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Objectives: The aim of this study was to explore the caregiver burden and related factors such as expressed
emotion (EE), social support, life satisfaction, dyadic adjustment, post-traumatic growth, and socio-demographic
characteristics of mothers with autism spectrum disorder (ASD) children.

Methods: Sixty-two mothers of children with autism spectrum disorder and 60 mothers of typically developing
children completed the Zarit Burden Scale, the Multidimensional Scale of Perceived Social Support, the Satisfaction
with Life Scale, the Dyadic Adjustment Scale, the Expressed Emotion Scale, and the Post-Traumatic Growth
Inventory. The Autism Behavior Checklist was used to examine the severity of autistic behaviors. A socio-
demographic data form was applied to the subjects. Participants were recruited in Autistic Children Education
Center, homes, and workplaces. Correlation analysis, independent-samples t-tests, post hoc Mann-Whitney U,
and SEM tests were conducted for statistical analyses.

Results: Higher maternal caregiving burden was associated with lower life satisfaction and higher level of disability
in Turkish children with ASD. Also, higher life satisfaction of mothers with ASD children was related to higher
social support and dyadic adjustment, and lower EE. According to the SEM analysis, disability percentages,
autism-related behaviors in children, and poor dyadic adjustment were significant predictors of caregiving burden
in these mothers which in turn resulted with higher EE and poor life satisfaction.

Conclusions: There are several studies that have investigated the distress in parents of children with developmental
disabilities in general, but caregiving burden in ASD was not evaluated elsewhere in detail. These mothers
need professional guidance and psychosocial support during the parenting process. Further studies that aim to
investigate the whole family, including the father and the siblings, are also necessary.
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1. Objectives

Autism spectrum disorder (ASD), which is characterized
by communication disabilities as well as behavioral prob-
lems, is a debilitating disorder and these children need
sustained assistance from their parents due to the life-long
nature of the disorder. According to the American Center
for Disease Control and Prevention (Christensen et al.
2016), ASD is seen in every 1 of 68 live births and is
thought to be approximately 1% of the world population.
It is estimated that the number of children with ASD is
450,000-500,000 in Turkey (Oztiirk 2012).

Caregiving to children with ASD is a stressful process
and the parents occasionally need professional support.
Mothers are much more involved with their children and
gain much of the responsibility. Previous research reported
higher maternal stress, less well-being as well as more
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psychiatric morbidity, like depression and anxiety among
these caregivers compared to typically developing chil-
dren (TDC) (Blacher and MclIntyre 2006; Eisenhower et
al. 2005; Hayes and Watson, 2013; Hoffman et al. 2009;
Singer 2006). Several psychological or disease-related fac-
tors that are associated with caregiving burden/distress in
parents of children with ASD were studied. Most of these
studies highlighted an association among maternal/paren-
tal stress, maladaptive behavior and low social support
(Boyd 2002; Blacher and McIntyre 2006; Bromley ef al.
2004; Estes et al. 2013; Gabriels et al. 2005; Lecavalier
et al. 2006).

Furthermore, higher caregiving burden/maternal dis-
tress was associated with high parental expressed emotion
(EE) (Hastings et al. 2006; Orsmond et al. 2006). The con-
struct of EE refers to the affective attitudes and behaviors
of a relative toward a psychiatric patient (Barrowclough
and Hooley 2003; Butzlaff and Hooley 1998). The EE has
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two main dimensions; criticism/hostility (C/H) and emo-
tional over-involvement (EOI). C/H includes critical com-
ments made about the patient. EOI reflects an exaggerated
emotional response, marked concern reflected in unusually
self-sacrificing or clearly overprotective behaviors.

Previous research has also highlighted lower rela-
tionship satisfaction between couples with an ASD child
(Brobst et al. 2009). Gau et al. (2012) compared parents
of children with ASD (n = 151) and TDC (n = 113) in
Taiwan and found less dyadic consensus and more psycho-
pathology in the ASD group. Mothers of the ASD group
had less marital satisfaction, affection expression, family
adaptability, and cohesion.

Moreover, having a child with ASD may also have pos-
itive impacts on the parents, such as the post-traumatic
growth (PTG) that implies ‘a positive psychological
change experienced as a result of the struggle with highly
challenging life circumstances’ (Tedeschi and Calhaun
2004). This phenomenon was studied in parents of ASD
children who experience a kind of traumatic loss that is
having a child with a major disability. Although such stud-
ies have revealed different results, they highlighted the
significant PTG in these parents (Phelps McCammon et
al. 2009; Zhang et al. 2013).

Burn-out, grief reaction to a diagnosis of ASD, anxi-
ety, and depression levels of Turkish mothers with ASD
children were investigated in previous studies. In general,
higher levels of burn-out, grief, distress, depression, and
anxiety were reported. Some of these studies highlighted
the effect of some socio-demographic factors like age and
education on the psychological outcome in the mothers
(Cengelci 2009; Karpat and Girli 2012). Several studies
investigated the relation between the level of hopelessness
and social support perceived by the mothers of children
with ASD. They concluded that the levels of hopelessness
decreased as the social support perceived by the mothers
increased (Akmanis 2010; Unluer 2009). However, car-
egiving burden of parents of children with ASD, which
is a frequent phenomenon, has not been investigated in
Turkey before. Caregiving burden is known as a nega-
tive reaction to the impact of providing care on caregiv-
ers’ social, occupational, and personal roles (Given et al.
2001). Caregiving burden was studied by Lin (2011) in
Taiwanese mothers of adolescents with ASD, and func-
tional independence, severe maladaptive behaviors, and
severity of autism were found as predictive factors.

The present study aimed to evaluate the caregiving bur-
den and contributing factors in mothers with ASD chil-
dren. Generally, mothers are the primary caregivers of the
children in Turkish society; therefore, only mothers were
evaluated. The first hypothesis of the study was the higher
levels of caregiving burden in mothers of children with
ASD compared to mothers with TDC. Secondly, we aimed
to investigate the association between caregiving burden
of the mothers and some psychological factors such as
perceived social support, dyadic adjustment, satisfaction
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with life, PTG, EE as well as disease-related factors like
ASD symptom severity and disability percentages of the
children. We hypothesized a model indicating that lack
of perceived social support, poor dyadic adjustment, low
levels of PTG, severe behavioral symptoms, and high
disability percentages predicted higher caregiving burden
and higher caregiving burden resulted with high levels
of EE and poor life satisfaction in the mothers with ASD
children.

2. Methods

2.1. Participants

The participants of the study were 62 mothers of children
with ASD and 60 mothers of TDC. 31.6% (n = 12) of
the children with ASD had also a diagnosis of intellec-
tual disability. The mean duration of the ASD diagnosis
was 8.02 + 4.82 years. The mean disability percentage
of the children with ASD was 78.53 + 17.28. Disability
percentages of the children with ASD refers to the rate of
loss of functionality (atypical ASD gets 40%, typical ASD
gets 80%, and any comorbidity such as linguistic, neuro-
logical or movement disorder takes additional disability
percentage) which is determined by a medical commit-
tee according to a national disability report (Council of
Europe 2002, p. 86; Republic of Turkey Ministry Family
and Social Policies 2013).

2.2. Measures

Autism Behavior Checklist (ABC) was used to examine
the severity of autistic behaviors of the children with ASD.
The mothers’ caregiving burden was evaluated by the Zarit
Burden Scale (ZBS), perceived social support was assessed
by the Multidimensional Scale of Perceived Social Support
(MSPSS), and life satisfaction of the mothers was evaluated
by the Satisfaction with Life Scale (SWLS). The Dyadic
Adjustment Scale (DAS) was used for the evaluation of
marital/dyadic adjustment of the parents, and the Expressed
Emotion Scale (EES) was used to assess the EE of the moth-
ers toward their children. Also, the Post-Traumatic Growth
Inventory (PTGI) was used for the evaluation of post-trau-
matic development. A socio-demographic form including the
socio-demographic data as well as the familial environment
and clinical information regarding psychiatric and other med-
ical issues was applied to the mothers. The ABC scores of
the children with ASD was 60.69 + 3.22. The details about
the measures are given below.

2.2.1. Autism Behavior Checklist

The Autism Behavior Checklist (ABC) was developed by
Krug et al. (1978). The revised version of the checklist
(1993), which is comprised of 5 subscales and 57 items,
was used in the study. The subscales are sensory behavior
(9 items), social relating (12 items), body and object use
(12 items), language and communication skills (13 items),
and social and adaptive skills (11 items). The total points
to be obtained from the scale range from 0 to 159. The
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Turkish validity and reliability study of the scale was car-
ried out by Yilmaz Irmak et al. (2007). The cut-off point
of the scale was 39; children who score more than 39 on
the scale are considered as having a risk of ASD.

2.2.2. Zarit Burden Scale

The Zarit Burden Scale (ZBS) was developed to assess
difficulties experienced by the caregivers by Zarit et al.
(1980). The scale has a Likert-type rating ranging from 1
to 5 (never, rarely, sometimes, quite frequently or nearly
always). Higher scores reflect more severe burden (Zarit et
al. 1980). Two different Turkish adaptation studies exist.
The first was performed by Inci and Erdem (2008) and
involved 220 caregivers of elderly people. Internal con-
sistency correlations for the scale were reported as 0.95
and inter-item correlation values were moderate, strong
and very strong (between 0.43 and 0.85). The test-retest
consistency coefficient was 0.90. Factor analysis yielded
only one factor, which explained 53.6% of the total var-
iance (Inci and Erdem 2008). The latter study involved
100 caregivers of patients with schizophrenia and was
carried out by Ozlu et al. (2009). In this study, factor
analysis yielded five factors, explaining 61% of the total
variance. These factors were ‘mental irritability and sub-
jective deterioration of living’ (items: 2, 3, 10, 11, 12, 17,
19), ‘nervousness and feeling restricted’ (items: 5, 9, 22),
‘deterioration in social relationships’ (items: 6, 13, 18),
‘economic burden’ (items: 15, 20, 21, 7) and ‘dependency’
(items 8, 14). Items 1, 4 and 16 were not included in any
factor because of their low factor loadings (Ozlu et al.
2009). In this study, the ZBS total score was used to assess
the caregiving burden.

2.2.3. Dyadic Adjustment Scale

The Dyadic Adjustment Scale (DAS) was developed
by Spanier (1976) and consists of 32 items. The scale is
designed as both yes-no questions and Likert type items.
The scale has four subscales that are ‘dyadic cohesion’ (5
items), ‘dyadic consensus’ (13 items), ‘dyadic satisfaction’
(10 items), and ‘affective expression’ (4 items). 30 items of
the scale consist of 7 Likert style questions, with options
ranging from ‘always’ to ‘never.” The lowest score of the
scale is 0 and the highest score is 151. The increase in
the total score shows the pair harmony in the marriage.
A score lower than 98 indicates marital incompatibility.
In the validity and reliability study of the Turkish form
that was performed by Fisiloglu and Demir (2000), the
internal consistency value was found to be 0.92. The other
two questions are scored as 0 or 1, with the ‘yes’ or ‘no’
response.

2.2.4. Multidimensional Scale of Perceived Social
Support

The Multidimensional Scale of Perceived Social Support
(MSPSS) was developed by Zimet et al. (1988). The scale
with 12 items contains three different supports: family
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(4 items), friends (4 items), and the significant other (4
items). The scores of subscales can be summed up to deter-
mine the total score of the scale. The Likert type scale
scored from 1 to 7, the subscale scores ranged from 4 to
28, and the whole scale score ranged from 12 to 84. The
high score indicates high perceived social support. Turkish
adaptation, reliability and validity study of the scale was
performed by Eker ef al. (2001). Factor analysis in this
study revealed the original three factors.

2.2.5. Expressed Emotions Scale

The Expressed Emotions Scale (EES) that consists of 41
items was developed by Berksun (1992). The level of
EE increases as the scores on the scale rated as 0—1 and
answered as true / false increase. It consists of two sub-
scales that are C/H and EOI. One of the strengths of the
scale is that the Turkish society and its cultural character-
istics are taken into consideration during the development
of the scale.

2.2.6. Satisfaction with Life Scale

The Satisfaction with Life Scale (SWLS) consisting of 5
items is a measure designed by Diener ef al. (1985). The
Likert type scale has 1 to 7 options (1 = ‘Not at all appro-
priate,” 7 = ‘very appropriate’). The adaptation study of
the scale to the Turkish was carried out by Koker (1991).

2.2.7. Post-Traumatic Growth Inventory (PTGI)

The scale that was developed by Tedeschi and Calhoun
(1996) to evaluate the positive changes in individuals con-
sists of 21 items. The psychometric properties of the Turkish
version of the PTGI were performed in patients with rheuma-
toid arthritis by Dirik (2006). In the factor analysis conducted
within the scope of the reliability-validity studies, 3 sub-di-
mensions were identified; they were ‘changes in self-percep-
tion,” ‘changes in interpersonal relationships,” and ‘changed
philosophy of life.” As a result of the reliability analyzes, it
was found that the reliability coefficients of the subscales
were changed between 0.81 and 0.95.

2.3. Procedures

Following relevant approvals from the ethics committee of
Near East University of Northern Cyprus, individuals were
recruited in Bursa province (consisting of both urban and
rural areas). The ASD sample was gathered from the Autistic
Children Education Center and mothers with TDC were gath-
ered by visiting their homes and workplaces at the same area.
Informed consents were taken from all the participants. After
providing consent, all the measures mentioned above were
self-rating scales except the ABC that was filled out by a
psychologist (GC) in an interview with the mothers.

2.4. Analysis

Two groups were compared in terms of the socio-demo-
graphic and the clinical variables. Chi Square test was used
for categorical variables; for continuous variables, either



Table 1 The socio-demographic characteristics of the participants
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TDC group (n = 60)

ASD group (n = 60)

Statistical significance

Age of mothers

Education of mothers (years)

Marital status Married

Divorced/widowed
Number of children 1 child

>2 children
Employment status No

Yes
Presence of any chronic physical No
disease Yes
Presence of any psychiatric disorder No

Yes
Psychotropic medication usage No

Yes
Any other disabled family member No

Yes
Sex of the child Male

Female

Age of the child

37.83+7.54 38.11 £ 6.51 t=.22
p=0.83
12.77 £ 3.24 8.13+£3.47 t=-7.62
p < 0.001
55 (91.7%) 59 (95.2%) x°=0.61
5(8.3%) 3 (4.8%) p =0.49°
29(48.3%) 14 (22.6%) x° =8.86
31(561.7%) 48 (77.4%) p < 0.01
3 (5%) 58 (93.5%) x? = 95.63
57 (95%) 4 (6.5%) p < 0.001
60 (100%) 58 (93.5%) x? = 4.00
0 (0%) 4 (6.5%) p < 0.05°
60 (100%) 53 (85.5%) x?=9.00
0 (0%) 9 (14.5%) p <0.012
60 (100%) 55 (88.7%) x?=7.19
0 (0%) 7 (11.3%) p <0.012
60 (100%) 60 (96.8%) x?=1.97
0 (0%) 2 (3.2%) p=0.16°
23 (38.3%) 52 (83.9%) x?=26.7
37(61.7%) 10 (16.1%) p < 0.001
10.58 +6.5 11.583 +5.14 t=0.90
p=0.37

Note: t = Independent samples t test.
aFisher’s exact test.

Table 2 Mean and standard deviations of scores obtained from the scales

Scales TDC group (n = 60) ASD group (n = 62) Statistical comparison
ZBS total score 37.15 £ 8.80 56.02 £ 15.75 t=-8.13, p < 0.001
DAS total score 106.10 + 25.84 105.05 + 24.82 t=0.23,p=0.82
DAS-Dyadic Satisfaction 36.07 +£ 9.53 34.92 + 8.46 Z=-121,p=0.23
DAS-Dyadic Cohesion 13.28 +5.43 1219 £ 5.63 t=1.09,p=0.28
DAS-Dyadic Consensus 47.83 £10.75 46.66 + 11.92 t=-0.89, p=0.38
DAS-Affective Expression 8.92 + 2.63 8.27 +3.19 t=1.21,p=0.23
MSPSS total score 67.60 = 11.58 49.55 + 20.17 t=-6.04, p <0.01
MSPSS-Significant Other 20.50 +6.73 13.00 + 8.36 t=5.44,p <0.05
MSPSS-Family 23.32 +5.23 19.11 £ 7.81 t=23.48, p <. 001
MSPSS-Friends 23.78 + 4.04 17.44 + 8.26 t=5.37,p <. 001
EES total score 13.33 £3.23 18.55 +3.78 t=-8.18, p < 0.001
EES—Criticism/Hostility 6.40 + 2.31 8.82 +3.15 t=-4.83,p<0.05
EES-Emotional Over-Involvement 6.93 £ 2.35 9.73 £1.58 t=-7.80, p < 0.001
SWLS total score 23.15+6.39 19.71 + 6.86 t=-2.86,p <0.01
PTGS total score 76.02 £ 19.18 77.13 £ 18.35 t=-0.33,p=0.83
PTGS-Changes in Interpersonal Relationships 25.20 + 6.66 23.34 £+ 7.33 t=1.47,p=0.20
PTGS-Changed Philosophy of Life 16.45 + 5.04 17.26 +5.19 t=-0.87,p=0.68
PTGS-Changes in Self-Perception 34.37 £ 8.73 36.53 + 8.56 t=-1.38,p=0.87

Notes: MSPSS = Multidimensional Scale of Perceived Social Support; EES = Expressed Emotion Scale; PTGl = Posttraumatic Growth

Inventory; SWLS = Satisfaction with Life Scale; ZBI = Zarit Burden Inventory; DAS = Dyadic Adjustment Scale.

t: Independent samples t-test.
Z: Mann-Whitney U test.

independent sample #-test or Mann—Whitney U test was
performed according to the distribution of the data. A cor-
relation analysis was carried out to analyze the relationship
between the caregiving burden and other variables in the
ASD group. Finally, a model for defining the predictors
of caregiving burden in mothers with ASD was generated
and tested by using Structural Equation Modeling (SEM).
The SEM analysis was carried out by the AMOS.

3. Results

The socio-demographic characteristics of the groups are
presented in Table 1. Two groups were similar in terms
of their age and marital status; however, mothers of the
children with ASD had lower total years of education.
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Also, the mothers of children with ASD have more chil-
dren compared to the other group. Male/female ratio
was higher for the children with ASD compared to TDC.
The mean ages of the children were similar in the two
groups.

Table 2 presents the clinical data and statistical compar-
ison of the groups. According to these results, caregiving
burden and overall EE (both dimensions of C/H and EOI)
were higher in the mothers of children with ASD. Life
satisfaction (SWLS) and perceived social support (MSPSS
total and subscale scores) of the mothers of children with
ASD were lower than the mothers of children with TDC.
There was no difference between the groups in terms of
the PTG or the dyadic adjustment (DAS).
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Disability percentage

Figure 1 The model of the associations between caregiving burden and autism-related behavior, disability percentages, dyadic

adjustment, expressed emotion, and satisfaction with life

The two groups were different in terms of the education
and the number of children, which can affect the caregiv-
ing burden. Therefore, an ANCOVA was performed to
compare the groups in terms of the ZBS scores by taking
these two variables as covariates. The ANCOVA yielded
a significant group effect (F'=37.48, p <0.001), while the
interaction effects (education of the mother X ZBS and
number of children X ZBS) were not significant (respec-
tively F=0.12, p=0.73; F=1.59, p = 0.21).

The ZBS total score in mothers of children with ASD
(n = 62) was positively correlated with the disability per-
centage of the child, the ABC total score, the EES total
score and the EES-C/H subscale score (respectively
r=.35p=.006; r=31,p=.014; r = .28, p = .029;
r=.29, p =.021). The ZBS total score was also posi-
tively correlated with the ABC-social and adaptive skills
and the ABC-body and object use subscales (respectively
X =13,53 + 521, r = 32, p = .01; X = 13,05 + 7,96,
r=.28, p=.03). The ZBS total score was negatively cor-
related with the SWLS total score, the DAS total score,
the DAS-dyadic consensus, the DAS-affective expression
and the DAS-dyadic satisfaction subscales (respectively
r=-51,p<.001;r=—31p=.014; r=—28, p=. 025;
r=-34,p=.007;r=-.28, p=.03).

According to these results we generated a model by
using the SEM analysis. We have included the variables
which were correlated with the ZBS total score in the SEM
analysis. Figure 1 presents this model which explores the
associations between some factors like the ABC, disability
percentages, the DAS and caregiving burden (ZBS) as
well as the outcome variables like the EES and the SWLS
in mothers of children with ASD. The model was found
to be in good agreement with the data (>[99, N=62] =
126.57, p <.05, x*/df = 1.28, CFI = .92, RMSEA = .07).
This model explains that disability percentages (5 = 0.24,
p < .001) and autism-related behaviors of children
with ASD (f = 0.23, p < .01) are two factors which are
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significantly associated with the caregiving burden. The
poor dyadic adjustment (f =—-0.33, p <.001) is also asso-
ciated with higher caregiving burden that in turn results
with higher EE (f=—0.61, p <.001) and low satisfaction
with life (f =-0.48, p <.001).

4. Discussion

The present study primarily investigated the caregiving
burden in mothers of children with ASD compared to
TDC as well as the possible contributing factors such as
socio-demographic features, severity of ASD symptoms,
dyadic adjustment, PTG, and perceived social support as
well as some related psychological phenomena like EE and
satisfaction with life. The results of the study supported
higher caregiving burden in the mothers of the children
with ASD. The discrepancy between the two groups in
terms of education and the number of children did not
affect this result. Moreover, several factors that may con-
tribute to higher caregiving burden in these mothers were
evaluated, which is an important strength of the present
study. One of these factors are disease-related factors like
autism-related behavior problems and disability percent-
ages. Both were positively correlated with the burden
and significant predictors of the burden in the model.
Lin (2011) also reported a moderate level of burden in
Taiwanese mothers of adolescents with ASD. Although
different instruments were used and there was no control
group in that study, the results were in parallel with ours,
regarding associations between burden and autism-related
behaviors, as well as the severity of the ASD.

There was no difference in terms of dyadic adjustment
between the two groups. However, poor dyadic adjustment
also seems to be a contributing factor in higher caregiv-
ing burden in these mothers. Although we did not find
any difference between the groups, some previous studies
also supported our model. Hartley et al. (2011) did not
find any difference in terms of parenting burden between



mothers and fathers of ASD children, they reported marital
satisfaction as a predictor of parenting burden. Another
study by Kwok et al. (2014) found perceived stigma and
perceived caregiving burden as significant predictors of
mothers’ marital satisfaction.

Autism-related behaviors that are measured with the
ABC were related to the caregiving burden. In several stud-
ies (Bromley et al. 2004; Hastings et al. 2005; Lecavalier
et al. 2006), compared to other autism symptoms, behavior
and conduct problems were more strongly related to paren-
tal stress in parents of children with ASD. Such symptoms
(especially negativism, aggressive behaviors, irritability
etc.) impair their relationship and they impede the parents
from giving support and care to their children.

In the present study, the mothers with ASD children
had lower life satisfaction that was also presented as a
significant outcome of burden in the model. Lu et al.
(2015) also examined and compared social support and
life satisfaction in Chinese parents of children with ASD
by using the same evaluation methods. Parents of children
with ASD scored significantly lower on social support, and
life satisfaction than controls.

We found that overall EE and its dimensions were
higher in ASD mothers compared to TDC. Also the overall
EE and criticism/hostility dimension of EE were both pos-
itively correlated with caregiving burden in ASD mothers.
However, these results are not in parallel with previous
research. One study by Griffith er al. (2015) showed that
although mothers were more critical of their ASD child
compared to a typically developing sibling, there was no
difference in terms of overall EE and EOI. Orsmond e? al.
(2006) investigated the relationship between the caregiv-
ing burden and EE in the mothers of adult/adolescents with
ASD and they found that maternal C/H and EOI were not
associated with caregiving burden. On the other hand, in
children with intellectual disabilities, Hastings et al. (2006)
found that maternal EE, C/H and EOI were cross-section-
ally related to children’s externalizing behavioral problems
and to maternal distress. In a longitudinal study, Greenberg
et al. (2006) found that high EE was related to increased
levels of maladaptive behavior and more severe symptoms
of autism over time. C/H predicted internalizing problems
and asocial behavior over time, but there was no rela-
tionship involving EOI as a predictor or being predicted
by the behavioral problem domains. Overall EE and C/H
predicted autistic symptoms over time but no bidirectional
effects and again no effects relating to EOI were found.
Our results showed a significant relationship between the
burden and the EE that was presented as an outcome of
burden.Since the stress/burden of the mothers increase,
their irritability, feelings of guilt or self-victimization may
result with judgemental and protective attitudes toward
their children. Besides, some of the results of the previ-
ous studies are controversial, so in these mothers further
studies especially qualitative ones that investigate EE and
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its components in detail are necessary. This is because EE
is an important phenomenon that should be considered in
psychosocial interventions to families with ASD children.

Perceived social support was also lower in mothers
with ASD children; however, it was not associated with
caregiving burden and it was not included in the model.
This result is quite confusing because previous research
has highlighted the importance of perceived social sup
port in this group (Benson 2012; Sencar 2007). Stuart vé
McGrew (2009) reported that social support as well as
symptom severity was strong and consistent predictors
of increased burden in caregivers of children with ASD.
Similarly, comparing parents of children with ASD with
parents of children without ASD, one study conducted by
Sivberg (2002) found that parents of children with ASD
had much higher levels of family burden and lower social
support.

Phelps et al. (2009) hypothesized that higher stress
which performed the task of a trigger in these parents
would have led to higher PTG. However, PTG was not
significantly correlated with stress, but was positively
correlated with enrichment. Zhang et al. (2013) reported
moderate levels of PTG in mothers of children with ASD
in China and found a positive correlation between posi
tive coping and the PTG. We did not find any differencé
between the groups in terms of PTG, which was not asso
ciated with caregiving burden either. Therefore we did not
consider PTG in the model. Although, we have used the
PTGI for the assessment of PTG which is a widely used
instrument (Linley et al. 2007) cultural factors may be
responsible for this negative result.

There are a small number of studies in the Turkish
mothers of the children with ASD. One of these studies
(Karpat and Girli 2012) investigated the grief of the par
ents of the children with pervasive developmental disor
ders, which was predicted by several factors such as being
the mother, lower education, shorter marriage duration,
poor social support, dyadic cohesion, and dyadic satisfac
tion. Secondly, Cengelci (2009) did not find any differencé
between the burn-out of mothers of children with ASD
and Down Syndrome and showed an association between
lower education and higher burn-out in these mothers.

According to the model presented in this study, all of
these factors should be considered together in the psy
chosocial interventions in order to improve satisfaction of
life as well as the well being and the mental health of the
mothers with ASD children. Since marital relationships
are so important, fathers also need to be involved in the
rehabilitation programs.

4.1. Limitations of the current study

The present study evaluated only the mothers, but not
the fathers of the children with ASD because it is widely
accepted that mothers are generally the primary caregivers
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of these children. Furthermore, mothers had higher levels
of distress, depression and anxiety compared to fathers
in much of the previous research (Firat 2016; Karpat and
Girli 2012). These results may also arise from cultural
factors; such as in conservative societies women take more
responsibility in terms of childcare. However, it is also
important to consider how siblings and other members of
the family are affected. Therefore, further studies should
concern this limitation. Another limitations of the present
study are the small sample size and that these mothers were
living in an urban area in Turkey; therefore, the results of
the study cannot be generalized to whole mothers of ASD
children in Turkey, especially the ones in rural areas. The
gender of the child might affect the burden of the moth
ers, but the effect of the gender of the child could not be
assessed in this study since most of the children with ASD
were boys. However, this limitation is inevitable because
ASD are typically more prevalent in boys than in girls
(Wing 1981).

4.2. Conclusions

The present study which highlights higher maternal car

egiving burden associated with severe disability, behavioral
symptoms and poor dyadic adjustment in Turkish children
with ASD is important since several factors contributing to
caregiving burden are evaluated with standardized meas

ures. Higher caregiving burden was also responsible for
lower life satisfaction and higher EE in these mothers and
these factors may lead to significant stress and psychiatric
problems both in mothers and their children. Although
there are several studies that investigated the distress in
parents of the children with developmental disabilities
in general, caregiving burden in ASD was not evaluated
elsewhere in detail. Results of the present study suggest
that these mothers need professional guidance and psy

chosocial support during the parenting process. Further
studies that aim to investigate the whole family including
the father and the siblings are also necessary. Alongside the
studies, fathers should also be included in the rehabilita

tion process since dyadic adjustment is related to maternal
burden. Mothers of children with severe autism-related
behaviors and higher disability may have the priority in
the rehabilitation programs. Furthermore, EE should be
evaluated and insight-oriented bahavioural therapies can
be provided for mothers with high EE.
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