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 Families with children autistic child, often subjected to high level of 

distress due to caring for their children. This will affect the caregiver’s 

health outcomes both physically and mentally and addresses the family 

well-being. Assess the subjective psychological burden on caregivers of 

children with an autistic spectrum disorder, and determine the factors 

that impact this burden. Eighty-five caregivers of children with ASD 

from the outpatient clinic of Children Welfare Teaching hospital in the 

medical city, Ibn Rushd Training hospital, and Central Teaching hospital 

of Pediatric, were assessed by using Zarit Burden Interview scale for 

subjective burden and determined the relationship between the burden 

and factors related to the caregiver and child. Six months’ duration of the 

study, from the 1st of March to the 30th of August 2018. A significant 

relationship between the psychosocial burden and the following factors; 

caregiver’s age (P=0.044); marital status (P=0.001); socioeconomic 

status (SES) (P=0.008); child’s age (P=0.029), and severity of ASD 

(P=0.001). The caregiver of children with ASD suffers a high and 

statistically significant subjective burden related to caring for their 

children with the total value =75%. 
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1. Introduction 

Autism Spectrum Disorder (ASD) is defined by behaviors that lead to the lack in social communication and 

the presence of stereotyped and repetitive behaviors. [1] (ASD) is typically present during the early times of 

life, and in some cases, a child may be noticed that there is an abnormality in social interactions through the 

first year of life [2], [3]. The term autism was coined in the beginning of 1980. [2]. ASD, denote now to all 

cases previously classified as autism (with its range of severity levels) [4]. The overall attention to ASD 

conditions and their needs still continues to be underestimated (in relation to other health conditions) by 

governments and international health agencies [5], [6]. 

 

Impact of autism spectrum disorder on families 

A caregiver is a someone who gives protection and help to another’s such as (a child, an old person who is 
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sick). Caregivers burden may occur when they subjected to a high level of stress that usually exceed their 

demands when caring for another person (usually a family member) with some kind of severe illness like 

child with ASD [7]. In fact family caring ASD child may presents with many challenges that can 

profoundly affect family life, first of all the severity of the case itself and complexity of dealing or 

communication with such case let family to a wide variety of experiences and outcomes. The outcomes also 

affected by many factors such as socioeconomic status, parental experiences, community support, 

availability for services, and proximity to services and many other considerations like severity of ASD 

symptoms, early onset of symptoms and low level of social support that caregiver received, all these factors 

may affect caregiver and may lead them to depression [8], [9]. The individuals with ASD usually are unable 

to live independently, so caring a child with a development disability has a significant impact on family 

roles as well as parents well-being. Parents of children with such disabilities often experience high level of 

stress and depression, when compared to parents of normally developed children [10]. Therefore, this study 

highlights the psychological burden in families from the impact of ASD on caregivers to help them to 

readjust their expectations of their children [11]. Stress in caregivers may result from many responses to the 

child's behavioral and social problems, like experience of bullying, as well as deficits organizing his own 

activities and being less independent than peers [12]. This added burden is linked to parents’ well-being and 

can also lower the quality of care provided to the autistic child, probably this will affect relationships 

between siblings if caregiver experience any type of such burden [13]. The caregiver burden may be so 

sever for family with severely disabled child to care for it in the home, especially in the absence of 

residential treatment or institutionalization or a lack of the financial resources [14]. Furthermore spouses 

often cannot spend time alone due to their extreme parenting demands and the lack of qualified staff for 

caring child with ASD [15]. Moreover parents of children with ASD may isolate themselves from their 

friends, relatives and social activities because they frustrated from their child peculiar social behavior and 

they afraid from reaction from society when taking their child out to the community [13]. Parents of 

children with ASD may experience the feelings of grief about their expectation to have typical child and 

this can be a source of stress due to its ongoing nature, giving experiencing known as "chronic sorrow" 

which is a psychological stressor that could be frustrating, confusing, and depressing [14], [15]. 

 

AIMS 

The aims of this study is to assess the subjective burden on caregivers of children with an autistic spectrum 

disorder, and to determine the factors that impact on this burden. 

 

2. METHODOLOGY 

 

2.1 Subjects and Methods 

This case series study included 85 caregivers of autistic children who brought their autistic child into 

outpatient of three teaching hospitals (Children Welfare Teaching hospital in medical city, Ibn Rushd 

Training hospital and Central Teaching hospital of Pediatric). Each caregiver was asked to fulfill a pretested 

checklist which included two parts. 

 

Part one: essential socioeconomic information: age, gender, marital status, education level, occupation, 

socioeconomic status, and residency. The caregivers were also asked whether they were involved in training 

courses to learn how to deal with autistic children. Part one of the questionnaire also included questions 

about autistic children, which include age; and severity of the disease (mild, moderate, and severe) by using 

clinician-rated Severity of Autism Spectrum and Social Communication Disorders, which was completed 

by a researcher at the time of interview. 
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Part two: the questionnaire includes 22 questions taken from Zarit Burden Interview, [16], [17] Appendix 

(B), which measures the burden level of caring for an autistic child on the caregiver. The scale includes 22 

questions that cover the areas of health, social and individual life, financial status, emotional stability, and 

interpersonal relationships, [18] and it was used after being translated into simple Arabic language and 

validated by three expert’s psychiatrists. A pilot study was done on fifteen caregivers to find out any 

difficulties in understanding the questions by the caregivers, and very trivial modification on the words of 

the questions was made. The checklist was filled by the caregiver or assisted by somebody if he or she was 

illiterate. 

 

2.2 Ethical consideration 

Before the study has been started, the agreement of managerial staff of the mentioned hospitals was taken 

before the researcher started a collection of data; each caregiver’s consent was taken after full explanation 

of the aims of the study and ensuring them that the collected data will be used for research purposes only, 

and the checklist will be unnamed to ensure confidentiality. 

 

2.3 Statistical analysis 

Collected data were refined and loaded into a statistical package for social sciences (IBM-SPSS V24) in 

order to implement the statistical analysis. Descriptive statistics were presented using tables and graphs, 

while inferential statistics were done by using the Chi square to find out if there is significance association 

between related variables. Also, P-value <0.05 was considered as the cutoff point for significance. For valid 

calculation, some rows are combined. Regarding socioeconomic status (SES) was calculated by using a 

checklist for socioeconomic status level assessment [19]. 

 

3. RESULTS 

This study included 85 autistic children with their caregivers. Table (1) shows that the mean age of 

caregivers was 36.64± 8.92 year, 1(1.2%) of caregivers were less than 20year of age, 26(30.5%) of 

caregivers were between 20-29 year, 28(32.9%) between 30-39 year, 26(30.5%) between 40-49 year and 

4(4.7%) were more than 50year. Regarding marital status 77(90.6%) were married while 8(9.4%) were 

separated or widowed. Fourteen (16.5%) of caregivers were found to be illiterate, 4(16.5%), 

16(18.8%),14(16.5), 13(15.3%), 9(10.6%), 4(4.7%) and 1(1.2%)got primary, intermediate, higher school, 

diploma, college, master degree, and Ph.D. level of education respectively. Regarding occupation 

15(17.65%) were unskilled occupation, while 17(20%), 31(36.5%), 10(11.8%), 8(9.6%) and 4(4.7%) got 

semiskilled, a skilled, associated professional, skilled professional, and highly skilled professional 

occupations respectively. About 24(28.2%) of caregivers scored poor SES level, while 51(60%) and 

10(11.8%) scored fair and good and levels of SES status. Regarding residency 75(88.2%) of caregivers 

lived in urban areas. Thirty-one (36.5%) caregivers were involved in a training course to teach them how to 

deal with an autistic child. Most caregivers were found to be the mother of the child 64 (75.3%), while 

fathers formed15 (17.6%) of caregivers. 

 

Table 1: general characteristics of caregivers. 

                                             Parameter                                           No.          % 

Age (mean ±SD) 36.64±8.92yr 

Age group <20 1 1.2 

20-29 26 30.5 

30-39 28 32.9 
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40-49 26 30.5 

≥50 4 4.7 

Marital status Married 77 90.6 

Separated or widow 8 9.4 

Education Illiterate 14 16.5 

Primary school  14 16.5 

Secondary school 16 18.8 

Higher school  14 16.5 

Diploma  13 15.3 

college 9 10.6 

Master  

 

4 4.7 

PhD  1 1.2 

Occupation Unskilled manual occupation 15 17.65 

Semiskilled manual occupation 17 20 

Skilled manual and non-manual 

occupation 

31 36.5 

Associate professional occupation 10 11.8 

Skilled professional or senior 

managerial occupation 

8 9.4 

Highly Skilled professional occupation 4 4.7 

Socio-economic status Poor 24 28.2 

Fair 51 60.0 

Good 10 11.8 

Residence Urban 75 88.2 

Rural 10 11.8 

Training Yes 31 36.5 

No 54 63.5 

Care provider Father 15 17.6 

Mother 64 75.3 

Other family members 6 7.1 

 

Table 2 Show the mean age of autistic children were 6.36±1.9 years, 29.4 %( n=25), 57.6 %( n=49), and 

12.9 %( n=11) aged less than 5year, 5-9year and 10 years and older, respectively. 
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A mild degree of autism was found in 29.4 %( n=25), moderate in 37.6 %( n=32), and severe form was 

found in 32.9 %( n=28) of the studied children 

 

(Table 2): (General characteristics) of studied autistic children 

 No % 

Age (mean ±SD) 6.36±1.9 

Age group Under 5 yr. 25 29.4% 

5 to 9 49 57.6% 

10 and more 11 12.9% 

Severity Mild 25 29.4% 

Moderate 32 37.6% 

Severe 28 32.9% 

 

 
Figure 1: Show that 30% of caregivers suffered from the severe burden, while 45% and 25% suffered from 

moderate and mild burden respectively. 

 

Table 3 showed that15 (46.7%) of caregivers aged 40year or older got severe burden in comparison to7 

(28.6%) of severe burden among those aged 30-39year old, and 4(14.8%) of those aged less than 30 years 

suffered from the severe burden of caregiving, for valid statistical calculation the row of age group <20 

combined with a row of <30, and the same for age group ≥50 come in combination with ≥40 groups. A 

significant association was found between age group and severity of burden. (P value=0.044). Most of the 

separated or widowed caregivers 7(87.5%) got severe burden in comparison with 19(24.7%) of married 

caregivers who got severe burden. A highly significant association was found between marital status and 

severity of burden. (P value=0.001). Regarding SES it was noticed that 10(41.7%) of poor SES suffered 
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from the severe burden of caregiving, while 15(29.4%)and 1(10%) of caregivers with fair and good SES 

suffered from the severe burden of caregiving a significant association was found between SES and severity 

of burden of caregiving (P value=0.008). No association was noticed between living in urban or rural areas 

and the burden of caregiving to an autistic child. (P value=0.229). It seems that training courses didn’t 

succeed in decreasing the burden of caregiving to an autistic child. (P value=0.668). Although the largest 

percent of caregivers who suffered from severe burdens were mothers 22(34.4%) in comparison with father 

3(20%) and other caregivers (another family member) 1(16.7%) but the association between the type of 

care provider and severity of burden was not significant. (P value=0.091). 

 

Table  3:  Association  between  caregivers characteristics and burden of care giving 

 Mild to 

moderate 

Moderate 

to sever 

 

Severe 

P 

value 

No % No % No % 

Age group <30 8 29.6 15 55.6 4 14.8 0.044 

30-39 9 32.1 12 39.2 7 28.6 

≥40 4 13.3 11 36.7 15 46.7 

Marital status Married 21 27.3% 37 48.1% 19 24.7% 0.001 

Separated or 

widowed 
0 0.0% 1 12.5% 7 87.5% 

Socio- 

economic status 

Poor 3 12.5% 11 45.8% 10 41.7% 0.008 

Fair 11 21.6% 25 49.0% 15 29.4% 

Good 7 70.0% 2 20.0% 1 10.0% 

Residence Urban 17 22.7% 36 48.0% 22 29.3% 0.229 

Rural 4 40.0% 2 20.0% 4 40.0% 

Training yes 9 29.0% 12 38.7% 10 32.3% 0.668 

No 12 22.2% 26 48.1% 16 29.6% 

Care provider Father 5 33.3% 7 46.7% 3 20.0% 0.091 

Mother 12 18.8% 30 46.9% 22 34.4% 

Other family 

member 
 

4 

 

66.7% 

 

1 

 

16.7% 

 

1 

 

16.7% 

 

Table 4: Showed an association between autistic children's characteristics and the burden of caregiving. 

From this table, one can conclude that older autistic children (10 years or more) can cause a more severe 

burden on their caregivers 8(72.7%) in comparison with 6(24%) of younger than 5year autistic children 

caused severe burden. (P value=0.029). A clear significant association was found between severity of 

autism and severity of burden on caregivers, where 13(46.4%) of severe degrees of autism caused severe 

burden in comparison with 2(8%) of severe burden was found among the mild degree of autism. (P 
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value=0.001). 

 

Table 4: Association between child characteristics and burden of caregiving 

 Mild to moderate Moderate to sever Severe   P 

Count % Count % Count % 

Child age 

group 

Under 5 yr. 6 24.0% 13 52.0% 6 24.0% 0.029 

5 to 9 14 28.6% 23 46.9% 12 24.5% 

10 and more 1 9.1% 2 18.2% 8 72.7% 

Severity Mild 16 64.0% 7 28.0% 2 8.0% 0.001 

Moderat e 3 9.4% 18 56.3% 11 34.4% 

Severe 2 7.1% 13 46.4% 13 46.4% 

 

4. DISCUSSION 

Overall findings in the study, there is a high level of psychological burden in caregiver with ASD child was 

recorded here and this consistent with most previous studies, as in [9], [11], [20] Concerning the age group 

of caregivers, the dominant is within (30- 39) years (32.9%) (Table 1), this is finding in most studies as in 

[11] who showed that the (42.1%) fall within (32-38) years, [21] showed (53.8%) within (31-40) years and 

[9] showed (50%) within (30-39) years. The researcher found in this study a significant relationship 

between the age of caregiver and burden (Table 3) which was consistent with the previous studies in which 

older parents reporting more burdens [20], [22]. Some other studies founded that a greater burden was in 

younger parents (Essex and Hong, 2005; Oh and Lee, 2009). This may relate to a statistical variable, like 

sample size and including age group older than the dominant group which affects the result, or related to the 

genuine burden of caregiving increase by increasing age of caregiver due to the impact of physical health 

problems. Regarding the marital status of caregivers, the majority (90.6%) were married, and this go with 

other study. [11] We found that marital status has a significant relation to psychosocial burden (Table 3), as 

found in [23], [24]. Living with and caring for a child with ASD presents very intensive and stressful 

challenges that addressing the entire family system. And this supports the hypothesis of the family is a unit 

in providing care and support. Concerning the subject’s educational level in our sample, the dominant level 

was intermediate school (18.8%) and this is consistent with the result of other study. [11] which showed 

(21.1%) for intermediate school level of education. The data analysis showed that the majority of 

socioeconomic status (SES) of caregivers (60%) was moderate with fairly sufficient monthly income. This 

result disagrees with other studies. [11], [21] which found that (50%) of the sample were of the high level of 

monthly income. A significant relation between SES and psychological burden (Table 3) agrees with many 

other studies [11], [25], [26]. The explanation of this related to that the parental training; education and 

healthcare services for ASD were positively associated with family income. Families with low monthly 

incomes suffer from more burdens in providing treatment to their children. The majority of caregivers 

(63.5%) had no training course about caring for children with autism, and this result agrees with. [11] There 

was no significant association between psychological burden and training for caregiving (Table 3). We 

hypothesized that training on caregiving plays a role in reducing psychological burden; these hypotheses 

were not supported in this study; this related to the nature of the sample which consist of 60% with fair 

monthly income which impaired sharing in regular training, and also related to the reason of that our sample 
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was taken from the outpatient clinic with the majority of caregiver has no training, which mainly related to 

SES, at variance to some studies in which the sample was taken from the special institution of autism with 

the regular training course. Concerning the care provider, the majority (75.3%) was a mother and this comes 

along with [9], [11] who were report care provider was a mother (91.7%), (74%). The result shows no 

significant relationship between care providers and psychosocial burden, and this is agreed with [27]. The 

hypothesis of perceiving high levels of stress for other individual family members as a whole is proving in 

this study. Also, no significant association with the residence of caregivers (Table 3), and this is related to 

the nature of the disorder which affects the behavior of the child independent of the environment. The data 

indicates that the dominant caregiver perceived that his/her child has a moderate to severe level of ASD 

features was, (37.6%) for moderate and (32.9%) for severe, and the results showed a high significant 

relations between psychological burden and severity of symptoms of ASD (Table 4) And this result go with 

others who stated that the severity of ASD impacts on caregiver’s psychological burden [11], [21]. 

 

Regarding the relation between the age of child with ASD and psychological burden Some studies 

suggested a negative relationship, “that parents of older children with ASD reported lower stress levels” 

[28]. Inconsistently with literature, we found a significant relation between the age of the child with ASD 

and burden (Table 4). This can be explained by increases in child’s needs with age. 

 

5. Conclusion 

1-The study revealed that the caregivers were predominantly mothers with the mean age (36.64 years), and 

children having ASD with the mean age (6.36 years). 

2- This study confirms that caregivers of children with ASD suffer a high and statistically significant 

burden related to caring for their children. 

3- The subjective burden was high with a total value=75%. 

4- The factors that impacted burden were (age of caregiver, marital status, SES, child age, and severity of 

ASD) with the significant P value<0.05 

 

Limitations and Recommendations 

1- Inco-operation of some parents during data collection especially because the tool used was a self-

administered questionnaire may result in an information bias. 

2- Small sample size, thus sampling limitation may have an influence on the study result. 

3- Study design as descriptive study and lack of control group for strongly proving the impact of having a 

child with ASD on the family. 

 

Recommendation 

1- Further research in larger, representing samples of caregivers providing more information of caregiving 

children with ASD. 

2- Families with ASD children must be provided with suitable support and sufficient training for 

caregiving. 

3-Programes for training families regarding coping strategies and how to deal with ASD children for 

reducing burden of the caregivers. 
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