X?
a. Did you experience any problems?
b. What necessities being the mother of X?

7. How was your relationship with your husband before the diagnosis of X?

oo

. How can you describe your current relationship with your husband now?

[{e]

. What are your expectations regarding your child’s future?

10. Which message would you like to give as a mother of children with special needs

to other mothers?
11. How did your child’s disability affect your life?

a. Did the disability contribute to you positively?
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Turkish Form of the Interview Questions

1- Nasil bir hamilelik déonemi gegirdiniz?
a. Hamilelikte cocugunuzla ilgili beklentileriniz?
b. Tleride nasil bir annelik roliiniiz olacagin diisiindiiniiz?
2- Cocugunuzdaki farkliligr ilk ne zaman ve nasil fark ettiniz?
a. Teshis siireci nasil oldu?
b. Teshis size sdylendiginde ilk tepkiniz ne oldu?
c. Bu engel hakkinda neler biliyordunuz?
3- Bu teshis hakkinda simdi ne diigiiniiyorsunuz?
4- Bu konuda bilgi almak i¢in neler yaptiniz?
5- X in annesi olmak nasil bir sey?
a. Diger ¢ocugunuzla olan anneliginizle x arasinda fark var m1?
6- X ile bir giin nasil gegiyor?
a. Problem yasiyor musunuz?
b. X in annesi olmak neleri gerektiriyor?
7- Esinizle ¢ocugunuzun teshisi konmadan 6nce nasil bir iliskiniz vardi?
8- Esinizle su an nasil bir iligkiniz var?
9- X in gelecegiyle ilgili beklentileriniz nelerdir?
10- X in annesi olarak diger annelere ne mesaj1 vermek istersiniz?
11- X in durumu ailenizi nasil etkiledi?

a. Olumlu olarak size neler katt1?
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Consent Form To Participate in Research

You are being asked to participate in a research study of “Life Experiences of
Mothers of Children with Intellectual Disability”. This research study is designed to
understand experiences of mothers having children with intellectual disability and
how this disability affects their life from different aspects. The research is within the
context of master thesis in Bogazi¢i University, Institution of Social Sciences in
Guidance and Psychological Counseling department. With the participants, their

lives from their pregnancy until today will be discussed.

For data collection, there will be one face-to-face interview session which takes
about an hour. At the end of data collection, there will be 15-minutes information
building session about the rights of families of children with special needs. After
standard qualitative data is collected, they will be analyzed by researcher Gokge
Piroglu Akg¢akmak.

You are selected for this research as purposeful sampling. Participation of this study
is completely voluntary. You have a right to withdraw from the research whenever
you want. Also, you may choose not to answer specific questions or to stop

participating at any time.

While analyzing data, your names and identifications will be kept confidential.
During interviews, audio-recording will be used and data will be destroyed after data
analysis. If you do not allow audio-recording, you can just inform it at the beginning
of the interview. All information you share and your privacy will be kept and your

names will be expressed as pseudo names.

| thank you for participating in my research.

I read all information mentioned above and | accept to participate in this study.

(Your signature below means that you voluntarily agree to participate in this research

study.)

Date Name-Surname of Participant Signature
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Katilimer Bilgi Ve Onam Formu

Aragtirmay1 destekleyen kurum: Bogazici Universitesi Egitim Bilimleri Béliimii
Aragtirmanin adi: “Zihinsel Engelli Cocuga Sahip Annelerin Yasam Deneyimleri”
Proje Yiiriitiiciisii/Aragtirmacinin adi: Gokge Piroglu Akgakmak

E-mail adresi: gokce_piroglu@yahoo.com

Telefonu: (535) 383 99 04

Aragtirmanin konusu: Bu arastirmada, zihinsel yetersizlik tanis1 almis ¢gocuklarin annelerinin
yasam deneyimlerinin arastiritlmast amaglanmigtir. Zihinsel yetersizligi olan bir ¢ocuk
annesinin hamilelik doneminden itibaren yasadigi deneyimler, karsilastigi zorluklar, bas
etme yollari, kisiler arasi iliskileri ve gelecek ile ilgili beklentileri ele alinacaktir. Bu
arastirma, Bogazici Universitesi Sosyal Bilimler Enstitiisii Rehberlik ve Psikolojik
Danigsmanlik Boliimiinde bir tez calismasi kapsaminda, Yrd. Dog¢. Dr. Z. Hande Sart
gbzetiminde yiiriitiilecektir.

Onam: Bilgi toplama yar1 yapilandirilmis ve yaklasik bir saat silirecek goriismede
toplanacaktir. Goriisme bitiminde katilimcilara “zihinsel yetersizlik™ ile ilgili bilgilendirme
de yapilacaktir. Toplanan bilgiler arastirmaci Gokce Piroglu Akcakmak tarafindan analiz
edilecektir.

Bu arastirmaya katilmak tamamen istege baghdir. Katildiginiz takdirde ¢alismanin herhangi
bir asamasinda herhangi bir sebep gostermeden onaymizi ¢ekmek hakkina da sahipsiniz.
Calismadan ¢ekilmek istediginiz takdirde verdiginiz bilgiler ve kayitlar imha edilerek
calisma kapsamindan ¢ikarilacaktir. Goriisme esnasinda cevaplamaktan rahatsizlik
duydugunuz sorular1 yanitlamama ya da istediginiz kadariyla cevap verme hakkina
sahipsiniz.

Goriisme esnasinda ses kaydi yapilmasi igin izniniz alinacaktir. Eger ses kaydina izin
vermezseniz, goriisme kayitlar1 yazili olarak tutulacaktir. Yapilan kayitlar analizden sonra
imha edilecektir. Paylasacaginiz bilgiler ve kimliginiz gizli tutulacaktir.

Ben, (katilimcinin adi)
.................................................................................................................. , yukaridaki
metni okudum ve katilmam istenen calismanin kapsamini ve amacini, gonillii olarak
iizerime diisen sorumluluklart tamamen anladim. Calismayla ilgili istedigim sorular
sorabilecegim hakkinda bilgilendirildim. Bu g¢alismayi istedigim zaman ve herhangi bir
neden belirtmek zorunda kalmadan birakabilecegimi ve biraktigim takdirde herhangi bir
olumsuzluk ile karsilagmayacagimi anladim.

Bu kosullarda s6z konusu aragtirmaya kendi istegimle, hi¢bir baski ve zorlama olmaksizin
katilmay1 kabul ediyorum.

Formun bir 6rnegini aldim / almak istemiyorum (bu durumda arastirmaci bu kopyayi saklar).
Katilmeimin Adi-SoYadi c...oocveeiiiiieieicee et
IMZast: ..o Tarih:  /......... [oveiinnn.
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*All mothers and their children were given a pseudo name in Turkish.

*ID: Intellectual Disability, ADHD: Attention Deficit Hyperactivity Disorder
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BOGAZICi UNIVERSITESI
insan Aragtirmalan Kurumsal Degerlendirme Kurulu (iNAREK) Toplant: Tutanag
2013/2

15.04.2013

Gokge Piroglu Akcakmak,

Bogazici Universitesi, Sosyal Bilimler Enstitiisii Rehberlik ve Psikolojik Danismanlik Programi, 34342
Bebek, istanbul

gokce_piroglu@yahoo.com

Sayin Aragtirmaci,

“Zihinsel Engelli Cocuga Sahip Annelerin Yagam Deneyimleri” baglkh projeniz ile yaptiginiz Bogazici
Universitesi insan Aragtirmalani Kurumsal Degerlendirme Kurulu (INAREK) 2013/32 kayit numaral
bagvuru 15.04.2013 tarihli ve 2013/2 sayih kurul toplantisinda incelenerek etik onay verilmesi uygun
bulunmustur.

Saygilarimizla,

-—

Mgy~

Prof. Dr. Hande Caglayan {Bagkan) Yrd. Dog. Dr. Ozgiir Kocatiirk (iiye)
Molekiiler Biyoloji ve Genetik B&limij, Biyo-Medikal Miihendisligi Enstitiisii
Fen-Edebiyat Fakiiltesi, Bogazici Universitesi, Bogazigi Universitesi,

istanbul istanbul

e

-
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APPENDIX G
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1. Hamilelik donemim gergekten ¢ok zor gecti. Yani nasil diyeyim aile sorunlarim
cok oldu... Hamileligim normal gidiyordu. Ama 7. aya girdigimde kardesimi siirpriz
olsun diye bana getirtti esim. Haberim bile yoktu ve bunu ablast hi¢ istemedi.
Ablasmin onay1 olmadan getirdigimiz i¢in ¢ok olay yasadik. Derya’nin gelmesiyle,
kiz kardesimin gelmesiyle ben hastanelik oldum. Anne karninda Dogukan
sancilantyormus ben bilmiyorum. Afedersiniz, benden leke geldi. Doktora gittik,
beni hemen o gece hastaneye aldilar. Dogukan’in iste kalp atislarini, kalp ritimlerini
kontrol altina aldilar. Kalp atislar1 ¢ok yiliksek oldugu i¢in ¢ocuk benim yasadigim
stresten dolay1 sancilaniyormus. (Hediye)

2. 24 yasindaydmm. Ilk 3 ay cok mide bulantis1 her seyden cok tiksinerek basladi. 7
aylik da dogum yaptim. Suyum 12 saat once geldi. Erken dogum yaptim ama
sezeryanla da olmad: bebek kiivezde de kalmadi. Ilk kizimm cok rahatsizhg var
epilepsi hastasi. Boyle nobet gegirirken morardi, ellerini sikardi. Hep Canan’da da
onu yasayacagim korkusu vardi bende. (Mine)

3. Iste evlendim bir ay sonra hamile kaldim. Giizel gegti, ok giizeldi yani. Boyle
isteklerim oluyordu, her seyi istiyordum ama simdi Allah var esim her seyi getirdi.
Boyle erik, ben o zaman poset poset erik yiyordum. Hatta arkadaslar benle dalga
geciyordu, yenge aga¢ doguracak diye. Baska da sorunum yoktu. Devamli da
kontrole gidiyordum. Her sey giizel gidiyordu sorun yoktu normaldi. Higbir sikinti
yoktu. (Hande)

4. O zaman 40 yasindaydim, emekli oldum. 2 ay sonra 6grendim emekli oldugumu.
Menapoza girdim diye ¢ok dnemsemedim. Doktora gitmedim. 2 aydan sonra doktora
gittim, dedi hamilesin. Ben sasirdim, sok oldum. Dedim Allahim noldu. (Aylin)

5. Hamileligim ablas1 kadar zor geg¢medi. Sadece ilk dort ay cok asiri mide
bulantisindan pek bir sey yiyemedim. Ondan sonra yemem falan diizeldi. Bir
problem filan yasamadim ama ¢ok agir bir is yapiyordum. Burcu’nun rahatsizligini
da ona sey yapiyorum. Bir araba fabrikasinda dakika ile bir is yapiryordum. Hava
yastig1 yaptyordum. Yetistireceksin diye baski yapiyorlardi. Bir de elim c¢abuk
oldugu i¢in o zamanlar benden seviyemin diginda, herkesten ¢cok yaptigim i¢in kendi
isimi bitirince bir de etrafa yardim ediyordum. O derece baski yapiyorlardi,
hamilesin filan demiyorlardi. Sen yapabiliyorsun, yapacaksin... Bana c¢ok is
yiikliiyorlardi. (Melike)

6. Bir de ilk bebegimizdi ama aman aman g¢ok beklentimiz yoktu digerleriyle
mukayese ederekten. Hani normal diger akranlar1 gibi biiyiiyecek, kendi yolunu
kendi cizecek, ne yapmak istiyorsa Oyle olacak. O sekildeydi zaten. Bu tarz
stirprizlerle karsilastik. (Selma)

7. Tabi ¢ok giizel beklentilerim vardi. En basiti bir kere onlarin okumalarint ¢ok
isterdim. Hani ben okulu ¢ok seven birisi degildim. Sevseydim hi¢ engel yoktu.
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Ailemden falan, bazi aileler okula gitmesini istemez. Benim Oyle sikintim yoktu.
Ama ben okulu kendi istegimle biraktim. Herhalde ¢ocukluktan, su anki aklim
olsaydi bir meslek bir mevkii sahibi olmak isterdim. Ve ben bunu anlayamadigim
icin ¢cocuklarima anlatip ¢ok giizel bir gelecekleri olmasini isterdim... Biiyiik kizim
hastaneye yatt1 falan diye anlatmistim ya aslinda ¢ok farkinda degildik. Ikincisi ise
tamamen planli bebekti. Cagla yasayamadiklarini onda gormek istedim. Ama Canan
Cagladan daha fazla hassas oldu... Ama ¢ok isterdim ikinci kizzimin saglikh
olmasini. (Mine)

8. Oyle higbir plan proje yoktu. Sadece hamileydim &yle sey yapiyordum. (Aylin)

9. Boyle olacagimi hi¢ tahmin etmiyordum bir kere. Cok sabirli ve ¢ok 6zverili bir
anne oldum. Ve ben ¢ok degistim. Ben ¢ok ucartydim, hi¢ doniip ardima bakmayan
biriydim. Mesela arabay1 son gaz cekip giderim, hi¢ arkama doniip bakmam. Su an 2
kere diisiiniiyorum c¢ilinkii arkada 2 ¢ocugum var. Yani ben, ben degildim. Ben
kendim olarak yasamamayi 6grendim bir kere. Onceligim evlatlarim oldu, evim oldu.
Yani ben dehset, 199 derece degistim. (Mine)

10. ¢ocuga hasret, a¢ bir anneyim. Her seyini ben yapayim c¢ilinkii hasta biiytittiim.
“ben anne oldum mu?” gelecekteki kitabimin adi olacak. Anne gibi olmadim. Hani
bir bakici oldum, bir doktoru, bir hemsiresi ama hep korktum titredim. Cok sevip
doyasiya dpmedim, ¢ok kizip bir tane vurmadim. Disaridaki anneler gibi rahat hig
olmadim. Olmak isterdim agikcasi. Evimde oturup Ahmet’imi beklemek isterdim su
an, okulda degil. Onlar1 yagadim. (Neriman)

11. Dogukan karnimda acayip doniiyordu. Boyle ¢ok hareketli, tabiri caizse sanki
yilan var gibi. Boyle dolasiyor yani. Benim ilk hamileligim oldugu i¢in ben bunu
anlayamadim... Ama iste ondan bir hafta sonra olaylarim bagsladi. Hastaneye yattim,
aragtirma devlet hastanesine Kartal’a. 7 lin orada prepar igne adi altinda tedavi
uyguladilar. O iste gocugun kalp ritimlerini normale geviren igneymis. (Hediye)

12. Ama doktora gittifim zaman Betiill 4 aylikken gitmistim, kafasinda su
baloncuklar1 oldugunu sdylemisti doktorum. Cok iiziilmiistim o zaman ama bunun
Onemsiz, gecebilecegini aslinda su anda normal bir hamilelik déneminde, kaginci
hafta oldugunu hatirlamiyorum simdi, gegmesi lazim dedi. ama bazi hamileliklerde
de gec geciyor dedi baloncuklar. Onun i¢in 2 ay sonra tekrar cagirdi. Gittigimizde
gecmis dedi, diizelmis dedi ama o benim i¢imde hep bir ukde olarak kaldi yani. Peki
gecmezse ne olur demistim. Cocugunuz sakat olabilir demisti o zaman. Iste o benim
icimde hep kaldi yani. (Necla)

13. Sadece Arda’yr normal dogum yapmak i¢in ¢ok bekledim. 2 giin bekledim.
Suyum bitmisti dogum esnasinda. 8 saat suni sanci ¢ektim suyumun bitmesine
ragmen 2 giin Oncesinden. Daha sonrasinda susuzda normal dogum
gerceklesmeyecegi icin sezeryana alimmistim. Son donemine kadar her sey cok
iyiydi. O anda Oyle bir sey yasadim. Hatta hep ona baglarim iste susuz kaldim, ¢ok
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bekledi, normal dogum olsun diye c¢ok bekledik. Sonra susuz bir sezeryana
alinmamdan belki bu rahatsizligi kaynaklanmistir diye diigiiniiyorum. (Selma)

14. Dogumdan sonra down sendromlu mongol dediler. Siiphelendiler yani tam degil
ama siiphelendik dediler. Marmara hastanesi, Cerrahpasa’ya gittik. Iste
Cerrahpasa’da gercek sonucu o6grendik. Iste Down sendromlu, yasitlarindan geri,
yasitlarina gore biraz geri takip edecek. (Aylin)

15. 7 aylikken beyin kanamasi gecirdi. Ilk kanamasinda anlamadilar. Israrla
kafasinda problem oldugunu soOyleyince arastirmaya aldilar ama bir hafta i¢inde
ikinci kanamay1 gecirince artik 6ldii deyip bakmadilar. Hatta esim doktorun birini
dovmeye calist1... Ameliyatini ettirdik zaten ameliyatta sey istediler 6lecek, yasarsa
da sakat... 2 ay hastanede kaldik. ikinci ameliyat1 oldu. Sant taktilar... Ondan sonra
hastaneden ¢iktigimizda kesinlikle Burcu’da bir gelisme yoktu. Yani bitkisel bir
hayat, konusmuyor, kafas1 boynunu tartmiyor, hicbir tepki hareket yok. Iki yil ben
bunla miicadele ettim. (Melike)

16. Nazli’nin aksamdan atesi vardi. Kaymvalidem dedi getir bir aspirin ver atesi var
diye. O bebek aspirini igti sonra yatti. Sonra sabah kalktik ki bu bizimle yatti, bu ¢ift
kisilik ¢arsaf boyle kan. Ama bdyle nasil gesme gibi burnundan. Biz apar topar acile
gotlirdiik... Nazli 0 zaman 3 yasinda. Sonra iste tahlil yapildi. Viicudunda beyaz
{inite denilen kan higbir sey kalmamis. Ta Capa’dan kan1 geldi. iste hemen hemen 1
ay yatt1. Kam falan degisti her seyi. Bir de dalak biiyiimesi var dediler. Iste dediler
kendini bilinceye kadar koruyacaksiniz, diismeyecek, carpmayacak. Hani cam nasil
kirilmasin diye Nazli da dyle... Iste hemofil dediler. (Hande)

17. 1k defa gergek bayramimdi. Sonra Ahmet’e vitaminini verdim. Morardi, rengi
degisti. Hani 1s1ktan dolay: florasan yaniyordu, belki ondan dolay: farkli goriiyorum
dedim. Birden morardi. Baba, dede camiden geldiler. Ahmet’i gordiiler, rengi niye
boyle dedikleri anda biitiin yiizii mosmor oldu, kafa diistii. Oldii diye feryat ettik...
Hastaneye gittik. Bebeginizi kaybediyorsunuz dediler... Iste yanls teshis. Bu
hastaligi su an bile doktorlar tanimiyor... Metabolik bir hastalifi oldugu ortaya
¢tkmig, idrar kokusundan anlasilirmis, pastirma g¢emen gibi kokarmis. Yani
dogmadan anlasilmazmis. (Neriman)

18. Dogduktan sonra kalp delik, down sendromlu dediler. Hastaneye gittik, 3 ay
zatiirreden yattik. Ondan sonra da bu iyilesmiyor kalp delik oldugu icin Haseki
Amerikan hastanesine sevk ettiler orada ¢ok iyi doktorlar var diye. Orada ameliyat
oldu. (Aylin)

19. Derken bir giin Canan’in kolunda ataklar oldugunu gordiim. Hastaneye gotiirdiik
hemen acile yetistirdik. Doktoru ndbet gecirdigini ve Fahr sendromu hastasi
oldugunu, 1 yasinda tanist kondu. Ondan sonra Almanya’dan bir igne getirttik biz
ona. Onunla nobetlerini durdurmaya calistilar. Gilinde 60-70 kere kiiclik ataklarla
ndbetler geciriyordu. Ondan sonra uzun siire tedavi uygulandi. Sonradan birkag ilag
kullanilmaya baslandi. Ama nobetleri ¢ok agir oluyordu. Diyazem aliyordu,
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oksijensiz kaliyordu. Beyin oksijensiz kaldig1 icin hastanede yatmak zorunda
kaliyorduk uzun bir siire¢. (Mine)

20. Dogum yaptiktan sonra Dogukan aglamadi. Ben bunu fark ettim biliyor
musunuz? Yirmi tane filan dikis atiyor doktor bana, Dogukan’1 0 sirada kucagina aldi
bdyle poposuna falan vuruyor, Dogukan aglamiyor. Dedim ki doktor bey Dogukan
niye aglamiyor. Kadin dedi ben seni pargaliyorum, dikiyor, sen kendi isine baksana,
sana ne dedi. Aglar aglamaz o g¢ocuk dedi... Moralim bozuktu, stresten yemek
yiyemiyordum. O iki giin iist iiste yemek yiyemedim... Ben direngsiz oldugum igin
¢ocuk anne karninda kendi pisligini yutmus o anda dogum esnasinda... Ondan
aglayamamus. Cigerlerini temizlemek i¢in kiiveze koydular. (Hediye)

21. Yani ameliyatinin olma zamaninda hep ona yogunlastik, hastaliginin iizerinde
durduk. O oldu bitti ama Betiil hep sey bir ¢ocuktu ¢ok hareketli degildi, ¢cok mutlu
bir ¢ocuk degildi yani. Hani iste kalp hastasi diye hep ona yorumladik yani biz
aslinda degil. Mesela Betiil kiiciikken hir¢gin bir ¢ocuktu. Halen de bazen hirginliklar
vardir. Mesela c¢ocuklart doverdi sebepsiz yere... Betiil siirekli agresifti. Mesela
stirekli durduk yere insanlarin sagini ¢ekiyordu... Davranis bozukluklari, insanlarla
diyalogu cok giizel degildi, bizimle iyiydi ama kendi yasitlariyla iyi degildi. Bir de
kendi yasitlariyla onu hep kiyaslamaya basladim. Baktim Betiil normal ¢ocuklar gibi
davranmiyor. Ciinkii sebepsiz yere, hani ¢ocuk kavga eder ama Betiil sebepsiz yere
yapmaya basliyordu hirgiliklar. (Necla)

22. Dogukan’m hareketliligi 3 yasindaydi. Inanilmaz hareketliligi dikkatimi
cekiyordu benim. Nasil diyeyim c¢ocugu kucagima aldigimda yilan gibi akip
gidiyordu arkadan. Yani inanilmaz bir sey gercekten. 1,5 yasindayken bile onu
yapiyordu ama 3 yasindayken sinirlenince kafasini kaldirip yere vuruyordu. Seri
halde hareket ediyordu, masada ne varsa dagitiyordu... Anasimifinda 6gretmen de
fark etti. Uyum bozuklugu yasiyordu. 3 yasinda da yasiyordu ¢iinkii cocuklu ortama
girdiginde vurma kirma huyu yoktu ¢ocuklara ama bir uyumsuzluk yapiyordu oyuna,
iterek konusuyordu. Hep bunu yapiyordu Dogukan. (Hediye)

23. Her seyi ¢ok agir oldu. 5 yasinda yiiriidi. Yine 5-5,5 yaslarina dogru konusmaya
bagladi. Hala daha 06zbakimini yapamiyor. Tuvalet aligkanliindan tut genel
temizligine kadar ben yapiyorum. Sag¢ini toplamak, giysisini giydirmek, ayakkabisin
baglamak falan gibi. (Mine)

24. 1. Sinmifa giderken algilamasi boyle gecti. Toplamay: filan yapiyor ama seyde
tereddiitte kaliyor. Dogru mu yanlis mi diye. Getirip bana gosteriyor bakiyorum
dogru. Bu sefer Zeynep 6gretmen vardi, o dedi 6zel egitime yazdir. Bire bir destek
alsi. Ben kayinvalidemlere sdyleyince bana kizdilar iste gerizekali m1 diye. Sonugta
cocugun yani tamam da normal ¢ocuklar gibi degil Nazli. Normal derken 3 yasindaki
4 yasindaki cocuklarla oynuyor... Cok giizel konusuyordu, hatta “anne baba”
diyordu. Cok erken s6yledi ama ciimle kuramiyordu. (Hande)
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25. O yastan sonra yiiriimesi, konugmasi hep gecti yani diger akranlarina gore. Diger
cocuklarla mukayese ettigimizde her seyi farkli ilerliyordu Arda’nin. Hi¢ aglayarak
uyanan bir bebek degildi Arda mesela. Hi¢ aglamazdi, mutlu uyanirdi. Daha sonra
cok karanlik ortamda uyumayi tercih ederdi. Cok 151kl ortamda uyuyamazdi... Cok
hassas yani. Nasil desem odasina {izeri acik m1 kapali m1 kontrol i¢in girsem iizerini
ortmek icin daha ilk adimimda uyanip oturur. Oyle bir sey. Baska, bebekliginde ¢ok
stk sallanan bir ¢ocuktu. Kendi kendine sallanirdi... Arda c¢ok da duygusald:
ayriyeten. O zamandan da belliydi. Ufak bir miizik oldugunda falan duygulaniyordu.
Omer diger yegenimiz de. Iste o oynarken, tempo tutarken miizikte, Arda kulaklarimi
kapatip aglardi. Biz de miizigi kapatirdik, istemezdi. Yiirlimesi, oyun oynamasi, bazi
materyallerle bir sey yapmasin istedigimizde Omer’in yapmasi, Arda’nin hemen
sikilip yapmak istememesi farkli yonlere kaymasi... Oyun kurmuyordu, oyun
oynamiyordu arkadaslariyla... Kreste boyamalar1 arkadaslarindan ¢ok farkliydi.
Karalama yapardi. Disar1 tasirirdi kesinlikle boyamasi gereken yerleri. Tasirarak
boyardi. Oyunlara katilmazdi. Siir ezberlemezdi. Sarki sozleri, tempo yapamazdi
(Selma)

26. Ben bunu 3- 3,5 yasindayken fark ettim ama ben bunu higbir zaman
anlatamadim. Inanmadilar bana, erkek ¢ocugu geger diizelir. Hatta benim 2. Siifa
kadar biiyiik bir miicadelem var... Anasmifinda 6gretmen de bana dedi, hatta bir
doktor da ayarladi ama ben bunu ne esime ne goriimceme anlatamadim. Hayir dedi
doktor adi yok... Okula baslayinca Psikiyatri boliimiine gittik ama 1 saat aldi,
anlayamadi kadin. Hiperaktiflik var gibi ama ¢ocuk da kii¢iik oldugu i¢in hareketlilik
normal dedi, bu denecek sey degil. Ben diyorum ki bakin farkli bir sey goriiyorum
ama anlamiyorum ne oldugunu... Ona gotiirmedi. Ne gonderdi ne gotiirdii, ta ki 1.
siifta 6gretmenle sorun ve yiiz goz olana kadar. (Hediye)

27. Gergekten sinif ogretmenine nasil anlattiysam baktim kadin agliyor. Gozleri
dolmus, agliyor. Tamam dedi sen elinden geleni yap, ben alacagim. Ama dedi bunu
doktora gotiirmen lazim, esini ikna etmen lazim. Esimi ikna etmeye gerek yok, ben
gotlirecegim dedim. Ve Dogukan’1 3 giin iist liste Capa’ya gizli gotiirdiim. Esimden
gizli, o iste vardiyal ¢alisiyordu. Gittik, Capa’nin da yolunu bilmiyorum, Dogukan
ile gittik dolastik. Dogukan durmuyor. Doktorla goriistilk. Bana 3 ayda rapor
cikarilacakken doktor 15 gilinde rapor ¢ikardi hayatimi anlatinca... Aldim o raporu
dedim ki, hatta aym giin Kartal’da kag tane 6zel egitim varsa gezdim. Ozel egitim de
ayarladim, 6gretmenini de ayarladim. Sonra esime dedim ben bunu bunu yaptim,
istiyorsan adliyeye ugra gel, hani diyor ya seni bosarim. Istiyorsan adliyeye ugra gel,
ben yaptim. Zorumla 6zel egitime yazdirdim. (Hediye)

28. Mental olan raporumuz biz 1. Sinifa baglamadan tekrar anaokuluna gittik. O
zaman RAM a yonlendirdiler bizi. O ara ne oldugumu anlayamadim aslinda. Oras1
oraya yolladi, orasi oraya yolladi. O hala da bende tam oturmus degil o sistem.
Ciinki Tiirkiye sartlarinda teshis konmasi ve o teshis dogrultusunda hareket edilmesi,
egitim almasi ve annenin ebeveynin bilinglendirilmesi gibi bir sey yok bence. Ben
kesinlikle onu sOyliiyorum. Hala da diyorum ya ben ¢ocuguma nasil bir egitim
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verebilirim, cocuguma koyulan teshis ger¢ekten dogru mu ve bunun akabinde almis
oldugu egitim ona gore bir egitim mi hala soru isaretlerim var. Ama yapilan bir sey
var ve ben bu ¢izgide gitmek zorundayim. Yani zaten bunun disina ¢iktigim zaman
cocugumla evde oturmak zorundayim. Bagka yapabilecek higbir seyim yok. Bu
konuda ¢ok kisitli her sey. (Selma)

29. Vallahi ¢ok agladim. Down sendromu ne anlama geliyor diye doktora sordum.
Down sendromlu, mongol, hi¢ bilmiyordum o sozciikleri. (Aylin)

30. Farkli derken yani zaten dedim Ahmet’in raporu bu. Yani enzim eksikligi,
beslenme problemi, yani zihinsel degil aslinda. O hastaliktan dolay1 yasitlarindan geg
ilerledigi igin aslinda olay bu ama onu baska tiirlii anlatamadiklar i¢in... Ben o diyet
hastaliginin sonunu yakaladim kendimce. Digerlerini kabul etmiyorum, attyorum yok
Oyle bir sey olmaz, Allah dyle bir sey yapmaz. Ciinkii ¢ok 6zel verdi, ¢ok istedik de
verdi. Yani hi¢cbir seyi yok bu ¢ocuk diyet hastasi, hep onu yakaliyorum. Zaten
konusmalarimdan da anliyorsunuz hep oradan bakiyorum. Onu yapmazsam ben
ayakta duramam. Benim giiciim biter, hi¢bir sey yapamam Ahmet’e. (Neriman)

31. Ben biraz liziildim. Ama teyze vardi, o dedi ki korkma Nazli cin gibi, senden

benden akilli. En azindan dedi ihtiyacini goriiyor, bir sorunu yok problemi yok.
(Hande)

32. Hani bekliyordum zaten bir sey c¢ikacak. Ama bu sekilde degil hani zihinsel
gerilik degil de 6grenme giicliigii 6grenme geriligi gibi disiindiim. Zihinsel engelli
olarak diistinmedim ¢ilinkii Arda’nin gorseli ¢ok iyi. Hani gordiigii bir seyi
unutmuyor. Gitmis oldugumuz bir yere Arda’dan yardim isteyerek tekrar
gidebilirsiniz. Unutmuyor o yonleri istikametleri unutmuyor. Size tarif edip
gotiirebilir. Yillar oncesinde bir yerde yapmis oldugunuz bir seyi hatirlayip size
sOyleyebiliyor. Bu tiir seyleri de var. O ylizden zihinseli pek yakistirmadim Ardama.
Ama dedigim gibi boyle bir sey konmussa da ne yapabilirim onu kazanmak i¢in ne
yapabilirim diye diigiindiim. (Selma)

33. Iste Down sendromlu, yasitlarindan geri, yasitlarma gore biraz geri takip edecek.
Egitimle dediler bazi seyleri 6grenir. Biz o zaman anlamamistik. Ben herhalde
egitimle bunu asarim dedim. Tabi ondan sonra biz basladik miicadeleye. (Aylin)

34. Ogretmenine bir tek kelime sdyledim. Cocugumun higbir problemi yok,
bilmiyorum hani mental retardasyon oldugunu. Hicbir problemi yok, sadece
kafasindan darbe almasin diye uyardim. Uyarir uyarmaz sinifta siz gozleyin, disarda
ben gozleyeyim miimkiinse. Ben istemem al gotiir dedi ozirliiler okuluna. 10 giin o
sinifin disinda agladim... Cok agliyordum, o kadar c¢ok aghiyordum ki artik
istemiyordu resmen... Ondan sonra neyse kuruma miiracaat ettim. Dediler
hastaneden rapor al, gel baslayalim. Ben anlattim 6gretmeni dyle boyle yapiyor diye.
Neyse hastaneden rapor almaya calistim ama ilk 2 ay esimin sigortasi yeni ise girdigi
icin ingaat isinde Oyle, sey olmadi. Sigorta islenmedi. O 2 ay zarfinda ben Burcu ile
cok miicadele ettim... Bir yil ben evimin isini yapmiyordum, gece giindiiz yine
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annemde yiyip ic¢iyorduk, yine basladik dyle yapmaya. Okumay1 6grettim buna...
Raporu aldigimizda iiziildiim, agladim tabi kolay bir sey degil. O zaman mental
retardasyon ne bilmiyorsun, higbir sey bilmiyorsun. ilk defa basina geliyor, ne
bileyim. (Melike)

35. Hiperaktiflik dikkat eksikligi yaziyordu. Ne oldugunu dedim ya az c¢ok
O6grenmistim. Ama yine de liziildiim. Ciinkii bir damla gibi oldu o. Hastanede gidip
gelecek, hafif diizeyde mental denildi. Hastaneye gidilip gelinecek, ben nasil gidip
gelecegim derdine diistim. Ben Dogukan’a {izilemedim. Ben bir daha nasil
gelecegim dedim ¢iinkii siireklilik gerektiren bir sey. Eve gelip kocama nasil
anlatacagim, ben hep onlarn diisiindiim o anda biliyor musunuz? Ha Dogukan’a
liziildiim, tiziilmedim degil neden bu duruma diistii diye. (Hediye)

36. Acayip derecede psikolojim bozuldu. Hep onlar1 kaybedecegim korkusu oldu.
(Mine)

37. Mentali 06zel egitim Ogretmenimizden Ogrendim. Ama hiperaktiviteyi
televizyondan dinliyordum, asir1 bir hareketlilik, davranis bozukluguyla gelen asiri
hareketlilik, bir seye kendini verememe dikkat eksikligi gibi onlar1 biliyordum. Ama
mental retardasyona anlam verememistim. Raporu aldim, ayni giin buldugum
Ogretmene gotiirdiim. Dedim bana bunu agiklar misiniz. Zihin olarak, zeka olarak
hafif derecede Dogukan Anliyor musun, diyelim ki Dogukan 7 yas, 6 yas gibi, 5,5
yas gibi dedi. onu Oyle anlatti, 6yle anladim. Ona iiziildim ama. Anlayamadim
raporu aldigimda ama Ogrenince Uzilildim ¢lnkii zeka Onemli bir sey.
Diizelmeyecegini de biliyorum. (Hediye)

38. Internetten de okudum bir seyler. Zaten aldig1 testleri de internetten arryordum ne
testi diye. Ogrendik iste. (Necla)

39. Su an Utku ile ¢ok mutluyum ben. Utku olmasa belki ben giilmeyi de
unutacaktim. Cilinkii ¢ok sevdigim insanlar1 kaybettim. Utku simdi benim hem
arkadagim, hem her seyim oldu... Yok simdi ¢ok seyi astim. Bayag kitap filan
okuyorum. Astim Utku ile. Tabi Utkuyla bazi olaylar yasiyoruz. Mesela kardesimin
evine giderken onlarin oradaki aileler Utku’ya saldiriyor. O apartmandaki gocuklar
oynuyor. Duvara bir sey yaptilar mi1 kim yapti, Utku yapti. Utku da kendini
savunamiyor. Bu sefer hos olmuyor. Utku’ya diyorum sen mi yaptin, yok diyor.
Yaptigi zaman yaptim diyor. (Aylin)

40. Simdi daha 1yi, daha rahatladim yani. Daha iyiyim. Bir de simdi biraz daha iyi,
bakiyorum eskisi gibi degil Betiil. Daha rahatladim bir seyler 6grenince. Kendi
basina bir yasam kurabilecegini 6grenince daha rahatladim. Simdi ama iyiyim.
(Necla)

41. Yani ben su 8 yilda dyle miicadeleler verdim ki, tabi Burcu giinden giine iyiye
gitti. 5. Smifa kadar tesekkiir takdir alan bir insandi. Smifta iyiydi, 6zel egitimde
ogretmenleri ¢ok 1yiydi o zaman kurumda cok iyi bir 6gretmeni vardi. Zaten o
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gittikten sonra Burcu’da gerileme basladi. Hep tahtada yanlislar1 diizeltirdi yani o
derece, ogretmeni hep takdir ederdi Burcu’da ilerleme var diye. Ama dersler
agirlastiktan sonra Burcu yavas yavas diismeye basladi. Odevlerine artik
karismiyorum kendi capinda yapiyor ama dogru ama yanhlis hi¢ karigmiyorum.
Yanligsa uyarir diyorum 6gretmenleri bir sekilde. (Melike)

42. Bana bunu siz yapmadiniz, herhangi biri de yapmadi... Yani onlarla yasamaya
alistim ve diyorum ki bugiin Allahima hamd olsun ki iyi ki de Oyle iki ¢ocugum
olmus. Ben onlarsiz nefes alamiyorum, Rabbim acilarini géstermesin. Bana normal
cocuklar anormal geliyor artik. O kadar alismisim ki, hayatim o kadar onlarla
0zdeslesmis ki bilmem hi¢ yadirgamadim aslinda. Belki de kiz kardesimin de fiziksel
engeli oldugu i¢in, ne bileyim belki de ondan hi¢ zorlanmadim... Ama su anda beni
en ¢ok etkileyen kismi ndbetleri. Hani zekalar1 geriymis, fiziksel engelleri varmus,
bunlardan ben hi¢ gocunmadim. Sadece hala nobetlerinden de gocunmuyorum. Ama
cok caresiz kaliyorum... Bunun haricinde beni rahatsiz eden veya benim ¢ocuklarim
niye boyle, iste herkese bakiyorum cocuklari boyle ben bdyle falan, hayir ben
rahatsiz olmuyorum. (Mine)

43. Simdi hiperaktiviteymis, mental retardasyonmus onlar1 diistinemiyorum. Onlari
astim. Dogukan’in su an yasadigi daha agir bir sey var, cocuk psikozu. Su anda
kafam onunla mesgul. Onlar1 bir kenara koydum ¢iinkii onlar peynir ekmek geldi
bana. Dogukan’in su an yasadiklari, zaman zaman aglama krizleri geliyor. Diin
mesela 0zel egitimde arabada gelirken birden aglamaya basladi. Ama dyle icli icli
agliyor ki Dogukan daha cocuklugunda Oyle aglamadi ya. O biraz agir geliyor.
Dogukan’in hiperaktiflik hikaye, onlar asilmayacak bir sey degil diyorum. (Hediye)

44. Bu cocuklar zaten kendini ¢ok fazla ifade edemiyor. Fazla bir sey
sOyleyemiyorsunuz. 1 defaya mahsus 5 dakikalik veya 10 dakikalik bir goériismede
bu teshis gercekten dogru mu? Hala onu diisiinliyorum. Buralara kadar geldik.
Raporla egitim aldi, okumaya yazma 6grendi. Sinifta kaynastirma 6grencisi zaten.
Sinifta bir tersligi, arkadaglarina zarar1 veya uyumsuzlugu falan kesinlikle yok. Ben 1
sene boyunca Arda ile derse girdim. Ben diger ¢ocuklarin Arda’dan daha hareketli,
cok ¢ok daha yaramaz, laf dinlemez oldugunu goriince ha dedim Arda’nin
hiperaktifligi yokmus o zaman dedim kendi kendime. He tamam biraz ge¢ dgrenme
giicliigii olabilir. Yani 6grenme giicliigii teshisi konabilir ama simdi %70 zihinsel
engelli teshisimiz var raporumuzda. (Selma)

45. Keske dedim daha erken goétiirebilseydim, daha erken baslasaydik egitimine. O
sekilde diigiindiim tabi. (Filiz)

46. Su an o teshisler hakkinda hig iyi seyler diisiinmiiyorum. Neden ¢iinkii en basta
cok 1yi bir tarama yapilabilirdi. En bastan daha basa gideyim tiip bebek yaptirirken
ben doktorumuza akraba evliligi oldugumuzu sdyledim. Ben guatr hastasi oldugumu
sOyledim... Ben doktoruma bunlar1 sdyledim. Neden sdyledim c¢iinkii korkularim
var. Hani guatrim var ondan dolay tiip bebek yapilir m1? Ciinkii hormon yiiksek, siz
de hormon vereceksiniz, ben iyice hormon yliklenecegim. Bebekte bir problem ¢ikar
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mi1? Ve c¢ok inaniyorum ki Rabbime, hep hissediyordum. Akraba evliligi diye belki
bir problem ¢ikacak, esime hep onu derdim belki Allah bizi seviyor da vermiyor,
niye bu kadar isyanlisin, herkesin ¢ocugu olacak diye bir kaide yok. Tabi ki o dyle
diistinmiiyordu... Tiip bebege embriyolar ¢ok iyi arastirilarak transfer edilebilirdi,
¢ok iyi arastiritlmadi. Akraba evliligimiz g6z oniinde bulundurulabilirdi. Gebelikten
aminosentez mi diyorlar, iste onun yapilmasini istedim, esim istemedi. Hatta
randevumu iptal etmisti, onda bile halen kizginim... Hamilelikte disim ¢ekilmisti, 6
aylikti. Ona ¢ok iiziildim. Doktorum izin vermisti, sag¢larimi boyatmistim. Onlari
sorguluyorum. (Neriman)

47. Down sendromu var dedi. Sonra Down sendromu yasitlarina gore geriden takip
edecek dedi. Mesela saglikli bir gocuk hemen 6grenir, bu biraz ge¢ 6grenir. (Aylin)

48. Doktorumuz yalniz yasitlarindan iki- ti¢ y1l geriden takip edebilecegini sOylemisti
ameliyat eden doktorumuz. (Filiz)

49. Dikkat eksikligi, unutkanlik diye yonlendirdiler beni, dyle bilgi verdiler. (Melike)

50. Doktorumuz dedi ki iste bir ilaci tedavisi ¢ikana kadar beynini ve tiim
organlarma zarar veriyor sadece zihinsel degil. Siroz olabiliyor, bobrekler tikkeniyor
diyaliz olabiliyor. Her seyi yani o yiizden diyeti giizel uygulanip giizel egitimini
alirsa yasitlarim1 bulug cagindan sonra katlayabilir. Yani birakin yasitlarim
katlayabilir ¢iinkii 6zel besleniyor... Mesela su an biitiin aileler gocuklarina ¢inko
testi yaptirmiyordur. Kursun testi yaptirmiyordur. Ama Ahmet’in her seyi yapildigi
icin neyi fazlaysa o durduruluyor, neyi eksikse ¢inko takviye ediliyor, 6teki takviye
ediliyor. (Neriman)

51. Bir yerlere bagvurmadim aslinda. Sizin gibi buranin 6gretmenleriyle olsun,
hastanede doktorlarla ¢ok hasir nesir oldum. Bu hastaliklarin neden oldugunu, nasil
yasamam gerektigi soylendi. Daha sonra ben de bilgisayardan, internetten simdi
cagimizin teknolojisiyle arastirdigim kadar tecriibe edindim. Onlara baktim.
Doktorlara sorarak, bu kadar. (Mine)

52. Down sendromunun ne oldugunu duyunca o sefer egitimine agirlik vermeye
basladim. Artik nerden ne bulursam. Marmara hastanesine gidiyorum, oradan son
simif dgrencilerden yardim almaya basladim... Iste sonra egitim igin ISOM’e gittim.
Orada sag olsun Sezgin bey bize egitim, aile egitimini verdi. Oradan dediler sizin
cocugunuz saglikli ¢ocuklar i¢inde durursa daha iyi olur, sosyallesir. Bayagi yon
verdi, kitap da verdi bana. Kitaplar araciligiyla 2 senede son smf 6grencilerini
yonlendiriyordu o zaman evlere. (Aylin)

53. Bence ¢ok giizel bir duygu... Diger cocuklardan ¢ok daha bana diiskiin. Ben de
ona ¢ok diigkiiniim, belki ondan dolayidir. Hep yanindayim, dogru mu yapiyorum
bilmiyorum ama. Higbir sikintimiz yok. (Filiz)

54. Ahmet’in annesi olmak ¢ok giizel bir sey. Bin defa diinyaya gelsem inan ki yine
Ahmet’i isterim. Baska hig¢bir ¢ocuk istemem, ikinci ¢ocuk istemedim tekrar tiip
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bebek yapip Ahmet’e kardes olsun. Ama Ahmet’in ne maddiyati ne benim sevgim
bir bagkasina gitmesin diye ben boliinsiin istemedim. Bin defa diinyaya gelsem yine
Ahmet’in annesi olurdum. Isterdim. (Neriman)

55. Valla Utku’nun annesi olmak ¢ok giizel bir sey c¢ilinkii Utku’yu bu g¢evrede
sevmeyen yok. Yani su asamada, 6nceki asamalarim farkli, ¢ok seyler yasadim da.
Su durumda mesela gidiyorum “aa Utku’nun annesi” diyorlar ya da Utku bir
merhaba diyor. Herkesle tanisiyor, konusuyor. Bir miizik calsa evde oynuyor. Beni
neselendiriyor, mutlu ediyor beni. Tabi bu bir ydnii. Obiir yonii de onun yasitlarini
goriilyorum mesela, dershaneye gidiyor, farkli seyler oluyor. O da iiziiyor. Diyorum
acaba bana bir sey olsa ona ne olur. O da iste {izlintiilii yonii... Hem tath tarafi var
hem ac1 tarafi. Biiyiidiik¢e iste daha giigleniyor. Bu sefer ben de bazen, e tabi ben de
bir insanim, karsisinda bazen o kadar saglikli olmuyor. Inatlasiyor bu sefer, istedigini
yapmaya ¢alistyor. Bu sefer pekismesin diye kendimden 6diin veriyorum. (Aylin)

56. Arda’nin annesi olmak ¢ok giizel bir sey... Yani ¢ok giizel Arda’y1 herkes ¢ok
seviyor... Arda’nm ilk 1. Smifa basladigi zaman annesi olmak ¢ok zordu. Ciinkii
cevreye kabullendiremiyorsunuz. Art1 ¢ocuklar ¢ok acimasiz kiigiik olduklari igin
ergenler gibi diisiinemiyorlar. Pat diye her seyi sdyleyebiliyor ¢ocuklar. Oyle bir
seyler yasadim, o zaman ¢ok zorluk yasamistim. Daha sonra Arda’nin sinifindaki
arkadaglarin aileleriyle tamistik. Onlarla goriismeye baglaymca benim onlara
anlatmam Arda’yi, disar1 ¢iktigimizda bizi bekleyen zorluklar sorunlar ve gevredeki
insanlarin Arda’nin fiziksel bedensel higbir seyi yok, disaridan gayet normal bir
cocukmus gibi goziikiiyor. Gayet normal ¢ocuktan beklenilen ondan da bekleniyor.
Fakat farkli hareketlerde bulundugunda bazen Arda ¢ok bagirarak ses ¢ikartabiliyor,
disarida bir yemekteyseniz ya da alisveris merkezindeyseniz biitlin gozler size
cevrilebiliyor. O bakislar sizde olmasa bile biitiin bakislar1 siz iizerinizdeymis gibi
hissediyorsunuz onun yapmis oldugu hareketlerden davraniglardan dolayi. Ama
dedigim gibi ben siiftaki velilerle, diger arkadaglarla goriisiip anlattiim zaman
onlarin hi¢ bilmediklerini fark ettim... Yani fiziksel engelli diye bedensel engeli
varsa biraz daha 1limli yaklasiyorlar, toleransli davraniyorlar. Bir de higbir engeli
goziikmeyen, zihninde beyninde olan ¢ocuklari fark etmiyorlar... Bu bir rahatlama
oldu benim i¢in, o zorluklar1 da astim. Bagka bir sey yok, Ardamla mutluyum ben
yani. Benim tlizerimde bir agirlik yok ama bazen sOyle diislinliyorum; Arda’nin da
diger cocuklar gibi haklar1 var. Hani o da bir parkta arkadaslariyla oynayabilmeli, bir
yerlere gittiginde rahat hareket edip dolasabilmeli, hani bazen sadece onu
diistintiyorum. (Selma)

57. Ne bileyim bir kere Oyle bir evladim oldugu i¢in ¢ok mutluyum. Canan g¢ok
duygusal, merhametli bir ¢ocuk. Ondan sonra ne bileyim hassas, ¢ok 6fkelenir ama
bir anda da diizelir. Keske ¢ok saglikli bir ¢cocuk olup herkese 6rnek birisi olsaymis.
Cok duygusal, birini sevdiginde sonsuz seviyor bir kere. Ben onun o sevgisine saygi
duyuyorum. Cok giizel bir sey. Her insan evladinin yapamayacagi kadar giizel bir
sey bence. Ve bu beni mutlu ediyor, gururlandirtyor da... Ya olur tabi ama o kadar
az ciddiye alan var ki Canan’t. Beni en ¢ok rahatsiz eden kismi bu. Hani bazi
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insanlarin alay ederek baktigini, onu Onemsemediklerini gordiigiimde c¢ok
buruluyorum agikcasi. Keske herkes kimsenin sonsuza kadar saglikli yasayip, kiit
diye saglikli gitmeyeceklerini bilseler. Hi¢ kimse bunun bilincinde degil maalesef.
Onun igin de 6rnek olamiyor. Herkes onun kadar saf ve giizel sevmiyor. (Mine)

58. Yani ilk zamanlar zordu...Beceremiyordu. Ama su ergenlik doneminde biraz
stkintimiz var ama yine de sikayetci degilim. (Melike)

59. Her agidan zor... Yani zor bir ¢gocuktu. Hem saglik yoniinden hala da zorluyor
beni. Ciinkii kalp problemi de var. Hala da devam ediyor... Yani hem ondan zor yani
okul ve 6gretim agisindan da zor. (Necla)

60. Mert’i daha c¢ok koruyup kolluyorum. Farkindayim yani. Digerleri de biliyor
zaten... Sanki ona her an bir sey olacakmis gibi, Oyle hissediyorum. Olmayacak
belki ama iste annelik i¢giidiisii. (Filiz)

61. Diger kizim da var ama Nazli’nin sevgisi bizde bagka... Simdi gelir oturur
yanima, ben bebek gibi oynarim onunla, severim. (Hande)

62. Baslarda biiyiik kizim1 digladim. Biitiin yogunlugum obiiriineydi. Hatta dovdiim
bile. Simdi ¢ok yalvariyorum, 6ziir diliyorum, hakkini helal et diyorum, ben nasil
yapmisim diyorum. Bilmiyorum hatta yeri geliyor agliyorum... ikisini de
ayirmiyorum simdi. Simdi yani bilingliyim. (Melike)

63. Asaf ¢ok basarili bir ¢cocuk. Okula gitmedigi halde kendi kendine okumay1 sdken
bir cocuk. Ben Asaf’a abisinin farkli 6zelliklere sahip oldugunu anlatamadim... Ben
de iste abim niye bdyle yapiyor, abim niye ¢ildiriyor niye etrafi dagitiyor dediginde
bir tiirlii anlatamamistim ona... Mesela abisiyle 1. Sinif soru bankasini yapiyoruz
ama Arda 3. Smifa gidiyor. Anne abim 3. Sinifa gidiyor ama bu kitaplar 1. Simif
kitab1 demeye basladi. O zaman ¢ok sey olmustum yani ¢ok kétiiydii... Iste pedagog
Deniz hanima geldik ondan yardim istedik. 2 aylik bir siirede Asaf ile yiiz ylize
goristiiler. Fakat Asaf daha buraya gelmek istemedigini sOyledi. Artik niye gelmek
istemedi bilemiyorum... Ama Deniz hanimla goriismelerinden sonra daha iliml
yaklagsmaya bagladi abisine. Abisinin yanliglarin1 diizeltmeye, onu ikaz etmeye falan
basladi. Ciinkii 6nceden dyle yapmiyordu. Abiyi yok sayiyordu evde. Abiyi iste ¢ok
yaramaz, bagiran, ¢ok konusan bir abi olarak goriiyordu... Simdi abisinin farkli bir
abi oldugunu anlamaya bagladi. (Selma)

64. Ona farkli davraniyorum, Selin’e farkli davraniyorum ¢iinkii bir tanesi sanki
diinyayla baglarin1 koparmis, bana muhtag, bir seyler 6grenmeye calisan, bir seyleri
anlatmami isteyen bir ¢ocuk. Ona o sekilde davraniyorum. Kizimin diinya goriisii
cok farkli nasil anlatayim mesela benim arkadasim gibi. Hatta benden daha ileri
diisiinceleri var. Onunla da iletisimimiz ¢ok farkli. Ama annelik olarak derseniz ayni.

(Hediye)
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65. Yani diyorum ki ¢ocuk biiyiitmek Ali olduktan sonra ¢ok kolaymis. Gergekten
onu her zaman sOyliiyorum, boyle olsa daha kag¢ tane yapardim. Cok kolaymis
megerse. Anlatamam size. (Necla)

66. Cok fark var, dehset var. Saymakla anlatmakla bitmez... Bir kere insanlarin
ellerindeki velinimetlere nankorliik yaptigini yakaladim. Yani ne bileyim hi¢ 6rnek
almadiklarint yakaladim. Ellerindekilere siikretmediklerini goérdiim... Cocugu
normal bir atesleniyor, ayy oliiyorlar, bitiyorlar... Ya gormiiyor musunuz ben sizin
i¢cin canl1 bir 6rnegim, benim 8 ay iki kirpigim bir araya gelmeden kizima, dedim ya
Almanya’dan bir igne getirdi tedavi verildi. Bu bildiginiz hormon verildi beyine. O
agir calisan beyni giiclendirmek adina beyne hormon verildi. Ve bu dehset derecede
O6dem yapti. O 6demde viicutta sizlama yapan bir rahatsizlik iyi kotii bilginiz vardir.
Ondan sonra ¢ocuk uyuyamiyordu, beyin uyumuyordu. Ve 8 ay iki kirpigim bir
araya gelmeden ben onunla zaman ge¢irdim. Yoktu bdyle bir sey, 35 kiloya kadar
diistim. Uykusuzluktan sinir sistemlerim ¢oktii. Ama bir kere yat artik evladim
demedim. Diyemedim ¢iinkii onun onu isteyerek yasamadiginin bilincine vardim. Ve
cok zor bir donemdi. Simdi ay sabaha kadar uyumadi, siitii niye emmiyor, ay
psikolojim bozuk, ya Allah’tan daha ne istiyorsun saglikli evladin var. Bir donem
sonra normale donecek. Cocuk 2 yasina geldin mi derdini anlatacak, altindan bezi
cikacak. Ne bileyim ihtiyaclarini sdyleyecek. Daha ne istiyorsun? 5 yasina kadar
Canan’in afedersiniz altin1 ben temizliyordum. Bizi anlamiyorlar yani. Bizi bizim
gibilerden de anlamayan var ayni zamanda... Ben onlarin cocuklarina hassas
davranirken onlarin tahammiilstizliiklerini goriiyorum. En bas 6rnegi sende var. Sen
bana yaparsan, ben sana yaparsam bizi kim anlar? (Mine)

67. Kiyafet olayinda bile kavga ediyoruz Bir de sa¢ olayimiz var bizim hep kavga
ederiz. Toplamaz, hi¢ toplamaz. Geliyor buralara, buralara gelince de daha tiiylenme
oluyor. Diyorum olmaz bdyle alnin hi¢ kalmadi zaten permatikle ameliyat oldugu
zaman buralarina kadar kazidilar. Yani problemimiz yok. (Melike)

68. Nazli ile bir giintimiiz ¢cok giizel geciyor... Sorun yasamiyorum da diyorum Nazli
bugiin biraz odani topla. Sonra toplarim diyor, ben de sinirleniyorum. Ben istiyorum
ki ben istemeden, sdylemeden kendi yapsin. Odasini toplasin. Ama yapiyor. Mesela
koyup gitsem geliyorum her tarafi silmis, siipiirmiis, toplamis. Bir de kardesine diyor
gel saklanalim anneme siirpriz yapalim. Yoksa Nazli’dan sikayetim yok. (Hande)

69. Mesela Betiil kizzim yabanci kisilerle konugma diyorum. Onun bilincinde ¢ok
degil. Konusabiliyor. Ondan sonra sagma sorular sordugu oluyor bazen. Onlar iste
beni zorluyor. Okulda arkadaslarina olan davranislari zaman zaman, her zaman degil
ama ger¢i su an daha iyi ama bir donem ¢ok cektim... Ya arkadasinin defterini
karaliyor, ya yirtiyor onla oynamiyorlarsa. Ali benimle oynamadi diyor, ben de yirtti.
Kizim bunun karsilig1 bu degil diyorum yapmaman gerek. Durduk yere takildigi da
¢ok oluyor yani. Bunlar beni ¢ok yipratiyor, ¢ok yoruyor. Okuldan sikayet alacagim
diye ¢ok korkuyorum yani... Tabi biiylidii, artik baz1 seylerin o da farkinda. Rahatim
yani, simdi seviyorum onunla vakit gegirmeyi. (Necla)
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70. Problem inat. Inatciligi bayagi var. Mesela istedigi olacak, istedigi olmayinca
inatlagiyor... Bazen bazi kendini bilmez insanlar ¢ikiyor. Utku’yu kizdirtyorlar.
Kizdirmasalar ¢ok iyi. Herhangi bir problem olmuyor. (Aylin)

71. Bazen sinirli, agresif olursa hi¢ ¢ikmadigimiz oluyor ¢linkii glivenemiyorum.
Yolda kagma huyu oluyor, arabalarin 6niine gidiyor. Agliyor, bagiriyor, sanki o anda
beni tanimiyor. Ben onlardan artik ¢ekiniyorum. (Hediye)

72. Cok memnuniyetsizlikleriyle karsilagiyorum. Cok sikiliyorlar, hep bir yerlere
gitmek istiyorlar. Sokakta bir market gezmek istiyor, bir sinema, tiyatro disari
sosyallik isterken digeri de ev oturmasina. Ciinkii konugmay1 ve oynamay1 sevdigi
icin 2 zit tercihte bulunuyorlar. Evde bunun kapismasini ¢ok yasiyorum. Biri pasta
istiyor, birisi ne bileyim kurabiye istiyor. Hadi bakalim onunkini yapsam o
huysuzluk yapiyor, onunkini yapsam o huysuzluk yapiyor. Ikisini aym1 anda
yaptigimda ben bitiyorum. Yani benim hayatim cok siradan degil aslinda. Cok
yorgun ve iste o ylizden beynim artik iflas etti. Yorgun, ¢ok yorgunum yani dyle
boyle degil... Yani sorumlulugun % 100 ya 0 %95 i benim {izerimde... Destek veren
hic kimse yok... Kendimden, inanin kendimden besleniyorum. Herhangi hicbir
seyden beslenmiyorum... Hayatimin en biiyilk destek¢i 2 ¢ok Onemli insanini
kaybettim ve 1 yilin igerisinde... Bir kere biiyiik kizimin yiikiinii tamamen anneanne
aliyordu. Annem mesela kizimi alirds tatile gotiiriirdii. Gilinliik digan ¢ikilacak biiyiik
kizimin sosyal hayatini annem karsilardi. Benim evde daraldigim zaman, ¢ok
doldugum zaman, biriyle bir sey paylasacagim zaman da arkadasimdi Yesim dedigim
abimin esi. O da Oyle yiikiimii hafifletiyordu. Yani benim i¢in biri sag, biri sol
kolumdu. Ve bir anda ikisi de 10 giiniin i¢inde gittiler. Bu bana ¢ok felaket agir
geldi. (Mine)

73. Ilk baslarda yasamistim 1.sinifta. ddevlerimiz oluyordu ¢iinkii. Bunu yapman
lazim sOyle yapman lazim, iste dislerini fir¢alaman lazim, elini yiiziinii yikaman
lazim, kiyafetlerini kendin degistirip c¢antan1 kendin hazirlaman lazim. Ilk
.Isiniftaydi bunlar. Hepsinden bunalmistik, cok sey yaparak olmustu. Artik 2 senedir
tamamen her sey rdlantide gidiyor. Yani ben ¢ikartyorum onun iizerini, ben
firgaliyorum dislerini, ben giydiriyorum. Cantasini beraberce yapiyoruz c¢iinkil tek
basina onlar1 yapamiyor demek ki diyorum. Yapabilse, her giin aym seyleri
yapiyoruz, her giin ikaz ediyorum yapmasi i¢in. Yapabilse, yapabilecek yapida olsa
yapar. Ama yapamiyor. Demek ki kendine hiikmedemiyor diyorum. Demek ki
yapamiyor diyorum ve onunla beraber yapiyorum. (Selma)

74. Ahmet’in annesinin Ahmet’in hayatin1 yasamasi gerekiyor. Ozel bir hayat
kendine istersen olmuyor ¢linkii Ahmet ihmal ediliyor. Sadece Ahmet ile her seyi
diistineceksin. Biitiin programin Ahmet olacak. Her seyin Ahmet olacak. Sadece
Ahmet’in annesi olacaksin. Onun yaninda es, arkadas, birgok sey olmaya caligirsan
Ahmet’i ihmal etmis olursun. Ama ben bu arada hepsini yapmaya g¢alisiyorum.
(Neriman)
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75. Arda’nin annesi olarak cep telefonunuzu yanindan ayirmiyorsunuz, okuldan her
an haber gelebilir. Hani altina kag¢irmis olabilir, yemek yerken iizerini kirletmis
olabilir, her an Ogretmeni arayabilir. Cok uzun siireli bir yerlere gidemezsiniz,
gittiginiz zaman okul ¢ikis1 evde olmaniz gerekiyor. Eve gelecek ciinkii ihtiyaglar
var. Egitime gelmesi gerekiyor, baba birakiyor ben buradan gelip aliyorum. Yani
diger anneler, diger veliler gibi c¢ocugu okula birakip istediginiz yere
gidemiyorsunuz. Saatlerce bir yere gidemiyorsunuz. Veya arkadasinizi arayip iste siz
bize gelin diye misafir ¢cok davet edemezsiniz. Ciinkii evde ¢ok hareketli ve
dokiintiili. Birisi geldigi zaman sizin yaniizdan hi¢ ayrilmayan, siirekli sorular
soran bir cocuk. Bir aligverise gittiginiz zaman hemen her seyi alip halledip
donmeniz lazim. Ciinkii orada sikiliyor, sizin yaninizda dolagmiyor... Rahat iste
aligverisim bitti, surada oturup bir kahve iceyim diyemezsiniz. Cilinkii sikilir
oralardan ve eve gelmek ister... Arda’nizi hi¢ yaninizdan ayirmiyorsunuz. Kimseye
de emanet edemiyorsunuz, korkuyorsunuz. (Selma)

76. Biraz daha dikkatli olmami gerektiriyor... Mesela kafasina top degmemeli,
kafasina sert darbe almamasi lazim. Belki de ben bu ylizden daha cok {izerine
titriyorumdur. Zarar gérmemesi igin. (Filiz)

77. Biliylik kizim olmasaydi tek keske Burcu ile ilgilenseydim. Ama biiyiik kizimin
da sorunlar1 var su an. Simdiki aklim olsa bir ¢cocukla kalirdim yani. Biitiin ilgimi
ona verirdim. Cok zor bir sey yani bir onla bir onla, yetisemiyorum. (Melike)

78. Cok sabir gerektiriyor. Ondan sonra dzveri. Bilgi de gerektiriyor ashinda. Illa
disiplinli olmak gerekiyor Betiil’in annesi olarak ¢iinkii Betiil’iin ona ihtiyaci var
biliyorum. Yani 6zveri ve sabir. (Necla)

79. Biraz egitimli olmak lazim. Biraz empati kurmak lazim. Utku’nun annesi olmak,
0diin vermek lazim. Onu anlamak lazim, anlamazsan bu sefer daha koétii sorunlar
yasayabilirsin. Ciinkii evde kirar doker. Onu pekistirmemek i¢in siirekli arkadas gibi
olacaksin. (Aylin)

80. Dogukan’in annesi olmak giicii gerektiriyor. Sabr1 gerektiriyor, en ¢ok da sabri
gerektiriyor. Clinkii hayatta en biiylik sinav bence sabir. Sabrediyorum, etmiyor
degilim ama insan Oyle bir duruma geliyor ki artik yani hi¢bir seyi gozii gérmiiyor.
Sabir bitiyor. Ben Dogukan’a sabrediyorum, etmiyor degilim. Ama bazen
sabirsizligim da oluyor, kiztyorum, bagiriyorum. (Hediye)

81. Bir kere ¢ok biiyiik sorumlulugu gerektiriyor. Ondan sonra sabr1 ve bilgili olmay1
da gerektiriyor aslinda. Yani ¢eyrek, yarim demeyeyim o c¢ok olur ama, ¢eyrek
doktor olmay1 gerektiriyor. Onun hal hareketlerini gozlemlemem gerekiyor. Bir kere
yiikii ¢ok agir Canan ¢ok okkali bir ¢ocuk, bdyle boy pos yapili bir ¢ocuk. Onu
yikayabilmem i¢in gli¢lii olmam gerekiyor en en basiti. Yani her tiirlii ya ¢ok giiclii
olmak gerekiyor. (Mine)
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82. Dogukan daha yeni dogmustu, kirkliydi. Ha bir de soyle s6z verdiler; hastaneden
c¢ikinca besik filan gitmis artik orada kalacagiz, baska agiklamasi yok. Kirki ¢iksin da
eve ge¢ dediler... Kendi evimize gitmeyecegiz, burada yasayacagiz dedi. Ondan
sonra iste benim bu 1,5 yil i¢cinde yasadigim olaylar1 disardan gozlemleyen akrabalar
babamlara anlatmislar. O siralar babam telefon etti. Sen dedi neden evinde
yasamiyorsun dedi esime... Ondan sonra o saygisizligi yaptiktan sonra ben kararimi
verdim... Ben dedim Dogukan’1 alip gidiyorum... Cocugun daha kirki yolda ¢iktr...
Gider gitmez annemin kucagina firlattim ¢ocugu biliyor musunuz? Ben dedim artik
yoruldum, ben bosanmaya geldim dedim. Alin dedim buna bakiyor musunuz,
gonderiyor musunuz, onda da gonliim kalmadi benim. (Hediye)

83. Bizim evliligimizde agskim hayatimdan baska adimi duymazdim ben. Evlilik
berbat bir haldeydi. O kadar kétiiyiiz yani neden o kadar kdtiiyiiz onu da bilmiyorum
hala ¢6zemiyorum. Ciinkii o kadar zor donem yasiyoruz ki o donemde daha ¢ok
kenetlenmemiz gerekirken benim hem evliligi tutmam gerekiyordu hem Ahmet’i.
Evlilik aslinda goziimde yoktu, Ahmet’e baba tutmam gerekiyordu... Sonra iste
hastaneden geldim babaya anlattim. O bdyle sanki ¢ok kaile almiyor gibiydi. Sanki
cocugu normal goriiyor. Yani onda ne var gibi sey yapiyor. Gene tartigtik falan... Ise
gitti. Ve ben o giin artik Ahmet’in acist bitsin istemistim. Yastig1r aldim, ilaglar
aldim, Ahmet ile uyuyacaktik biz. Cok fenaydi, yastik elimdeyken telefon caldi.
Arayan ablamdi. Eger beni aramamis olsaydi Ahmet’i bogacaktim... Konusunca ben
daha rahatladim. Agladim, bu sefer esimle olanlari anlatttm. Sonra bir karar
verdim... Evliligimiz artik 6nemli degildi benim i¢in. Onun i¢in de dyle olacakti...
Bundan sonra dedim evlilik hi¢ 6nemli degil, sen ve ben, hasta olma 6lme liikksiimiiz
bile yok. 18 sene ¢ok giizel bir evlilik yasadik, biz arttk Ahmet’i yasayacagiz... Ben
seni su an gézden c¢ikarabilirim, benim i¢in bittin dedim. Ama Ahmet i¢in bitmedin
¢iinkii Ahmet’in babaya ihtiyact var... Ama en zoru gitmek mi kalmak mi? Kalmak
zor. Ama zoru segmek zorundayim ¢iinkii zor bir ¢ocugum vardi. Zoru segtin tabiki
ve o miicadele bu miicadele Ahmet’e ¢ok giizel bir anne-baba olmaya calistik. Cok
1yl bir evli olamasak bile yani bir siire olmadik. Simdi benim i¢in 6len birisi, peki
Ahmet kiiciikken o kadar zordayken neden bu kadar? (Neriman)

84. Zaman zaman mesela Betlil’liin problemlerinin altindan kalkamayinca ben de
biraz sesimi ylikseltiyorum. Eski seyimiz ¢ok fazla yok. Ama kotii de degil iyi de
degil diyeyim. Eski seyi yok da normal. Biraz bozdu yani o sdyleyebilirim
rahatlikla... Soyle sdyleyeyim, Betiil beni giin i¢cinde ¢ok yipratiyor. Yoruyor ¢iinkii
istedigini yaptirana kadar sOyliiyor. Tekrarliyor istedigini. Anne sunu al, sunu
yapalim, suraya getir beni, gitme konusunda ya da disar1 ¢ikma konusunda bayagi
kafami1 yoruyor yani. Ondan dolay1 bende de sabir falan kalmadi. Bitti. Hem onun
Betiil’in hem 6devleri konusunda ¢ok yoruluyorum. Esimden de yardim istiyorum.
O da ben simdi ugrasamam deyince ben orada kopuyorum. (Necla)

85. Cok iyiydi ve hala da c¢ok iyi devam ediyor. Arda’nin bizim bir gercegimiz
oldugunu kabul ediyoruz, kabullendik. Hayatimiz1 ikimize gore degil de, hatta Asaf’a
gore bile degil, Arda’ya odakli yasiyoruz. Ama bu Levent Beyle benim aramda
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hicbir problem teskil etmiyor. Dedigim gibi anneanneye ve dedeye birakip bir
sinemaya kacgabiliyoruz. Kendimize de vakit ayiriyoruz yani. Bazen ciinkii
babamizda ¢ok bunaliyor, ben de ¢ok bunaliyorum dogal olarak... Dedigim gibi
mutluyuz ¢ok siikiir Elhamdiilillah. (Selma)

86. Ilk okuma yazmay:r 6grenmedigi zaman c¢ok bagiriyordu bana. Hani ben de
bagiriyordum Burcu’ya yeri gelince yapmiyordu ¢iinkii bagirmayinca. Bagiriyordum
yapacaksin edeceksin diye. Diyordu ya avukat mi edeceksin okumasin, bu da
okumasin ne yapacaksin. Hayir diyordum ben Oliirsem, o zaman epilepsi ilaglar
kullaniyordu, 10 yasinda kestik biz ilaglari. Diyordum ilaglarin1 almasini bilecek,
hastaneye gitmesini bilecek, okuma yazma 6grenmezse bunlar1 nasil yapacak. Kim
bakacak ona, ya hi¢ biriniz bakmazsaniz ben 6ldiikten sonra? Ya ablas1 bakmazsa?
Kim bilir nasil bir insana diisecek yani hayat sartlar1 cok zor. O zaman ¢ok miicadele
verdim. Odevini yapmiyordu basinda duruyordum. Ama simdi esim gayet iyi.
(Melike)

87. Hastaliklarint kabul ettik ki ben en bastan beri kabullendim. Esim ¢ok rahatsiz
oluyordu, alkole bagimli oldu. Ben esimden de ekstra bu iki evladim hari¢ esimi
idare ediyorum. Hala da ayni bazi sorunlarimiz. Tabi eskiye oranla ¢ok iyi ama esim
cok zorlandi... Alkole egildi. Disar1 hayat1 derken eve ge¢ geliyordu, arkadaslariyla
vakit geciriyordu. Ondan sonra ¢ok 6fkeliydi, sinirleri ¢ok bozuktu. Bir kere onlarla
bir yere gitmeyi ¢ok fazla sey yapmiyordu, nasil diyeyim orayi, onlarla bir yere
gitmek istemiyordu... ben ilk zamanlar esimin ¢ocuklardan utandigini, onlari
kabullenemedigini zannediyordum. Zamanla biz esimle kari-kocaligi biraktik, iki
arkadas olmaya karar verdik... Onlar hastalandiginda ¢ocuk gibi balkona ¢ikip gizli
gizli agladigini, onlar yiiriirken esimin terlerinin bosaldigini gérdiim. Ciinkii onlarin
o kadar zorlanarak yliriimesi esimin canini acitiyordu. Ve ben bunu cok gec
anladim... Esim eskiden bir yerde engelli ¢ocugu oldugunu sdylemiyordu, su an o
kadar rahat soyliiyordu ki... Hamdolsun ¢ok iyi su an. Esim diyor ki sen hepimizi
yonetebiliyorsun... Yani o kadar endiseleniyor ki beni kaybetme korkusu. Bana bir
sey olsa ¢ocuklar, ama bana sevgisinden ama bana saygisindan. Ben yokken hep
denge bozuluyor ¢iinkii ben onlarin tam orta merkezindeyim. Bir¢ok seyi ayni anda
yonetiyorum. Ahtapot gibiyim, kolum her yere yetiyor. Yetmek zorunda. Ve ¢ok
glicsiiz kaldigimi anladigim igin antidepresan ilaglar1 aliyorum. (Mine)

88. Bu cok zor bir soru Gok¢e Hanim. Su anda ¢ok erken diye diisiiniiyorum.
Dogukan’in her seyden once kendine gelmesi gerekiyor. Sakinlesmesi gerekiyor.
Gelecek icin okumast tabiki isterim ama okuyamazsa da tiziilmem. Ciinkii kendini
kurtarsin derken kendi ayaklar1 iizerinde duracak sekilde, kisiligi olusmus, kimseye
zarar vermeyecek sekilde, topluma zarar1 olmadan yasasin, yeter bana. Ben baska bir
sey istemiyorum. Universiteymis, liseymis onlar1 diisiinemiyorum. (Hediye)

89. Beklentim pek yok yani sadece iste kendini hani liseyi bitirebilirse ¢ok ¢ok
bityiik bir sey benim icin. Universiteyi bitirmis profesér olmus gibi bir sey benim
icin yani. Oyle bir sey beklentim ¢ok yok. Ise hani lise bitirebilirse insallah
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calisabilmesi kendini kurtaracak kadar. Zaten bagka bir sey istemiyoruz. Onlarin ¢ok
fazla akademik seyleri olmaz ama bu yani biraz ¢alisabilmesi, is. (Necla)

90. Yani su an Burcu’da gelecek beklentisi bende hi¢ yok... Bilmiyorum, hig
bilmiyorum sanki yapamazmig gibi geliyor bana... Yani evlenip de aile yonetebilir
mi hi¢ bilmiyorum. Is yapti§1 zaman yapiyor ama bilmiyorum onu zaman gosterecek.
Hic beklentim yok yani. Ama yeri geldin mi diyorum bak yarin evleneceksin. Hatta
bliyligiine diyorum kizim sen bana torun sevgisi tattirmadin. Sonra diyor anne ben
tattiracagim onu sana diyor. Ne bileyim. (Melike)

91. Cok biiyiik endigelerim var. Annemi ve gelinimizi kaybettikten sonra olast bir
durumda bana bir sey olursa ne olurlar, endisem ¢ok biiyilk 0 konuda. Ben tek
hayattaki endisem o... Rabbimden ne olur bizleri birbirimizden ayirma diyorum...
Tabi olmasini istedigim sonsuz istegim, insallah evlatlarimin nobetleri gegsin. En
biiyiik, en biiyiik dilegim Allahimdan bu... Ozel bir beklentim yok. Ama saglikl
olmalar1 iyi olmalar1 ama evlenmeleri, iste ¢ocuklarimin evlenmesini gormek Oyle bir
beklentim yok. Yok ben bazi seyleri kalbimde dondurdum. Ne olabilecegini ne
olamayacagini biliyorum. Onlarin da bilincinde oldugum i¢in gereksiz hayallere
kapilip ay boyle de olsa hayatimda bu degisse demiyorum. Degisecegini de
biliyorum degisemeyecegini de. (Mine)

92. Gelecegiyle ilgili beklentim dedigim gibi yani ¢cok sey beklemiyorum. Fakat
yapmak istedigim ¢ok seyler var. Ciinkii egitimle her seyin diizelebilecegine
inaniyorum. Egitimle her seyin asilabilecegine inaniyorum. Sosyal faaliyetlerle bu
rahatsizliklarin daha da asagiya inecegini diisiinliyorum. Ama prosediirler geregi
yapabilecegim higbir sey yok. sadece devlet okuluna gidiyor, burada egitim aliyor.
Gelecek icin bir seyler beklemiyorum ¢iinkii gelecek icin bir sey bekliyorsaniz bir
seyler yapmak lazim. Yapamayacaginiz seyde de bir sey bekleyemezsiniz. (Selma)

93. Ahmet’ten gelecekle ilgili beklentilerim ¢ok. Ahmet’in evlenecegini, ¢oluk gocuk
sahibi olacagini, ¢alisacagini yani o kadar ¢ok beklentiden ziyade hayalim diyeyim
ben ona. Isteklerim onlar. Hani o yolda, umudum hayalim o ya, o yolda ilerlemek
icin miicadele ediyorum. Sonra ama toplu tagimaya falan bindigimizde degisik
hareketlerini goriince biitliin giicim, kolum kanadim kiriliyor. Hani yash birisi
otururken “kalkar misiniz ¢iinkii ben oturacagim” diyebiliyor. Hani normalde hi¢bir
cocuk onu demez birisine falan. Onlar ¢ok iiziiyor beni. Desin istemiyorum. iste
onlar1 da Ahmet ile konusuyorum bunlar1 yapma etme diye. Hani ¢iinkii o yasl,
senin kalip yer vermen gerekiyor Ahmet diyorum. Hayir, ama ben oturmak istiyorum
diyor. (Neriman)

94. Valla diger annelere mesajim su, kendi saglikli ¢ocuklarinin kiymetini bilsin.
Ciinkii ¢cok onemli, ¢ocuklar bizim ¢ocuklarimiz. Clinkii saglikli ¢cocuklarda ¢ok koti
davranig bozukluklar1 var. Yani onu sey yapsinlar, ¢ocuklarina hor bakmasinlar.
Ciinkii saglikli, her seyi anliyor, her seyi yapabilen ¢ocuk, zeka olduktan sonra ne
olacak. Ona giizel bir yon ver, iyi bir ¢ocuk olsun, topluma yararli olsun sana da
yararli olsun. (Aylin)
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95. Ne kadar sanshlar! Yani ¢ok benciller. O kadar bencil gériiyorum ki. Higbir
sikintist yok ¢ocugun goriiyorum mesela, hani basit bir sey i¢in ¢ocuklarini
tizebiliyorlar. Onu birakip iki ¢ene, muhabbet dedikodu yapacagim diye onun
vaktinden calabiliyorlar. Oyle iiziiliiyorum ki. O ¢ocugun o kadar sevgiye, ilgiye
ihtiyac1 varken anne diye c¢ekistiren ¢ok ¢ocugu goriiyorum. O muhabbete devam
ediyor. Doniip de ¢ocuguna bakmiyor... Veya c¢ok sagliklidir ¢ocugu, egitimini
onemsemiyor... O kadar sanshilar o kadar... Ellerinde bir cevher var, kiymetini
bilmiyorlar. Ha bu arada kendimi sansiz goriiyor muyum, gormiiyorum. Ahmet’ten
sonra kendimin bagka bir hayati oldu. (Neriman)

96. Engelli ¢ocugu olan annelere tavsiyem sudur, miicadeleyi birakmasinlar.
Tavsiyem budur yani. Benim kizim olmaz denilen yerden, yani buradayken buraya
kadar ¢ikti. Bayagi ilerleme oldu. Hala da umutluyum. (Melike)

97. Yani ben c¢ocuklarinin yaninda olsunlar diyorum her zaman. Cocuklarini yalniz
birakmasinlar. (Filiz)

98. Ne diyeyim herkesin basina gelen kendine gére zordur. Ama ne olursa olsun
sabir gerekiyor diye diisiiniiyorum. Sabretmeleri gerekiyor, dyle pes edip...0yle
anneler var ki ¢ocugu atmis, kendi derdine diigmiis, evi birakmig gitmis. Ben onlar1
kabul edemiyorum biliyor musunuz? Ne olursa olsun o ¢ocugu birakmamalarini
sOyliiyorum. Bagka bir sey diyemiyorum. (Hediye)

99. Bu ¢ocuklar hepimizin ¢ocuklari. Engellisi engelsizi ¢ocuk sonucta. Her seyde
haklar1 var diye diisiniiyorum. Yani irdelemenin, ikaz etmenin nasil séylesem ortam
dis1 birakmanin higbir anlami yok ¢iinkii bu dikkat daginiklig1 her yasta olabilecek
durum. Engelli olmak veya engelli annesi olmak her yasta olabilecek bir sey. Oyle
baksinlar derim olumlu baksinlar. Cocuklarini o tarz ¢ocuklardan engellemesinler,
onlarla oynayabilirler arkadashik kurabilirler. Bazi1 veliler benim ¢ocugum c¢ok
etkileniyor, gérmesin yanina gelmesin hemen etkileniyor falan diyor. O tarz bir bakis
olmamasi lazim. Onlarin farkli &zelliklere sahip birer birey olduklarini, diger
arkadaslariyla ayni olmadiklarini, onlarin da her an dyle olabileceklerini sdylemeleri
lazim... Herkesi her insan1 oldugu gibi kabul etmek ve saygi duymak lazim ¢linkii
hepimiz her seyin en giizelini isteriz ve Oyle bakarsak Oyle goriiriiz diye
diistintiyorum ben. (Selma)

100. Ben ¢ocugumu diger normal ¢ocuklardan diisiik gérmiiyorum. Ben de onu, o
cocuklar gibi goriiyorum. Hani baktik¢a diyorum benim ¢ocugumun higbir eksigi,
hicbir kusuru yok. Benim goziimde yani. Diger taraftan algilayabilirler soyle bdyle
diye ama benim Oyle bir seyim yok. (Hande)

101. Normal evlatlari1 olan anneler her seyden 6nce Allaha binlerce siikretsinler. Ben
de ediyorum bdyle 2 evladim oldugu halde. Yani Oyle 6zel de bir mesajim yok.
Sadece ellerindeki velinimetlerin degerini bilsinler. Ve disarida gordiikleri bizim gibi
annelere sonsuz sonsuz saygt duysunlar. Ciinkii biz onlarin yasadiklarmin 3000, yani
1-2 kati degil demiyorum, 3000 kat daha anneyiz diyorum bence... Saygi
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gérmedigimizi diisiiniiyorum. Demin de dedim ya bazi annelerin nankor oldugunu
goriiyorum. Saygi gormiiyorum derken de beni ¢ok fazla anlamiyor olabiliyorlar. Bir
o kadar da anlayan var. Mesela diyorlar ki ya sen nasil bir insansin. Diin esimin
amcasinin oglu bana ya yenge dedi sen nasil bir annesin anlamiyorum, diinyan
cocuklarinin tstiine kurmussun dedi. Giin geldi kervan dondii, bu ¢ocuk baba oldu.
Seni su an o kadar anliyorum ki yenge dedi evlat bambaskaymis. Ve dedim seninki
saglikli, benimkiler rahatsiz. Arada benim i¢in higbir fark yok. 10 tane saglikli evlat
kadar benimki de evlat... Yoksa evlat evlattir. Ama iste senin ¢ocuklarin soyle boyle
diyen insanlar1 gordiigiimde bana hi¢ saygi gostermediklerini diistiniiyorum. (Mine)

102. Ahmet’im farkli olmasin, simdi canim ¢ok kiymetli. Olmemem lazim, hasta
olmamam lazim. Simdi &yle vitaminler aliyorum, kendime Oyle baktigimi gorseniz.
Su estetigi niye oldum? Ahmet giizellige ¢cok 6nem veriyor, Ahmet ¢ok ¢ok dnem
veriyor. Cok begeniyor beni... Yani Ahmet'e geng bir anne, gii¢lii bir anne olmak
istiyorum. Uzun, saglikli yasamak istiyorum. Yani Ahmet’i belli bir seviyeye getirme
miicadelesi. (Neriman)

103. Utku’nun durumuyla benim arkadaslarimla, sosyal ¢evremle iliskilerim koptu.
Ciinki biitiin agirhigimi Utku’ya verdim. Utku’ya bir seyler kazandiririm, belki daha
iyi olur, belki o egitimle aray1 doldururum diislincesiyle biitlin yiikiimii ona verdim.
Cevremden koptum, uzaklastim. Ondan sonra ilk seyde bunu asamadim. Insanda
Oziirlii cocuk olunca bazi burukluklar oluyor. Onu asamadim ama su anda rahatim...
Ama simdi iyiyim yani Utkuyla her yere gidiyorum. (Aylin)

104. Esim c¢ok {iziildi. Neden oldu her sey gilizel gecti, iyi gitmisken niye
konugmuyor, niye hastaligi. (Hande)

105. Kizimi mesela olumsuz yonde ¢ok etkiliyor. Zaman zaman onun bir giinligii
var, giinliigiine yazilar yaziyor ve ben gizli gizli okuyorum. Okutmak istemiyor ama
o gittikten sonra kilitlemiyor da. Ben Selin’i ¢ok etkiliyor diye disiiniiyorum. Biz bir
sekilde asmaya calistik ve kabullendik. Ben sahsen kabullendim. Esim de yine
kabullenmeye calisiyor. O da az kaldi, kabullenmedi de. Ama Selin kabullenmis gibi
gozikiiyor ama kabullenmemis. Mesela defterine o giin yazmis. Abim bir sey yasiyor
sevgili giinliik diyor, sanki bizi tanimiyor, ben bunu kaldiramiyorum diyor. Abim
beni tanimayacak m1? Boyle seyler yazmis. Bunu bir hafta 6nce yazmisti. Diin de sey
yazmis, ¢cok hosuma gitti. Zannedersem o da kabullenmeye ¢aligiyor. Sevgili gilinliik
diyor tamam abim hasta, annem ¢ok {izglin ama diyor bir seye kendi kendime s6z
veriyorum diyor ben de ¢ok iziiliiyorum ama sirf abim i¢in ayakta kalacagim.
Anneme destek olabilmek i¢in, abime destek olmak icin ayakta kalacagim diyor.
Yikilmak iizereyim ama zorla ayakta kalacagim dedi ben ¢ok duygulandim, agladim.
Selin dedim giinliigiine okumama izin verir misin. Hayir dedi. Ne zaman okuyacagim
dedim, higbir zaman dedi. Ama giizel seyler de yaziyor bazen hosuma gidiyor.
(Hediye)

106. Hig etkilenmedik biz, hi¢ etkilenmedik. Dedigim gibi ortada boyle bir sey varsa
neler yapabiliriz diye diisiinmeye basladik. Sadece o kadar, niye boyle oldu da oyle
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bdyle diye diistinmedik. Hi¢ etkilenmedik bu durumdan. Sadece ne yapabiliriz, nasil
faydal1 olabiliriz, benim kendi ailem size nasil yardimei olabiliriz diye yaklastilar.
Bizim yapmamiz gereken, bizim bilmemiz gereken seyler nelerdir diye sordular
bize... Benim ailem de esimin ailesi de, hep sevgiyle bakiyoruz. Onun yapmis
oldugu bazi olumsuz davramiglar1 gérmemezlikten geliyoruz. Diizeltmeye
calisiyoruz. (Selma)

107. benim Almanya’da teyzemin oglu zihinsel engelli, konusamiyor ve duymuyor.
Bir tek o vardi bizim ailemizde. Bir tek onu bilirdik ailemizde etrafimizda engelli
olarak. Bir de evlendikten sonra amcamizin yani Arda’nin amcasmin bedensel
engelli oldugunu gordiik. Oyle gérdiigiimiiz bildigimiz hi¢ kimse yoktu. Ama
Arda’nin teshisi konduktan sonra bu tarz cocuklarin, bir de okula baslayinca
kaynastirma c¢ocuklarinin oldugunu smiflarda, onlarin da hayatta olduklarini,
etrafimizda olduklarini... mesela bir parka gotlirdiigiim zaman dig goriiniisii normal
olsa da onun bazi hareketlerde bulundugu zaman ha diyorum bunun da bir farklilig
var. Yani bedensel goziikkmese de mental engeli var. Onlarin da farkina vartyorsunuz.
Onlar1 gorebiliyorsunuz... Daha kétiilerini gordiigliniizde Arda’nin bir seyi yokmus
diyorsunuz. Egitimle asilabilecek, biraz daha diizelecek bir seyler diyorsunuz. Daha
umutlaniyorsunuz diger daha kétiileri goriince... Her seye giizel bakiyorum, her seye
olumlu bakiyorum. Ama ben hi¢ kacinmadim yani neresi varsa gotiirmeye gayret
ediyorum. O sekilde arkadaslar da sag olsunlar takdir ediyorlar. Takdir edildik¢e de
siz daha bir umutlaniyorsunuz, daha bir seyler yapmaya calisiyorsunuz. Ama biri de
kotii bir sey sOyledigi zaman hemen boyle kiriliyorsunuz, kabugunuza cekilmek
istiyorsunuz ¢iinkii engelli velisi hele de annesi olmak ger¢ekten ¢ok zor. Yani sizin
zaten yiikiinliz agir, herkesle cebellesiyorsunuz, bakislarla cebellesiyorsunuz laflarla
cebellesiyorsunuz. Birisi de ufak bir sey sdyleyince hemen yikiliyorsunuz. Ciinki
engelli velisi olmak bir tarafinizin kirik oldugu bir sey. (Selma)

108. Burcu’nun sayesinde ben ¢ok seyi 0grendim. Hayatla miicadeleyi, insanlar
tanidim. Hastanenin i¢inde kimden zarar gelir, her ¢esit insan tanidim yani. Ben
simdi insan sarrafi oldum... Burcu’nun o faydasi oldu. Hastane ortamini, nasil
girecegini, ¢ikacaginm hi¢ bilmezdim. Hastanelere gidince hi¢ konusmazdim. Doktor
soracak tek tek dyle cevap verecegim Oyle yani sdylemezdim kesinlikle. Ama simdi
ilaglar1 biliyorum, hangi ilacin neye yaradigini biliyorum, hangi boliime gidecegimi
biliyorum, hangi hastanenin hangi doktoru iyi onu biliyorum. Cevrem ¢ok genisledi,
o konuda ¢ok faydasi oldu. (Melike)

109. Simdi diisiiniiyorum da Betiil icin yapamayacagim higbir sey yok. Her seyi
yaparim. Bunun i¢in (Ali) o kadar degil de Betiil icin her seyi yaparim herhalde.
Biraz sabri katti. Daha ¢ok sevmeyi 6gretti Betiil. Sefkatli olmayi, bunlar herhalde...
Kendimi gergekten c¢ok giiclii hissediyorum. Betiil’iin  bdyle olmasi beni
acizlestirmedi. Iste sdylemek istedigim buydu. Su an aglamama bakmayimn, hani
ezilip onun altinda kalmadim. Simdi daha ¢ok giiglendim. (Necla)
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110. Benim esim ¢ok farkli bir adamdi tabiri caizse sokakta yasayan bir adamdi...
Aile diizeni yok. Yoktu ama sonra esim aile babasi oldu benim sayemde... Bir kere
esim ¢ok daha merhametli oldu. Cocuklara ¢ok merhametli oldu. Bir kere inanci ¢ok
giiclendi. Bir kulun Allah istemeden higbir sey yapamayacagini1 6grendi. Cok inanci
zayif bir adamdi. Benim kizim 16p diye yiirlidii. Allah istemese boOyle bir sey
olamayacagini anladi... Bir kere ben de insan olmay1 6grendim. Suanda bu kabaca
oldu ama ben ¢ocuk hi¢ sevmezdim. Simdi inanir misiniz ¢ingenenin ¢ocuklar1 dahil
her ¢ocugu sevebiliyorum. Insan oldum ya insan oldum bundan 6tesi yok. Onceden
neymigsim ya delidoluymusum. Bos bakiyormusum ama simdi bakan degil goren
oldum. Her seyi gézlemlemeyi 6grendim anlayabiliyorum artik her seyi. (Mine)

111. Benim hayatimi, goniil géziimii acti... Ama Ahmet hayatimiza, benim hayatima
cok renk katti. Diinya ¢ok giizel, hayat ¢cok glizel, yasamay1 sevdirdi. Her seyi once
baktigimin kat kat giizel gorliyorum simdi. Her sabah bah¢emdeki o giilleri
seviyorum ve siikrediyorum. Yani giillere, yapraklara, her seye ince ince bakan birisi
oldum. Ve her seye bakinca siikreden birisi oldum. Onlara bakinca Rabbimden
Ahmet’e sifa diliyorum... Rabbimin yanimizda oldugunu biliyorum. Ve bunun bir
sinav olduguna inanarak boyle giiclii yasayabiliyorum. Bunun da bir giin gececegine
ve Rabbimin miikafatini verecegine inaniyorum. (Neriman)

112. Yani her anne-baba hamile olunca mutlu olur. Cocugunun gelecegini diisiiniir.
Iste sdyle olacak, boyle olacak. Okula gidecek, o tiir seyler. (Necla)

113. Ahmet’in annesinin Ahmet’in hayatim1 yasamasi gerekiyor. Ozel bir hayat
kendine istersen olmuyor ¢linkii Ahmet ihmal ediliyor. Sadece Ahmet ile her seyi
diigiineceksin. Biitiin programin Ahmet olacak. Her seyin Ahmet olacak. Sadece
Ahmet’in annesi olacaksin. Onun yaninda es, arkadas, birgok sey olmaya caligirsan
Ahmet’i ihmal etmis olursun. (Neriman)

114. disar1 ¢iktigimizda bizi bekleyen zorluklar sorunlar ve ¢evredeki insanlarin
Arda’nin fiziksel bedensel higbir seyi yok, disaridan gayet normal bir gocukmus gibi
goziikiiyor. Gayet normal c¢ocuktan beklenilen ondan da bekleniyor. Fakat farkli
hareketlerde bulundugunda bazen Arda ¢ok bagirarak ses ¢ikartabiliyor, disarida bir
yemekteyseniz ya da aligveris merkezindeyseniz biitiin gézler size cevrilebiliyor. O
bakislar sizde olmasa bile biitiin bakislari siz {izerinizdeymis gibi hissediyorsunuz
onun yapmis oldugu hareketlerden davranislardan dolay1. (Selma)

115. Iste Down sendromlu, yasitlarindan geri, yasitlarina gore biraz geri takip edecek
dedi doktor. Egitimle dediler bazi seyleri 6grenir. Biz o zaman anlamamistik. Ben
herhalde egitimle bunu asarim dedim. (Aylin)

116. Ben ayn1 donem igerisinde hem ¢ok samimi oldugum arkadagim hem abimin
esiydi ayn1 zamanda, onu kaybettim ¢ok gen¢ yasta. Hem de ayni yil igerisinde
annemi kaybettim. Direkt boyle sonmiis balon gibi diistiim ve {istiine ¢ocuklar ve ben
yalniz kaldik. (Mine)
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117. Ciinkii biz onlarin yasadiklarinin 3000, yani 1-2 kat1 degil demiyorum, 3000 kat
daha anneyiz diyorum bence. (Mine)

118. Betiil okumay1 6grenince ¢ok ama ¢ok mutlu oldum. Cok iyi okuyamasa da yani
kendini kurtaracak kadar bir seyler yapiyor bakiyorum. Iste gecen yil ders yaparken
cok fazla bunaliyordum. Her seyimi isimi gliciimii birakip onunla ugrastim. Kiigiik
¢ocugumdan bile taviz verdim. Ama bu sene Betiil derse oturma konusunda daha
rahat. Yapalim diyor en azindan. Onceden asla demiyordu. Ama simdi bunlar
goriince rahatliyorum, korkum daha azaldi yani. Daha c¢ok korkuyordum.
Endiselerim vardi... Simdi de iyiyim. Belki de Betiil’iin iyi olmasindan ¢iinkii simdi
gidebiliyorum her yere ¢ok rahatlikla Betiil ile birlikte. (Necla)

119. Ahmet’in annesi olmak ¢ok giizel bir sey. Bin defa diinyaya gelsem inan ki yine
Ahmet’i isterim. Baska hicbir ¢ocuk istemem. (Neriman)

120. Anne goziiyle ¢ogu seyi gormiiyor ¢iinkii onlarin giinliik ilaglar1 benden,
banyolari, ikisi de kiz ¢ocugu, babayla aksamleyin bile evcilik oynaniyor ama bir
yerden sonra “ kizim az sus bakayim mag¢ ne olmus?” moduna giriyor. Ama ben
“Canan az sus dizime bakacagim, tv ye bakacagim” o6fkelendigi zaman yine ben
onun pesinden gidip nazlattigim i¢in... (Mine)

121. O hi¢ kabul etmedi. Ben siirekli bu cocukta bir problem var, problem var
diyordum. Ailemdekileri de sOyleyince iste sen abartiyorsun sen dylesin boylesin
diyorlardi... O zaman esim kendisi getirmisti iste bir seyi yok dendi kagit yazildi.
Mental stireci falan normal dendi. Esim dedi bak gordiin mii abartmigsin boyle
sOylendi. Sonra tekrardan gittik, tekrardan ayni dendi... Denver testinde de normal
cikti o testte de. Yani kolay kolay anlagilmadi Betiil. (Necla)

122. Ben ilk zamanlar esimin cocuklardan utandigini, onlar1 kabullenemedigini
zannediyordum. Zamanla biz esimle kari-kocalig1 biraktik, iki arkadas olmaya karar
verdik. Onlar hastalandiginda ¢ocuk gibi balkona ¢ikip gizli gizli agladigini, onlar
yliriirken esimin terlerinin bosaldigin1 gérdiim. Ciinkii onlarin o kadar zorlanarak
yiirlimesi esimin canini acittyordu. Ve ben bunu ¢ok ge¢ anladim... Esim eskiden bir
yerde engelli cocugu oldugunu sdylemiyordu, su an o kadar rahat sdyliiyordu ki.
(Mine)

123. Biiylik kizim olmasayd1 tek keske Burcu ile ilgilenseydim. Ama biiyiik kizimin
da sorunlart var su an. Simdiki aklim olsa bir ¢ocukla kalirdim yani. Biitiin ilgimi
ona verirdim. Cok zor bir sey yani bir onla bir onla, yetisemiyorum. (Melike)

124. Mesela Utku rahatsiz oldugu icin ¢gocugu yaninda otursa hemen sanki ciizzamli
olacak gibi, hemen 6gretmene soyliiyor. Ben anliyorum. Hemen kaldiriyordu, tabi o
bana ¢ok iiziintli veriyordu. O da ¢ocuk, o da ¢cocuk ne farki var diye kendi kendime
diistiniiyordum. (Aylin)
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125. Yani fiziksel engelli diye bedensel engeli varsa biraz daha 1limli yaklastyorlar,
toleransli davraniyorlar. Bir de hicbir engeli goziikmeyen, zihninde beyninde olan
cocuklar fark etmiyorlar. (Selma)

126. Ama prosediirler sizi kapatiyor. Cocugunuz ilerlemesin, gerilesin diyorlar yani.
Sadece benim iiziildiigiim sey bu. (Selma)

127. Maneviyat. Yaradandir ona siginiyorsun. O da seni ayakta tutan sey yani. Her
seyin ondan geldigini, bunlarin bizim i¢in imtihan oldugunu disiiniiyoruz. Bir
bakima ondan da yardim aliyoruz, destek aliyoruz dyle devam ediyoruz. (Necla)

128. Bu ¢ok zor bir soru. Su anda ¢ok erken diye diisiiniiyorum. Dogukan’in her
seyden once kendine gelmesi gerekiyor. Sakinlesmesi gerekiyor. (Hediye)

129. Valla Utku’nun gelecegiyle ilgili beklentim ne olabilir, geleceginde bir meslek
edinse kendi basma yapamaz gibi geliyor. Hep bir destek almasi lazim, &yle
santyorum ben... Biri tarafindan kullanilir diye {iziiliyorum. Cilinkii hemen
kabulleniyor, su iste yap de hemen yapiyor. Git onu yap, bakiyorum hemen yapiyor,
niye yapayimm diye dyle bir seyi yok. Idrak edemiyor, kullanilir diye korkuyorum.
Yani onun para kazanip getirecegini hi¢ diistinemiyorum. Bilmiyorum, kardesimin is
yeri var. Belki orada dylesine bir ¢alisir. Hi¢ diisiinemiyorum. (Aylin)

130. Bana bir sey olursa ne olurlar, endisem ¢ok biiyiik o konuda. Ben tek hayattaki
endisem o. Onun i¢in Allaha, bilmiyorum yaradan ne yazmissa o olur ama, en biiyiik
dilegim Rabbimden ne olur bizleri birbirimizden ayirma diyorum. (Mine)

131. Yazlar1 adaya gidince ilk haftalar1 ¢ok kotii oluyorum. Ondan sonra hep boyle
antidepresan veriyorlar. Uyutuyor, onlar1 istemiyorum. Bir hafta bdyle aglama
stirelerim oldu. (Neriman)

132. Herkes garip bakardi, sondaliydi, bilmem neydi. Herkes gogiis gererek ama her
sey dirhem dirhem bir seyler gotiirerek. Ondan sonra, Ahmet’ten sonra ben 9 defa
ameliyat oldum. Orasi1 as1 gitti, burasi gitti, yiiziimden goziimden bir seyler firladi.
Her giyindim, siislendim, bdyle makyaj yaptim. Her doktora gittigimizde hayranim
size diyordu ama canim yaniyordu, hep maske taktim. Ve maskeye hala devam
ediyorum... simdi canim ¢ok kiymetli. Olmemem lazim, hasta olmamam lazim.
Simdi Oyle vitaminler aliyorum, kendime Oyle baktigimi gorseniz. Su estetigi niye
oldum? Ahmet giizellige ¢ok 6nem veriyor, Ahmet ¢ok ¢ok Onem veriyor. Cok
begeniyor beni. (Neriman)
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MOTHER SUPPORT GROUP SESSIONS

Main goal of the group

The main goal of the group sessions is to support mothers of children with different
disabilities with regard to parenting skills, communicating with their children and
dealing with the reality of disability in their children. This group consists of 7
sessions which take at least one hour face to face communication, some activities and
practices. Mothers whose children are between the ages of 10 to 14 can participate in
this group. In order to evaluate the progress and effectiveness of the support group

sessions, pre-test and post-test are used.
General Goals of the Group Sessions

e to make group members informed about group sessions and how the sessions
continue

e to make group members have awareness about their process of having a child
with disability and their own coping mechanisms

e to make group members use the coping mechanisms of other members whose
children also have disability and who also have the same experiences

e to give some information and abilities beneficial for parenting and make
members use these skills to fulfill the educational and developmental needs of
their children

e to provide support for the daily stress mothers of children with disability
experience

¢ to make mothers use the information and skills they learn in the group

sessions in their daily life
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e to give group members the feeling that they are not alone in their struggle

with their children and sense of universality
1. SESSION:

Obijectives of the Session:

. making group leader and group members come together and meet

. teaching group members the rules of the group sessions

. taking group members their expectations from the sessions

. doing some icebreaking activities for making members get to know one

another in non-threatening ways
. Conducting pre-test form
2.-3. SESSION:

Obijectives of the Session:

. remembering the issues discuss in last session

. making members think about the children with disabilities

. making members understand how mothers of children with disability feel
. providing safe and supportive atmosphere in which mothers tell their story

with regard to learning the diagnosis of their children

. helping mothers gain awareness about the progress of their children
throughout their education process

. helping mothers decide the expectations from them and their children in the

future
4. SESSION:

Obijectives of the Session:

. remembering the issues discuss in last session
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. teaching the group members “development” and “adolescence” concepts in

children with disability

. members’ gaining awareness about the difference pace of development in
every child

. making mothers think of feeling children experience in adolescence period
. making mothers aware of importance of self-esteem children should gain in

adolescence

. sharing the roles of parents in children’s having self-esteem
. making mothers aware of the legal rights of children with disability
5. SESSION:

Obijectives of the Session:

. showing members how a communication pattern starts
. making members think about communication barriers
. helping members gain awareness about the difficulties of non-verbal

communication

. teaching members how to communicate with their children having disability
. teaching members use “I” language instead of “You” language

. helping members consider about the non-verbal language they use for their
children

6. SESSION:

Obijectives of the Session:

. teaching members different parenting styles and their differences

. helping members gain awareness about the effects of different parenting

styles on children from both negative and positive aspects
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. making members understand the effectiveness of authoritative parenting

styles

. making members understand the importance of setting clear boundaries in

raising children, especially in children with special needs
7. SESSION:

Obijectives of the Session:

. making members review the issues handled throughout the group process
. evaluating the progress in members in this 7 weeks

. conducting post-test forms

. sharing feelings and opinions about the group sessions

. giving certificates to members and making “bulletin board” of the group
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Further Information about the Diseases Mentioned in This Study

Fahr Disease (FIBGC)

“Familial idiopathic basal ganglia calcification (FIBGC, formerly known as Fahr
disease) is a condition characterized by abnormal deposits of calcium (calcification)
in the brain. These calcium deposits typically occur in the basal ganglia, which are
structures deep within the brain that help start and control movement; however, other
brain regions can also be affected.

The signs and symptoms of FIBGC include movement disorders and psychiatric or
behavioral difficulties. These problems begin in adulthood, usually in a person's
thirties. The movement difficulties experienced by people with FIBGC include
involuntary tensing of various muscles (dystonia), problems coordinating movements
(ataxia), and uncontrollable movements of the limbs (choreoathetosis). Affected
individuals often have seizures as well. The psychiatric and behavioral problems
include difficulty concentrating, memory loss, changes in personality, a distorted
view of reality (psychosis), and decline in intellectual function (dementia). An
estimated 20 to 30 percent of people with FIBGC have one of these psychiatric
disorders.

The severity of this condition varies among affected individuals; some people have
no symptoms related to the brain calcification, whereas other people have significant
movement and psychiatric problems.”

Hemophilia

“Hemophilia is a bleeding disorder that slows the blood clotting process. People with
this condition experience prolonged bleeding or oozing following an injury, surgery,
or having a tooth pulled. In severe cases of hemophilia, continuous bleeding occurs
after minor trauma or even in the absence of injury (spontaneous bleeding). Serious
complications can result from bleeding into the joints, muscles, brain, or other
internal organs. Milder forms of hemophilia do not necessarily involve spontaneous
bleeding, and the condition may not become apparent until abnormal bleeding occurs
following surgery or a serious injury.

The major types of this condition are hemophilia A (also known as classic
hemophilia or factor VIII deficiency) and hemopbhilia B (also known as Christmas
disease or factor IX deficiency). Although the two types have very similar signs and
symptoms, they are caused by mutations in different genes. People with an unusual
form of hemophilia B, known as hemophilia B Leyden, experience episodes of
excessive bleeding in childhood but have few bleeding problems after puberty.”

Hydrocephalia

“An abnormal increase in the amount of cerebrospinal fluid within the cranial cavity
that is accompanied by expansion of the cerebral ventricles, enlargement of the skull
and especially the forehead, and atrophy of the brain.”
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Maple Syrup Urine Disease (also called branched-chain ketoaciduria)

“Maple syrup urine disease is an inherited disorder in which the body is unable to
process certain protein building blocks (amino acids) properly. The condition gets its
name from the distinctive sweet odor of affected infants' urine. Beginning in early
infancy, this condition is characterized by poor feeding, vomiting, lack of energy
(lethargy), and developmental delay. If untreated, maple syrup urine disease can lead
to seizures, coma, and death.

Maple syrup urine disease is often classified by its pattern of signs and symptoms.
The most common and severe form of the disease is the classic type, which becomes
apparent soon after birth. Variant forms of the disorder become apparent later in
infancy or childhood and are typically milder, but they still involve developmental
delay and other medical problems if not treated.”

Source: Genetics Home Reference. (n.d.). Retrieved March, 23, 2014, from the
website of Genetics Home Reference: http://ghr.nm.nih.gov

178



APPENDIXJ

Themes and Subthemes Emerged in This Study

179



—

1. Pregnancy

e First Impression
e Expectations
e Mothering

2. Diagnosis Process

* Perception of differences in their
children

e First reaction to diagnosis
¢ Knowledge about the disability

[

3. Current Feelings about the )

Diagnosis

S

7

4. Getting information about

~

the diagnosis

5. Perception of being
mother of child with
intellectual disability

¢ Perception of mothering of a child
without disability

e Common problems in daily life

¢ Requirements of being mother of
child with intellectual disability

,
6. Living with a child with
intellectual disability
.
-

\

7. Relationship with their
husband before diagnosis

.

8. Current relationship
with their husband after
diagnosis

7

9. Expectations from the
future regarding their
children
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10. Messages to other ]

mothers
11. Influences of a child e Contributions of having a child with
with disability disability
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