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ABSTRACT

The purpose of the research is the examination of perceived stress levels of families having child
with intellectual disability. In the research, cross-sectional survey model, from among general
survey models, was used. The research group was formed by the simple random sampled voluntary
parents, as being 311 mothers and 154 father (n=465), of children with intellectual disability of
different levels getting training and rehabilitation services at different institutions in the Istanbul
province. “Demographic Information Form”, which was formed by the researcher in order to obtain
information regarding the general statuses of the parents, and which consisted of 8 articles as
being gender, age, educational status, professional status, economic status, participation in
trainings with respect to people with disability status, attachment of the required importance to
people with disability status and getting home care payment or disability pension through the child
status, and “Perceived Stress Scale”, which was developed by Cohen, Kamarck and Mermelstein
(1983), and whose adaptation to Turkish was made by Eskin, Harlak, Demirkiran and Dereboy
(2013), were applied on the participants. The scale consisted of 10 articles in total, and it had a
construct enabling the individuals to evaluate their stress levels by themselves. As statistical
operation, initially Kolmogorov—Smirnov test was applied in order to test whether the data had
normal distribution or not, and as the result of normal distribution of the data, t-test and ANOVA
were used. Considering the general findings of the research, while significant differences were
determined in the variables of gender, age, professional status, economic status, participation in
trainings with respect to people with disability status, attachment of the required importance to
people with disability status and getting home care payment or disability pension through the child
status of families having child with intellectual disability, no significant difference was determined
in their educational status variable. As the result of the analyses performed, it was determined that
the perceived stress levels of families having child with intellectual disability were high. In the light
of the findings obtained, the causes of perceived stress levels of families were searched, and
suggestions were made for decreasing the stress levels of families.
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INTRODUCTION

One of the facts accepted by the society is individual differences being present among the individuals. While
these individual differences have some distinctive characteristics for some individuals, they may involve states
which cannot be easily distinguished for some other individuals. And the people with intellectual disability are
ones who have characteristics which cannot be distinguished. Despite they exhibit similar peculiarities with their
peers in terms of physiological development process, they are obliged to maintain their lives as depending on a

second individual when it comes to their intellectual development processes and capacities.

Family, which forms the foundation of society and which is its significant part today, should be deemed as a
socio-economic institution that meets individual needs such as nutrition, sheltering, protection and healthy
living, and personal needs such as training, raising and providing rights, and humanitarian needs such as
equipping with moral emotions and thoughts (Nirun, 1994). When a person with intellectual disability joins the
family, the family is faced as a more special institution requiring care in terms of individual, personal and
humanitarian needs. The family, being in this state, endeavors for the sake of fulfilling the significant tasks that
the society does not fulfill for their own persons with disability. This effort made causes changes in the constructs
of the society in time. In this sense, family has the position of basic regulator of attitudes and behaviors exhibited

in the society against the persons with disabilities.

It is asserted by many studies in literature that primarily the parents, siblings, relatives, namely the families are
the ones providing significant support for people with intellectual disability in maintaining their lives (Citil &
Dogan, 2019). The parents are one of groups taking the highest responsibility in the process of continuation of
lives of people with intellectual disabilit. Having a child with intellectual disability brings along many socio-
economic and psycho-social problems. Having a child, requiring training with special care and having special
needs, means that it may be faced with various problems and difficulties in the family. The researches in literature
indicate that mothers are the ones in the family undertaking a great part of the responsibilities and duties with

respect to the child with intellectual disability.

The most significant problem among the difficulties faced by the families of people with intellectual disability is
the training of their child (Nirun, 1994). The knowledge of the families regarding how the child will be trained
and regarding the child’s disability or disabilities is the most significant factor affecting the process that the
families experience with their children. It is asserted that the families’ stress levels decrease as the result of
intense trainings provided to families in order to upskill the people with intellectual disability regarding their self-

care (Cavkaytar, 1999; Ozcan, 2004; Ulugél & Cavkaytar, 2020).

When factors creating stress and pressure on the families are examined, regulating their life styles and daily
routines as per the disability statuses of their children, and shaping of all the plans and social relationships around
the person with intellectual disability are expressed as factors decreasing the parents’ satisfaction with life and
quality of life, and increasing their stress levels (Canarslan & Ahmetoglu, 2015; Avsaroglu & Okutan, 2018; Akkok
et al., 1992).
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The efforts made by the family, for ensuring and maintaining the care of the person with disability, cause the
mothers and fathers to experience stress in time. When the underlying causes of this stress are considered in
terms of the family’s own dynamics, these are economic difficulties experienced by the family, lack of knowledge
regarding the disability, changing construct and role of family’s dynamic and accompanying despair, and negative

psychological factors in skills of overcoming depression and stress (Koksal & Kabasakal, 2012).

While it is being specified that family is a significant factor having strong and durable effect on lives of people
with disability, the families, according to the disability status of their child, seek means of reacting their child
with intellectual disability emotionally, adapting to own reactions of each disability group, accessing social
resources, making investments for the future, and accessing the opportunities of socialization beyond familial
socialization (Lustig, 2002). The families expect their child with intellectual disability to access and benefit from
the same rights with healthy individuals. In this sense, the supports for the treatment costs in countries, where
the health guarantee and financing are being covered by the government, are important for access to such rights
and for prevention of hitches such families experience (Parizot et al., 2019). When the studies performed in
Turkey is examined, there are various studies on the stress levels of mothers being in the position of caregiver of
child with intellectual disability (Kaytez et al., 2015; Sivrikaya & Tekinarslan, 2013; Demir et al., 2010; Uguz et al.,
2004). In these studies, it was suggested that social support and division of labor regarding the child were
decreasing the perceived stress of parents having child with disability (Koksal & Kabasakal, 2012), and that
increase of social support perceived by the mothers having child with disability was decreasing the families' stress

and the burden on the families (Sivrikaya & Tekinarslan, 2013).

METHOD

In this section, information about the analysis of the data obtained during the study is presented.

Ethical Issue

The necessary permissions (ethics committee/parental consent) required to carry out the study were obtained
and then the study was started. Ethical approval for this study, which was based on volunteerism, was obtained
by the Istanbul Gelisim University Ethics Committee Presidency with the election number 2022-03-14, dated
12/01/2022.

Research Model

In the research, in which the perceived stress levels of families having child with intellectual disability were
examined, cross-sectional survey model, from among the general survey models, was used. The cross-sectional
survey researches are actualized by making measurement at a time in accordance with the peculiarities of the

variable to be depicted (Fraenkle et al., 2006).
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Research Group

The research group was formed by the voluntary participation of simple random sampled parents, as being 311
mothers and 154 father (n=465), of children with intellectual disability of different levels getting training and

rehabilitation services at different institutions in the Istanbul province.

Data Collection Tools

Demographic Information Form was prepared by the researcher in order to collect information regarding
demographic characteristics of families, participating in the research, having child with intellectual disability.
This form was used for getting information regarding parents’ genders, ages, educational statuses, professional
statuses, economic statuses, statuses of having been trained with respect to people with intellectual disability,
statuses of attaching required importance to people with intellectual disability, and status of getting home care

payment or disability pension through the child.

Perceived Stress Scale (PSS) was developed by Cohen et al., (1983), and its adaptation to Turkish was performed
by Eskin et al., (2013). The scale consisted of 10 articles, and it had a construct enabling the individuals to evaluate
their stress levels by themselves. The lowest score that could be obtained from the scale of 5 point Likert type
was 0, and the highest score could be obtained from the same was 40. It included questions with respect to
stressful circumstances that the participants had faced in recent one month, and their ability to overcome the
same, their feeling of despair, and their skills of controlling and coping with the same. The high level of the scores

obtained from the scale expresses the high level of perceived stress of the individual.

Data Analysis

The data was evaluated by the SPSS 25.00 program. Demographic factors were processed with frequency
analysis. In the analysis of other data, it was examined whether the data was showing normal distribution or not,
and by finding out that they were showing a normal distribution, the performance of parametric tests was
deemed fit. In the research, independent samples t-test, and ANOVA test —for multiple comparisons among

different variables- were used as analysis methods.

FINDINGS

In this section, the data obtained from the “perceived stress” scale applied on families having child with

intellectual disability was analyzed, and it was given in the following table.
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Table 1. Demographic Characteristics of the Participants

Personal Information Variables F %
Gender Female 311 66,9
Male 154 33,1
25-30 74 15,9
31-36 130 28,0
Age 37-42 134 28,8
43-49 95 20,4
50 and above 32 6,9
Not literate 27 5,8
Elementary School 188 40,4
Educational Status Secondary School 79 17,0
High School 105 22,6
Bachelor’s Degree 66 14,2
Housewife 231 49,7
Government officer 47 10,1
Profession Worker 47 10,1
Private Sector 73 15,7
Self-Employed 39 8,4
Unemployed 28 6,0
Not Well 15 3,2
Economic Status Well 64 13,8
Good 386 83,0
Have you participated in trainings with respect to Yes 184 39,6
people with disability? No 281 60,4
Is the required importance being attached on the Yes 54 11,6
people with disability? No 411 88,4
Are you getting home care payment or disability Yes 155 33,3
pension through your child? No 310 66,7

When Table 1 is examined, it is observed that in terms of gender variable 66.9% of the participants were females,
and 33.1% of them were males. In terms of age variable, 15.9% of them were at the age range of 25-30, 28.9%
of them were at the age range of 31-36, 28.8% of them were at the age range of 37-42, 20.4% of them were at
the age range of 43-49, and 6.9% of them were at the age range of 50 and above. In terms of educational status
variable, it is observed that 5.8% of them were not literate, 40.4% of them were elementary school graduates,
17.0% of them were secondary school graduates, 22.6% of them were high school graduates, and 14.2% of them
had bachelor’s degree. In terms of professional group variable, it is observed that 49.7% of them consisted of
housewives, 10.1% of them consisted of government officers, 15.7% of them were working in private sector,
8.4% of them consisted of self-employed people, and 6.0% of them were unemployed. In terms of economic
status variable, it is observed that 3.2% of the participants were at not well level, 13.8% of them were at well
level, and 83.0% of them were at good level. In terms of the variable of participating in trainings with respect to
people with disability, 39.6% of them had attended, and 60.4% of them had not. In terms of the variable of
whether the required importance was being attached to the people with disability, it is observed that 11.6% of
them responded as yes, and 88.4% of them responded as no. In terms of the variable of getting home care
payment or disability pension through the child, it is observed that 33.3% of them responded as yes, and 66.7%
of them responded as no.

Table 2. T-test Results of Perceived Stress Levels of Families Having Child With intellectual Disability in Terms of
the Gender Variable

Gender N X Sd t p
. Male 311 21.24 5.455 "
Perceived Stress Score Female 154 20.16 4.829 2.083 .038

*p<0.05
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When Table 2 is examined, a statistically significant difference was determined between the perceived stress

levels of families having child with intellectual disability in terms of the gender variable (p<0.05).

Table 3. ANOVA Results of Perceived Stress Levels of Families Having Child With intellectual Disability in Terms
of the Age Variable

. . Significant
Dimension Age N X Sd f p Digfference
25-30! 74 20.10 5.934
3 31-362 130 21.92 4.892 1-2
Perceived Stress Score 37.423 132 2119 5250 2.863 .023 2.5
43-494 95 19.84 5.308
50 and above® 32 20.25 4.500
*p<0.05

When Table 3 is examined, a statistically significant difference was determined among the perceived stress levels
of families having child with intellectual disability in terms of the age variable (p<0.05). It was determined that

the difference was arising among individuals at the age range of 25-30, 31-36, and 50 and above.

Table 4. ANOVA Results of Perceived Stress Levels of Families Having Child With intellectual Disability in Terms
of the Educational Status Variable

Dimension Educational Status N X Sd f Sl'gnlflcant
Difference
Not literate?! 27 21.14 4951
Elementary School? 188 20.97 5.189
Perceived Stress Secondary School? 79 20.39 5.221 1113 349 )
Score High School* 105 21.57 4,943 ) '
Bachelor’s Degree> 66 20.00 6.139

When Table 4 is examined, a statistically significant difference was not determined among the perceived stress

levels of families having child with intellectual disability in terms of the educational status variable (p>0.05).

Table 5. ANOVA Results of Perceived Stress Levels of Families Having Child With intellectual Disability in Terms
of the Professional Status Variable

Dimension Profession N X Sd f p Significant
Difference
Housewife? 131 21.45 5.439
Government Officer? 67 19.61 5.921
Perceived Stress Worker3 77 19.89 3.984 1-4
Score Private Sector* 83 20.84 5.348 1.724 .041 2-6
Self-Employed> 49 21.10 4.998
Unemployed® 58 19.71 4.387
*p<0.05

When Table 5 is examined, a statistically significant difference was determined among the perceived stress levels
of families having child with intellectual disability in terms of the professional status variable (p<0.05). It was
observed that this difference was between the housewives and the ones working in private sector, and between

the government officers and unemployed ones.
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Table 6. ANOVA Results of Perceived Stress Levels of Families Having Child With intellectual Disability in Terms
of the Economic Status Variable

Dimension Economic Status N X sd f p Sl.gnlflcant
Difference
Perceived Stress Not Well” 15 22.46 5.501
Score Well2 64 22.26 4738 3.493 .031 1-3
Good3 386 20.59 5.317
*p<0.05

When Table 6 is examined, a statistically significant difference was determined among the perceived stress levels
of families having child with intellectual disability in terms of the economic status variable (p<0.05). It was
observed that this difference was between the groups with not well and good economic statuses.

Table 7. T-test Results of Perceived Stress Levels of Families Having Child With intellectual Disability in Terms of

the Participation in Trainings With Respect to People With Disability Status Variable
Have you participated in

trainings with respect to N X Sd t p
people with disability?
. Yes 184 20.53 5.056
Perceived Stress Score No 281 2111 5411 -1.144 .043

*p<0.05

When Table 7 is examined, a statistically significant difference was determined between the perceived stress
levels of families having child with intellectual disability in terms of the participation in trainings with respect to

people with disability status variable (p<0.05).

Table 8. T-test Results of Perceived Stress Levels of Families Having Child With intellectual Disability in Terms of
the Attachment of the Required importance to People With Disability Status Variable
Is the required importance being

attached on the people with N X Sd t p
disability?
Perceived Stress Yes 54 22.18 5.905
Score No 411 20.71 5.171 1.934 047

*p<0.05

When Table 8 is examined, a statistically significant difference was determined between the perceived stress
levels of families having child with intellectual disability in terms of the attachment of the required importance
to people with disability status variable (p<0.05).

Table 9. T-test Results of Perceived Stress Levels of Families Having Child With intellectual Disability in Terms of
Getting Home Care Payment or Disability Pension Through the Child Status Variable

Are you getting home care payment or disability

pension through your child? N X Sd t P
Perceived Stress Yes 155 21.42 4.972
Score No 310 2061 5408 0% 028

*p<0.05

When Table 9 is examined, a statistically significant difference was determined between the perceived stress
levels of families having child with intellectual disability in terms of getting home care payment or disability

pension through the child status variable (p<0.05).
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CONCLUSION and DISCUSSION
The findings obtained by the study, in which the perceived stress levels of families having child with intellectual

disability were examined, were associated to the studies in literature, and they are provided in this section.

In the findings of the research, statistically significant difference was determined between the perceived stress
levels of families having child with intellectual disability in terms of gender variable. While it was observed that
the finding obtained was significant in the direction of females, it can be said that it is arising from the fact that
the burden of giving care to child with disability is on the mothers. By the study of Ayyildiz et al., (2012) performed
on mothers having child with intellectual disability, they stated that the stress experienced by the mother was
higher than that of the father in case of presence of a person with disability in the family, and that the main cause
of this was the fact that the mothers were the ones being mainly in charge of the care of the child no matter
what their social roles were. And Kaner (2004), by the study performed on mothers and fathers having child with
intellectual disability, specified that the mothers were experiencing higher stress compared to fathers as they
were sensitive to their children and as they were spending more time with their children. Uguz et al., (2004), by
their study performed on mothers both having and not having child with disability, determined that the levels of
stress, anxiety and depression of mothers having child with disability were higher compared to mothers not
having child with disability. Dereli and Okur (2008), by their study examining the depression states of families
having child with disability, determined hat the depression levels of the families were high. The finding obtained

was similar with findings of similar studies in literature in terms of gender variable.

According to another finding obtained by the study, statistically significant difference was determined among
the perceived stress levels of families having child with intellectual disability in terms of age variable. By the
findings obtained, it was observed that stress levels of younger parents were higher, and that stress levels of
older parents were lower. This status may be explained by the fact that older families having child with disability
are more experienced due to increasing age, and that they tend to accept their present status. When the
literature is examined, there are many studies stating that, by the consideration of the child’s age, family’s age,
care giver and educational statuses, the responsibilities imposed on the family were increasing in case the family
was unable to fulfill the behaviors and responsibilities conforming to the age of the child with disability as her/his
academic age gets along, and that the stress levels of families were thus increasing along with other burdens of
life (Gulaldi, 2010; Kaytez et al., 2015; Robinson & Neece, 2015; Stanojevi¢ et al., 2017). In the study of Koksal
and Kabasakal (2012) performed with the purpose of determination of perceived stress of parents having child
with intellectual disability, they stated that there was a difference in families’ stress and coping skills in the child’s
infancy and adolescence periods. Bal (2018), by the research performed on families having child with disability,
stated that trait concern levels of mothers having child with disability were increasing by the increase of age.
Flynt and Wood (1989), by their study examining the stress and coping skills of mothers having child with mental
retardation, determined that the mothers’ concern levels were decreasing by the increase of their age. Firat el
al. (2002), by their study performed on mothers having child with autism and child with intellectual disability,
concluded that the depression levels of younger mothers having child with autism were significantly high, and

that the state anxiety levels of older mothers having child with intellectual disability were significantly high. When
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the literature is examined, there are also studies that don’t tally with the general findings, and with the findings
of our research. Coskun and Akkas (2009), by their study examining the trait concern levels and social support
perceptions of mothers having child with disability, concluded that the concern levels were increasing along with

the increase of age. Our study is similar with studies in literature in terms of the age variable.

According to another finding of the study, even if statistically significant difference was not determined among
perceived stress levels of families having child with intellectual disability in terms of educational status variable,
by the examination of mean rank it was observed that the levels of stress were increasing along with the decrease
of educational level. Education may enable the families having child with disability to cope with difficulties, to
adapt themselves to their statuses, to assist the child in accepting her/his incapacities by increasing her/his
knowledge about her/his disability, and to decrease their own worries and feelings of guilt. When the literature
is examined, there are studies that don’t tally with the findings of our research. Ayyildiz et al., (2012), by their
study on mothers having child with intellectual disability, stated that as the mothers’ educational levels decrease
that their average scores for coping with stress were increasing, in other words that they were beginning to
experience more stress. Coskun and Akkas (2009), by their study examining the trait concern levels and social
support perceptions of mothers having child with disability, stated that along with the increase of the mothers’
educational levels that they were generally being more successful in developing solutions against the possible
problems regarding their child with disability through improving their problem solving skills. Conk and Yildirim
(2005), by their study in which they performed the planned training of mothers/fathers having child with mental
incompetence, determined a difference between the mothers’/fathers’ scores of coping with stress prior to and
after the training. It was determined that the mothers’/fathers’ scores of coping with stress had decreased after
the training. Sevindik et al., (2006), by their study on women having child with disability, determined that their
low educational levels were increasing their rates of being unsatisfied with their lives. Varona et al., (2007)

reported that consultancy and training programs for the caregivers were decreasing their perceived stress load.

According to another finding obtained by the study, statistically significant difference was determined among
the perceived stress levels of families having child with intellectual disability in terms of professional status
variable. It was observed that this difference was between the housewives and the ones working in private
sector, and between the government officers and unemployed ones. It is being thought that this status may be
due to the fact that undertaking of excessive responsibility by the families having child with disability for meeting
the care and support needs of the child was causing them not to perform their own profession or not working at
all even if they have a profession. When the literature is examined, there are studies that don’t tally with the
findings of our research. In the study of Erkuran (2015), there is the expression of “the individual’s income is
obtained through profession, and in a sense profession is regarded as a concept affecting health and access to
health services”. In the study of Kaya (2019) performed on care givers, it was stated that no relationship was
found between an individual’s profession and stress through the examination of stress level by the consideration
of professional and working status. Ozsenol et al., (2003), by their study on the evaluation of familial functions
of families having child with disability, stated that no significant relationship could be found between the working

status and profession of care givers and their coping with stress statuses. Glineysucu (2010), by his study
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performed on the stress symptoms of fathers having trainable child with intellectual disability, stated that there

was no statistically significant difference in terms of professional status variable.

According to another finding obtained by the study, statistically significant difference was determined among
the perceived stress levels of families having child with intellectual disability in terms of economic status variable.
It was observed that this difference was between the groups with not well and good economic statuses. It is
being thought that this status was arising due to inability of meeting the child’s care, education and health
expenses due to low income. When literature is examined, many factors affecting the stress laving of families
having child with intellectual disability are being referred. And the most significant one among these factors is
the economic status variable. Economic difficulties experienced due to increase of care and training expenses of
the child are able to cause inability of sufficiently meeting the other familial requirements, and experiencing of
stress by the family members sue to many processes such as shame, sorrow and disappointment (Dyson, 1997;
Havens, 2005; Kiglker, 2001). In a study of Buz (2003), he associated the disruption of the domestic routine and
the change of domestic roles to insufficiency of economic statuses of families and thus to increase of stress levels.
In another study addressing this status, Ohaeri (2003) stated that the primary duty of family was to meet the
basic needs of their children, and to ensure them to maintain their lives in a healthy manner by keeping them
up. Kaytez et al., (2015), by their study examining the stress levels of mothers having child with disability,
determined significant difference between material need and stress. While it was concluded that the mothers’
requirements were not differing as per monthly income statuses by a study performed by Sola and Diken (2008),
it was observed that the familial requirements were differing as per monthly income statuses by a research
performed by Mert (1997). Kumas and Simer (2019) determined that the stress levels of mothers with low
income level were significantly lower compared to mothers with high income level. Sivrikaya and Tekinarslan
(2013), by their study searching stress, social support and familial burden regarding mothers having child with
mental incompetence, determined that their stress scores were increasing along with the increase of economic
burden. Ozsoy et al., (2006) found out that there were significant differences among the socio-economic levels
in families having person with medium and severe level intellectual disability. In the study of Coskun and Akkas
(2009) performed on mothers having child with disability, it was determined that as the income levels of the
mothers increased, their trait concern levels decreased. Donmez et al., (1998), by their study performed on
families having child with disability, stated that the life styles of mothers were changing and that their social
relationships were coming to an end, and that no change was occurring in the lives of fathers and that their
material burdens and responsibilities were increasing after becoming aware of the disability status of their
children. When the literature is examined, it is observed that there are findings supporting the findings of our

research.

According to another finding obtained by the study, statistically significant difference was determined among
the perceived stress levels of families having child with intellectual disability in terms of participation in trainings
with respect to people with disability status variable. This difference was significant in the direction of ones
responding as “no, | didn’t participate in trainings”. One of the most significant factors affecting the perceived

stress levels of families is their level of knowledge regarding the disability of their child and the peculiarities of
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that disability. It can be said that the level of stress decreases along with the increase of knowledge level.
Participation of a family, having well knowledge about their child’s disability and peculiarities of that disability,
in the training of child with disability would significantly contribute to improvement of skills and behaviors of
child with disability (Ozen, 2010). Another significant issue for the family is the provision of psychological support
at a level that will assist in eliminating the negative emotions they experience (Bailey Jr et al., 1990). The
psychological support and training to be provided for the family cause the occurrence of positive changes in the
life of child with disability (Dunst et al., 1988). Training and support services to be provided to families having
child with disability are able to cause positive changes in the parents’ perceptions, expectations, emotions and
thoughts regarding their children and themselves, and are able to contribute them in anew and realistic
determination of hopes for the future of the family (Ersanh & Kutlu, 1998). Kaner (2004) stated by his study that
the training and social support provided to parents was significantly decreasing their perceived stress, and that
they were becoming more stress-proof in the process of raising their child with disability. Ozokcu and Canpolat
(2013), by their research performed on mothers with mental incompetence, concluded that trainings got in
different fields were causing significant decrease in the stress levels of mothers. Tamer (2010) determined that
stress management trainings provided to mothers having child with intellectual disability were significantly
decreasing the mother’s trait concern and depression levels. And in a similar study, Cin (2001) concluded that
group guidance trainings got by mothers and fathers having child with disability were positively affecting the
level of concern. Baker et al., (1991) determined that as the result of group training provided for parents with
mental incompetence, a decrease was occurring in the stress and depression levels of the parents. When the
literature is examined, it is observed that the families’ participation in trainings regarding hitch and disability
statuses is causing decrease in their stress levels. The findings obtained are of a quality supporting the findings

of our study.

According to another finding obtained by the study, statistically significant difference was determined among
the perceived stress levels of families having child with intellectual disability in terms of attachment of the
required importance to people with disability status variable. This difference was significant in the direction of
ones responding as “no”. It is being thought that the main cause of this status may be due to lack of regard of
children with disability both by the other family members and by the social environment they live in, and lack of
provision of required moral and material support. It can be said that this status is increasing the stress level of
the family. Moreover, the families having child with disability are being pulled by pessimism by the worry of what
would happen to their child after they pass away, and their stress levels are thus increasing. Ozsenol et al., (2002),
by their study examining the psycho-social statuses of families having child with disability, determined that the
families were not getting sufficient attention and support for the care of child with disability. In a similar study,
Sarisoy (2000) reached to similar findings. As there are no sufficient studies in literature regarding the
relationship between the attachment of the required importance to people with disability status variable and

stress levels experienced by the families, it is being thought that our finding will contribute to literature.

According to another finding obtained by the study, a statistically significant difference was determined between

the perceived stress levels of families having child with intellectual disability in terms of getting home care
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payment or disability pension through the child status variable. It is observed that this difference was significant
in the direction of ones responding as “no”. One of the greatest problems of families having child with disability
is deemed as pressure on family budget by the child's nutrition, training and health expenses due to material
problems. The most significant income source of the families is often the home care payment or disability pension
obtained through the child. This material support is important in terms of covering many problems of the person
with disability and of the family. Many families are unable to benefit from material supports, provided through
their child with disability in order to decrease the burden on the families in social state comprehension, due to
not meeting the predetermined conditions (Geng, 2016). As sufficient studies are not found literate for
determining the stress levels of families in terms of getting home care payment or disability pension through the

child status variable, it is being thought that our finding will contribute to literature.

Consequently, from the scale of perceived stress levels of families having child with intellectual disability, it was
determined that their perceived stress levels were high as the result of scores they got as per the variables of
gender, age, educational status, professional status, economic status, participation in trainings with respect to
people with disability status, the attachment of the required importance to people with disability status, and

getting home care payment or disability pension through the child status.

RECOMMENDATIONS

° It is recommended to have training programs prepared for the mothers and fathers regarding disabilities
and peculiarities of disabilities of their children, and to have them provided by experts for the sake of decreasing
the stress levels of families having child with intellectual disability.

e  The concerns of the families with respect to the future of their child increase the family stress, and causes
inability of provision of a health family environment, and for the sake of eliminating this status, centers covering
all the care, rehabilitation, health, training and sheltering services with respect to persons with disability should
be established by all the units of the government, and it is required to decrease the criteria for benefiting from

such centers.
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ZiHINSEL ENGELLi COCUGA SAHIP AILELERIN ALGILANAN STRES DUZEYLERININ
INCELENMESI

6z

Arastirmanin amaci, zihinsel engelli ¢ocuga sahip ailelerin algilanan stres dizeylerinin
incelenmesidir. Arastirmada genel tarama modellerinden biri olan kesitsel tarama modeli
kullanilmistir. Arastirma grubu, istanbul ilinde farkl kurumlarda egitim ve rehabilitasyon hizmetleri
alan farkh duzeylerde zihinsel engele sahip bireylerin basit tesadifi 6rnekleme yoéntemi ile
belirlenen 311’i anne, 154’G baba olmak Uzere (n=465) gonilli ebeveynden olusturulmustur.
Katilimcilara aragtirmaci tarafindan olusturulan, ebeveynlerin genel durumlari hakkinda bilgi
edinilmesini saglayan cinsiyet, yas, egitim, meslek, ekonomik durum, engellilerle ilgili egitim alip
almamasi, engellilere gerekli 5nemin verilip verilmeme durumu, ¢ocugunuz lizerinden evde bakim
ayhgi veya engelli maasi alip almama durumlulariniiceren ve 8 maddeden olusan ““Demografik Bilgi
Formu” nun yani sira, Cohen, Kamarck ve Mermelstein (1983) tarafindan gelistirilen ve Tirkge
uyarlanma ¢alismasi Eskin, Harlak, Demirkiran ve Dereboy (2013) tarafindan yapilan “Algilanan
Stres Olgegi” uygulanmistir. Olgek, toplam 10 maddeden olusmaktadir ve bireylerin stres diizeyini
kendilerinin degerlendirmesini saglayan bir yapidadir. istatistiksel islem olarak &ncelikle verilerin
normal dagihp dagiimadigini test etmek amaci ile Kolmogorov—-Smirnov testi uygulanmis ve
verilerin normal dagilm gostermesi sonucunda T-test ve ANOVA analizleri kullanilmistir.
Arastirmanin genel bulgularinda zihinsel engelli cocuga sahip ailelerin cinsiyet, yas, meslek,
ekonomik durum, engellikle ilgili egitime katihp katiimama, engellilere gerekli énem verilip
verilmeme, cocugun Ulizerinden evde bakim ayhg veya engelli maasi alip almama durumu
degiskenlerinde anlamli farkliliklar tespit edilirken; zihinsel engelli cocuga sahip ailelerin egitim
durumu degiskeninde anlamli bir fark tespit edilememistir. Yapilan analizler sonucunda zihinsel
engelli cocuga sahip ailelerin algilanan stres dlzeylerinin yiksek oldugu saptanmistir. Elde edilen
bulgularin 1siginda ailelerin algilanan stres diizeylerinin nedenleri tartisilarak ailelerin stres
dizeylerini azaltmaya yonelik dnerilerde bulunulmustur.

Anahtar kelimeler: Zihinsel Engelli, aile, stres
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GiRIS

Toplum tarafindan kabul géren gercgeklerden biri de kisiler arasinda var olan bireysel farkliliklardir. Bu bireysel
bireysel farkliliklar bazi bireyler icin ayirt edici ozelliklere sahipken bazi bireyler igin basit bir sekilde ayirt
edilemeyecek durumlar igerebilmektedir. Zihinsel yetersizlige sahip bireyler ise ayirt edilemeyecek 6zelliklere
sahip bireylerdir. Fizyolojik gelisim siireci agisindan yasitlari ile benzer 6zellikler géstermelerine ragmen zihinsel
gelisim sireci ve kapasiteleri s6z konusu oldugunda ikinci bir kisiye bagiml bir bicimde hayatlarini stirdirmek

zorundadirlar.

Glnimizde toplumun temelini olugturan ve dnemli pargasi durumundaki aile, “beslenme, barinma, korunma,
saghkliyasama” gibi bireysel; egitme, yetistirme ve haklara sahip kilma, gibi kisisel; manevi duygu ve dislincelerle
donatma gibi insani ihtiyaglari karsilayan sosyo—ekonomik bir kurum olarak degerlendirilmelidir (Nirun, 1994).
Aileye engelli bir birey dahil oldugunda bireysel, kisisel ve insani ihtiyaclar agisindan aile daha 6zel ve dikkat
gerektiren bir kurum olarak karsimiza ¢ikmaktadir. Bu durumdaki aile kendi engelli bireyleri igin toplumun yerine
getirmedigi onemli gorevleri yerine getirmek adina ¢aba gdstermektedir. Gosterilen bu ¢aba zaman iginde
toplumdaki yapilarda da degismelere sebep olmaktadir. Bu yoniyle de aile toplumda engelli bireylere karsi

sergilenen tutum ve davranislarin en temel diizenleyicisi konumunda yer almaktadir.

Zihinsel engelli bireylerin hayatlarini devam ettirebilmelerinde verilen 6nemli destegin ilk olarak ebeveynleri,
kardesleri, akrabalari yani aileleri oldugu literatiirde birgok galismada 6ne surtlmektedir (Citil ve Dogan, 2019).
Ebeveynler engelli bireylerin hayatlarini devam ettirmeleri sirecinde en ¢ok sorumluluk Ustlenen gruplardan
birisidir. Zihinsel engelli cocuga sahip olmak bircok sosyo-ekonomik ve psiko-sosyal odakl sorunu beraberinde
getirmektedir. Ozel bakim ile egitim gerektiren ve 6zel ihtiyaglari olan cocuga sahip olunmasi, aile iginde cesitli
sorunlarla ve zorluklarla yiizlesilebilecegi anlamina gelebilmektedir. Literatliirde yer alan arastirmalar, aile
icerisinde annelerin zihinsel engelli ¢ocukla ilgili bircok sorumluluk ve gorevin biylk boliminin Ustlenildigini

gostermektedir.

Engelli bireylerin ailelerinin yasadiklari zorluklar arasinda en 6nemlisi ¢ocuklarinin egitimidir (Nirun, 1994).
Ailelerin gcocugun nasil egitilecegi ve cocugun sahip oldugu engeli ya da engelleri hakkindaki bilgisi, ailelerin
cocuklari ile yasadiklari sireci etkileyen en 6nemli etmenler olarak karsimiza ¢ikmaktadir. Zihinsel engelli
bireylerin 6z bakim becerilerinin kazandiriimasi amaciyla ailelere verilen yogun egitimlerin sonucunca ailelerin

stres diizeylerinin diistiigi 6ne siriilmektedir (Cavkaytar, 1999; Ozcan, 2004; Ulugél ve Cavkaytar, 2020).

Aileler (izerinde stres ve baski yaratan faktorler incelendiginde; yasam tarzlarinin ve glnlik rutinlerinin
cocuklarinin engel durumlarina gore diizenlemek, yapilacak olan tiim planlarin ve sosyal iliskilerin engelli birey
etrafinda sekillenmesi, ebeveynlerin yasam doyumlari ile yasam kalitelerinin diisiik olmasina ve stres seviyelerini
arttiran bir faktorler olarak ifade edilmektedir (Canarslan ve Ahmetoglu, 2015; Avsaroglu ve Okutan, 2018; Akkok
ve ark., 1992).

Engelli bireyin bakimini saglama ve siirdiirmeye yonelik aile tarafindan gosterilen ¢abalar, zaman igerisinde anne
ve babalarin stres yasamasina neden olmaktadir. Yasanilan bu stresin altinda yatan nedenlere ailenin kendi

dinamikleri agisindan bakildiginda; ailenin yasadigl ekonomik zorluk, engel hakkindaki bilgi dlizeyindeki eksiklik,
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aile dinamiginin degisen yapisi ve rolleri ve buna eslik eden umutsuzluk, depresyon ve stresle basa ¢ikma

becerilerindeki olumsuz psikolojik faktorler yatmaktadir (Kéksal ve Kabasakal, 2012).

Ailelerin engelli bireylerin yasantisinda gli¢li ve dayanikl etkiye sahip 6nemli bir faktér oldugu ifade edilirken,
aileler ¢ocuklarinin engel duruma goére, duygusal olarak engelli cocuklarina nasil tepki vermeleri gerektigini, her
engel grubunun kendi reaksiyonlarina uyum saglamayi, toplum kaynaklarina ulagmayi, gelecege yonelik yatirim
yapmayl, ailenin disindaki sosyallesme firsatlarina ulasmanin yollarini aramaktadirlar (Lustig, 2002). Aileler sahip
olduklari engelli bireyler icin saglikh bireyler ile ayni haklara erismeyi ve faydalanmayi beklemektedirler. Bu
anlamda saglk glvencesi veya finansmani devlet olan llkelerde tedavi masraflarina yapilan destekler ailelerin
bu haklara erisimi ve yasadiklari olumsuzluklari énlemek icin 6nem arz etmektedir (Parizot ve ark., 2019).
Tirkiye’de yapilan ¢alismalar incelendiginde, zihinsel yetersizli§i mevcut olan ¢ocuklarin bakim vereni
konumunda bulunan annelerinin stres dizeyleri Uzerine cesitli ¢calismalar mevcuttur (Kaytez ve ark., 2015;
Sivrikaya ve Tekinarslan, 2013; Demir ve ark., 2010; Uguz ve ark., 2004). Bu g¢alismalarda, yetersizligi bulunan
¢ocuga sahip ebeveynlerde sosyal destegin ve ¢ocuklailgili is bolim yapilmasinin algilanan stresi azalttig (Koksal
ve Kabasakal, 2012), yetersizligi bulunan ¢ocuga sahip annelerin algiladiklari sosyal destegin arttirilmasi sonucu
ailenin stresinin ve aile Uzerindeki ylkinin azalmasina neden oldugu 6ne sirilmektedir (Sivrikaya ve

Tekinarslan, 2013).

YONTEM

Bu bolimde galisma siresince elde edilen verilerin analiziyle ilgili bilgiler sunulmustur.

Etik Husus

Calismanin yiritalebilmesi igin gerekli izinler (etik kurul/veli izni) alinarak ¢alismaya baslanmistir. Gonulltlik
esasina dayali olan bu calisma icin etik onay, istanbul Gelisim Universitesi Etik Kurul Bagkanliginca 12/01/2022

tarih ve 2022-03-14 sayili karari ile alinmistir.

Arastirma Modeli

Zihinsel engelli g¢ocuga sahip ailelerin algilanan stres diizeylerinin incelendigi arastirmada genel tarama
modellerinden biri olan kesitsel tarama modeli kullanilmistir. Kesitsel tarama arastirmalarinda betimlenecek
degiskenlerin 6zelliklerine uygun olarak bir seferde 6lgim yapilmak sureti ile gergeklestirilir (Fraenkle ve ark.,

2006).
Arastirma Grubu

Arastirma grubu, istanbul ilinde farkli kurumlarda egitim ve rehabilitasyon hizmetleri alan farkli diizeylerde
zihinsel engele sahip bireylerin basit tesadiifi 6rnekleme yontemi ile belirlenen ebeveynden 311’i anne, 154'G

baba olmak lizere (n=465) gonllu katilimlari ile olusturulmustur.
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Veri Toplama Araglari

Demografik Bilgi Formu; Arastirmaya katilan zihinsel engelli ¢ocuga sahip ailelerin bir takim demografik
ozellikleri hakkinda bilgi toplamak amaciyla arastirmaci tarafindan hazirlanmistir. Bu form ebeveynlerin cinsiyet,
yas, egitim, meslek, ekonomik durum, engellilerle ilgili egitim alip almamasi, engellilere gerekli 6nemin verilip
verilmeme durumu, ¢cocugunuz tzerinden evde bakim aylgi veya engelli maasi alip almama durumu, hakkinda

bilgi edinebilmek amaciyla kullaniimigtir.

Algilanan Stres Olgegi (ASO); Cohen ve ark., (1983) tarafindan gelistirilen Algilanan Stres Olgeginin Tirkce
uyarlamasi Eskin ve ark., (2013) tarafindan yapiimistir. Olcek 10 maddeden olusmaktadir ve bireylerin stres
dizeyini kendilerinin degerlendirmesini saglayan bir yapidadir. 5’i likert tipi derecelendirmeye sahip olan
Olcekten alinabilecek en disiik 0, en yiiksek 40 puan alinabilmektedir. Katiimcilarin son bir ay igerisinde
karsilastiklari stresli durumlarin; tistesinden gelme, caresiz hissetme, kontrol edebilme ve bas etme becerisi
gosterebilmeleri ile ilgili sorulari icermektedir. Olcekten alinan puanlarin yiiksekligi bireyin algilanan stres

diizeyinin fazla oldugunun ifadesidir.

Verilerin Analizi

Veriler SPSS 25.00 programi araciligi ile degerlendirilmistir. Demografik faktorler frekans analizi ile islenmistir.
Diger verilerin analizinde; verilerin normal dagihm gosterip géstermedikleri incelenmis ve veriler normal dagilim
gosterdigi tespit edilerek parametrik testlerin yapilmasi uygun goérilmistiir. Arastirmada analiz yontemleri
olarak; Bagimsiz olan gruplar igin T-TEST, farkh degiskenler arasinda g¢oklu karsilastirmalar igin ise ANOVA

testinden yararlaniimigtir.
BULGULAR

Bu bolimde zihinsel engelli cocuga sahip ailelere uygulanan “algilanan stres” 6lgeginden elde edilen veriler

analiz edilmis ve asagidaki tablolarda verilmistir.

Tablo 1. Katilimcilarin Demografik Ozellikleri

Kisisel Bilgiler Degiskenler F %
Cinsiyet Kadin 311 66,9
Erkek 154 33,1
25-30 74 15,9
31-36 130 28,0
Yas 37-42 134 28,8
43-49 95 20,4
50 ve Ustii 32 6,9
Okuryazar degil 27 5,8
ilkokul 188 40,4
Egitim Durumu Ortaokul 79 17,0
Lise 105 22,6
Universite 66 14,2
Ev Hanimi 231 49,7
Memur 47 10,1
isci 47 10,1
Meslek Ozel Sektor 73 15,7
Serbest Meslek 39 8,4
issiz 28 6,0
Ekonomik Durum Kot 15 3,2
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Orta 64 13,8
iyi 386 83,0
. Evet 184 39,6

. TR 5 E
Engellilerle ligili Egitime Katildiniz Mi? Hayir 281 60,4
" Evet 54 11,6

. ope ? 7
Engellilere Gereken Onem Veriliyor Mu? Hayir 211 884
Cocugunuz Uzerinden Evde Bakim Ayhigi veya Evet 155 33,3
Engelli Maagi Aliyor Musunuz? Hayir 310 66,7

Tablo 1 incelendiginde, Cinsiyet degiskenine gére katilimcilarin %66,9’unun kadin, %33,1’inin ise erkek oldugu
gorilmektedir. Yas degiskenine gore %15,9’unun 25-30 yas, %28,0'inin 31-36 yas, %28,8’inin 37-42 yas,
%20,4’Unlin 43-49 yas ve %6,9’unun 50 yas ve Ustl katilimcilardan olustugu gorilmektedir. Egitim durumu
degiskenine gore %5,8’inin okuryazar olmadigi, %40,4 Untlin ilkokul, %17,0'inin ortaokul, %22,6’sinin lise ve
%14,2'sinin (niversite egitimine sahip bireylerden olustugu goriilmektedir. Meslek gruplar degiskenine gore
%49,7 sinin ev hanimi, %10,1’inin memur, %10,1’inin is¢i, %15,7’sinin 6zel sektor, %8,4’Unln serbest meslek ve
%6,0’sininde issiz bireylerden olustugu gorilmektedir. Ekonomik durum degiskenine gore bireylerin %3,2’ sinin
kotl, %13,8’inin orta ve %83,0"Inin iyi dizeyde oldugu gorulmustir. Engelliler ile ilgili egitime katilma degiskenine
gore %39,6's! egitime kathm gosterirken %60,4’'G egitime katilim géstermemistir. Engellilere gereken 6nem
veriliyor mu durumuna gore %11,6’ sinin evet %88,4" (inlin hayir cevabini verilmedigi gorilmistiir. Cocugunuz
Uzerinden evde bakim ayligi veya engelli maasi aliyor musunuz degiskenine gore %33,3’Unin evet %66,7’ sinin

de hayir cevabi verdigi gérilmustir.

Tablo 2. Zihinsel Engelli Cocuga Sahip Ailelerin Cinsiyet Degiskenine Gore Algilanan Stres Dlzeyleri T-testi Analiz

Sonuglar
Cinsiyet N X Ss t p
Erkek 311 21,24 5,455 *
Algilanan Stres Puani Kadmn 154 20.16 4,829 2,083 ,038

*p<0,05

Tablo 2 incelediginde arastirmaya katilan zihinsel engelli cocuga sahip ailelerin algilanan stres diizeyi ile cinsiyet

degiskeni arasinda istatiksel olarak anlaml bir fark tespit edilmistir (p<0,05).

Tablo 3. Zihinsel Engelli Cocuga Sahip Ailelerin Yas Degiskenine Gore Algilanan Stres Dlizeyleri ANOVA Analiz

Sonuglari
Boyut Yas N X Ss f p Anlaml Fark
25-30! 74 20,10 5,934
31-362 130 21,92 4,892 1-2
Algilanan Stres Puani 37423 134 21.19 5,250 2,863 ,023 2.5
43-494 95 19,84 5,308
50 ve Ustii® 32 20,25 4,500

*p<0.05

Tablo 3 incelediginde arastirmaya katilan zihinsel engelli cocuga sahip ailelerin algilanan stres diizeyi ile yas
degiskeni arasinda istatiksel olarak anlamli bir fark tespit edilmistir (p<0,05). Bu farkhiligin 25-30 yas, 31-36 yas ve

50 yas Ustii bireylerde oldugu tespit edilmistir.
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Tablo 4. Zihinsel Engelli Cocuga Sahip Ailelerin Egitim Durumu Degiskenine Gore Algilanan Stres Diizeyleri
ANOVA Analiz Sonuglari

Boyut Egitim Durumu N X Ss f p Anlaml Fark
Okuryazar degil? 27 21,14 4,951
ilkokul? 188 20,97 5,189
Algilanan Stres Ortaokul3 79 20,39 5,221
Puani Lise? 105 21,57 4,943 L3 349 i
Universite> 66 20,00 6,139

Tablo 4 incelediginde arastirmaya katilan zihinsel engelli cocuga sahip ailelerin algilanan stres diizeyi ile egitim

durumu degiskeni arasinda istatiksel olarak anlamli bir fark tespit edilmemistir (p>0,05).

Tablo 5. Zihinsel Engelli Cocuga Sahip Ailelerin Meslek Durumu Degiskenine Gore Algilanan Stres Diizeyleri
ANOVA Analiz Sonuglari

Boyut Meslek N X Ss f p Anlamli Fark
Ev Hanimi! 131 21,45 5,439
Memur? 67 19,61 5,921
Algilanan Stres Isci® 77 19,89 3,984 1-4
Puani Ozel Sektord 83 20,84 5,348 1,724 ,041 2-6
Serbest Meslek> 49 21,10 4,998
igsizé 58 19,71 4,387

*p<0,05

Tablo 5 incelediginde arastirmaya katilan zihinsel engelli gocuga sahip ailelerin algilanan stres dizeyi ile meslek
durumu degiskeni arasinda istatiksel olarak anlamli bir fark tespit edilmistir (p<0,05). Bu farkliigin ev hanimlari
ile 6zel sektorde galisanlar ve memur ile igsiz grubunda olanlar arasinda oldugu gorilmistr.

Tablo 6. Zihinsel Engelli Cocuga Sahip Ailelerin Ekonomik Durumu Degiskenine Gore Algilanan Stres Dlzeyleri
ANOVA Analiz Sonuglari

Boyut Ekonomik N X Ss f p Anlaml Fark
Durum
Kotit 15 22,46 5,501
Algilanan Stres Puani Orta? 64 22,26 4,738 3,493 ,031 1-3
iyi 386 20,59 5,317

*n<0,05

Tablo 6 incelediginde arastirmaya katilan zihinsel engelli gocuga sahip ailelerin algilanan stres diizeyi ile ekonomik
durumu degiskeni arasinda istatiksel olarak anlaml bir fark tespit edilmistir (p<0,05). Bu farkhhgin ekonomik
durumlari kéti ve iyi olan gruplar arasinda oldugu gorilmastar.

Tablo 7. Zihinsel Engelli Cocuga Sahip Ailelerin Engellilerle ilgili Egitime Katilma Durumu Degiskenine Gore
Algilanan Stres Duizeyleri T-testi Analiz Sonuglar

Engellilerle ilgili egitime

katildiniz mi? N X 5 t P
Evet 184 20,53 5,056
Algilanan Stres Puani Hayir 281 2111 5411 -1,144 ,043

*p<0,05

Tablo 7 incelediginde arastirmaya katilan zihinsel engelli ¢ocuga sahip ailelerin algilanan stres diizeyi ile
engellilerle ilgili egitime katilma durumu degiskeni arasinda istatiksel olarak anlamli bir fark tespit edilmistir

(p<0,05).
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Tablo 8. Zihinsel Engelli Cocuga Sahip Ailelerin Engellilere Gereken Onem Veriliyor mu Degiskenine Gore
Algilanan Stres Duzeyleri T-testi Analiz Sonuglarn

Engellilere gereken 6nem veriliyor

mu? N X Ss t p
Algilanan Stres Evet 54 22,18 5,905
Puani Hayir 411 20,71 5,171 1,934 047

*p<0,05

Tablo 8 incelediginde arastirmaya katilan zihinsel engelli gocuga sahip ailelerin algilanan stres diizeyi ile
engellilere gereken 6nem veriliyor mu degiskeni arasinda istatiksel olarak anlamli bir fark tespit edilmistir
(p<0,05).

Tablo 9. Zihinsel Engelli Cocuga Sahip Ailelerin Cocugunuz Uzerinde Evde Bakim Ayligi veya Engelli Maasi Aliyor
Musunuz Degiskenine Gore Algilanan Stres Diizeyleri T-testi Analiz Sonuglari

Cocugunuz iizerinden evde bakim ayligi veya

. N X Ss t p
engelli maagi aliyor musunuz?
Algilanan Stres Evet 155 21,42 4,972
Puani Hayir 310 20,61 5,408 1,569 028

*p<0,05

Tablo 9 incelediginde arastirmaya katilan zihinsel engelli ¢ocuga sahip ailelerin algilanan stres dizeyi ile
¢ocugunuz Uzerinde evde bakim ayligi veya engelli maasi allyor musunuz degiskeni arasinda istatiksel olarak

anlamli bir fark tespit edilmistir (p<0,05).

TARTISMA ve SONUC

Zihinsel engelli cocuga sahip ailelerin algilanan stres dizeylerinin inceledigi ¢alismada elde edilen bulgular alan

yazin ¢alismalari ile iliskilendirilip bu bélimde sunulmustur.

Arastirma bulgularinda zihinsel engelli cocuga sahip ailelerin algilanan stres diizeyi ile cinsiyet degiskeni arasinda
istatiksel olarak anlamli fark tespit edilmistir. Elde edilen bulgunun kadinlar yoninde anlamli oldugu goriliirken,
bu durumun engelli cocuga bakim verme yikinin annelerin Uzerinde olmasindan dolayr kaynaklandigi
soylenebilir. Ayyildiz ve ark., (2012)'nin zihinsel engelli cocuga sahip anneler tizerinde yapmis olduklari calismada,
ailede engelli bir birey oldugunda annenin yasamis oldugu stresinin, babadan daha fazla oldugunu ve bunun
sebebinin ise annelerin sosyal rolii ne olursa olsun gocugun bakimindan temelde sorumlu olan kisi olmasi olarak
ifade etmislerdir. Kaner, (2004) ise zihinsel engelli cocuga sahip anne ve babalar lzerinde yapmis olduklari
¢alismada, annelerin babalara gore ¢ocuklarina karsi daha duyarli ve onlarla daha fazla vakit gegirmesi sebebi ile
daha fazla stres yasadiklarini belirtmistir. Uguz ve ark., (2004)'nin engelli cocuga sahip olan ve olmayan anneler
lzerinde yaptiklari calismada, engelli cocuga sahip olan annelerin olmayanlara gore stres, anksiyete ve depresyon
diizeyinin daha yiiksek oldugunu saptamistir. Dereli ve Okur, (2008)’un engelli cocuga sahip ailelerin depresyon
durumlarini inceledigi ¢calismada ailelerin depresyon seviyelerinin yiiksek oldugu belirlenmislerdir. Elde edilen
bulgunun literatliirde bulunan benzer calismalarin bulgulari ile cinsiyet degiskeni acisindan benzerlik

gostermektedir.
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Calismada elde edilen diger bir bulguya gore, zihinsel engelli gocuga sahip ailelerin algilanan stres diizeyi ile yas
degiskeni arasinda istatiksel olarak anlamli fark tespit edilmistir. Elde edilen bulgunun diisiik yasta olan
ebeveynlerde stres diizeyi yliksek, ylksek yas olan ebeveynlerde ise disiik stres diizeyi oldugu gorilmektedir. Bu
durumun engelli cocuga sahip ailelerin cocuklarinin ve kendi yaslarinin ilerlemesi sonucunda tecriibe kazanmalari
ve icerisinde bulunduklari durumu kabullenmeleri ile agiklanabilir. Literatlr incelendiginde ¢ocugun yasi ile
ailenin yasi bakim veren ve egitim durumlari dikkate alinarak, engellinin akademik yasi ilerledikge yasina uygun
davranislari ve sorumluluklarini yerine getiremedikleri durumlarda aileye yiiklenen sorumluluklar artmakta ve
yasamin diger ylkleri ile birlikte ailelerin stres diizeylerinde de artisa sebep oldugunu ifade eden birgok ¢alisma
mevcuttur. (Gilaldi, 2010; Kaytez ve ark., 2015; Robinson ve Neece, 2015; Stanojevi¢ ve ark., 2017). Koksal ve
Kabasakal, (2012)'nin zihinsel engelli gocuklari olan ebeveyninler in yasamlarinda algiladiklari stresin belirlenmesi
amaci ile yapmis olduklari calismada, engelli cocugun bebeklik ya da ergenlik donemlerinde ailelerin stres ve basa
¢tkma durumunda farklik oldugunu ifade etmislerdir. Bal, (2018)’de engelli gocuga sahip aileler lizerine yapmis
oldugu arastirmada, engelli cocuga sahip annelerin yas diizeyi arttik¢a stirekli kaygi diizeylerinin yikseldigini ifade
etmislerdir. Flynt ve Wood, (1989) tarafindan yapilan zeka geriligi olan cocuklarin annelerinde stres ve basa ¢ikma
durumlariniinceledigi calismada ise annelerin yasi arttik¢a kaygi diizeylerinin distiglini tespit etmislerdir. Baska
bir calismada ise, Firat ve ark., (2002)'nin otizmli ve zihinsel engeli cocuga sahip anneler tizerine yapmis oldugu
calismada otizmli ¢ocuga sahip geng annelerin depresyon dizeyinin, zihinsel engelli cocugu sahip ileri yas
annelerin ise durumluk kaygi dizeylerinin anlamli derecede yiksek oldugu sonucuna ulasmislardir. Literatir
incelendiginde genel bulgulara ve arastirma bulgularimiza értiismeyen ¢alismalarda rastlanmaktadir. Coskun ve
Akkas, (2009)'in engeli cocuga sahip annelerin sirekli kaygi dizeyleri ile sosyal destek algilarini inceledikleri
calismada yas dizeyleri arttikga kaygi dizeylerinin de arttigl sonucuna ulasmislardir. Calismamizin literatiirde

bulunan galismalar ile yas degiskeni acisindan benzerlik géstermektedir.

Calismada elde edilen diger bir bulguya gore, zihinsel engelli gocuga sahip ailelerin algilanan stres diizeyi ile egitim
durumu degiskeni arasinda istatiksel olarak anlamh fark tespit edilememis olsa da, sira ortalamalari
incelendiginde egitim seviyesi azaldikga stres diizeyinin arttig1 gorilmektedir. Egitim engelli cocuga sahip ailelerin
zorluklarla bas etmelerini, iginde bulunduklari duruma uyum saglamalarini, gocugun engeli ile ilgili bilgi seviyesini
artirip yetersiz yonlerini kabul etmelerine yardimci olmalari ve bu sayede endiselerinin ve sugluluk duygularinin
azalmasini  saglayabilir. Literatiir incelendiginde arastirma bulgularimiza 6rtiismeyen c¢alismalarda
rastlanmaktadir. Ayyildiz ve ark., (2012)'nin zihinsel engelli gocuga sahip anneler lizerinde yapmis olduklari
¢alismada, annelerin egitim seviyeleri azaldikga stresle bas etme puan ortalamalarinin arttigl, yani stres
yasadiklarini ifade etmislerdir. Coskun ve Akkas, (2009)'in engeli cocuga sahip annelerin sirekli kaygi dizeyleri
ile sosyal destek algilarini inceledikleri ¢calismada anneler egitim diizeylerinin artisiyla birlikte problem ¢ézme
becerilerini de gelistirerek engelli cocuklarina dair karsilasacaklari sorunlara ¢6ziim gelistirmede genellikle daha
basarili olduklarini ifade etmislerdir. Conk ve Yildirnm, (2005)'in zihinsel yetersizligi olan c¢ocuga sahip
anne/babalarin planl egitimin yaptigi calismada, ¢alisma grubundaki anne ve/veya babalarin egitim oncesi ile
egitimden sonrasindaki stresle basa ¢ikma puanlari arasinda farkhlk tespit edilmistir. Anne babalarin egitim

verilmeden 6nce daha yiiksek olan puanlarinda egitim verildikten sonra azalma oldugu saptanmistir. Sevindik ve
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ark., (2006)'nin engelli ¢ocugu olan kadinlar Gzerine vyaptiklari ¢alismada annelerin egitim seviyesinin
distklaglnin yasamlarindan memnun olmama oranlarini arttirdigl saptanmistir. Varona ve ark., (2007)’nin
bakim verenlerin yasadigi strese yonelik danismanlik ve egitim programlarinin algiladiklari stres yiki azalttigini

bildirmistir.

Calismada elde edilen diger bir bulguya gore, zihinsel engelli gocuga sahip ailelerin algilanan stres duzeyi ile
meslek durumu degiskeni arasinda istatiksel olarak anlamli fark tespit edilmistir. Bu farkliligin ev hanimlari ve 6zel
sektorde calisanlar ile memur ve issiz olanlar arasinda oldugu goriilmistir. Bu durumun engelli cocuga sahip
ailelerde ¢ocuguna bakim ve destek ihtiyacinin karsilanmasinda fazlaca sorumluluk yiiklenmesi anne veya
babanin meslek sahibi olsalar bile meslegini yapmiyor veya calismiyor olmalarindan kaynaklanabilecegi
distinilmektedir. Literatur incelendiginde arastirma bulgularimiza értiismeyen ¢alismalarda rastlanmaktadir.
Erkuran, (2015)'in yapmis oldugu calismada, bireyin geliri meslek araciligiyla elde edilir ve meslek bir nevi saghgi
ve saglik hizmetine ulasimi etkileyen bir kavram olarak karsimiza ¢ikmaktadir ifadesini kullanmaktadir. Kaya,
(2019)"in hastasina bakim verenleri tizerine yapmis oldugu galismada, meslegine ve ¢alisma durumuna gére stres
diizeyi incelendiginde bireyin meslek ile stres arasinda bir iliskiye ulasamadigini ifade etmislerdir. Ozsenol ve ark.,
(2003)'nin engelli cocuga sahip ailelerin aile islevlerinin degerlendirilmesi lizerine yaptiklari ¢alismasinda ise,
bakim veren kisilerin ¢alisma durumu ve mesleklerine gore stresle basa ¢cikma durumlari arasinda anlamli bir iligki
bulunamadigi ifade etmislerdir. Glineysucu, (2010)’un egitilebilir zihinsel engelli cocuga sahip olan babalarin stres
belirtileri tizerine yapmis olduklari ¢calismada mesleki durum degiskeni agisindan istatistiksel olarak anlamli bir

fark bulunmadigini ifade etmislerdir.

Calismada elde edilen diger bir bulguya gore, zihinsel engelli cocuga sahip ailelerin algilanan stres diizeyi ile
ekonomik durumu degiskeni arasinda istatiksel olarak anlamli fark tespit edilmistir. Bu farkliigin ekonomik
durumlari koti ve iyi olan gruplar arasinda oldugu gorilmistir. Bu durumun gelir azligi nedeniyle cocugun bakim,
egitim ve saghk giderlerinin karsilanamamasi sebebiyle olusa bilecegi diistinlilmektedir. Literatiir incelendiginde
zihinsel engelli cocuga sahip ailelerin stres seviyesini etkileyen birgcok faktorden bahsedilmektedir. Bu faktérlerin
en belirgini ise ekonomik durum degiskenligidir. Cocugun bakim ve egitim masraflarinin artmasi nedeniyle
yasanan ekonomik gulglikler, diger aile gereksinimlerinin yeterince karsilanamamasi ve utang, Gzlntil, hayal
kirikhgr gibi bircok siireg aile Uyelerinin stres yasamasina neden olabilmektedir (Dyson, 1997; Havens, 2005;
Kiglker, 2001). Buz, (2003)’un yapmis oldugu bir calismada; ev rutininin bozulmasi, aile ici rollerinin degismesi
ailelerin ekonomik durumlarinin yetersizligine ve dolayisiyla stres seviyesinin atmasi ile iliskilendirmistir. Bu
durumu irdeleyen baska bir calisma da ise Ohaeri, (2003)’in ailenin birincil gérevi gcocuklarinin temel ihtiyaglarini
gidermek ve bakimlarini saglayarak saglikh bir sekilde hayatlarini stirdiirmekle sorumlu olduklarini ifade etmistir.
Kaytez ve ark., (2015)'nin engeli ¢cocuk sahibi annelerin stres diizeylerini inceledigi calismada maddi gereksinim
ve stres arasinda anlamli farklihk bulunmustur. Sola ve Diken, (2008) tarafindan yapilan ¢alismada aylik gelir
durumuna gore annelerin gereksinimlerinin farkhlasmadigi sonucuna ulasilirken, Mert, (1997) tarafindan yapilan
arastirmada ise, aile gereksinimlerinin aylik gelir durumuna goére farklilik olusturdugu goérilmuistiir. Kumas ve
Sumer, (2019)’in alt gelir dlizeyine sahip annelerin stres diizeyi, Ust gelir diizeyine sahip annelerden anlamli olarak

daha dusik oldugunu belirlemistir. Sivrikaya ve Tekinarslan, (2013)'in zihinsel yetersizligi olan ¢ocuga sahip
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annelerde stres, sosyal destek ve aile yuki ni arastirdigl calismada, annenin ekonomik yiki arttikga stres
puanlarinda da artis oldugunu tespit etmistir. Ozsoy ve ark., (2006)'nin orta ve agir derecede zihinsel engelli
bireye sahip ailelerde sosyo-ekonomik diizeyler arasinda énemli farkhliklar oldugu bulgusuna ulagmistir. Coskun
ve Akkas (2009)'in engelli cocuga sahip anneler Gizerinde yapmis olduklari ¢calismada, annelerin gelir dlizeyleri
arttikea, stirekli kaygi dizeylerinin azaldigi belirlenmistir. Donmez ve ark., (1998)'nin engelli gocuga sahip aileler
Uzerinde yaptiklari calismada anneler cocuklarinin engel durumunu 6grendikten sonra en fazla yasam tarzlarinin
degistigini ve sosyal iliskilerinin bittigini, babalar ise yasamlarinda bir degisiklik olmadigini, maddi yik ve
sorumluluklarin arttigini ifade etmislerdir. Literatlr incelendiginde elde edilen bulgularin, arastirma bulgumuzu

destekler nitelikte oldugu goérilmektedir.

Calismada elde edilen diger bir bulguya gore, zihinsel engelli cocuga sahip ailelerin algilanan stres dizeyi ile
engellilerle ilgili egitime katilma degiskeni arasinda istatiksel olarak anlamli fark tespit edilmistir. Bu farklhilhk hayir
“egitime katilmadik” cevabini verenler yéniinde anlamlidir. Ailelerin algilanan stres diizeyini etkileyen en 6nemli
faktorlerden biri de gocuklarinin engel ve engel 6zellikleri hakkindaki bilgi seviyeleridir. Bilgi seviyesi artik¢a stres
seviyesinin dustigl soylenilebilir. Cocuklarinin engel ve engel 6zellikleri hakkinda bilgi sahibi olan bir ailenin
engelli cocugun egitim sirecine katilimi engelli bireyin beceri ve davranis gelisimine 6nemli derecede katki
saglayacaktir (Ozen, 2010). Aile igin diger bir dnemli husus ise yasadiklari olumsuz duygulari ortadan kaldirmaya
yardimci olabilecek seviyede psikolojik destek saglanmasidir (Bailey Jr ve ark., 1990). Aileye saklanilacak psikolojik
destek ve egitim engelli cocugun hayatinda olumlu degisikler meydana gelmesine sebebiyet vermektedir (Dunst
ve ark., 1988). Engelli cocuga sahip ailelere sunulacak tiim egitim ve yardim hizmetleri, ebeveynlerin ¢ocuklarina
ve kendilerine dair algi, beklenti, duygu ve disiince seviyelerinde olumlu degisikliklere sebebiyet verecegi ve
ailesinin gelecegi icin umutlarini yeniden ve gercekgci olarak belirlemelerine katki saglayabilmektedir (Ersanh ve
Kutlu, 1998). Kaner (2004)’in yapmis oldugu ¢alismada; ebeveynlere verilen egitim ve sosyal destegin algiladiklari
stresi onemli derecede azalttigl ve engelli cocuklarini yetistirme slrecinde strese karsi daha direngli olduklarini
ifade etmistir. Ozokgu ve Canpolat (2013)'in zihinsel yetersizligi olan anneler lzerinde yapmis olduklari
arastirmada, farkli alanlarda alinan egitimlerin annelerin stres diizeylerinde 6nemli derecede azalmaya sebebiyet
verdigi sonucuna ulasmislardir. Tamer (2010)’in zihinsel engelli gocuga sahip annelere verilen stres yonetimi
egitimlerinin annelerinin surekli kaygi ve depresyon diizeylerini anlamli seviyede azalttigini saptamigstir. Yapilan
benzer bir calismada ise Cin (2001)’in engelli cocugu olan anne ve babalarin aldiklari grup rehberligi egitimlerinin
kaygi diizeyini olumlu yonde etkiledigi sonucuna ulasmistir. Baker ve ark., (1991)'nin zihinsel yetersizligi olan
ebeveynlere yoénelik verilen grup egitimi neticesinde ebeveynlerin stres ve depresyon seviyelerinde disus
oldugunu tespit etmislerdir. Literatiir incelendiginde ailelerin engel ve engellilik ile ilgili egitim alma durumlarinin
stres dlizeylerindeki azalmaya sebebiyet verdigi gorilmektedir. Elde edilen bulgular arastirma bulgumuzu

destekler niteliktedir.

Calismada elde edilen diger bir bulguya gore, zihinsel engelli cocuga sahip ailelerin algilanan stres diizeyi ile
engellilere gereken dnem veriliyor mu degiskeni arasinda istatiksel olarak anlamli bir fark tespit edilmistir. Bu
farkhhgin “hayir” cevabini verenler yoninde anlamlidir. Bu durumun ana sebebi engelli bireye sahip ailelerin

bakim vermekte olduklari gocuklarinin gerek diger aile bireyleri, gerekse yasamis olduklari sosyal ¢evre tarafindan
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onemsenmemesi ve gerekli maddi, manevi destegin saglanmamasi sebebiyle olusa bilecegi diisiinilmektedir. Bu
durumun ailenin stres seviyesini artirdigi sdylenebilir. Ayrica engelli cocuga sahip aileler kendilerinden sonra
cocuklarina ne olacagi endisesi ebeveynlerin karamsarliga itmekte ve stres diizeylerini de artirmaktadir. Ozsenol
ve ark., (2002)'nin engelli ¢ocuklara sahip ailelerin psiko-sosyal durumlarini inceledigi calismada, ailelerin
engellinin bakiminda yeterli ilgiyi ve destegi almadiklarini saptamislardir. Benzer bir calismada ise, Sarisoy
(2000)’un yapmis oldugu calismada benzer bulguya ulasmistir. Literatiir incelendiginde engellilere gereken 6nem
verilip verilmemesi degiskeni ile ailelerin yasamis olduklari stres diizeyleri arasinda yeterli galismalara

rastlanamamasi sebebi ile bulgumuzun alana katki saglayacagi distnilmektedir.

Calismada elde edilen diger bir bulguya gore, zihinsel engelli cocuga sahip ailelerin algilanan stres diizeyi ile
¢ocugunuz Uzerinden evde bakim ayligi veya engelli maasi aliyor musunuz degiskeni arasinda istatiksel olarak
anlamh bir fark tespit edilmistir. Bu farkhihgin “hayir” cevabini verenler yéniinde anlaml oldugu gorilmektedir.
Engelli gocuga sahip ailelerin en biiylik sorunlarindan biri de maddi sikintilardan dolayi ¢cocuklarinin beslenme,
egitim ve saghk, giderlerinin aile biitgesini zorlamasi olarak goriilmektedir. Ailelerin en 6nemli gelir kaynagi
cocuklari Gzerinden aldiklari evde bakim ayligi veya engelli maasidir. Alinan bu maddi destek sayesinde engelli ve
ailenin bir¢ok sorununun giderilmesi acisindan dnemlidir. Sosyal devlet anlayisi icerisinde ailelerin Gzerindeki
yukleri azaltabilmek igin engelli cocuklari tizerinden saglanan maddi desteklerden birgok aile belirlenen sartlari
tasimadigiicin bu imkanlardan faydalanamamaktadir (Geng, 2016). Literatiir incelendiginde ¢ocugunuz Gizerinden
evde bakim ayligi veya engelli maasi aliyor musunuz degiskeni ile ailelerin yasamis olduklari stres diizeylerini
belirlemeye yonelik yeterli ¢alismalara rastlanamamasi sebebi ile bulgumuzun alana katki saglayacagi

disinilmektedir.

Sonug olarak, arastirmaya katilan zihinsel engelli cocuga sahip ailelerin algilanan stres dlgeginden; cinsiyet, yas,
egitim, meslek, ekonomik durum, engellilerle ilgili egitim alip almamasi, engellilere gerekli énemin verilip
verilmeme durumu, c¢ocugunuz Uzerinden evde bakim aylgl veya engelli maasi alip almama durumu

degiskenlerine gore aldiklari puanlar neticesinde algilanan stres dizeylerinin yiiksek oldugu saptanmustir.

ONERILER

. Zihinsel engelli cocuga sahip ailelerin stres diizeylerinin azaltilmasi adina anne ve babalara ¢ocuklarinin
engel ve engel ozelliklerine iliskin egitim programlari hazirlanmali ve bu uzman kisiler tarafindan verilmesi
Onerilir.

. Ailelerin g¢ocuklarinin gelecekleri ile ilgili kaygilari aile stresini artirmakta ve saglkl bir aile ortaminin
saglanamamasina sebebiyet vermektedir, bu durumun giderilmesi adina devletin tim birimleri engellilerle ilgili
bakim, rehabilitasyon, saglik, egitim ve barinma hizmetlerinin bir arada oldugu merkezler kurmali ve bu

merkezlerden yaralanma kriterlerinin azaltilmasi gerekmektedir.
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