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Abstract

The current study aimed to identify the level of quality of life among parents of children with
autism spectrum disorder and the differences according to the relationship with the autistic
child, gender, severity of disability. The sample consisted of (100) parents of children with
autism spectrum disorder, enrolled in the program of autism, intentionally selected in Riyadh,
Saudi Arabia. Quality of life scale prepared and utilized by the author after verification of
validity and reliability. The results showed that the level of quality of life among the
participants was medium, and the results showed statistically significant differences in the
level of quality of life among the participants due to the impact of the relationship with
autistic children, where differences were in favor of the parents, and the variable of gender of
the autistic child, where differences were in favor of the males, and severity of the disability,
where the differences were in favor of the mild group. The study recommended the need to
draw the attention of officials in the care and service centers for children with autism
spectrum to provide training programs and activities for parents of autistic children to raise
the level of quality of life, especially mothers.
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1. Introduction:

The family’s role is fundamental in the formation of the child's personality, representing the
first social surrounding; the family plays an important role in developing the child's abilities
and skills, and perhaps the presence of a disabled child in the family may represent a change
point in lives of the entire family, it reorganize the life and priorities for coping with new
circumstances. Perhaps the presence of a disabled child in the family in general and children
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with autism spectrum disorder in particular, could result in many of the psychological stress,
problems and challenges requiring them to contend with all conditions and circumstances that
occur in the family as a result of the presence of a disabled child among them.

To think about the lives of the disabled, it is noted that disability has negative side effects on
the various aspects of life of the disabled individuals in various life cycle, some of which is
linked to disability they have, or the family environment in which they live, their economic
and social circumstances, educational environment they learn, or their cultural aspects, which
would affect the quality of life of these individuals and their families (Muhammad, 2011).

Quality of Life is one of the modern terms in the field of psychology, which represents a new
trend since the nineties of the last century by Martin Seligman, known as (Positive
Psychological); and who sees the man quite different, and that health is the origin, not a
disease, and that man can adapt to and comply with the society if they focused on the positive
aspects in their life, hope, optimism, happiness and self-satisfaction, and enjoy relationships
with others, as well as mental flexibility (Abdullah, 2014). Magdi (2009) indicated that the
concept of quality of life is in the circle of what is known as the science of positive
psychology, which develops the individual's feelings of satisfaction and optimism within the
limits of available conditions and potentialities. Quality of Life, as a concept, has a different
meaning for a patient who wishes speed recovery than an individual who wishes success in a
test, feelings of satisfaction and optimism for each is the same when achieved, but the desired
is completely different.

Abu Halawa (2010) confirmed that quality of life widely received more attention both in
theory and practice due to differing views among researchers about the this concept. Alkhenji
(2006) and Al-Adly (2006) pointed that the quality of life varies from one individual to
another, based on what is needed in the circle of life and requirements. Bonomi, Patrick &
Bushnel (2000) pointed that the concept of quality of life has wide usage and is linked to the
psychological and health state of the individual and his ability to be autonomous and how his
social and environmental interaction is. Reine, et al (2003) pointed out that the concept of
quality of life is affected by the events of life experienced by the individual, which
emphasizes that the individual sense of satisfaction and happiness involved within the circle
of the current living conditions, while Iraqi and Mazloum (2005, 471) defined quality of life
as "an individual's awareness to achieve an equilibrium between the physical, emotional and
social aspects for achieving satisfaction with life, enjoy it and positive existence; the quality
of life expresses the psychological adjustment of living conditions and self-perception of
life".

In sum, the quality of life can be theoretically defined within the framework of this study, as
the degree of satisfaction felt by parents of children with autism spectrum disorder towards
the various dimensions of life as the level of satisfaction with life, physical and mental health,
and satisfaction with material and moral sides, interaction with the family and social
relations, getting social support, practice of daily activities, the ability to pursue happiness
and optimism resulted from the psychological readiness of the individual, and the role of
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others and their ability to provide support for parents to interact with the surrounding
environment.

In this connection, it can be said that sense of low quality of life among parents of children
with autism spectrum disorder may later lead to many and various problems in their lives
such as anxiety and introversion, social withdrawal, a sense of loneliness and loss of the
meaning of life, the lack of efficiency in social relations and negative social behavior, and the
failure to form and maintain friendships, emotional unbalance and others.

Many studies have confirmed the existence of a correlation in quality of life between parents
and children; when the quality of life is improved among mothers, their ability to deal with
their children with disabilities increased, which emphasizes that the quality of life cannot be
achieved for individuals with disabilities without achieving it among their parents (Alashwal,
2005). Quality of life can be achieved for the family if their needs have been satisfied,
through the various fields such as the financial condition, the family interaction and enjoy a
healthy social life (Park, 2003)

For confirmation, Antle (2005) revealed the positive correlation relationship between the
family compatibility and the quality of life through the dimension of rational thinking. Abdel
Fattah and Hussein (2006) emphasized the importance of family factor and available sources
to improve the quality of life, which examined the family, school and community factors
predicting quality of life. DeGrace and Imms (2006) showed that the level of quality of life
among the families of children with autism spectrum disorder was medium, and there were
differences in the level of quality of life due to severity of the disability in favor of families of
children with mild autism. The results of the study of Lee, Harrington, Louie, & Newschaffer
(2008) showed future fears and anxiety among the families of children with autism spectrum
disorder leading to poor level of quality of life. Nina, James, Jean & Ann (2009) investigated
the quality of life among families of individuals with and without disabilities, where the
authors prepared the quality of life scale for families within the four key domains: family
interaction, emotional, physical and financial welfare, and the results showed a significant
decrease in the above-mentioned domains.

Institute of Allied Health Sciences and, Department of Nursing, National Cheng Kung
University, Taiwan (2009) conducted a study on the quality of life and its relationship with
the sense of the mothers of children with autism disorder, where the sample consisted of
(114) mothers, a questionnaire utilized including four domains: psychological, physical,
environmental and financial domains, and the results showed negative feelings toward
psychological and environmental domains. Lundy (2011) indicated that the level of quality of
life among the families of children with autism spectrum disorder was medium. Hartley, et al
(2012) confirmed that there were differences in the level of quality of life due to the
relationship to children with autism spectrum disorder in favor of the parents. Kheir, et al
(2012) emphasized on the existence of differences in the level of quality of life for families of
children with autism due to the severity of autism spectrum disorder in favor of the mild
disorder. Yamada, et al (2012) stressed that the level of quality of life among families of
children with unspecific developmental disorders was low, while the results of the Dardas
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and Ahmad (2014), which aimed to detect the level of quality of life among families of
children with autistic spectrum disorders, have shown that there were no significant
differences between fathers and mothers in the physical, psychological, social and
environmental conditions, and stressed that the quality of life was low. Perumal,
Veeraraghavan, Lekhra (2014) confirmed that the level of quality of life among families of
children with autism spectrum disorder was low.

Moreover, the pessimistic outlook among parents of children with autism spectrum disorder
and their expectations of negative future events lead to a poor level of quality of life, which
may also be reflected on their disabled children and may remain with them as a permanent
feature. Quality of life is one of the positive factors that give the families of the disabled the
ability to carry on and appetite for life and full responsibility for its requirements and coping
with the disability of their children. Hence, it is needed to conduct the current study, which
sought to identify the level of quality of life among parents of children with autism spectrum
disorder in Saudi Arabia.

2. Statement of the problem and questions:

Although many pieces of literature review addressed the quality of life in a globally and
regionally research, they are lacking theoretical research, which studied this term with the
parents of children with autism spectrum disorder at the local level in Saudi Arabia. Thus, the
current study revealed the problem that lies in answering the following questions:

1. What is the level of quality of life among parents of children with autism spectrum
disorder?

2. Is there any statistically significant differences (a = 0.05) in the level of quality of life
among parents of children with autism spectrum disorder due to the relationship with the
disabled child?

3. Are there any statistically significant differences (a = 0.05) in the level of quality of life
among parents of children with autism spectrum due to the gender of the disabled child?

4. Are there any statistically significant differences (a = 0.05) in the level of quality of life
among parents of children with autism spectrum disorder attributed to the severity of
disability?

3. Significance:

This study highlights the importance of identifying the level of quality of life among parents
of children with autism spectrum disorder. Pieces of literature review included in this study
represents an important addition to the Arab library, and contributes to increasing human
knowledge about the quality of life among families of children with autism spectrum
disorder. This study may brief officials of education and care centers for children with special
needs in general and autism spectrum disorder is particular on the importance of the quality
of life for families; which contributes to the development of plans, programs and tools that
help meet the needs of families of children with special needs and spectrum disorder autism
in particular.
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Descriptive and survey approach adopted in the current survey, which qualitatively and
quantitatively depicts the reality through answering the questions of the study through quality
of life scale.

4.1 Population and Sampling

The study population consisted of all the fathers and mothers of children with autism
spectrum disorder in the city of Riyadh in Saudi Arabia, while the study sample consisted of
(100) parents of children with autism spectrum disorder enrolled in autism program,
intentionally chosen in the second semester for the academic year 2015/2016. The
participants were distributed according to the relationship with disabled children, gender and
severity of disability, as illustrated in Table (1).

Table 1. Distribution of study sample according to the variables

Variables Groups Frequency Percentage
Relationship Father 51 51.0
with disabled
child Mother 49 49.0
Gender Male 50 50.0
Female 50 50.0
Se.verlity'l of Mild 3 320
disability
Moderate 35 35.0
Severe 33 33.0
Total 100 100.0

4.2 Instrument

Quality of life scale designed after reviewing the standards used in the pieces of literature on
the quality of life among families of disabled children, the current study based principally on
the scales used in the study of Eraga (2006), Abdul Qadir (2013) and Taha (2013). The final
draft of the instrument consisted of (50) paragraphs, distributed to six domains: the quality of
public health including (1-8) paragraphs, the quality of family and social life (9-16), the
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quality of emotions (17-25), the quality of mental health (26-36), the quality of activities of
daily life (37-44) and financial status (45-50). The responder checks each paragraph on a
scale of three degrees, namely, (always, sometimes, and rarely), the scale corrected by giving
the following weights, respectively (3, 2, and 1) for the above mentioned degrees, to reflect
those values in the case of negative paragraphs: (2, 3,4, 5,6, 8,9, 11, 12, 14, 16, 18, 20, 21,
22,24,26, 28, 30, 32, 34.36, 39, 42, 45, 46, 47, 48, 49 and 50)

Validity

To verify the validity of the quality of life scale, the first draft was reviewed and evaluated by
ten reviewers, more experienced in special education, psychology and measurement and
evaluation in Saudi Universities, where they were asked to check the appropriateness of the
paragraphs (items) and to make sure of the language and the appropriateness of the
instrument to achieve the study objectives. In light of the views and suggestions of the
evaluators, the required modifications were made with agreement percentage (80%), and the
final draft consisted of (50) paragraphs.

Reliability

The reliability of the scale was verified by the method of (test-retest), where it was applied to
a pilot sample numbered (25) parents of children with autism spectrum disorder in the city of
Riyadh, with two weeks interval between first and second application/test. Pearson
correlation coefficient was calculated between the scores of respondents and the total
reliability coefficient of the instrument was (0.85). The second method conducted by
calculating of the internal consistency coefficient (Cronbach's Alpha) of the total scale =
(0.91). These are considered appropriate values for achieving the objectives of the study.

Correction for instrument response

The following statistical criterion utilized for estimating the level of the respondent on the
quality of life scale through using the following equation:

Group length = Maximum regression - Minimum regression = 5-1/3 =4/3 =1.33
Number of Categories 3 3

(1-2.33) is low, (2.34-less than 3.67) is medium, and (more than 3.67) is high.
5. Results:

Results of the first question: What is the level of quality of life among parents of children with
autism spectrum disorder? To answer this question, arithmetic means and standard deviations
calculated for the level of quality of life among parents of children with autism spectrum
disorder, as shown in Table (2).
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Table (2): the arithmetic means and standard deviations for level of the quality of life among
parents of children with autism spectrum disorder in descending order according to means
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Rank | No Domain Mean St. D Level

1 4 Quality of mental health 2.01 0.42 Medium
2 3 Quality of emotions 1.94 0.48 Medium
3 2 Quality of family and social life 1.92 0.34 Medium
4 5 Quality of daily activities 1.89 0.30 Medium
5 1 Quality of public health 1.87 0.50 Medium
6 6 Financial status 1.68 0.63 Medium

Total 1.90 0.34 Medium

Table (2) showed that the arithmetic mean of the domains of quality of life among the
participants ranged between (1.68) and (2.01), where the domain of quality of mental health
ranked the first with the highest mean (2.01) and a standard deviation (0.42) and medium
level for quality of life, while the domain of financial status got the sixth place with a mean
(1.68) and a standard deviation (0.63) and medium level, while the total mean of the quality
of life among parents of children with autism spectrum disorder was (1.90), a standard
deviation (0.34) and medium level.

Results of the second question: Is there any statistically significant differences (a = 0.05) in
the level of quality of life among parents of children with autism spectrum disorder due to the
relationship with the disabled child? To answer this question, means and standard deviations
calculated for the level of quality of life among parents of children with autism spectrum
disorder according to the relationship with disabled children, T-test conducted to indicate
statistical differences between means, as shown in Table (3).
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Table (3). Means, standard deviations, and "T-test" for the impact of the relationship with
disabled children on the level of the quality of life among parents of children with autism
spectrum disorder

Relations Degrees
Domains h%p with No | Mean | St.D T-valu of Sig.
disabled e freedom level
child
Quality of public | Father 51 2.07 A77 4.159 78 .000
health
Mother 49 1.65 437
Quality of family | Father 51 2.05 273 3.935 78 .000
and social life
Mother 49 1.78 .345
Quality of | Father 51 2.18 429 5.243 78 .000
emotions
Mother 49 1.69 400
Quality of mental | Father 51 2.19 406 4.446 78 .000
health
Mother 49 1.81 .349
Quality of daily | Father 51 1.96 .286 2.038 78 .045
activities
Mother 49 1.82 .300
Financial status Father 51 1.91 .616 3.555 78 .001
Mother 49 1.44 553
Total quality of life | Father 51 2.08 297 5.600 78 .000
Mother 49 1.72 276

Table (3) showed no statistically significant differences (a = 0.05) due to the impact of the
relationship with disabled children in all domains and in the total score, and differences were
in favor of the father; suggesting that fathers of children with autism spectrum disorder have
more quality of the life than mothers.
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Results of the third question: Are there any statistically significant differences (a = 0.05) in
the level of quality of life among parents of children with autism spectrum due to the gender
of the disabled child? To answer this question, means and standard deviations calculated for
the quality of life among parents of children with autism spectrum disorder according to the
gender of disabled child, T-test conducted to show statistical differences between the means,
as shown in Table (4).

Table (4). means, standard deviations, and T-test for the impact of gender at the level of the
quality of life among parents of children with autism spectrum disorder

Gender of Tovalu Degrees Si
Domains disabled | No Mean | St.D . of e ge'l
child freedom v
Quality of public Male 50 1.88 .494 225 78 822
health
Female 50 1.85 S18
Quality of family and Male 50 1.99 288 1.819 78 073
social life
Female 50 1.85 374
Quality of emotions Male 50 2.02 453 1.653 78 102
Female 50 1.85 496
Quality of mental Male 50 2.22 318 5.456 78 .000
health
Female 50 1.78 402
Quality of  daily Male 50 1.99 .203 3.313 78 .001
activities
Female 50 1.79 .345
Financial status Male 50 1.70 585 230 78 .819
Female 50 1.67 678
Total quality of life Male 50 1.99 309 2.628 78 .010
Female 50 1.80 343
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Table (4) showed no statistically significant differences (a = 0.05) due to the impact of gender
of the disabled child on the quality of mental health, quality of daily activities, and the total
quality of life, where the differences were in favor of males.

Results of the fourth question: Are there any statistically significant differences (a = 0.05) in
the level of quality of life among parents of children with autism spectrum disorder attributed
to the severity of disability? To answer this question, means and standard deviations for the
level of quality of life among parents of children with autism spectrum disorder according to
the severity of the disability, as indicated in Table (5).

Table (5). means and standard deviations for the quality of life among parents of children
with autism spectrum disorder according to the severity of disability

Domains Groups No. Mean St. D

}?;zﬁ:y of public Mild 1 )13 499

moderate 35 1.78 414

Severe 33 1.68 495

Total 100 1.87 .503

Quality of family Mild 32 2.10 277
and social life

moderate 35 1.91 207

Severe 33 1.74 414

Total 100 1.92 337

Quality of Mild 32 223 442

emotions

moderate 35 1.89 .363

Severe 33 1.68 473

Total 100 1.94 480

Quality of mental Mild 32 2.26 294
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health moderate 35 1.99 429
Severe 33 1.75 374

Total 100 2.01 422

Daily activities Mild 32 2.05 187
moderate 35 1.83 279

Severe 33 1.80 357

Total 100 1.89 299

Financial status Mild 32 2.00 .644
moderate 35 1.55 442

Severe 33 1.49 .676

Total 100 1.68 .628

11;;6‘[&11 quality of Mild 1 )14 %3
moderate 35 1.85 246

Severe 33 1.70 .330

Total 100 1.90 338

Table (5) indicated ostensible variation in the means and standard deviations of the level of
quality of life among parents of children with autism spectrum disorder because of the
different groups of severity of the disability variable, one-way analysis of variance conducted
to show the statistical differences between means, as shown in table (6)
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Table (6). One-way analysis of variance for the impact of severity of disability on quality of
life

Degrees
Domains Source Sum of of Mean of F-value | Sig. level
squares squares
freedom

Quality o | Between 2.964 2 1482 | 6714 | 002
public health groups

Within groups| 16.997 97 221

Total 19.962 99
Quality of | Between 1.705 2 .853 9.023 .000
family and
social life Within groups | 7.275 97 .094

Total 8.980 99
Quality of | Between 4.164 2 2.082 11.446 .000
emotions

Within groups | 14.006 97 182

Total 18.170 99
Quality of | Between 3.480 2 1.740 12.658 .000
mental health

Within groups| 10.583 97 137

Total 14.062 99
Daily activities | Between 984 2 492 6.244 .003
of life

Within groups| 6.070 97 079

Total 7.054 99
Financial status | Between 4.126 2 2.063 5.879 .004

Within groups| 27.019 97 351
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Total 31.144 99
Total quality of | Between 2.699 2 1.350 16.451 .000
life

Within groups| 6.318 97 .082

Total 9.017 99

Table (6) showed no statistically significant differences at the significance level (a = 0.05)
due to the severity of disabilities in all domains and in the total scale, but (Scheffé's method)
utilized to indicate the statistically significant differences between means, as shown in the

table (7).

Table (7). Scheffe method to the impact of the severity of the disability on quality of life

Domains Groups Mean Mild Moderate | Severe
Quality of Mild 2.13
public health
Moderate 1.78 35(%)
Severe 1.68 A45(*%) 10
Quality of Mild 2.10
family and
social life Moderate 1.91 19
Severe 1.74 36(*%) 17
Quality of Mild 2.23
emotions
Moderate 1.89 35(%)
Severe 1.68 56(*%) 21
Quality of Mild 2.26
mental health
Moderate 1.99 27(%)
Severe 1.75 S52(%) 25
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Daily Mild 2.05
activities  of
life Moderate 1.83 22(%)
Severe 1.80 25(%) .04
Financial Mild 2.00
status
Moderate 1.55 A45(%)
Severe 1.49 S1(%) .05
Total quality Mild 2.14
of life
Moderate 1.85 30(%)
Severe 1.70 A45(*%) 15

*Significant at the significance level (a = 0.05).

Table (7) showed statistically significant differences (a = 0.05) between mild disability on the
one hand and each of the moderate and severe on the other hand, where differences were in
favor of the mild group of public health quality, the quality of the emotions, the quality of
mental health, activities of daily life, financial status, and total quality of life. There were
statistically significant differences (a = 0.05) between the mild and severe disability, where
differences were in favor of the mild group in the quality of family and social life.

6. Discussion

-The results of the current study showed that the level of quality of life among parents of
children with autism spectrum disorder was medium. This is attributed to the fact that the
presence of a disabled child in the family serves as a source of problems and psychological
pressures felt by parents; where a disabled child care requires a great effort and financial
requirements from parents exceed that of provided for normal children, and all this makes
parents unable to bear the psychological, economic and social needs of a child with autism
spectrum disorder; which is reflected on the quality of their lives.

The current results are consistent with the results of DeGrace and Imms (2006), which
showed that the level of quality of life among the families of children with autism spectrum
disorder was medium, as well as Lundy (2011), which showed that the level of quality of life
among the families of children with autism spectrum disorder was medium, while the current
results disagreed with the results of Yamada, et al (2012), which showed low level of the
quality of life among families of children with pervasive developmental disorders. The study
of Dardas and Ahmed (2014) confirmed that the level of quality of life among the families of
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children with autism spectrum disorder was low, the same result shown in Perumal, et al
(2014), which showed that the level of quality of life among the families of children with
autism spectrum disorder was low.

-The current study showed statistically significant differences in the level of quality of life
and its domains among the participants due to the impact of the relationship with disabled
children, where differences were in favor of the fathers. This finding can be justified in the
light of the ability of parents to control their emotions and awareness and their self-control as
they are responsible for raising the children and running the household, this may be attributed
to the ability of men to take responsibility towards the family. This can also be justified in the
light of mothers’ link and connection with their children and their responsibility for them, and
the suffering they have from training their child on the social and communicative skills and
interaction with the community, where the autistic disability results in unfamiliar behaviors
such as stereotypical behaviors and defecation disorders, sleep disorders, eating disorders and
self-mischief, and other attempts to put on and take off clothes, hence mothers facing extreme
difficulties in controlling of these behaviors, which contribute to reducing the level of quality
of life among them.

The current results are consistent with the results of Hartley, et al (2012), which confirmed
the existence of differences in the level of quality of life due to the relationship to children
with autism spectrum disorder in favor of the fathers, while it disagreed with the study of
Dardas and Ahmad (2014), which showed no differences in the level of quality of life due to
the variable of relationship to children with autism spectrum disorder.

-The current results showed statistically significant differences in the level of quality of life
among the participants due to the impact of gender of the autistic child, where differences
were in favor of males. This can be explained due to the fact that the birth of female child
with autism spectrum disorder in the family causes a state of anxiety and fear for the future
among the parents compared to birth of male child with autism spectrum disorder.

-Results showed statistically significant differences in the level of quality of life and its
domains among the participants due to the impact of severity of disability, where differences
were in favor of the mild group. The current results can be justified in light of the presence of
a disabled child in the family of severe and moderate disability is a source of pressure for the
family and preventing them from practicing their activities of daily life, where their care and
requirements are different compared to those of mild disability. As well as the needs of the
various requirements of the different devices representing a source of psychological
pressures, which are reflected at the level of psychological and physical health of the parents,
in addition to the extra-financial burden. The current results are consistent with the results of
DeGrace and Imms (2006), which showed differences in the level of quality of life due to the
variable of severity of the disability in favor of the families of children with mild disability.
Kheir, et al (2012) is also consistent with the current study, where it showed differences in
the level of quality of life for families of children with autism due to the severity of autism
spectrum disorder in favor of the mild disorder.
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7. Recommendations

In light of the conclusions reached, the author made a set of recommendations summarized as
follows:

1. The need to draw the attention of officials in the care and service centers for children with
autism spectrum to provide training programs and activities for parents of autistic
children to improve the level of quality of life, especially mothers.

2. The need to direct charity and cooperative societies and businessmen to provide financial
and economic support for families of children with moderate and severe disabilities; to
ensure they are provided all the requirements and needs of their children to ensure a better
level quality of life.

3. Taking into account the media respects regarding quality of life among parents of
children with autism spectrum disorder to contribute to life satisfaction and happiness.

4. Conducting comparative studies between parents of children with autism spectrum
disorder and normal children.
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