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Abstract

Background: Most autism spectrum disorder (ASD) interventions evaluated child outcomes and ignoring the role of
parent and family factors on both the immediate- and long-term effects of therapy. The purpose of this study was to
determine the relationship between stigma, parent mental health problems, and quality of life and burden in fami-
lies of children with ASD in Egypt and its risk factors. Seventy parents of ASD children were recruited from two child
intervention centers. Participants were divided into two groups based on burden scale: caregivers of moderate bur-
den (n=27) and caregivers of severe burden (n=43). All parents were evaluated for demographic data, zarit Burden
Interview, socioeconomic scale, symptom checklist=90 (SCL90), Explanatory Model Interview Catalogue Community
Stigma Scale (EMIC-CSS), and the World Health Organization Quality of Life-BREF (WHOQOL-BREF).

Results: Half of the parents reported significant stigma, particularly caregivers with a severe burden. Caregivers with
severe burden had more depression and about twice the frequency of sensitivity and somatization problems, lower
Qol (20%) as compared with caregivers with moderate burden. Parents with ASD had many associate factors such as
work, male autistic children and their caregiver, age of children and parents, the severity of the condition, and disease
duration with burden, stigma, Qol, and mental health problems.

Conclusions: This study linked the interrelationships between increased burden and stigma, impaired quality of life,
and parental mental health problems; the presence of one of these variables was found to increase the risk of other

variables.
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Background

Autism spectrum disorder (ASD) is a chronic neurode-
velopmental illness marked by communication dif-
ficulties and restricted social engagement as well as
repetitive patterns of behavior, activity, or interest [1].
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The worldwide prevalence of ASDs is between 1 and 2%
worldwide [2, 3]. Families with an autistic child may face
a variety of issues, such as reduced parenting efficacy,
high stress rate, mental and physical health issues, severe
financial problems, time constraints, sibling adjustment
issues, reduced social support, and family conflict [4—
7]. As compared with many other disorders, ASD may
have a greater effect on the family [8]. As a result, rais-
ing autistic children in both developing and developed
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countries can be challenging for parents and families [9,
10]. To provide professional interventions for ASD chil-
dren, many obstacles must be overcome, particularly in
developing countries, such as financial burden, childcare
challenges, stigma, psychological issues, and poor family
quality of life [4].

Furthermore, the burden of ASD in developing coun-
tries can be greater. Although high professional inter-
vention services are standard in developed countries for
children and their parents, they are broadly unreachable
in developing countries, and only a small percentage of
autistic children have access to them. [9, 10]. ASD Chil-
dren, particularly those who do not receive professional
intervention services, can have a significant impact on
the well-being of their entire family [11]. Despite the high
community and individual costs of ASDs, these disorders
have received little attention in the global public health
arena [12].

One of the obstacles that face parents of ASD children
is the social stigma, which is affected by parents’ beliefs,
a lack of knowledge and understanding of ASD, a severe
lack of special education and behavioral treatments, as
well as a lack of trained staff and inadequate facilities
[10]. Parents’ beliefs about ASD will influence their inter-
action with specialists, how they see their children, their
understanding of their roles and duties in their children’s
situation, and the kind of therapy they choose [13]. If
professionals understand the parents’ beliefs about ASD,
they can provide more culturally appropriate support for
individuals with ASD and their parents [14, 15]. Accord-
ing to previous research, the cultural background of par-
ents influences their views on ASD. [14, 16]. Expectations
and attitudes about ASD can affect parents’ and fami-
lies’ functioning and psychological well-being [17]. As a
result, it is necessary to compare parents’ perceptions of
ASD across cultures.

Many individuals with autism experience high levels
of clinical anxiety, depression [18], and stress [19]. In the
face of stress due to their children’s emotional/behavio-
ral difficulties, parents of autistic children need greater
perceived social support [20]. It may be especially rele-
vant to examine variables linked to parental engagement
with ASD children, as these children require a great deal
of care from their parents [21]. Improved parental men-
tal health will improve parent engagement and effective
interventions of ASD children.

Family and/or friend support [22], coping strategies
used [23], caring demands [24], and child perceptions
[25] have all been found to have a significant impact on
parental quality of life (QoL). All previous studies have
shown that parents of children with ASD had lower
scores in one or more QoL dimension as compared with
parents of typically developing children. Furthermore,
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contradictory results demonstrated the relationship
between ASD severity and the QoL of the parent. Two
studies indicated a negative relationship [26, 27], while
the other two studies reported no relationship [28, 29].
One study [30] reported that lower levels of QoL were
associated more with mothers than fathers.

As a result, many studies are currently being conducted
worldwide, particularly in developed countries, to inves-
tigate the stigma, burdens, QoL, and psychological prob-
lems experienced by autistic children’s families. However,
because of the influence of various variables such as
demographic characteristics, socioeconomic status, cul-
ture, and clinical presentations, results of these variables
differ from country to country. Because no previous stud-
ies have been conducted in Egypt, it is important to eval-
uate these variables to raise awareness about the issues
surrounding autistic children and to improve the qual-
ity of our services and the outcomes of these children.
As a result, the purpose of this study was to determine
the relationship between stigma, parental mental health
problems, QoL, and burden in families of children with
ASD in Egypt and its risk factors.

Methods

From January 1, 2020, to April 1, 2020, a cross-sectional
survey was conducted at two centers, to obtain data from
families of different socioeconomic levels measured by
Socioeconomic Scale [31] (15% of high level, 55% of mid-
dle level, 30% of low level): Assiut University’s psycho-
logical and educational counseling center at the west of
the Assiut city (#=238) and from a child and adolescent
outpatient clinic in neurology and psychiatry depart-
ment, Assiut Hospital University, at the east of the Assiut
city (m=32). Parents of autistic children were included if
their children were aged from 5 to 12 years with a clinical
diagnosis of ASD based on the Diagnostic and Statistical
Manual of Mental Disorders, fifth edition (DSM-5). We
excluded parents of autistic children if the child had any
medical or neurologic disease or had an intelligence quo-
tient of less than 70.

The EPI info statistical package version 7 was used to
calculate the sample size. The parameters used for deter-
mining the sample size were a proportion of 0.5, a con-
fidence level of 95%, and a margin of error of 5%; thus,
we calculated that a sample size of 31 was required. The
final sample included 70 parents of autistic children. Each
of the parents came from a different family. Thirty par-
ents (42.9%) were fathers, and 40 parents were mothers
(57.1%). The parents’ average age was 35.32 years, and
the children with ASD had an average age of 8.21 years.
Almost half of the parents had completed 15 years of
education (45.7%).
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After given a description of the study to eligible partici-
pants, they were asked to take part of study and provide
written informed consent. All participants were asked
to complete a comprehensive questionnaire to collect
demographic information, followed by a clinical inter-
view with doctors to assess their psychological prob-
lems and other scales. Furthermore, we divided the study
groups into caregivers with a moderate burden (n=27)
and caregivers with a severe burden (n=43).

Measures
Sociodemographic data about the parents: caregiver gen-
der, caregiver age, number of education years, and work
of caregivers.

Clinical data of child: child gender, child age, the child’s
disease severity, and the child’s disease duration.

Socioeconomic scale [31]

When determining the social burden and socioeconomic
classes, the Socioeconomic Scale is employed. It also
includes four key variables: the father and mother’s edu-
cational level, their occupation, the total family income,
and their way of life.

Arabic version of the Zarit Burden Interview [32, 33]:
This measure is a regularly used metric of caregiver bur-
den. It is a 22-item self-report scale that measures the
burden of the behavior and functioning of the caregiv-
ers in interpersonal relations, financial affairs, physical
health, and social life. In the current study, the reliabil-
ity and the validity of Zarit Burden Interview symptom
checklist was assessed among a sample of the study
(n=40) using the Cronbach’s alpha coefficient, which
was 0.73, whereas for validity as assessed using the valid-
ity convergent with the depression scale, the correlation
coefficient was 0.70.

Explanatory Model Interview Catalogue Community Stigma
Scale (EMIC-CSS) [34]

This tool measures the attitudes and behavior of stig-
matized persons perceived in 15 items. The EMIC-CSS
addresses aspects of life that may be affected by stigma,
such as concealment, avoidance, pity, shame, being made
fun of (respect), and marriage (prospects). In the current
study, the reliability and validity of the EMIC-CSS were
evaluated in a study sample (n =40) using the Cronbach’s
alpha coefficient, which was 0.72, whereas for the valid-
ity, as assessed by using the validity convergent with the
depression scale, the correlation coefficient was 0.52.

Symptom checklist 90 (SCL90) [35]
This measure is a 90-item questionnaire used to assess
mental health issues. Each item is rated on a scale of 0 to
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4 based on how problematic the item is to the individual.
The checklist is divided into nine subscales; however, in
this study, we included only four subscales: depression,
anxiety, interpersonal sensitivity, and somatization.

World Health Organization Quality of Life-BREF
(WHOQOL-BREF)

This measure is used to obtain subjective perceptions of
QoL [36]. The WHOQOL-BREF includes four domains
of QoL: physical capacity (seven items), psychological
well-being (six items), social relationship (four items),
and environment (nine items). All items are scored on a
five-point Likert scale, with higher scores indicating bet-
ter QoL. In the current study, the reliability and the valid-
ity of QoL was assessed in a sample of the study (n=40)
using the Cronbach’s alpha coefficient, which was 0.77,
whereas for the validity, as assessed using the validity
convergent with the depression scale, the correlation
coefficient was — 0.74.

Statistical analysis

SPSS has been used for statistical analysis (version 26).
As descriptive statistics, frequencies and percentages
were reported. To assess categorical variables, we used
the Pearson chi-squared test. The evaluation of quantita-
tive variables was conducted with an independent ¢ test
to detect a significant difference in means between two
groups. To identify risk factors, we performed multivari-
ate linear regression model. A p value of<0.05 was con-
sidered statistically significant.

Results

Sociodemographic data of studied groups

We found a statistically significant difference in the age of
caregivers, age of the child, severity of the child’s disease,
and duration of the child’s disease among the studied
groups (P<0.01). Most participants were working moth-
ers, had an age range of 30 to 35 years, and had 15 years
of education. Also, most participants had a male autistic
child, aged 5 to 8 years, with severe autism. Among the
caregivers with a moderate burden, most were the father
(51.9%), had 15 years of education (55.6%), had a child of
5 to 8 years of age (100%), and had a child diagnosed with
autism between the ages of 2 and 5 years (92.6%) with
moderate severity of disease (70.8%), whereas caregivers
with severe burden consisted of a higher percentage of
mothers (62.8%) with 11 years of education (41.9%), who
had a child between 9 and 12 years of age (69.8%) who
was diagnosed with autism between the ages of 6 and
9 years (76.7%)with severe autism (81.4%). We noted that
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Table 1 Demographic characteristics of the studied sample
Variables Caregivers of moderate burden Caregivers of severe burden (N=43) Total (N=70) P
(N=27) value
N % N % N %
Gender of caregivers
Father 14 51.9% 16 37.2% 30 42.9% 032
Mother 13 48.1% 27 62.8% 40 57.1%
Age of caregivers
30-35 years 20 74.1% 25 58.1% 45 64.3% 0.2
36-41 years 7 25.9% 18 41.9% 25 35.7%
Mean £ SD 3437+27 35.88+2.32 35324265 0.01*
Numbers of years of education
8 years 0 0% 2 4.7% 2 2.9% 0.22
11 years 8 29.6% 18 41.9% 26 37.1%
15 years 15 55.6% 17 39.5% 32 45.7%
17 years 4 14.8% 6 14% 10 14.3%
Mean +SD 14114£217 13.18+249 1344£240 0.11
Work of caregivers
Work 15 55.6% 29 67.4% 44 62.9% 032
No work 12 44.4% 14 32.6% 26 37.1%
Gender of child
Male 15 55.6% 22 51.2% 37 52.9% 0.72
Female 12 44.4% 21 48.8% 33 47.1%
Age of child
5-8 years 27 100% 13 30.2% 40 57.1% 0.000*
9-12 years 0 0% 30 69.8% 30 42.9%
Mean £ SD 648+ 1.34 930+£1.87 8.21£2.17 0.000*
The severity of the disease for child
Moderate 19 70.8% 8 18.6% 27 38.6% 0.000*
Severe 8 29.6% 35 81.4% 43 61.4%
Duration of the disease for child
2-5 years 25 92.6% 10 23.3% 35 50% 0.000*
6-9 years 2 7.4% 33 76.7% 35 50%
Mean +SD 348+£1.34 6.30+1.87 521£2.17 0.000*

Chi squared test * Significant P value <0.05

both groups had no children with mild autistic severity
(see the details given in Table 1).

Associated stigma, SCL90, and QoL

In Table 2, there was statistically significant difference
in associative stigma, depression, anxiety, and QoL
among the studied groups (P<0.001). Half of the par-
ticipants had high stigma. In addition, caregivers with
moderate burden had a higher frequency of moderate
stigma (51.9%), whereas caregivers with severe bur-
den had higher proportion of high stigma (48.8%). We
noted that the caregivers with moderate burden had
no depression or anxiety, whereas one-third of the
caregivers with severe burden had depression (32.6%)
and anxiety (37.2%). The frequency of sensitivity and

somatization problems was double that in the caregiv-
ers with severe burden as compared with the caregiv-
ers with moderate burden. About 20% of the caregivers
with severe burden had low QoL, whereas the caregiv-
ers with moderate burden had no low QoL. Most par-
ents in both groups had moderate QoL.

Identification of possible risk factors of burden scale,
associated stigma, and QoL scale in parents of autistic
children
Multiple risk factors that affected stigma scale, burden
scale, and QoL were studied in the multivariate regres-
sion analysis, as shown in detail in Table 3.

Worked caregivers and male autistic children were
less vulnerable for increased stigma and burden scale
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Table 2 Associative stigma, SCL90, and Quality of life between Caregivers of children with moderate (n=27) and severe (n=43)

autism
Variables caregivers of moderate burden caregivers of severe burden Total Pvalue
(N=27) (N=43) (N=70)
N % N % N %

Associative stigma
Low 1 40.7% 5 11.6% 16 22.9% 0.002*
Moderate 14 51.9% 17 39.5% 19 27.1%
High 2 7.4% 21 48.8% 35 50%

Depression
Normal 27 100% 29 67.4% 56 80% 0.001*
Abnormal 0 0% 14 32.6% 14 20%

Anxiety
Normal 27 100% 27 62.8% 54 77.1% 0.000*
Abnormal 0 0% 16 37.2% 16 22.9%

Sensitivity
Normal 25 92.6% 35 81.4% 60 85.7% 0.2
Abnormal 2 74% 8 18.6% 10 14.3%

Somatization
Normal 21 77.8% 25 58.1% 46 65.7% 0.09
Abnormal 6 22.2% 18 41.9% 24 34.3%

Quality of life
Low 0 0% 9 20.9% 9 12.9% 0.000*
Moderate 15 55.6% 30 69.8% 45 64.3%
High 12 444% 4 9.3% 16 22.9%

Chi squared test * Significant P value <0.05

scores, whereas sensitivity problems in parents of autis-
tic children were an independent risk factor for increased
stigma and burden scale scores. Severe autism in the
child (P=0.001) was a significant risk factor for increased
stigma, whereas male caregivers (P=0.005), increased
duration of the child’s disease (P<0.000), and increased
QoL (P=0.02) were less likely to increase the burden
scale score. We noticed that depression problems in par-
ents of autistic children (P<0.000) was an independent
risk factor for increased burden scale score.

With regard to QoL, increased caregiver age (P=0.01),
anxiety problems (P=0.02), and increased total of bur-
den scale score (P=0.02) were more vulnerable to
impaired QoL (decrease total QoL score).

Identification of possible risk factors of parental mental
health problems of autistic children
Table 4 shows that among caregivers of autistic chil-
dren, worked caregivers (P=0.03) were at less risk for
depression, whereas increased total score of associative
burden (P<0.000) and parents with sensitivity problems
(P<0.000) were more likely to experience depression.
Male caregivers (P=0.03) with increased age (P <0.000)
and high QoL (P=0.02) were less vulnerable to anxiety,

whereas parents with somatization and sensitivity prob-
lems and who had a child with severe autism (P <0.000)
were at higher risk of anxiety problems.

Among parents of autistic children, male caregivers
were at lower risk of sensitivity and somatization prob-
lems, whereas those with children who had severe autism
and parents with anxiety problems were highly vulner-
able to sensitivity and somatization problems.

Among parents of autistic children, those with depres-
sion (P<0.000) and somatization problems (P<0.000)
and with a child with increased duration of autism
(P=0.008) and total score of stigma (2=0.02) and bur-
den (P=0.01) were at higher risk for sensitivity problems.

Increased parent age (P=0.04) was low risk for devel-
oping somatization problems, whereas the presence of
sensitivity problems (P<0.000) in the parent was a high
risk for developing somatization problems.

Discussion

This research included four factors (burden, associated
stigma, parental mental health problems, and QoL).
The purpose of this study was to determine the rela-
tion between stigma, parental mental health problems,
and QoL and burden in families of children with ASD in
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Table 3 Multivariate generalised regression model of Total score of Associative Stigma, Total score of Burden Scale, and Total score of

quality of life among studied group

Predictors Total score of Associative Stigma Total score of Burden Scale Total score of quality
of life
OR p value OR p value OR p value

Gender of Caregivers #1

Males —0.02 0.79 —-0.19 0.005* —-0.12 022

Age of Caregivers —0.02 0.79 0.03 0.61 0.23 0.01*

Numbers of years of education —0.03 0.62 0.06 0.27 0.08 0.27

Work of Caregivers —0.18 0.02* —0.12 0.03* —0.12 0.12
Gender of child#2

Males —036 0.000* —0.05 037 —0.04 0.62
The severity of the disease for child#3

Severe 142 0.001* —-0.17 0.08 - -

Duration of the disease for child —021 0.19 061 0.000* 0.18 0.27

Depression 1.26 012 145 0.000* 1.30 0.07

Anxiety —202 092 2.16 0.25 —041 0.02*

Sensitivity 2.35 0.02* —229 0.01* 3.073 0.64

Somatization 0.008 094 0.01 0.83 0.061 0.56
Total score of Associative Stigma - - —-0.13 0.17 —022 0.09
Total score of Burden Scale —0.25 0.17 - - —041 0.02%
Total score of quality of life —-0.23 0.09 —0.22 0.02* - -

Multivariate Linear Regression Model

#1 female was reference group

#2 female was reference group

#3 Moderate group was reference group
" Significant P value <0.05

Egypt and its risk factors. To the best of our knowledge,
this is the first study in Egypt to assess these variables
among ASD parents and their risk factors. The findings
of this study could contribute to the knowledge regard-
ing how to improve services in the clinical setting of any
child psychiatry unit.

According to the findings, the final sample included
70 parents of autistic children. with regard to the burden
scale, parents were divided into two groups: those with
a moderate burden (7 =27) and those with a severe bur-
den (n=43). We found there was a lack of mild burden in
ASD families, which might reflect problems in develop-
ing countries with pay public services for ASD children.
Furthermore, there were no children with mild autism in
this study because the parents were unfamiliar with the
disease and how to detect and treat it. Caregivers who
had a severe burden were more likely to be mothers with
secondary education (11 years of education) and to have
an autistic child with a severe degree and a long dura-
tion of symptoms, whereas caregivers with a moderate
burden were more likely to be fathers with a high educa-
tion (15 years of education) and to have an autistic child

with a moderate degree of autism and a short duration of
symptoms.

A comparative literature review identified 14 studies
published by Arab researchers on parents raising chil-
dren with ASD between January 1, 2000, and December
31, 2016, and 55 studies published by American research-
ers. The review found that more financial problems were
mentioned in Arab studies than in the United States (US)
studies. Because of the much higher availability of pub-
licly funded services in the US, it is significantly less of
an issue for US families to bear the burden of paying for
services than in Arab countries. Also, it found that Arab
studies have revealed a lack of or limitations in health,
educational, and/or social services for ASD children
and their families [37]. Furthermore, a Previous study
discovered that caring for a child with ASD costs fami-
lies approximately 15% of their income per month [38].
Dababnah and Bulson highlighted that many families
could not seek or retain services because of financial dif-
ficulties [39].

In this study, half of the participants reported signifi-
cant stigma, particularly caregivers with a severe burden.
Caregivers with a severe burden had lower QoL than
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Table 4 Multivariate generalised regression model for parent mental health problems of autistic children

Predictors Depression Anxiety Sensitivity Somatization
OR p value OR p value OR p value OR p value
Gender of caregivers #1

Males 0.14 0.053 0.13 0.03* —0.32 0.000* —0.38 0.001*

Age of Caregivers 0.14 0.057 0.25 0.000* —0.14 0.08 —-0.25 0.04*

Numbers of years of education —0.006 0.92 0.05 033 —0.02 0.71 —0.01 0.88

Work of Caregivers 0.13 0.03* —0.02 0.69 0.003 0.96 0.15 0.14
Gender of child #2

Males 0.02 0.67 0.06 0.27 0.05 0.5 0.01 092

The severity of the disease for child #3

Severe —1.06 0.54 131 0.000* 137 0.001* 1.37 0.03*

Duration of the disease for child —024 0.05 —0.03 0.79 035 0.008* —0.01 0.88

Depression — — —2.04 0.68 249 0.000* 2.29 017

Anxiety —3.06 0.68 363 0.000% 3.96 0.000*

Somatization 1.1 0.17 127 0.000* —1.31 0.000*

Sensitivity 241 0.000* 242 0.000* —272 0.000*
Total score of associative stigma 1.15 0.12 —1.009 0.92 123 0.02* 2012 094
Total score of Burden Scale 149 0.000* 1.14 0.25 —138 0.01* 1.05 0.83
Total score of quality of life —0.17 0.07 —0.19 0.02* 0.05 0.64 0.1 0.56

Multivariate Linear Regression Model

# 1female was reference group

# 2female was reference group

# 3Moderate group was reference group
*Significant P value <0.05

did caregivers with a moderate burden. Many factors
are associated with stigma and burden, such as worked
caregivers, gender of the caregiver and their autistic chil-
dren, duration of the disease, impaired QoL, and pres-
ence of parental mental health problems.

Werner and colleagues (2013) investigated the stigma
of child caretakers with various mental illnesses, includ-
ing autism. The findings revealed that good psychosocial
resources had an essential influence on the experiences.
The negative link between stigma and QoL among car-
egivers has been influenced by self-esteem, social
support, and positive opinions [40]. Dehnaviet and col-
leagues (2011) highlighted the multilevel roles of social
stigma on the mental health of mothers with children
on the autistic spectrum. They discovered that moth-
ers of autistic children struggled with associated stigma
in different aspects of their lives. The degree of internal-
ized stigma can predict 25% of the variations in maternal
mental health [41].

According to a systematic review of stigma among ASD
parents, parents of autistic children reported that stigma
varied by both the behaviors of autism and the severity of
symptoms, particularly for mothers. Furthermore, most
parents stated that they were particularly vulnerable
to stigma in school and community settings. Although

stigma experiences could vary among social cultures [42],
parents from various cultures (West to East) have diffi-
culty dealing with the stigma of having an autistic child
[43].

With regard to the SCL9, caregivers with severe burden
had greater depression and anxiety than caregivers with
moderate burden. Moreover, caregivers with a severe
burden had twice the frequency of sensitivity and soma-
tization issues as did caregivers with a moderate burden.
Parents with mental health problems were more vulnera-
ble to psychosocial stressors, such as age and work of car-
egivers, gender of caregivers and their autistic children,
increased burden and stigma, presence comorbid paren-
tal mental health problems, and impaired QoL.

An increase in mental health problems has been
observed both before and after the birth of a child [44,
45]. From 21 of 55 studies by US researchers published
from January 1, 2000, to December 31, 2016, a literary
review reported that parental stress, depression, and/
or anxiety related to caring for autistic child [37]. Fur-
thermore, three studies [46-48] indicated that mothers
have a greater likelihood of having mental health prob-
lems, but other studies have found no considerable dif-
ferences in perception of ASD’s psychological impact
on fathers or mothers [49-51]. In the investigation of
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possible triggers of mental health problems, it was found
that the genetic predisposing could account for the asso-
ciation between psychopathology in children and their
parents, but a previous study using genetically sensitive
designs showed that the environment plays a significant
role in the transgenerational association of anxiety [52],
depression [53], and conduct problems [54]. Environ-
mental factors play a role in developing psychopathology,
such as intense parenting challenges. These intense par-
enting challenges were related to parent and child age, as
well as the parent’s ability to express their feelings [19],
challenging behavior in ASD children [55-57], family
working [58], ASD severity [59], social support [60], and
interpersonal strain on the parents’ social network [61].

Caregivers with a severe burden had a lower QoL (20%)
than did caregivers with a moderate burden. Multivari-
ate logistic regression was conducted to detect possible
independent predictors of QoL. The age of the caregiv-
ers, increased burden, and the presence of parental men-
tal health problems such as anxiety would increase the
risk of impaired QoL for families who have children with
ASD.

Previous research has shown that parenting an autis-
tic child has a detrimental effect on the QoL of parents
[30, 49-51]. Although other studies found no differences
in the QoL of mothers and fathers [50, 51], one study
[30] reported that mothers had lower levels of QoL than
fathers did.

This gender disparity in partner effects may be due to
fathers’ tendency to utilize inadequate coping mecha-
nisms when raising their autistic children. Mothers of
autistic children are more likely to use social support and
problem-focused coping, while fathers are more likely to
use distraction and avoidant coping, according to stud-
ies [62-64]. Furthermore, studies on the relationship
between ASD severity and parent QoL have provided
conflicting results, with two studies indicating a negative
relationship [26, 27] and two indicating no relationship
[28, 29].

Our study had some limitations, such as the relatively
small sample size. We also recruited parents of autis-
tic children who attended paid public centers, who are
not representative of children under the age of 5 years
or adults with ASD or mild severity of ASD. We did
not include families with single parents, adopted fami-
lies, or unmarried couples. Thus, we recommend that
future studies include large sample sizes of ASD families
in Egypt to verify our research results. Also, we partici-
pated in children from different centers that were evalu-
ated their severity and diagnosed with autism by different
psychometry scales. Finally, due to the survey’s cross-
sectional design, we were unable to investigate the causal

Page 8 of 10

relationship of variables. As a result, a longitudinal study
is advised.

This study found that caregivers with a severe bur-
den had a higher likelihood of severe symptoms of
autism in the child, significant stigma, lower QoL,
more depression and anxiety, and about twice the fre-
quency of sensitivity and somatization problems than
did caregivers with moderate burden. Regarding risk
factors, worked caregivers, male autistic children and
their caregiver, increased age of the child and parents,
and increase duration of disease were protective factors
from increased burden and stigma, impaired QoL, and
parent with mental health problems in autistic families,
whereas more severe autism was a risk factor for the
presence of these variables in the child.

A few significant implications for practitioners have
been discovered in this study, which might be used to
support families of autistic children and assist in under-
standing the challenges they face in terms of improving
QoL and reducing stigma, burden, and mental health
problems of ASD parents. These challenges include
health, financial well-being, assistance from disability-
related services, spiritual and cultural beliefs, careers
and job preparation, family relations, leisure, and pleas-
ure of life [65]. For example, pointed out that practi-
tioners might discover programs such as “parent night
out” that help couples to develop connections by offer-
ing care for ASD-supported children through organi-
zations [66]. In addition, Lee and colleagues (2009)
indicated that financial well-being can be affected [29],
which is a demographic characteristic over which prac-
titioners have no influence; therefore, practitioners
should be required to integrate this element to create
intervention programs for parents, that is, to more spe-
cifically address caregiver needs [29]. Once again, it was
concluded that these strategies could be used either to
improve QoL or to cope with parental stressors or both
to create intervention programs for the benefit of par-
ents of children with ASD.

Conclusions

We found there was a lack of mild burden in ASD
families, which might reflect problems in developing
countries with pay public services for ASD children.
Furthermore, there were no children with mild autism
in this study because the parents were unfamiliar with
the disease and how to detect and treat it. So, this is
highlighting the need to offer free professional services,
increase awareness of the disease, offer psychiatric
help and support for parents, and improve the QoL for
autistic children, especially in developing countries.
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