.

e RN
§
Arastirma Makalesi / Research Article g A"fi

INTERNATIONAL ANATOLIA ACADEMIC ONLINE JOURNAL

e-ISSN 2148-3175  Sosyal Bilimler Dergisi www.iaaoj.org

Zihinsel Yetersiz Cocuklarin Aile Yiikii, Ozbakim Becerileri,
Annelerinin Yasam Doyumu ve Etkileyen Faktorler

Ozlem AKARSUY Melahat AKGUN KOSTAK?

1Ogr. Gir. Dr., Istanbul Medeniyet Universitesi, S aglik Bilimleri Fakiiltesi, Hemsirelik Boliimii
2Prof. Dr., Trakya Universitesi, Saghk Bilimleri Fafkiiltesi, Hemsgirelik Boliimii

* Corresponding: e-mail: ozlem.akarsu@medeniyet.edu.tr, ORCID: 0000-0001-7150-7683

Gelig Tarihi/Received: 12.07.2021 Kabul Tarihi/Accepted: 12.11.2021 e-Yayim/e-Printed: 28.03.2022

OZET

Bu aragtirma, zihinsel yetersiz ¢ocuklarin aile yiki, 6z bakim becerileri, annelerinin yagam doyumu ve etkileyen
faktorleri belirlemek amactyla gerceklestirildi. Tanimlayict, kesitsel tipteki bu calisma 280 anne ile gerceklestirildi.
Veriler bilgi formu, Aile Yiikii Degerlendirme Olgegi, Yasam Doyumu Olgegi, Oz bakim Becerileri Kontrol Listesi
kullanilarak toplandi. Korelasyon sonuglari, ¢ocuklarin 6z bakim becerileri arttitkca annelerinin aile yiikd algisinin
azaldigin1 (p<0.001) ve yasam doyumlarinin arttigint (p=0.004) gostermistir. Annelerin aile yiki algilart ile yasam
doyumlari arasinda da negatif bir iliski vard: (p<<0.001). Bu calismada zihinsel yetersizligi olan ¢ocuga sahip annelerin
aile yukiniin yiksek oldugu belirlenmistir. Aile yikinin azaltlmasinda ¢ocuklarina zihinsel yetersiz tanist konan
ailelerin ¢ocugun yetersizligi, bakimi ve tedavisi konularinda egitim almalari 6nemlidir.

Anahtar Kelimeler: Aile yiikii, Zihinsel yetersizlik, Yasam doyumu, Hemsirelik, Ozbakim.

Family Burden and Self-Care Skills of Children with Intellectual
Disability, Life Satisfaction of Their Mothers and The Effective
Factors

ABSTRACT

This study was conducted in order to determine family burden and self-care skills of the children with intellectual
disability, life satisfaction of their mothers, and the effective factors. This descriptive, cross-sectional study was
conducted with the participation of 280 mothers. The data were collected by using information form, Family Burden
Assessment Scale, Satisfaction of Life Scale, and Self-catre Skills Check List. The correlation results showed that as the
children’ self-care skills increased, their mothers perception of family burden decreased (p<0.001) and their life
satisfaction (p=0.004) increased. There was also a negative correlaton between mothers’ perception of family burden
and their life satisfaction (p<<0.001). In this study, it was determined that mothers of children with intellectual disability
had high family burden. In decreasing family burden, it is important for families, whose children were diagnosed with
intellectual disabled, to receive education in the fields of disability, cate and treatment of the child.

Key Words: Family burden, Intellectual disability, Life satisfaction, Nursing, Self-care.

INTRODUCTION

Intellectual disability (ID) is an important disorder which results in permanent disabilities in the
person and requires life-long observation, control, care, treatment and rehabilitation (Balc1, Kizil,
Savaser, Dur, & Mutlu, 2019). Having a child with intellectual disability impacts the whole family.
The focus of recent studies, conducted in order to determine conditions affecting the family system
such as having a disabled child, is “family burden” (Balct et al., 2019; Calisir, Karabudak-Sarikaya,
Karatas, Tosun, & Mesealan, 2018; Ilhan, Utas-Akhan, Baygut, Nazar-Dalli, & Yildirim, 2019;
Seliner, Latal, & Spirig, 2016; Shyam, Govil, & Govil, 2014).
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Living with a child with intellectual disability and providing cate for him/her results in burden on
family members. In most of the studies conducted with families of children with intellectual
disability, it has been found that economic burden is too much and these families require economic
support (Barros, Barros, Barros, & Santos, 2017; Huus, Olsson, Andersson, Granlund, & Augustine,
2017; Karayagiz-Muslu & Coskun-Cenk, 2018; Vohra, Madhavan, Sambamoorthi, & Peter, 2014,
Vonneilich, Liidecke, & Kofahl, 2016). Children with intellectual disability experience many
challenges in their self-care like nutrition, genitourinary, hygiene, movement, dressing, sleeping: They
have physical, mental and behavioural problems, and restricted adaptation capabilities (Barros et al.,
2017; Gurhopur & Dalgig, 2017). Mothers take a lot of responsibilities in self-care of children with
intellectual disabilities. However, fathers take less responsibility in self-care of the children.
Therefore, in families, especially mothers experience overload due to redundancy of care
responsibilities anan-Budak, Kiguk, & Civelek, 2018; Kenis-Coskun et al., 2020; Li, Pinto-Martin,
Thompson, Chittams, & Kral, 2017).

Mothers, who take over the care responsibilities of children with ID, give up other roles, spend their
time for their care/training and withdraw from social life. Accordingly, emotional and physical
burden of the mothers increases (Huus et al., 2017, Ilhan et al., 2019; Seliner et al., 2016; Yilmaz, &
Kigiik-Alemdar, 2020). Family burden is affected by the children’ age, gender, intellectual disability
level and functional status as well as mothers’ number of children, age, educational level, and social
and economic sources (Barros et al., 2017; Sar-Yildirnm & Basbakkal, 2008). As level of the
intellectual disability of the children increases, his/her dependency to the mother and family burden
increases, and stress and anxiety experienced by the mothers increase as well (Saunders et al., 2015;
Tifekei-Gudict & Kadiroglu, 2017). Most of the studies have revealed that psychological problems
such as stress, anxiety, depression have been detected in family members of the disabled children,
especially in the mothers (Balct et al., 2019; Calisir et al., 2018; Fairthorne, Klerk, & Leonard, 2016;
Ilhan et al, 2019). This situation affects life quality of the mothers and decreases their life
satisfaction (Boehm & Carter, 2019; Deniz, Dilmag, & Aricak, 2009; Ezzat, Bayoumi, & Samarkandi,
2017; Misura & Memisevic, 2017; Aytekin, 2018).

Education, consultancy, early diagnosis, screening and assessment, home visit, psychological
evaluation services should be provided for children with intellectual disability and their families. The
team that will provide such services should include a special education teacher, pediatrist, nurse,
speech therapist, audiologist, physical therapist, psychologist, social service specialist, nutritionist,
family therapist, and other professionals for needs of the child and the family (Gurhopur & Dalgig,
2017; Sari-Yildirim & Basbakkal, 2008; Saunders et al., 2015). The nurses are responsible for training
of the child and the family in prevention, early diagnosis, treatment and rehabilitation of intellectual
disability, and maintenance of family centred care (Aytekin, 2018; Caliskan & Bayat 2016).
Determination of family burden and self-care skills of children with ID, life satisfaction of their
mothers and the effective factors would contribute to the maintenance of family centred care for
children with ID, and would act as a guide for knowing better the child and the family by the nurse
and development of educational programmes by taking these characteristics into account. This will
enable to decrease the family burden, and increase mothers’s life satisfaction.

The study was conducted in order to determine family burden and self-care skills of the children with
intellectual disability, life satisfaction of their mothers, and the effective factors. The following
research questions are examined in the present study:
1- Is there any correlation between family burden and self-care skills of the children with
1D?
2- Is there any correlation between family burden of children with ID and life satisfaction of
their mothers?
3- Is family burden of the children with ID affected by familial characteristics?
4- Is family burden of children with ID affected by their characteristics?
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MATERIALS AND METHODS

Design

This descriptive, cross-sectional study was conducted in order to determine family burden and self-
care skills of the children with intellectual disability, life satisfaction of their mothers, and the
effective factors.

Population

The population of the study was consisted of 842 mothers who had children with intellectual
disability registered in 2012-2013 academic year in special education and rehabilitation centres in
Edirne, Turkey. The sample of the study was consisted of 280 mothers who continued such
educational institutions between February and June 2012, accepted to participate in the study and
completed data collection tools exactly.

Characteristics of the mothers and children with intellectual disability

The average age of the mothers was 38.7£8.0; 69% of them were primary school graduate, and only
7.1% were employed. 30% of the unemployed mothers were not working due to the disease of their
children. 8.9% of the parents were kins to their spouses and 5% had two children with ID, others
had one child with ID. The average age of the children with ID was 11.3+4.5, 55% were male. In
terms of ID severity, 32.5% were mildly disabled, 30.7% were moderately disabled and 36.8% were
severely disabled (Table 1).

Table 1. Socio-demographic characteristics of the mothers and the children (n = 280)

Characterictics Mean1SD (Min-Max)
Mother’ age 38.748.0 (20-55)
Father’ age 42.0%8.0 (22-60)
Children’ age 11.3+4.5 (2-18)
% (n)

Mother’ education level

llliterate 8.9 (25)

Primary education 69.0 (193)

High school 18.9 (53)

University 3.2(9)
The employent status of the mother

Employed 7.1(20)

Unemployed 92.9 (260)
Not working due to the disease of their children (n = 260)

Yes 30.0(78)

No 70.0 (182)
Father’ education level

Illiterate 3.9(11)

Primary education 69.0 (193)

High school 18.9 (53)

University 8.2 (23)
Family income level

Income less than expenditure 42.1(118)

Income and expenditure equal 50.0 (140)

Income more than expenditure 7.9 (22)
Number of children

One children 20.0 (56)

Two children 53.2 (149)

Three and more children 26.8 (75)
Having other children with ID

Yes 5.0 (14)

No 95.0 (266)
The status of kinship with her husband

Yes 8.9 (25)

No 91.1(255)
Children’ gender

Girl 45.0 (126)

Boy 55.0 (154)
Children’ intellectual disability level*

Mild 32.5(91)

Moderate 30.7 (86)

Severe 36.8 (103)
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Measures
Data were collected using a information form, the Family Burden Assessment Scale, the Self-care
Skills Check List and the Satisfaction With Life Scale.

Information form

The form involved a total of 20 questions including 12 questions related to the socio-demographic
characteristics of the family (age of parents, educational level, employment status, family income
level, number of children, child’s age, gender and intellectual disability level), 8 questions related to
care of the child and problems experienced by the mother (primary caregiver, existence of anxiety
related to the care of the child, mother's health problems, status of receiving psychological support,
etc.).

Family burden assessment scale (FBAS)

The scale was developed by Sari- Yildirim & Basbakkal (2008) in Turkey in order to determine the
family burden of children with intellectual disability (Sart- Yildirim & Bagbakkal, 2008). It is a 5 point
likert scale scored as “Never (1), Rarely (2), Sometimes (3), Usually-Often (4), Always (5). The point
of the scale including 43 items changed between 43 and 215. The mothers receiving above 97 points
in the scale were considered as “having burden”. In the study of Sari-Yildirim & Bagbakkal (2008),
Chronbach alpha reliability coefficient of the scale was reported as 0.93 (Sar1- Yildirim & Bagbakkal,
2008). Chronbach alpha reliability coefficient of FBAS was found as 0.94 in this study.

Self-care skills check list (SSCL)

It was developed by Konya (2007) in Turkey in order to measure self-care skills of the children. It
includes a total of 42 items including eating, dressing and personal care skills (Konya, 2007). Itis 5
point likert type scale in which the child is scored as “Very competent (5)” if the he/she is able to
fulfil a skill independently (without receiving any help from any person); as “Competent (4)” if
he/she is able to fulfil a skill in line with oral directives of an adult; as “Slightly competent (3) if
he/she is able to fulfil a skill by taking an adult as a model; as “Incompetent (2) if he/she is able to
fulfil a skill by receiving even little physical support from an adult; as “Very incompetent (1) if
he/she totally requires physical support from an adult (Konya, 2007). In the study, Chronbach alpha
reliability coefficient of SSCL was found as 0.99.

Satisfaction with life scale (SWLS)

It was developed by Diener et al., (1985) in order to determine level of life satisfaction (Diener,
1985). Turkish adaptation of the scale was conducted by Koker (1991) (Koker, 1991). It is a 7 point
likert type scale in which each item is scored as “Strongly disagree (1), “Strongly agree (7). A total
score of 5-35 is obtained from the scale. High scores indicate high level of life satisfaction In the
study of Diener et al., it was found as 0.87 (Diener, 1985). In the study, Chronbach alpha reliability
coefficient of SLS was found as 0.85.

Data collection

Before applying information form to the sample group, a pilot study was administered with 10
mothers. Some revisions were made in accordance with the feedback and information form was
finalised. The data of mothers who were included in the pilot study was not included into the main
analyses. The data of the study were collected by the researchers, for which the researchers used
face-to-face interviews in a suitable room at the rehabilitation centres, where the interviewed mothers
could have privacy. Data collection stage of this study was completed within 4 months (January and
June 2012). The SSCL was filled in by the researchers who previously observed children and
examined files of each child. The interviews lasted about 80 to 90 minutes.

Ethical considerations

Written permissions were obtained for the study from Scientific Research Ethics Committee of The
University Faculty of Medicine (28.12.11/16) and Provincial Directorate for National Education
(05.01.12/256). Moteovet, the objective of the study was explained to the participant mothers and
their written and oral consents were obtained. It was stated them that their identifying information
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were not going to be mentioned on data collection form and the data obtained from the study
would be reported anonymously.

Data analysis

Analysis of the data was carried out by using the SPSS 20.00 package programme (License
No:10240642) of The University, Faculty of Medicine, Department of Biostatistics. In the analysis of
characteristics of the families and children; percentage, frequency and mean analyses were used; in
the analysis of relationships of scales and other features, Student t-test, One Way Anova test,
Spearman Correlation were used. The results were assessed at the significance level of p<0.05.

RESULTS

It was determined that 85% of the mothers were primary caregivers of the children; in the absence of
the mothers, fathers took over the care of 40.7% of the children and 65% of mothers experienced
anxiety in this case. 58.2% of the families experienced financial problems in meeting the health
expenses of the child; and 43.2% took home care fee for care of the child. It was found that 36.1%
of the mothers had a health problem, and 30% took psychological support (Table 2).

Table 2. Characteristics related to the care of children with ID,
the problems experienced by the mothers (n=280)

Characteristics % (n)
Primary caregiver

Mother 85.0 (238)

Mother and father 9.0 (25)

Other (Mother and paid carer/sister/brother/grandmother) 6.0 (17)
Caregiver of the child in the absence of the mother

Father 40.7 (114)

Grand mother 40.0 (112)

Sister/brother 18.9 (53)

Paid carer 0.4 (1)
Existence of anxiety related to the care of the child

Yes 65.0 (182)

No 35.0 (98)
Status of experiencing financial difficulty

Yes 58.2 (163)

No 41.8 (117)
Status of receiving home care fee

Yes 43.2 (121)

No 56.8 (159)
Existence of health problems

Yes 36.1 (101)

No 63.9 (179)
Mother' health problems (n = 101)

Hypertension 34.7 (35)

Herniated disc 18.8 (19)

Diabetes 15.8 (16)

Psychological disorders 11.9 (12)

Other (psoriasis,asthma,migraine) 18.8 (19)
Status of receiving psychological support

Yes 30.0 (84)

No 70.0 (196)

The mothers’ total mean score was 131.30+30.99 for FBAS and was 17.22+6.92 for SWLS. The
children’ total mean score was 113.42+53.98 in SSCL (Table 3).

Table 3. Average scores of the scales

Scales Mean + SD Min - Max
FBAS 131.30+30.99 43-215
SWLS 17.22+6.92 5-35
SSCL 113.42+53.98 42-210

FBAS:Family Burden Assessment Scale; SD: standard deviation;
SSCL:Self-care Skills Check List; SWLS:Satisfaction With Life Scale.
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A negative correlation was found between the mothers” FBAS and SWLS mean scores (r=-0.343;
p<0.001) and the children’ SSCL scores (r=-0.557; p<0.001); a positive correlation was found
between (r=0.172; p=0.004) the mothers’s SWLS mean scores and the children” SSCL mean scores.
As the mothers” FBAS scores increased, SWLS scores and the children’ SSCL scores decreased. As
the children’ SSCL scores increased, the mothers” SWLS scores increased as well (Table 4).

Table 4. Spearman correlation coefficients between scores of FBAS,SWLS,SSCL

Scales SWLS SSCL
FBAS r;p -0.343; <0.001 -0.557; <0.001
SWLS r;p 0.172;0.004

FBAS:Family Burden Assessment Scale; r:Spearman correlation analysis; p:significance level;
SSCL:Self-care Skills Check List; SWLS:Satisfaction With Life Scale.

A negative correlation was found between the mothers’ educational levels and their FBAS scores
(1=-0.150; p=0.012); a positive correlation was found between their SWLS scores and educational
levels (r=0.143; p=0.0106). As the mothers’ educational levels increased, their FBAS scores decreased
and SWLS scores increased. A negative correlation was found between the family income level and
the mothers’ FBAS scores (r=-0.189; p=0.002); and a positive correlation was found between the
family income level and SWLS scores (t=0.133; p=0.0206). As the family income level improved, the
mothers” FBAS scores decreased and SWLS scores increased. A positive correlation was found
between the number of children and the mothers” FBAS scores (r=0.154; p=0.010). As the number
of children increased, the mothers’ FBAS scores increased. There was a positive correlation between
the children’ intellectual disability duration (r=0.214; p<<0.001) and special education period and the
mothers’ FBAS scores (t=0.190; p=0.001). As the children’ disease/disability duration and special
education period increased, the mothers’ FBAS scores increased (Table 5).

Table 5. Spearman correlation coefficients between scores of FBAS, SWLS, SSCL and some
characteristics (n=280)

Characteristics FBAS SWLS SSCL

Mother’ age r;p 0.049; 0.414 -0.066; 0.271 0.065; 0.281
Mother’ educational level r;p -0.150; 0.012 0.143; 0.016 -0.054; 0.365
Family income level r;p -0.189; 0.002 0.133; 0.026 0.050; 0.405
Number of children r;p 0.154; 0.010 -0.076; 0.205 0.042; 0.488
Children’ age rp 0.084; 0.163 -0.091; 0.128 0.107;0.074
Duration of ID rp 0.214; <0.001 -0.107; 0.073 -0.041; 0.497
Duration of special education r;p 0.190; 0.001 -0.062; 0.305 -0.022; 0.710

FBAS:Family Burden Assessment Scale; r:Spearman correlation analysis; p:significance level; SSCL:Self-care Skills Check
List; SWLS:Satisfaction With Life Scale.

There was a statistically significant difference between the children’ intellectual disability levels and
the mothers” FBAS (p<0.001) and SWLS scores (p=0.030). The mothers’ FBAS scores, who had
children with mild intellectual disability, were lower than those who had children with moderate and
severe intellectual disability, and SWLS scores were higher when compared; the mothers” FBAS
scores, who had children with moderate intellectual disability, were lower than those who had
children with severe intellectual disability, and SWLS scores were higher. A statistically significant
difference was found between the mothers’ employment status and the mothers’ FBAS (p<0.001)
and SWLS scores (p=0.030). FBAS scores of the employed mothers were lower than those who did
not work, and their SWLS scores were higher. A statistically significant difference was found
between the financial difficulty experienced by the mothers in meeting health expenses of the
children and the mothers” FBAS (p=0.016) and SWLS scores (p=0.033). The mothers’ FBAS scores
who experienced financial difficulty in meeting health expenses of the children were higher than
those who did not experience financial difficulty; and their SWLS scores were lower when compared.
A statistically significant difference was found between the mothers” FBAS (p<0.001) and SWLS
scores (p=0.027) and their home care fees. The mothers’ FBAS scores who took home care fee were
low and their SWLS scores were high (Table 06).
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Table 6. Comparison of FBAS, SWLS,

SSCL scores according to some characteristics

(n=280)
Characteristics FBAS SWLS SSCL
:Ahi::jdre" ID level 115.7¢33.44 18.207.81 154.7£48.14
Moderate 127.1+27.82 17.88+6.37 130.3+34.44
Severe 148.5+21.52 15.7946.32 62.821+24.34
F=35.147%** F=3.567** F=165.7**
p<0.001 p=0.030 p<0.001
The employment status of the mother 106.7+31.13 23.10+8.36 123.7+56.47
Employed 133.1430.22 16.7646.60 112.6453.82
Unemployed (=3 763* t=4.048* t=0.883*
P<0.001 p<0.001 p=0378
i;astus of experiencing financial difficulty 139.3427.83 16.45+6.40 115.7453.79
No 120.1+£31.79 18.29+7.47 110.2154.31
t=5.259* t=-2.150* t=0.833*
p=0.016 p=0.033 p=0.407
Status of receiving home care fee 121.2+32.90 17.98+7.61 93.00+45.66
Yes 144.5£22.25 16.2145.76 128.9154.72
No t=7.073* t=-2.217* t=-5.840%*
p<0.001 p=0.027 p=0.018

**F:0One Way ANOVA; *t:Student t test; p:significance level; ; FBAS:Family Burden Assessment Scale;
SSCL:Self-care Skills Check List; SWLS:Satisfaction With Life Scale.

DISCUSSION

The study was conducted to determine family burden and self-care skills of the children with
intellectual disability, life satisfaction of their mothers, and the effective factors. The mothers' FBAS
total mean score was 131.30£30.99. When cut-off score of the scale was considered to be 97, it can
be asserted that burden of the mothers was quite high. Sari- Yildirim & Bagbakkal (2008) found
mothers’ FBAS total score as 124.57+30.6 (Sar- Yiddirim & Bagbakkal, 2008). In this study,
mothers' SWLS total score was 17.22£6.92. When a total score between 5 and 35 was taken from the
scale, as a result of the study, it can be asserted that life satisfaction of the mothers having a children
with intellectual disability was low. In the study of Akandere et al. (2009), SWLS total score of
mothers having mentally and physically disabled children was found as 20.01£4.94 (Akandere et al.,
2009); Deniz et al. (2009), found this mean score as 21.39+7.26 in mothers with disabled children
(Deniz et al., 2009). In this study, lower level of life satisfaction of mothers can be explained by the
fact that the study was conducted only with mothers who had children with intellectual disability.
The children’s SSCL total mean score was found as 113.42+53.98. Given the observation that 67.5%
of the children were moderately or severely disabled, it was not surprising to see that they reported a
low level of self-care (Mean=113 out of 210 on the SSCL). Therefore, the children go through major
difficulties in fulfilling their daily self-care. We suggest that they need more support in their self-care.

In this study; as the children’ self-care skills increased, their mothers perception of family burden
decreased and their life satisfaction increased. Increasing family burden decreased the life satisfaction
of the mothers. Other related studies have stated similarly that as dependency of the child with
intellectual disability increases, burden and life satisfaction of the mother is affected negatively
(Akandere et al., 2009; Fairthorne et al., 2016; Giné et al., 2015; Kacan-Softa, Oztiirk, Sonkaya, &
Dastinceli, 2016; Karayagiz-Muslu & Coskun-Cenk, 2018). Children with intellectual disability are
dependent on their mothers, partially or completely, in fulfilling their self-care skills. As self-care
skills of the children increase, the care responsibility of the mothers decreases. Therefore, burden of
the mothers decreases as well. This situation reduces stress and anxiety of the mothers and affects
their life satisfaction positively (Deniz et al., 2009; Li et al., 2017; Seliner et al. 2016; Tufekc¢i-Gudict
& Kadiroglu, 2017).
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In the study, it was found that as the the children’ disability duration and special education period
increased, the family burden increased, as well. As the children grew up, mothers start to feel stressed
about caring for their children and experience anxiety about their children’s future; accordingly their
sense of family burden increases (Konukbay & Arslan, 2015; Utas-Akhan, 2016). Especially in
collective cultures such as Turkey, mothers are considered as responsible for the care of the children,
and fathers are defined as head of the family who brings bread/money to the home. Moreover,
mothers are held responsible for and even accused of the disability of the children. The mothers are
left without support in providing care for their disabled children children (Girhopur & Dalgig, 2017;
Inan-Budak, Kiiciik & Civelek, 2018; Konukbay & Arslan, 2015). This situation results in increase of
burden of the mothers. Nurses can be effective in reducing physical and emotional burden of the
mothers by enabling that other family members participate in the care and training of the child with
intellectual disability and by creating family support groups.

In this study; as the mothers’ educational level decreased, their family burden increased and their life
satisfaction decreased. Other studies have found that as the mothers’s educational level increases,
the perception of burden decreases, the stress and hopelesness level decreases, life satisfaction and
quality of life increases, they use social support systems more and this affects well-being of the
mother (Barros et al., 2017; Caliskan & Bayat, 2016; Giné et al., 2015; Huus et al., 2017; Misura &
Memisevic, 2017). High educational level of the mothers may help them gain analytical thinking and
problem solving skills towards reaching more information and forming more positive coping
strategies. Thus, the ability to respond the needs of the child improves and anxiety, stress, and family
burden experienced by the mothers decreases and life satisfaction increases (Kagan-Softa et al., 2016;
Konukbay & Arslan, 2015). Moreover, as mothers with higher educational level have more social
relations and if employed, their success in the work life will reduce their burden. In this study;
considering the fact that the educational level of the mothers was low and financial status of the
families was bad, the importance of education and support to be provided for the families would be
understood better. In this context, health professional and nurses should inform families in order to
help mothers to understand different and similar characteristics of their children and to develop
realistic expectations about the child, and they should organize training programmes in accordance
with the needs of the families.

In the present study, as number of the children increased, the family burden increased as well. This
family burden mostly impacts mothers who have children with ID. Mothers who have children with
ID might also have other children without ID. This high number of children in a family with and
without intellectual disability is likely to increase their mothers’ responsibilities. Furtermore, these
mothers usually do not have their husbands’ support in the child care. This increased responbility
and burden on mothers is likely to lead mothers’ exhaoustion (Kenis-Coskun et al., 2020; Li et al.,
2017).

In the study, as the family income level enhanced, their mothers perception of family burden
decreased and their life satisfaction increased. The family burden of mothers who did not experience
any financial difficulty about meeting the health expenses of the children and who received home
care fee was lower. Studies have found that as economic status of the family enhances, the family
burden decreases (Barros et al., 2017; Saunders et al., 2015), life satisfaction increases and mothers
experience less anxiety (Boehm & Carter, 2019; Caliskan & Bayat, 2016; Vonneilich et al., 2016). In
this study, the employed mothers’ family burden was low and life satisfaction was higher. It is stated
that employment of mothers leads to increase social status and provide economic relief and reduce
burden. The expenses made for training, medical and daily care requirements of the children, for
provision of tools used by the children and for special diet bring in additional economic burdens for
families (Karayagiz-Muslu & Coskun-Cenk, 2018; Saunders et al., 2015). In this case, increasing the
number of organisations that can take over the care of children with intellectual disability and the
number of family support systems, the participation of mothers in part-time working life will make
significant contributions both to the children with intellectual disability and their families. Therefore,
nurses have an important role of guiding families towards organisations and institutions which can
make social and economic contributions.
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In the present study, it is found that the children’ intellectual disability level was correlated with the
mothers’ perception of family burden and their life satisfaction. Family burden of mothers with a
children with intellectual disability at mild level was lower than the burden of mothers with a children
with intellectual disability at moderate and severe level; accordingly their life satisfaction was high.
Studies have found that it has been stated that the burden of caregiver increases as the physical
health of the child becomes worse, his/her adaptation ability is restricted and the time spent for care
increase (Giné et al., 2015; Huus et al., 2017; Li et al., 2017; Utas-Akhan, 2016). As the children’
disability level increases, their self-care skills decrease and their dependency on mother increases. The
mothers take more responsibilities physically and require more time. This situation increases the
burden of the mothers and affects the life satisfaction in a negative manner (Balct et al., 2019; Boehm
& Carter, 2019; Ezzat et al.,, 2017). Organising programmes for increasing involvement of other
family members in training and care of the children with intellectual disability, creating family
support groups in rehabilitation centres, and organising social activities for the children and their
families will be beneficial to reduce the burden of the mothers.

CONCLUSIONS

In the current study, it was determined that the mothers’ family burden was high and their life
satisfaction was low. As the children’ self-care skills increased, their mothers perception of family
burden decreased and their life satisfaction increased. As the mothet’s burden decreased, their life
satisfaction increased. Mothers’ number of children, educational level, employment status, family
income level, status of experiencing financial difficulty, status of receiving home care fee, children’
intellectual disability level, duration of disability, duration of special education affected the burden of
mothers. Therefore, it is important for nurses to determine family burden of the children with
intellectual disability and their family with relation to care and to take the effective factors into
account. In decreasing family burden, it is important for families, whose children were diagnosed

with intellectual disabled, to receive education in the fields of disability, care and treatment of the
child.

LIMITATIONS

The study was limited with mothers having children with intellectual disability registered in special
education and rehabilitation centres of Edirne. The fact that some of the children received
individualised education, and used school bus to go to the school and the mothers stayed at
educational institutions for a shorter time restrained to reach all mothers. Mothers, who did not want
to be asked questions regarding their children, rejected to participate in the study. In the face-to-face
interviews, mothers tended to detour from the interview questions and ask medical advice.
Therefore, interviews took a long time.
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GENISLETILMIS OZET
GIRIS

Zihinsel yetersizlik, kiside kalict yetersizlikler birakan, yasam boyu gbzlem, kontrol, bakim, tedavi ve
rehabilitasyon gerektiren 6nemli bir bozukluktur (Balci, Kizil, Savaser, Dur, & Mutlu, 2019). Zihinsel
yetersiz bir cocuga sahip olmak ailenin tim yasamint 6nemli diizeyde etkiler. Cocugun engelli olmasi
gibi aile sistemini etkileyen durumlarda son yillarda yapilan galismalarin ilgi odagt “aile yukd” dir
(Balct ve ark., 2019; Calisir, Karabudak-Sarikaya, Karatas, Tosun ve Mesealan, 2018; Ilhan, Utas-
Akhan, Baygut, Nazar-Dalli, ve Yildirim, 2019; Seliner, Latal, ve Spirig, 2016; Shyam, Govil ve Govil,
2014).

Zihinsel yetersizligi olan c¢ocukla yasamak ve bakim vermek aile duyelerinde yik duygusu
olusturmaktadir. Zihinsel yetersiz cocuklarin aileleri ile yapilan ¢alismalarin ¢cogunda ailenin ekonomik
yukinin fazla ve ekonomik destege gereksiniminin oldugu bulunmustur (Barros, Barros, Barros, ve
Santos, 2017; Huus, Olsson, Andersson, Granlund, ve Augustine, 2017; Karayagiz-Muslu ve Coskun-
Cenk, 2018; Vohra, Madhavan, Sambamoorthi, ve Peter, 2014; Vonneilich, Lidecke, ve Kofahl,
2016). Bu cocuklar fiziksel, ruhsal ve davranissal sorunlarinin olmast ve uyum yeteneklerinin sinurl
olmasindan dolayt beslenme, bosaltim, hijyen, hareket etme, giyinme, uyku gibi bir¢ok 6z bakim
davranisinda sorun yasamaktadir (Barros ve ark., 2017; Gurhopur ve Dalgi¢, 2017). Zihinsel yetersiz
cocugun 6z bakimint genellikle anneler yiklenmekte babalar ise ¢ocuklarin bakiminda ¢ok az
sorumluluk almaktadir. Bu nedenle ailede 6zellikle anneler bakim sorumluluklarinin fazlaligindan
dolay1 yiiklenme yasamaktadirlar (Inan-Budak, Kiiciik, ve Civelek, 2018; Kenis-Coskun ve ark., 2020;
Li, Pinto-Martin, Thompson, Chittams, ve Kral, 2017).

Cocugun bakim sorumlulugunu ustlenen anneler, diger rollerinden vazge¢mekte, zamanlarin
cocugun bakimi/egitimi icin harcamakta ve sosyal yasamdan uzaklasmaktadirlar. Boylece annelerin
duygusal ve fiziksel yiikii artmaktadir (Huus ve ark., 2017; Ilhan ve ark., 2019; Seliner ve ark., 2016;
Yilmaz ve Kiiciik-Alemdar, 2020). Aile yiikiini ¢ocugun yasi, cinsiyeti, zihinsel yetersizlik diizeyi ve
fonksiyonel durumu, ¢ocuk sayist, bakim verenin yast, egitim diizeyi, sosyal ve ekonomik kaynaklari
etkilemektedir (Barros ve ark., 2017; San-Yildinm ve Basbakkal, 2008). Cocugun zihinsel
yetersizliginin derecesi arttikca anneye bagimliliklart ve aile yikii artmakta, annenin yasadigi kaygt ve
stres artmaktadir (Saunders ve ark., 2015; Tifekeci-Gudiicii ve Kadiroglu, 2017). Yapilan pek c¢ok
calismada da zihinsel yetersiz cocugun aile tiyelerinde, 6zellikle anne tzerinde stres, kaygi, depresyon
gibi psikolojik problemler saptanmustir (Balct ve ark., 2019; Calisir ve ark., 2018; Fairthorne, Klerk, ve
Leonard, 2016; Ilhan ve ark., 2019). Bu durum annenin yasam kalitesini etkilemekte ve yasam
doyumunu azaltmaktadir (Boehm ve Carter, 2019; Deniz, Dilmag, ve Aricak, 2009; Ezzat, Bayoumi,
ve Samarkandi, 2017; Misura ve Memisevic, 2017).

Zihinsel yetersiz ¢ocuk ve aileye egitim, danismanlik, erken tani, tarama ve degerlendirme, ev ziyaret,
psikolojik degerlendirme hizmetleri verilmelidir. Bu hizmetleri verecek ekipte; 6zel egitimci,
pediatrist, hemsire, konusma-dil terapisti, odyolog, fizik tedavi uzmani, psikolog, sosyal hizmet
uzmani, beslenme uzmani, aile terapisti, cocuk ve ailenin durumuna goére gereken diger profesyoneller
yer almalidir (Girthopur ve Dalgig, 2017; Sar1-Yildiim ve Basbakkal, 2008; Saunders ve ark., 2015).
Hemsireler zihinsel yetersizligin 6nlenmesi, erken tanisi, tedavisi, rehabilitasyonunda ¢ocuk ve ailenin
egitiminden ve aile merkezli bakimin strdirilmesinden sorumludurlar (Aytekin, 2018; Caliskan ve
Bayat 2016). Zihinsel yetersiz ¢ocuklarin aile yiikii, 6z bakim becerileri, annelerin yasam doyumu ve
etkileyen faktorlerin  belitflenmesi, zihinsel yetersiz ¢ocuklara yonelik aile merkezli bakimin
surdirilmesine katki saglayacak, hemsirelerin aile ve ¢ocugu daha iyi tanimasi, yapilacak egitim
programlarinin bu 6zellikler dikkate alinarak gelistirilmesi acisindan rehber olacaktir. Boylece ailenin
yuki azalacak, aile tiyeleri ve zihinsel yetersiz cocugun yasam kalitesinin artmast saglanabilecektir.

Arastirma, zihinsel yetersiz ¢ocuklarin aile yiikii, 6z bakim becerileri ve annelerinin yasam doyumu ve
etkileyen faktorleri belitlemek amaciyla yapildr. Arastirmada yanitlanmast beklenen sorular sunlardir:
Zihinsel yetersiz ¢ocuklarin aile yiikt ile 6z bakim becerileri arasinda iliski var midir? Zihinsel yetersiz
cocuklarin aile yuki ile annelerinin yasam doyumu arasinda iliski var mudir? Zihinsel yetersiz
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cocuklarin aile yiikiini ailesel 6zellikleri etkiler mi? Zihinsel yetersiz ¢ocuklarin aile ytkiini ¢ocugun
Ozellikleri etkiler mi?

GEREC VE YONTEM

Evren ve Orneklem

Arastirmanin evrenini, 2011-2012 Egitim-Ogretim yilinda Edirne ilinde rehabilitasyon merkezlerine
kayitlt zihinsel yetersiz cocuklart olan 842 anne olusturdu. Orneklemi Subat ve Haziran 2012 tarihleri
arasinda egitim kurumlarina devam eden, calismaya katilmayr kabul eden ve veri toplama araglarini
eksiksiz dolduran 280 anne olusturdu.

Zihinsel yetersiz ¢ocuk ve ailesi ile ilgili 6zellikler

Annelerin yas ortalamast 38.7£8.0, %069’u ilkokul mezunu, sadece %7.11 calistyordu. Calismayan
annelerin %30’u ¢ocugunun hastaligindan dolayt ¢alismiyordu. Ebeveynlerin % 8.9’ unun esleriyle
aralarinda akrabalik bagt vard: ve %5’ inin iki ¢ocugunun zihinsel yetersizligi vardi. Zihinsel yetersiz
cocuklarin yas ortalamast 11.3+£4.5, %55’ i erkek, %32.5” 1 hafif dizeyde, %30.7" si orta dlzeyde,
%36.8’ 1 agir dizeyde zihinsel yetersizdi (Tablo 1).

Veri Toplama Formlar:
Veriler bilgi formu, Aile Yiikii Degerlendirme Olgegi, Ozbakim Becerileri Kontrol Listesi, Yasam
Doyumu Olgegi kullanilarak elde edildi.

Bilgi Formu

Bu form ailelerin bazt sosyo-demografik 6zellikleri (ebeveynlerin yasi, egitim durumu, c¢alisma
durumu, ekonomik durumu, es ile akrabalik durumu, ¢ocuk sayisi, cocugun yasi, cinsiyeti ve zihinsel
yetersizlik diizeyi vb.) ile ilgili 12 soru, ¢ocugun bakimi ve annelerin yasadiklari problemler (primer
bakim veren, ¢ocugun bakimina iliskin kayginin varligi, annenin saglik sorunlari, psikolojik destek
alma durumu vb.) ile ilgili 8 soru olmak tzere 20 sorudan olustu.

Aile Yiikii Degerlendirme Olgegi (AYDO)

Zihinsel yetersiz ¢ocuklarda aile yukinu belirlemek amact ile tlkemizde Sart & Basbakkal (2008)
tarafindan gelistirildi (Sari-Yildirim ve Bagbakkal, 2008). “Higbir zaman (1), Nadiren (2), Bazen (3),
Cogu zaman-sik sik (4), Her zaman (5)” seklinde puanlanan 5’ 1i likert tipi 6lgektir. 43 maddeden
olusan 6lcegin puant 43 ile 215 arasinda degismektedir. Olcekten 97 {izerinde puan alan annelerin
‘yuki vardir’ seklinde degerlendirilmektedir. Sart & Bagbakkal’in c¢alismasinda (2008) Olgegin
Chronbach alfa gtivenirlik katsayist 0.93 olarak rapor edildi. Bu ¢alismada Chronbach alfa gtvenirlik
katsayist 0.94 olarak bulundu.

Oz bakim Becerileti Kontrol Listesi (OBKL)

Cocuklarin 6z bakim becerilerini 6lgmek amact ile tlkemizde Konya (2007) tarafindan gelistirildi.
Yemek yeme becerileri, giyinme ve kisisel bakim becerilerini iceren toplam 42 maddeden
olusmaktadir. Cocuk bir beceriyi bagimsiz bir sekilde (kimseden yardim almadan)

2

gerceklestirebiliyorsa  “Cok yeterli (5) 7, yetiskinin verdigi sozel yonergeler dogrultusunda
gerceklestirebiliyorsa “Yeterli (4)”, yetiskini model alarak gerceklestiriyorsa “Biraz yeterli (3)”, yetiskin
tarafindan biraz da olsa fiziksel destek alarak gerceklestiriyorsa “Yetersiz (2)”, tamamen fiziksel
destege ihtiyact var ise “Cok yetersiz (1)” olarak puanlandirilan 5’ i likert tipi 6l¢ektir (KKonya, 2007).

Bu ¢alismada Chronbach alfa glivenirlik katsayis: 0,99 olarak bulundu.

Yagam Doyumu Olgegi (YDO)

Diener ve arkadaglart (1985) tarafindan yasam doyumu dizeylerini belirlemek amact ile gelistirildi
(Diener, 1985). Turkce uyarlamast Koker (1991) tarafindan yapildi (Kéker, 1991). Bes maddeden
olusan, her madde icin “Kesinlikle katilmiyorum (1)”, Kesinlikle katitiyorum (7)” seklinde puanlanan
likert tipi 6lcektir. Olcekten 5-35 arasinda bir toplam puan elde edilmektedir. Yiiksek puanlar yasam
doyumunun yiiksekligine isaret etmektedir. Diener ve arkadaglarinin (1985) calismasinda 0.87 olarak
bulundu (Diener, 1985). Bu ¢alismada Chronbach alfa giivenirlik katsayist 0.85 olarak bulundu.

International Anatolia Academic Online Journal / Sosyal Bilimler Dergisi Year/Yil 2021, Issue/Say1 7, 2 _



Veri Toplama Stireci

Veri toplama formu 6rneklem grubuna uygulanmadan 6nce 10 anne ile pilot uygulama yapildi.
Geribildirimler dogrultusunda bazi dizenlemeler yapilarak bilgi formuna son sekli verildi. Pilot
uygulama yapilan annelerin verileri arastirmaya dahil edilmedi. Arastirmanin verileri arastirmacilar
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tarafindan annelere calismanin amaci agiklandiktan sonra diger annelerden etkilenmeyecekleri uygun
bir odada, ylz yiize gérisme yontemi ile toplandi. Bu arastirmanin veri toplama asamast Subat-
Haziran 2012 aylari igerisinde tamamlandi. OBKL arastirmacilar tarafindan cocuklarin gézlenmesi ve

her ¢ocuga ait dosyalarin incelenmesiyle dolduruldu. Veri toplamak icin yapilan gériismeler yaklasik
80-90 dakika stirdu.

Etik Izin

Arastirma icin Trakya Universitesi Tip Fakiiltesi Dekanligr Bilimsel Arastirma Degerlendirme
Komisyonu” ndan (28.12.11 tarihli, 02/16 numarali), Edirne 1l Milli Egitim Midiirliigi’ nden
(05.01.12 tarihli, 256 numaralt) ve Trakya Universitesi Rekt6rliigii’ nden 19.01.12 tarihli yazili izinler
alindi. Ayrica aragtirmaya katillan annelere aragtirmanin amact acgiklanarak yazili ve sézel onamlari
alindi. Veri toplama formuna isim yazmamalari, arastirmadan elde edilen verilerin isim belirtilmeden
raportlastirilacagi ve bilimsel amagla kullanilacagt séylendi.

Veri Analizi

Verilerin analizi Trakya Universitesi Tip Fakiiltesi Biyoistatistik Anabilim Dal’’ nin SPSS 20.00
(Lisans No: 10240642) paket programi ile yapildi. Aile ve ¢ocuklara ait Ozellikler yiizde, frekans,
ortalama analizleri, Olgekler ve diger Gzellikler arasindaki iliskilerin analizinde Student t-testi, One
Way Anova testi, Spearman Korelasyon, ileri analizde Post Hoc tekniklerinden Tukey testi kullanild:.
Sonuglar % 95 gliven araliginda, p<0,05 anlamlilik diizeyinde degerlendirildi.

BULGULAR

Annelerin %85’ inin ¢ocugun primer bakim vericisi oldugu, annelerin olmadigt zamanlarda ¢ocuklarin
%40.7” sinin bakimint babanin istlendigi ve annelerin %065’ inin bu durumda kaygi yasadiklar
belirlendi. Ailelerin %58.2” sinin ¢ocugunun saglik giderlerini karsilamada maddi zorluk yasadiklari,
%43.2” sinin ¢ocugun bakimt i¢in evde bakim tcreti aldiklari belirlendi. Annelerin %36.17 inin bir
saglik sorunu olup %34.7 sinin hipertansiyon rahatsizlig vardi ve %30’ u psikolojik destek almistt
(Tablo 2) .

Annelerin AYDO toplam puan ortalamast 131.30 £ 30.99, YDO puan ortalamast 17.22 + 6.92 olarak
bulundu. Cocuklarin OBKL toplam puan ortalamast 113.42 + 53.98 idi (Tablo 3). Annelerin AYDO
ile YDO puanlari (r=-0,343, p<0,001) ve ¢ocuklarin OBKL puanlari (r=-0,557, p<0,001) arasinda
negatif yonde, YDO puanlari ile cocuklarin OBKL puanlart (r=0,172, p=0,004) arasinda pozitif
yonde korelasyon bulundu. Annelerin AYDO puanlart arttikca, YDO ve cocuklarin OBKL puanlari
diistii. Cocuklarin OBKL puanlart arttik¢a annelerin YDO puanlari da artt1 (Tablo 4).

Annelerin egitim diizeyleri ile AYDO (r=-0.150, p=0.012) puanlari arasinda negatif yonde, YDO
puanlart arasinda (r=0.143, p=0.016) pozitif yonde korelasyon saptandi. Annelerin egitim dizeyleri
yiikseldikce AYDO puanlart diisti, YDO puanlari arttt (Tablo 5). Ailenin ekonomik durumu ile
AYDO puanlart (r=-0.189. p=0.002) arasinda negatif yonde, YDO puanlari arasinda (r=0.133,
p=0.026) pozitif yénde korelasyon vardi. Ailenin ekonomik durumu iyilestikce AYDO toplam
puanlart diistii, YDO puanlart artti. Cocuk sayist ile AYDO (r=0.154, p=0.010) puanlari arasinda
pozitif yonde korelasyon bulundu. Cocuk sayst artttkga AYDO puanlart artt. Zihinsel yetersizlik
stiresi ve (r=0.190, p=0.001) cocugun 6zel egitim alma siiresi puanlari ile AYDO puanlari arasinda
(t=0.214, p<0.001) pozitif yonde korelasyon vardi. Cocugun hastalik/yetersizlik stresi ve 6zel egitim
alma siiresi arttikga AYDO puanlari artt1 (Tablo 5).

Cocuklarin zihinsel yetersizlik diizeyleri ile annelerin AYDO ve YDO puan ortalamalari arasinda
istatistiksel olarak anlamli fark vardi. Hafif derecede zihinsel yetersiz ¢ocugu olan annelerin orta ve
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agir derece zihinsel yetersiz cocugu olan annelere goére, orta derecede zihinsel yetersiz ¢ocugu olan
annelerin, agir derece zihinsel yetersiz cocugu olan annelere gére AYDO puan ortalamalart diisiik,
YDO puan ortalamalar ise yiiksekti. Annenin ¢alisma durumu ile AYDO ve YDO puan ortalamalar
arasinda istatistiksel olarak anlamli fark bulundu. Calisan annelerin AYDO puan ortalamalari
caligmayanlara gére daha diisik, YDO puan ortalamalart da yiiksekti. Ailenin ¢ocugun saglik
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giderlerini karsilamada maddi zorluk yasama durumu ile AYDO ve YDO toplam puan ortalamalari
arasinda istatistiksel olarak anlamli fark bulundu. Cocugun saglik giderlerini karsilamada maddi zorluk
yasayan ailelerin, maddi zorluk yasamayan ailelere gére AYDO toplam puan ortalamalari yiiksek,
YDO puan ortalamalart diisiiktii. Ailelerin evde bakim {icreti alma durumlart ile AYDO ve YDO
toplam puan ortalamalari arasinda istatistiksel olarak anlamli fark bulundu. Evde bakim tcreti alan
annelerin, AYDO toplam puan ortalamalari diisiik, YDO puan ortalamalari yiiksekti (Tablo 6).

TARTISMA

Bu arastirma, zihinsel yetersizligi olan ¢ocuklarin aile yikint ve 6z bakim becerilerini, annelerinin
yasam doyumlarini ve etkileyen faktdtleri belitlemek amactyla yapilmistir. Annelerin AYDO toplam
puan ortalamast 131.30+30.99 idi. Olgegin kesme puant 97 oldugu géz 6niine alindiginda annelerin
yiikiiniin oldukea fazla oldugu soylenebilir. Sari- Yildirim ve Bagbakkal (2008) annelerin AYDO
toplam puanint 124,57£30,6 olarak bulmustur (Sar- Yildirim ve Basbakkal, 2008). Bu calismada
annelerin YDO puan ortalamast 17.22+6.92 idi. Olgekten 5-35 arasinda toplam puan alindigina gére
calisma sonucunda zihinsel yetersiz ¢ocugu olan annelerin yagam doyumunun digik oldugu
soylenebilir. Akandere ve arkadaslarinin (2009) calismasinda YDO puan ortalamasint zihinsel ve
fiziksel yetersiz cocugu olan annelerde 20.01+4.94, Deniz ve arkadaglart (2009) engelli ¢ocuk
annelerinde 21.39%£7.26 olarak bulmuslard: (Akandere ve atrk., 2009; Deniz ve ark., 2009). Bu
calismada annelerin yasam doyumlarinin daha diisik olmast sadece zihinsel yetersiz cocuk anneleriyle
yaptlmasi ile aciklanabilir. Cocuklarin OBKL toplam puan ortalamasinin 113.424+53.98 oldugu
bulundu. Cocuklarin %067.5> inin orta veya agir dizeyde zihinsel yetersiz oldugu gbz Ontine
alindiginda dustik duzeyde 6z bakim gerceklestirmeleri sasirtict degildir. Bu nedenle ¢ocuklarin 6z
bakim becerilerini gerceklestirmede yetersiz olduklari ve daha ¢ok destege gereksinimlerinin oldugu
gorilmektedir.

Bu calismada cocuklarin 6z bakim becerileri arttikca annelerin yika azaldi, yasam doyumlart arttr.
Aile yikiiniin artmasi annelerin yasam doyumunu azaltti. Yapilan calismalarda da benzer sekilde
zihinsel yetersiz ¢cocugun bagimlilig: arttik¢a annenin yiikiiniin ve yasam doyumunun olumsuz yonde
etkilendigi bildirilmisti (Akandere ve ark., 2009; Fairthorne ve ark., 2016; Giné ve ark.., 2015; Kacan-
Softa, Oztiirk, Sonkaya, & Diisiinceli, 2016; Karayagiz-Muslu & Coskun-Cenk, 2018). Zihinsel
yetersiz ¢ocuklar 6zbakim davranslarini yerine getirmede kismen ya da tamamen anneye
bagimhdirlar. Cocuklarin 6zbakim becerilerinin artmastyla annenin yuklendigi bakim sorumlulugu
azalmaktadir. Boylece annelerin yikii de azalmaktadir. Bu durum annelerin stres ve kaygisint
azaltmakta, yasam doyumunu olumlu yonde etkilemektedir (Deniz ve ark., 2009; Li ve ark., 2017,
Seliner ve ark. 2016; Tufekci-Gudict ve Kadiroglu, 2017).

Calismada hastalik/yetersizlik stiresi ve ¢ocugun Ozel egitim alma stresi arttikca da aile yikunin
artift  bulundu. Cocuklarinin  biytmesiyle bitlikte bakimi icin annelerin  kendilerini gli¢siiz
hissetmeleri, gelecekte ¢ocuguna kimin bakacagina dair kaygt duymast annelerin yiikiini artirmaktadir
(Konukbay ve Arslan, 2015; Utas-Akhan, 2016). Ozellikle bizim iilkemiz gibi ataerkil aile yapisina
sahip kdltitlerde, cocuklarin bakimindan anneler sorumlu tutulmakta, babalar eve ckmek/para
getiren aile reisi olarak tanimlanmaktadirlar. Ayrica cocugun engellilik durumundan da anneler
sorumlu tutulmakta hatta suglanmaktadirlar. Anneler engelli cocuklarina bakim verirken desteksiz
kalmaktadir (Girthopur ve Dalgig, 2017; Inan-Budak, Kiiciik ve Civelek, 2018; Konukbay ve Arslan,
2015). Bu durum annelerin yiklerinin daha da artmasina neden olmaktadir. Hemsireler, diger aile
tyelerinin de zihinsel yetersiz ¢ocugun bakimi, egitimine katilmalarini ve aile destek gruplarinin

olusmasini saglayarak annelerin fiziksel ve duygusal yiikiiniin azalmasinda etkili olabilirler.

Bu calismada annelerin egitim diizeyleri azaldikg¢a aile yiki artti, yasam doyumu azaldi. Yapilan
calismalarda annelerin egitim diizeyleri arttik¢a yuk algisinin azaldigi, yasam doyumlarinin arttigy,
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streslerinin azaldigi, sosyal destek sistemlerini daha fazla kullandiklar: ve bunun da annenin iyiligini
etkiledigi bulunmustur (Barros ve ark., 2017; Caliskan ve Bayat, 2016; Giné ve ark., 2015; Huus ve
ark., 2017; Misura ve Memisevic, 2017). Annelerin egitim diizeylerinin yiiksek olmast daha fazla
bilgiye ulagmalarini ve daha olumlu bag etme stratejileri olusturabilmelerine yonelik analitik distinme
ve problem ¢6zme becerileri saglayabilir. Béylece ¢ocugunun gereksinimlerine yanit verme yetenegi
geliserek annelerin yasadiklar kaygy, stres, aile yuki azalir, yasam doyumu artar (Kagan-Softa ve ark.,
2016; Konukbay ve Arslan, 2015). Ayrica egitim diizeyi yiksek annelerin, daha fazla sosyal iliski
agina sahip olmalari ve galistyorsa ¢alisma yasamindaki bagarilart da annenin yiikiini azaltacaktir. Bu
calismada annelerin egitim duzeylerinin dustk, ailelerin ekonomik durumlarinin da kéti oldugu
dikkate alindiginda ailelere verilecek egitim ve destegin 6nemi daha iyi anlagilacaktir. Bu baglamda
saglik profesyonelleri ve hemsireler annelerin cocuklarinin diger c¢ocuklardan farkli ve benzer
yonlerini anlamalarina, cocukla ilgili gercekei beklentiler gelistirmelerine yardimct olabilmek icin
aileleri bilgilendirmeli, ailenin gereksinimleri dogrultusunda egitim programlarinin diizenlenmesine
rehberlik etmeliditler.

Bu calismada ailelerin ¢ocuk sayisi arttikca aile yiiki de artti. Zihinsel yetersiz ¢ocugu olan ailede
cocuk sayisinin fazla olmast annenin tstlendigi sorumluluklar arttirmaktadir. Anneler genellikle
cocuklarin bakiminda eslerinden destek gérmemektedir. Anneler tizerindeki bu artan sorumluluk ve
yuk annelerin daha yorgun hissetmelerine neden olmaktadir (Kenis-Coskun ve ark., 2020; Li ve ark.,
2017).

Calismada ailenin ekonomik durumu iyilestik¢e aile yiikii azald: ve annelerin yasam doyumlart artti.
Cocuklarinin saglik giderlerini karsilamada maddi zorluk yasamayan ailelerin ve evde bakim tcreti
alan annelerin aile ytikleri daha azdi. Yapilan calismalarda da ailenin ekonomik durumu iyilestikce aile
yukiiniin azaldigi (Barros ve ark., 2017; Saunders ve ark., 2015), yasam doyumlarinin arttig1, annelerin
daha az kaygt yasadigt bulunmustur (Boehm ve Carter, 2019; Caliskan ve Bayat, 2016; Vonneilich ve
ark., 2016). Bu calismada calisan annelerin aile ytikii daha az yasam doyumu daha iyiydi. Annelerin
calismasi toplumsal statiisiniin artmasini, aynt zamanda ekonomik rahatlama saglayarak ytiklerinin
azalmasini saglamaktadir. Ailelerin, ¢ocugun egitimi, tibbi ve giinliik bakim gereksinimleri, kullandig
araclarin temini, Ozel diyeti i¢in yaptiklari harcamalar ailelere ek ekonomik yik getirmektedir
(Karayagiz-Muslu ve Coskun-Cenk, 2018; Saunders ve ark., 2015). Bu durumda zihinsel yetersiz
cocuklarin bakimini tstlenebilecek kuruluslarin, aile destek sistemlerinin arttirilmasi, annelerin part
time calisma yasamina katimalari hem zihinsel yetersiz ¢ocuk hem de aileye 6nemli katkilar
saglayacaktir. Bu durumda hemsirelerin, aileleri sosyal ve ekonomik katki saglayabilecek kurum ve

kuruluslara yonlendirmeleri 6nemlidir.

Bu calismada ¢ocugun zihinsel yetersizlik dizeyi, aile yukiini ve annelerin yasam doyumunu etkiledi.
Hafif derecede zihinsel yetersiz ¢ocugu olan annelerin, orta ve agir derece zihinsel yetersiz ¢ocugu
olan annelere gore aile yikii daha az, yasam doyumu daha fazlaydi. Yapilan galismalarda ¢ocugun
fiziksel sagliginin koti olmasi, uyum yeteneginin stnirlt olmasi, bakimi i¢in harcanan zaman artmast
bakim verenin ytikintn artmasina neden oldugu bildirilmisti (Giné ve ark., 2015; Huus ve ark. , 2017;
Li ve ark., 2017; Utas-Akhan, 2016). Cocugun yetersizlik derecesi arttikca 6z bakim becerileri
azalmakta anneye bagimlidiklar artmaktadir. Anneler fiziksel olarak daha fazla sorumluluk almakta ve
zaman gereksinimi artmaktadir. Bu durum primer bakim veren annenin yiikiini arttirmakta yagam
doyumunu olumsuz yénde etkilemektedir (Balct ve ark., 2019; Boehm ve Carter, 2019; Ezzat ve ark.,
2017). Zihinsel yetersiz ¢cocugun bakimina diger aile tiyelerinin katilimlarinin arttirldmast igin egitim
programlarinin diizenlenmesi, rehabilitasyon merkezlerinde aile destek gruplarinin olusturulmast,
cocuk ve aileleri icin sosyal aktivitelerin diizenlenmesi annelerin yiktuntn azaltdmasinda yararl
olacaktir.

SONUC VE ONERILER

Bu calismada annelerin aile yiikiinin yiiksek, yasam doyumlarinin ise dusiik oldugu belirlenmistir.
Cocuklarin 6z bakim becerileri arttitkca annelerinin aile yikd algist azalmis ve yasam doyumlart
artmistir. Annenin yiki azaldik¢a yasam doyumu artmistir. Annelerin ¢ocuk sayisi, egitim durumu,
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¢alisma durumu, ailenin gelir duzeyi, saglik giderlerini karsilamada maddi sikinti yasama durumu, evde
bakim ticreti alma durumu, ¢ocuklarin zihinsel yetersizlik diizeyi, yetersizlik siiresi, 6zel egitim siiresi
annelerin yukinu etkilemistir. Bu nedenle hemsirelerin zihinsel yetersizligi olan c¢ocuklarin ve
annelerinin bakimmna iligkin aile yiikiini belirlemeleri ve etkili olan faktorleri dikkate almalari
onemlidir. Aile yukiiniin azaltdmasinda ¢ocuklarina zihinsel yetersiz tanist konan ailelerin ¢ocugun
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yetersizligi, bakimi ve tedavisi konularinda egitim almalari 6nemlidir.
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