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Background: Supporting children with autism spectrum disorder (ASD) and their parents is vital in improving their children’s
abilities and their parents’ ability to care for them. Thus, parents’ perceptions of and levels of satisfaction with the services provided
for their children must be assessed.

Aim: This study aimed to understand parents’ perceptions of and satisfaction with the speech—language services (SLS) provided for
ASD children in different health facilities in Saudi Arabia.

Methods: This cross-sectional study included 109 parents of ASD children. The survey included five sections dealing with (1) general
information about the child; (2) assessment of the child’s ASD characteristics (including their age when diagnosed, when they first
noticed symptoms, and their speech, language, and communication abilities); (3) the reasons for enrollment in SLS sessions; (4)
questions about SLS; and (5) parents’ perceptions of SLS, satisfaction with the service, descriptions of their children’s progress, and
the respect and support they received.

Results: Parents’ satisfaction levels were significantly higher when they had easy access to SLS, sufficient information and support,
proper training in applying therapy exercises at home, and perceived respect and support from speech and language pathologists
(SLPs). The reasons for discontinuing SLS included high session costs, the need for initial behavioral sessions, the lack of qualified
SLPs, the end of the sessions, the lack of improvement, the nonavailability of specialized centers, and parents’ dependence on home
training only. They also sought opportunities for work and education, continuous and intensive SLS sessions, reduced costs, centers for
adults with ASD, and accessible schools. Parents’ main concerns were their children’s poor speech and language skills, independence,
and social acceptance.

Conclusion and Implications: The study highlighted the importance of understanding parents’ experiences with SLS, identifying
the factors that enhance SLS use by ASD children, and improving parents’ satisfaction with such services.
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What This Paper Adds to the Literature

Parents’ experiences with speech and language therapy (SLT) can help identify areas for improvement. Financial
challenges, limited specialized centers, the lack of therapists, and continuous communication sessions are common
challenges faced by parents of ASD children. Sharing common experiences can enhance parents’ self-confidence,
strength, and coping strategies. Multidisciplinary team-related school services for ASD children should also involve
collaborative support from professionals in the fields of special education and speech, occupational, and physical therapy.

Parents’ concerns include their children’s poor speech and language skills, independence, and social acceptance.
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Understanding their SLS experiences and addressing factors that enhance SLS use and improve parents’ satisfaction are
crucial for improving the quality of care for children with ASD.

Introduction

Autism spectrum disorder (ASD) is a neurodevelopmental disorder that affects a child’s communication and language
skills at any age. A child with ASD may have restricted and repetitive behaviors and a reduced ability to communicate
with others. Each child’s condition will differ from those of other children in terms of understanding and using nonverbal
and verbal language, facial expressions, and body language. In terms of speech and language development, several
children with autism experience either linguistic challenges or strengths across all subsystems of language, including
pragmatics, grammar, semantics, syntax, phonology, and morphology, both orally and in writing. Interestingly, some of
these children may demonstrate exceptional language abilities, including linguistic creativity.

Furthermore, depending on the severity of the communication issue, some children may be verbal, while others may
be minimally or not at all verbal. The symptoms of ASD are most often noticed at the age of 18 months or older, and the
formal diagnosis can be made at the age of two years by a licensed specialist.”? However, in the Kingdom of Saudi Arabia
(KSA), the median age of ASD diagnosis is three years®. According to a report by the General Authority for Statistics,
Saudi Arabia has 49,016 children with ASD,* which means that one in every 160 children in the country is diagnosed
with ASD.”

Children with ASD receive services from psychiatrists, psychologists, occupational therapists, developmental edu-
cators, dieticians, social workers, behavior practitioners, disability support workers, and speech and language patholo-
gists (SLPs).

Early interventions can improve ASD children’s communication skills due to the neuroplasticity of their brains at an
early age.® Children with ASD can face many challenges during their childhood years, in their school years, and later in
life. Thus, parenting a child with ASD can be very challenging for parents, and this can significantly affect their parenting
efficiency, increase parenting stress, and affect their emotional well-being and quality of life (QoL).”* The severity of a
child’s social impairment is strongly linked to his/her parents’ concerns and burdens.” Individuals with ASD contribute a
significant financial burden to society as a whole. Specifically, many of these individuals require lifelong support and care
in a variety of domains, including education, healthcare, and community services, resulting in significant costs for
individuals with ASD, their families, public and private health insurance companies, and financial aid programs.’

Although there are no data available for the financial cost of ASD in Saudi Arabia, several studies have indicated that
families of autistic children often incur substantial additional expenses, lost earnings, and increased care demands as a
result of the child’s additional needs'®'? According to a national survey conducted in Ireland, families with autistic
children spent on average €28,465 per year as a result of out-of-pocket expenses for private autism services, lost income,
and informal care."

A study conducted in Jordan reported that the average monthly cost of therapy sessions was between a quarter and a
third of the total monthly family income'®. In terms of the cost of therapy sessions for speech language services (SLS), a
study conducted in Egypt showed that financial concerns are among the major difficulties faced by parents due to intense
and costly sessions; therefore, some parents have to end their children’s SLS sessions.'” In general, children from
families with a low socioeconomic status (SES) have greater unmet healthcare needs and poorer overall health outcomes
than their peers from families with a higher SES.

In the KSA, services for individuals with ASD can be provided through the government or the private sector
(specialized clinics, special needs centers, hospitals, and schools). While all government-provided ASD services are
free, and some private institutions are charitable, not all children with ASD have access to these services.'® Financial
support can be provided by the Ministry of Social Affairs (MSA) to individuals with disabilities, including ASD, under
certain conditions. To receive such support, an applicant must be duly registered with the MSA and have their disability
assessed. Then, for the disability to be considered eligible for the subsidy service, the following requirements must also
be met: the family income should not exceed SAR 4000 per month, an individual should not be admitted to health and
rehabilitation facilities at the government’s expense for more than six months, beneficiaries of the MSA’s care centers
must reside permanently in the KSA, and a person must not be older than 45 when the disability occurs (MSA)."”
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Therefore, not all children with ASD can receive the services they need under government coverage.'® Furthermore,
better services are provided in major cities, whereas fewer services are provided in smaller cities.'®'” These limitations

1920 which reported low

can adversely affect the caregivers’ and the ASD children’s QoL, as evidenced by past studies,
QoL levels among ASD children and their caregivers. Thus, the caregivers and the children with ASD must receive
appropriate medical, psychological, and financial support. For example, to avoid unfavorable variations in healthcare
services across cities, unified national centers with qualified staff can provide advanced healthcare services and
affordable teaching and training sessions for caregivers.'’

At present, major goals and plans in the healthcare sector have been set under Saudi Vision 2030 so that services can
be expanded for all ASD children in the KSA. In recent years, the Saudi government has undertaken large-scale
initiatives to improve the QoL of individuals with various health conditions and their professional careers. Related to
this, it is also important to understand parents’ experiences of caring for their children with ASD to support the
development of more responsive and effective services, including providing early diagnostic services, counseling parents,
educating school-age children, and providing community living arrangements and leisure activities to adults."”

Several studies in different geographical areas have reported unmet service needs for individuals with ASD and their

gl 21,22
families,”

including a lack of the following services: medical, targeted therapy, school, job coaching, financial
management, and services for young adults with ASD.**** Moreover, parents of children with ASD have expressed
difficulties in communication,'® limited social support, and limited involvement in the SLT process.>>*® All these
concerns may affect parents’ QoL.'*!#27

Communication is crucial in an individual’s ability to form relationships and function in society, which is especially
important for children with autism. Therefore, the present study aims to create the foundation for a program that can
enhance the perceptions of parents of children with ASD and their levels of satisfaction with the SLS provided in the
KSA and, ultimately, to improve the available SLS services in the country. The main objectives of this study are as

follows:

1. To measure parents’ perceptions of and levels of satisfaction with the SLS provided, as well as their concerns,
needs, and recommendations;

2. To identify the potential reasons for their decision to discontinue the services for their children; and

3. To compare the parents’ levels of satisfaction with the SLS provided on the basis of the characteristics of ASD
children, the availability and use patterns of speech clinics, and the parents’ perceptions of SLS.

Methodology

Study Design and Setting

A cross-sectional study design was chosen for this study, as we considered it the most appropriate design to achieve the
descriptive and analytical objectives of the study. The study was conducted from health facilities providing SLP services,
including King Abdullah Bin Abdulaziz University Hospital, and at different centers, such as the Prince Nasser Bin
Abdulaziz Center for Autism, Riyadh Specialized Rehabilitation Center, and the Basmat Qudrati Center. The data were
collected from December 2022 to February 2023.

Sample Size and Sampling Technique

Based on the existing number of ASD children in Saudi Arabia (ie, 49,016),* 95% confidence interval (CI), degree of
precision = 0.05 at 95% CI, and anticipated prevalence of satisfaction with SLS received = 50%, the required sample size
for this study is 382 parents, which we calculated using the appropriate statistical package, namely, OpenEpi.”* The
inclusion criteria were as follows: having an ASD child aged 2-10 years and a willingness to participate in the study.
Those who gave incomplete responses were excluded from the study. Thus, out of 442 parents of ASD children who
agreed to take part in the survey, only 109 completed the survey. The remaining 333 gave incomplete answers, so their
data were excluded from the total number of responses. Thus, the final sample consisted of 109 parents.
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Survey

The self-reported online Arabic survey was developed by the research team to measure the perceptions of parents of ASD
children. This tool was originally developed in English and then translated into Arabic using a forward-backward
translation process. The final version of the survey consisted of the following five main sections:

1. This section involved questions extracting general information about the child, including his/her gender; age; area
of residence; whether the child has any problems with speech, language, and communication; and whether the
child has received SLS.

2. This section included questions related to the child’s ASD characteristics, such as age at diagnosis of ASD, age
when his/her caregiver first noticed ASD symptoms, and the child’s speech, language, communication, and social
skills.

3. This section involved questions related to the parents’ reasons for enrolling their children in speech, language, and/
or communication sessions.

4. This section included questions about SLS, such as the availability and accessibility of these services, whether the
child is still receiving SLS or has discontinued receiving them, and information about the child’s condition.

5. The final section was about the parents’ perceptions of SLS, which included their levels of satisfaction with the
SLS provided, the progress they noted in their children’s conditions, and their perceptions of the respect and
support they received. A 3-question satisfaction scale was used consisting of a 3-point scale with responses
ranging from 0 (not satisfied) to 2 (satisfied). The total score ranged from 0 to 6 after summing the responses.
Accordingly, the participants were dichotomized into those satisfied with the provided services (scores above the
median > 4) and those who were not satisfied with the provided services (scores equal to or below the median 4).
This section also collected information on the parents’ needs, concerns, difficulties, and recommendations, in
which the following open-ended questions were asked: In general, what are your greatest needs and concerns
related to your child with autism? What difficulties do you face related to speech, language, and/or communication
services? Do you have any recommendations to improve current speech, language, and/or communication services
for children with autism in Saudi Arabia? Regarding the open-ended questions, the data were analyzed quantita-
tively, as the answers were numerically coded and categorized.

Data Collection

A pilot test was conducted to assess the target group’s comprehension of the questionnaire items, the time required for
data collection after pilot testing on a sample of 10 caregivers, and the internal consistency of the items. The
questionnaire items were assessed in terms of their face validity and content validity by four experts who rated each
item on a five-point Likert scale (1 = extremely irrelevant, 2 = irrelevant, 3 = slightly relevant, 4 = relevant, and 5 =
strongly relevant). All items’ mean scores on the experts’ ratings were 3.5 or higher. The internal reliability and
convergent validity of this scale were assessed through pilot testing on a sample of 10 caregivers who were excluded
from the final analysis. The parents were asked questions related to their reasons for enrolling their children in speech,
language, and/or communication sessions. In the last section about the parents’ perceptions of SLS, which included their
levels of satisfaction with the SLS provided, the Cronbach’s alpha coefficient was 0.78. The Kuder—Richardson formula
was used in the reliability analysis for questions about SLS, such as the availability and accessibility of these services,
whether the child is still receiving SLS or has discontinued receiving them, and information about the child’s condition.
The results showed that the subscale had a reliability of 0.81. Finally, the survey was distributed via different social
media channels (Twitter, WhatsApp, and Telegram).

Ethical Considerations

The study complies with the Declaration of Helsinki. Ethical concerns were duly considered before conducting the study.
First, ethical approval was secured from the Internal Review Board (IRB) of Princess Nourah bint Abdulrahman
University (IRB Approval No. 22-993), and consent forms were provided to the parents, in which they indicated their
willingness to participate in the study. They were assured of the confidentiality of their information.
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Statistical Data Analysis

The collected data were analyzed using the Statistical Package for the Social Sciences version 28. The data analysis
included frequency distributions for each measure of the sample. A graphical presentation of the data was created to
organize them. This was followed by their classification into six major categories using a fishbone diagram and a Pareto
chart created with MS Excel, using the data obtained from the parents’ reasons for either enrolling their children in SLS
outside their cities or for discontinuing the sessions. In addition, Pearson’s chi-square test and likelihood ratios were used
for all categorical variables to test for relationships in proportions across the questions. The results were considered
statistically significant at p < 0.05.

Results

General Characteristics of the Participants

Table 1 shows the general characteristics of children with ASD, as reported by their parents. The majority of the children
were boys and lived in the central region of the KSA (78.9% and 60.6%, respectively). Most of them (46.8%) were in the
age group of 8-10 years old. Table 1 also presents the ASD characteristics of the children, as reported by their parents.
Most parents indicated that their children were diagnosed with ASD and that autistic behaviors were noticed for the first
time at ages younger than four years (66.1% and 51.9%, respectively).

Reasons Parents Use SLS

Only 22.1% of the respondents went outside their cities to attend other SLS clinics. Additionally, 46.8% of the parents
reported that their children’s SLT sessions had already ended (Table 2). Based on the analysis of data, the parents’
primary reasons for enrolling their children in SLS were as follows: language delay (n = 103, 94.5%), no words used or
use of only a few words (n = 90, 82.6%), communication issues (n = 83, 76.1%), and behavioral problems (n = 80,
73.5%; Table 3). Furthermore, most of the parents (79.8%) stated that their cities offered SLS.

Table | Characteristics of Children with Autism According to Their Parents (n = 109)

Characteristics/ No %
Responses
General Characteristics | Age group (years)
® <4 10 9.2
® 4 to less than 6 24 22.0
® 6 to less than 8 24 22.0
® 8-10 51 46.8
Gender
® Male 86 789
® Female 23 21.1
Residence
® Central Region 66 60.6
® FEastern Region 32 29.4
® Southern Region I 10.1
(Continued)
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Table | (Continued).

Characteristics/ No %
Responses
ASD Characteristics Age at ASD diagnosis (years)
o <4 72 66.1
® 4 to less than 6 25 229
® 6 to less than 8 9 83
® 8-10 3 28

Child’s age when autistic behaviors were first noticed

® |8 months 38 352
® < 4 years 56 51.9
® 4 to less than 6 years 10 9.3
® 6 to less than 8 years 3 28
® 8-10 years | 0.9

Does the child understand orders and requests?

® Yes 62 56.9
® No 9 83
® To some extent 38 349

Does the child respond when his/her name is called?

® Yes 54 49.5
® No 20 18.3
® To some extent 35 32.1

Does the child have difficulty playing with other children?

® Yes 40 36.7
® No 17 15.6
® To some extent 52 47.7
Total 109 100.0

Abbreviation: ASD, Autism Spectrum Disorder.

When asked about their reasons for allowing their children to attend SL sessions outside their cities, the 25 parents
who said they did so had the following reasons: a lack of SLS in their cities, a desire for higher-quality services, moving
to a new neighborhood, and a desire for services other than speech and language. Service unavailability was the most
frequently reported reason (44%), as shown in Figure 1.

Reasons for Discontinuing SLS

Table 4 and figure 2 present the reasons for discontinuing the SLS, as reported by the parents of the ASD children. The
highlighted rows present the most significant reasons for the discontinuation of SLS. The high costs of the sessions, the
need for initial behavioral sessions, the lack of qualified and specialized SLPs, the end of the sessions, a lack of
improvement in the child, a lack of specialized centers, and the parents’ dependence on home training only accounted for
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Table 2 Availability and Use of Speech Clinics According to the Parents (n = 109)

Characteristics/Responses No %
Does the child visit speech clinics in the caregiver’s city?
® Yes 87 79.8
® No 22 20.2
Has the child ever visited speech clinics outside his/her city?
® Yes 25 229
® No 84 77.1
Location of the speech clinic visited by the child outside his/her city (n = 25)
® Riyadh 8 32.0
® Dammam | 4.0
® Mekka 4 16.0
® Jeddah 5 20.0
® Outside the Kingdom* 4 16.0
® Not mentioned 3 12.0
Number of speaking sessions attended
® Does not attend 25 22.7
® Once a week 17 15.5
® Twice a week 49 44.5
® Once or twice a week 9 8.2
® Once a month 4 3.6
® Once or more per month 6 55
Total duration of attendance at the SLS
® |ess than a month 22 20.2
® 2-6 months 23 21.1
® 6 months to | year 10 9.2
® More than one year 54 49.5
Has the child stopped receiving speech language sessions?
® Yes 51 46.8
® No 58 53.2

Notes: *Egypt, Turkey, Bahrain, and London.

78% of all reasons for discontinuing the sessions. The remaining reasons (ie, nonavailability of services after the age of

10, long travel distance, and delay in the sessions) comprised the remaining 22%.

The parents who reported that they had stopped receiving SLS sessions for their children were asked about the

reasons for discontinuing them. As shown in the Pareto chart, among all the perceived causes for halting communication

sessions, long distance had the highest cumulative percentage (Figure 3). The fishbone diagram also depicts the parents’
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Table 3 Main Reasons for the Children’s Attendance at Speech Language Services
(n=109)

Characteristics/Responses No %

Have you noticed your child’s language delay?

® Yes 103 94.5
® No 2 1.7
® To some extent 4 38

Have you noticed that your child has no words, or only a few of them?

® Yes 90 82.6
® No 6 5.5
® To some extent 13 1.9

Have you noticed that your child is slow in understanding and
comprehending?

® Yes 66 60.6
® No 10 9.2
® To some extent 33 303

Have you noticed your child’s weakness in eye contact?

® Yes 67.9
® No 13.8
® To some extent 18.3

Have you noticed your child has difficulty communicating with others?

® Yes 83 76.1
® No 7 6.4
® To some extent 19 17.4

Has your child had behavior problems?

® Yes 80 734
® No 9 83
® To some extent 20 18.3

reasons for the discontinuation of the SLS sessions. These variables were divided into six main groups: child, parent,

personnel, place, policy, and process (Figure 3).

Parents’ Satisfaction with the Provided SLS

Upon analyzing the levels of the parents’ satisfaction with the provided SLS on the basis of the characteristics of their
ASD children, a statistically significant level of satisfaction was found in the group of parents of children aged 6—8 years
[ (6) = 12.86, p = 0.046]. Their satisfaction levels were significantly higher than those of parents of ASD children in the
age group of less than 4 years [y* (8) = 12.25, p = 0.05]. However, neither the level of satisfaction nor the remaining
characteristics of the ASD children showed statistical significance (p values >0.05; Table 5).
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Next, the parents’ levels of satisfaction with the SLS provided on the basis of the availability and use of speech clinics

were analyzed. Those with children receiving SLS reported statistically significant levels of satisfaction [y* (2) = 6.92, p

=0.031]. Similarly, parents whose children attended SLS twice a week reported considerably better satisfaction levels [x2

Table 4 Percentage Values of the Reasons for Discontinuing Communication Sessions: Pareto Analysis

Reasons for Discontinuing Communication Frequency | Cumulative | Cumulative | % of the Total % of the Total

Sessions Value Percentage | Number of Number of
Reasons Parents

Pareto Analysis

High session costs 8 8 15.69 33.3% 78%

Need for behavioral sessions first 6 14 27.45

Non-availability of qualified, specialized staff 6 20 39.22

End of the sessions 5 25 49.02

Lack of improvement in the child 5 30 58.82

Lack of specialized centers 4 34 66.67

Language improvements in the child 4 38 7451

Dependence on home training only 2 40 78.43

Lack of services after the age of 10 years 2 42 82.35 66.7% 22%

Long travel distance 2 44 86.27

Delay in sessions 2 46 90.20

Health issues 2 48 94.12

Changes in the goals of the therapy sessions | 49 96.08

Refusal of the child | 50 98.04

Transportation issues | 51 100.00
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Figure 3 Fishbone diagram illustrating the different factors contributing to the end of the children’s communication sessions.

(10) = 15.86, p = 0.05]. Furthermore, significant levels of satisfaction were observed in two groups of parents: those who
did not stop SLS sessions for their ASD children until the behavioral therapy sessions were completed [y (4) = 12.01, p
= 0.017] and those who had their children trained at home using the exercises used in the clinic [x* (4) = 11.733, p =
0.019; Table 6].

Table 7 shows the parents’ levels of satisfaction with the SLS provided. A statistically significant level of satisfaction
was observed in parents who were provided with sufficient information about their children’s conditions by the SLPs [y

132 https: Journal of Multidisciplinary Healthcare 2024:17

Dove!


https://www.dovepress.com
https://www.dovepress.com

Dove Al Awaiji et al

Table 5 Parents’ Levels of Satisfaction with the Speech and Language Services Provided on the Basis of the
Characteristics of Children with Autism (n = 109)

Characteristics/ Not Satisfied To Some Total Chi- p
Responses Satisfied Extent Square value

Age group (years)

® <4 3(10.0) 4(10.0) 3(7.7) 10(9.2) 12.86** 0.046*
® 4 to less than 6 7(23.3) 10(25.0) 7(17.9) 24(22.0)

® 6 to less than 8 4(13.3) 15(37.5) 5(12.8) 24(22.0)

® 8-10 16(53.3) 11(27.5) 24(61.5) 51(46.8)

Gender

® Male 27(90.0) 32(80.0) 2(769.2) 86(78.9) 4.439 0.109
® Female 3(10.0) 8(20.0) 12(30.8) 23(21.1)

Residence

® Central Region 15(50.0) 27(67.5) 24(61.5) 66(60.6) 2.69%* 0.58
® Eastern Region 124(0.0) 10(25.0) 10(25.6) 32(29.4)

® Southern Region 3(10.0) 3(7.5) 5(12.8) 11(10.1)

Age at diagnosis of ASD (years)

° <4 18(60.0) 28(70.0) 26(66.7) 72(66.1) 12.25% 0.05*
® 4 to less than 6 9(30.0) 4(10.0) 12(30.8) 25(22.9)

® 6 to less than 8 2(6.7) 6(15.0) 1(2.6) 9(8.3)

® 810 1(3.3) 2(5.0) 0(0.0) 3(2.8)

Child’s age when autistic behaviors were noticed for the first time

® 18 months 14(46.7) 12(30.8) 12(30.8) 38(35.2) 9.55% 0.298
° <4 13(43.3) 23(59.0) 20(51.3) 56(51.9)

® 410 less than 6 2(6.7) 2(5.1) 6(15.4) 10(9.3)

® 6 to less than 8 0(0.0) 2(5.1) 1(2.6) 3(2.8)

® 810 1(3.3) 0(0.0) 0(0.0) 1(0.9)

Are the communication sessions affected by the child’s autism-related behavior?***

® Yes 12(40.0) 15(37.5) 18(46.2) 45(41.3) 4582 033
® No 14(46.7) 17(42.5) 10(25.6) 41(37.6)
® To some extent 4(13.3) 8(20.0) 11(28.2) 23(21.1)

Notes: *Significant difference (p < 0.05), **Likelihood ratio is used, **Child’s behavior related to autism: poor eye contact and lack of interest in
the session).

(2) = 33.578, p < 0.001]. Similarly, their satisfaction levels were significantly higher [x* (2) = 40.313, p < 0.001] when
they received sufficient information from the speech therapists on how to train their children with autism.

Moreover, those parents who trained their children at home using the exercises applied in the clinics and parents who
believed that meeting with others going through the same experiences would encourage them to allow their children to
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Table 6 Parents’ Levels of Satisfaction with the Speech and Language Services Provided on the Basis of the Availability and Use
Patterns of Speech Clinics (n = 109)

Characteristics/ Responses Not Satisfied To Some Total Chi- p

Satisfied Extent Square value

Does the child receive SLS?

® Yes 18(60. 4(85.0 A 4(77.1 6.9 031
(60.0) 34(85.0) 32(82.1) 84(77.1) 2 0.031%

* No 12(40.0) 6(15.0) 7(17.9) 25(22.9)

Does the child receive SLS in his/her caregiver’s city?

® Yes 22(73.3) 33(82.5) 32(82.1) 87(79.8) 1.08 0.58

* No 8(26.7) 7(17.5) 7(17.9) 22(202)

Has the child ever visited speech clinics outside his/her city?

® Yes 5(16.7) 11(27.5) 9(23.1) 25(22.9) .14 0.56

* No 25(83.3) 29(72.5) 30(76.9) 84(77.1)

Number of speaking sessions attended

® Does not attend 11(36.7) 6(15.0) 7(17.9) 24(22.0) 15.86%* 0.05*
® Once a week 3(10.0) 7(17.5) 7(17.9) 17(15.6)

® Twice a week 13(43.3) 19(47.5) 17(43.6) 49(45.0)

® Once or twice a week 1(3.3) 6(15.0) 2(5.1) 9(8.3)

® Once a month 0(0.0) 0(0.0) 4(10.3) 4(3.7)

® Once or more per month 2(6.7) 2(5.0) 2(5.1) 6(5.5)

Total duration of attendance at the SLS

® Less than one month 5(16.7) 10(25.0) 7(17.9) 22(20.2) 2.85%* 0.86
® 2-6 months 6(20.0%) 7(17.5) 10(25.6) 23(21.1)
® 6 months to | year 2(6.7) 5(12.5) 3(7.7) 10(9.2)
® More than one year 17(56.7) 18(45.0) 19(48.7) 54(49.5)

Have all appointments been attended regularly?

® Yes 22(733) 31(77.5) 24(61.5) 77(70.6) 6.921%* 0.14
® No 5(16.7) 4(10.0) 3(7.7) 12(11.0)
® To some extent 3(10.0) 51(2.5) 12(30.8) 20(18.3)

Has the child stopped receiving SLS?

® Yes 16(53.3) 19(47.5) 16(41.0) 51(46.8) 1.05 0.56

* No 14(46.7) 21(52.5) 23(59.0) 58(53.2)

Have the SLS been paused until the behavioral therapy sessions are completed?

® Yes 6(20.0) 8(20.0) 11(28.2) 25(22.9) 12.01 0.017%
® No 10(33.3) 24(60.0) 23(59.0) 57(52.3)

(Continued)
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Table 6 (Continued).
Characteristics/ Responses Not Satisfied To Some Total Chi- P
Satisfied Extent Square value
® The child did not attend behavioral therapy 14(46.7) 8(20.0) 5(12.8) 27(24.8)
sessions.
Has the child been trained at home using the exercises used in the clinic?
® Yes 14(46.7) 24(60.0) 14(35.9) 52(47.7) 11.733 0.019*
® No 6(20.0) 6(15.0) 2(5.1) 14(12.8)
® To some extent 10(33.3) 10(25.0) 23(59.0) 43(39.4)
Notes: *Significant difference (p < 0.05), **Likelihood ratio is used.
Table 7 Parents’ Levels of Satisfaction with the SLS Received (n = 109)
Characteristics/ Responses Not Satisfied Satisfied To some Extent Total Chi-Square p value

Has the caregiver been provided by the speech pathologist with sufficient information about his/her child’s condition?

® Yes 8(26.7) 33(82.5) 18(46.2) 59(54.1) 33.578 < 0.001*
* No 13(43.3) 2(5.0) 4(103) 19(17.4)
® To some extent 9(30.0) 5(12.5) 17(43.6) 31(28.4)

Has the caregiver been provided by the speech pathologist with adequate informatio

n about how to train his/her child?

® Yes 3(10.0) 31(77.5) 15(38.5) 49(45.0) 40.313 <0.001*
® No 13(43.3) 3(7.5) 4(10.3) 20(18.3)

® To some extent 14(46.7) 6(15.0) 20(51.3) 40(36.7)

Has the caregiver been provided with other sources*** of information about his/her child’s condition?
® Yes 10(33.3) 23(57.5) 18(46.2) 51(46.8) 4.03 0.133
® No 20(66.7) 17(42.5) 21(53.8) 58(53.2)

on continuing his/her child’s attendance at the communication sessions?

Does the caregiver think that meeting with other people who are going through the same experiences will help him/her decide

® Yes 16(53.3) 36(90.0) 28(71.8) 80(73.4) 11.88 0.003*

® No 14(46.7) 4(10.0) 11(28.2) 29(26.6)

Does the caregiver feel frustrated by the difficulty of accessing SLS?

® Yes 24(80.0) 12(30.0) 24(61.5) 60(55.0) 18.45 0.001*

® No 3(10.0) 16(40.0) 9(23.1) 28(25.7)

® To some extent 3(10.0) 12(30.0) 6(15.4) 21(19.3)

Does the caregiver feel respected and supported by his/her child’s speech pathologist?

® Yes 4(13.3) 40(100.0) 15(38.5) 59(54.1) 80.2|** <0.001*
® No 9(30.0) 0(0.0) 2(5.1) 11(10.1)

® To some extent 17(56.7) 0(0.0) 22(56.4) 39(35.8)

(Continued)
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Table 7 (Continued).

Characteristics/ Responses Not Satisfied Satisfied To some Extent Total Chi-Square p value

Does the caregiver find improvements in his/her child’s condition after receiving SLS?

® Yes 4(13.3) 34(85.0) 15(38.5) 53(48.7) 61.31 < 0.001*
® No 16(53.4) 1(2.5) 2(5.1) 19(17.4)
® To some extent 10(33.3) 5(12.5) 22(56.4) 37(33.9)

Notes: *Significant difference (p < 0.05), **Likelihood ratio is used, **QOther sources: mobile apps, help websites, or manuals.
Abbreviations: SLPs, Speech language pathologists; SLS, Speech language services.

continue attending the SLS sessions were more satisfied with the services provided [ (4) = 11.733, p = 0.019 and % (1)
= 11.88, p =0.03, respectively].

All parents who felt respected and supported by their SLPs were satisfied with the services provided [¢* (4) = 80.21, p
< 0.001]. Furthermore, parents who found improvements in their children’s condition after receiving SLS (85.0%) were
also satisfied with the services provided [} (4) = 61.31, p < 0.001; Table 7].

Parents’ Needs, Concerns, and Perceived Difficulties Regarding the Provided SLS
Table 8 presents the needs reported by the parents of ASD children. The highlighted rows represent the most significant
needs, which, if addressed, can enable parents to meet the majority of their needs. The following were the needs reported:
methods for their children to express their needs, academic and employment opportunities, continuous and intensive
sessions, reduced session costs, centers for adults with ASD, and accessible schools for children with ASD. These
reasons constituted 79% of all identified needs. The remaining needs accounted for only 21% of the reported needs.

In the Pareto chart (Figure 4) ranking the perceived needs of parents with autistic children, accessible schools for their
children had the highest cumulative percentage among all needs reported by the parents. Table 9 lists all the concerns

Table 8 Percentage Values of the Reported Needs by the Parents: Pareto Analysis

Needs of parents Frequency | Cumulative Cumulative | % of the Total % of the Total
Value Percentage Number of Number of
Needs Parents

Pareto Analysis

Methods to help their children express their needs 12 12 28.57 33.3% 79%
and feelings

Academic and work opportunities 5 17 40.48

Continuous, intensive sessions 4 21 50.00

Reduced session costs 4 25 59.52

Centers for adults with ASD 4 29 69.05

Accessible schools for children with ASD 4 33 78.57

Non-profit specialized centers for children with 3 36 85.71 66.7% 21%
ASD

Courses about appropriate communication 3 39 92.86

methods to use with children with ASD

Public facilities for entertainment and sports that 3 42 100.00

are suitable for people with ASD
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Figure 4 Pareto chart ranking the perceived needs of the parents of children with autism (n = 42).

reported by the parents of ASD children. The highlighted rows are the major concerns reported by the parents: child

growing up with poor language and speech skills, lack of independence, child’s future, social interactions, and social

acceptance. These constituted 79.59 (80%) of all reported concerns, and the remaining concerns accounted for only 20%

of the total. Furthermore, in the Pareto chart (Figure 5) ranking the perceived concerns of parents with ASD children,

being socially acceptable had the highest cumulative percentage among all concerns reported by the parents.
Table 10 shows the difficulties reported by the parents of children with ASD. The highlighted rows indicate the most
significant difficulties they encountered, including high session costs, shortage of services, shortage of experienced SLPs,

irregular sessions, child’s refusal to attend the sessions, and short session durations, altogether constituting 78% of all the

difficulties encountered by the parents. The remaining difficulties accounted for only 22% of the total. In Figure 6, the

short duration of the sessions shows the highest cumulative percentage among all difficulties reported by the parents.

Table 9 Percentage Values of the Reported Concerns by the Parents: Pareto Analysis

Reported concerns Frequency | Cumulative | Cumulative | % of the Total % of the Total
Value Percentage | Number of Number of
Concerns Parents
Pareto Analysis
Child growing up with poor language and speech skills 13 13 26.53061 33.3% 80%
Child’s lack of independence 10 23 46.93878
Child’s future 9 32 65.30612
Child’s social acceptance 7 39 79.59184
Child’s social interactions 5 44 89.79592 66.6% 20%
Possibility of child abuse 3 47 95.91837
Not being able to afford session costs 2 49 100
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Figure 5 Pareto chart ranking the concerns of the parents of children with autism (n = 49).

Meanwhile, in Figure 7, the launch of new specialized ASD centers has the highest cumulative percentage among the
reported recommendations by the parents.

Table 11 lists the recommendations proposed by parents of ASD children. The highlighted rows present the most
significant recommendations made by the parents: increasing the number of sessions, reducing session costs, and
launching new specialized ASD clinics, which constituted 76% of all the reported recommendations. The remaining
concerns accounted for 24% of the total.

Discussion

This study explored the perceptions of parents of ASD children and their levels of satisfaction with the SLS provided in
Saudi Arabia. This work also examined the potential reasons for parents’ discontinuation of SLS, along with their needs
and concerns for their children. All these topics were investigated in this study to determine the relevant target areas for
supporting parents of ASD children in the KSA.

Table 10 Percentage Values of the Reported Difficulties by the Parents: Pareto Analysis

Difficulties Frequency | Cumulative | Cumulative % of the Total % of the Total
Value Percentage Number of Number of
Difficulties Parents
Pareto Analysis
High session costs 24 24 2791 33.3% 78%
Shortage of services 12 36 41.86
Shortage of experienced speech and language therapists Il 47 54.65
Irregular sessions 10 57 66.28
Child’s refusal to attend the sessions 5 62 72.09
Short session durations 5 67 7791
(Continued)
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Table 10 (Continued).

Difficulties Frequency | Cumulative | Cumulative % of the Total | % of the Total
Value Percentage Number of Number of
Difficulties Parents
Pareto Analysis
Child’s lack of progress 5 72 83.72 66.7% 22%
Long travel distance 3 75 87.21
Refusal of the case by the therapist 2 77 89.53
Unavailability of home services 2 79 91.86
Unavailability of services for older children | 80 93.02
Long waiting time before an appointment | 8l 94.19
Unavailability of group sessions | 82 95.35
The child speaks in the session but not at home. | 83 96.51
Unavailability of a therapist who provides services in | 84 97.67
English
Session schedule problems | 85 98.84
Slow progress | 86 100.00

Factors Associated with Parents’ Levels of Satisfaction with the SLS Provided

In this study, almost two-thirds of the parents reported that their children were diagnosed with ASD at an average age of
less than 4 years, matching the findings of different studies.?** This age is considered early compared with those found
in other studies®'*. Notably, parents who received an early diagnosis of ASD for their children (less than 4 years old)
had significantly higher levels of satisfaction with the SLS provided than those whose children were diagnosed at later
ages. It is possible that an early ASD diagnosis can enable a child to receive more healthcare services, thus reducing the
severity of symptoms and improving the QoL of both the child and the caregiver**°. Likewise, an early diagnosis can
significantly influence parents’ responses and enable them to better cope with their children’s conditions.*”-**

Similarly, the parents of children who had attended two SLT sessions per week reported considerably better
satisfaction levels, which could be attributed to the improvements noted in their children’s conditions—a finding
consistent with that of Adib et al.>' In a study conducted on ASD children who have speech sound disorders, the
greatest improvement was observed when the children received an average of 2.57 SL sessions per week for a period of 6
weeks.>® Intensive interventions can also improve communication and daily social skills, thereby resulting in ASD
children’s improved social behaviors.*’

Parents’ involvement is essential for effective SLT.*' For children, caregiver involvement can lead to better inter-
ventions and language outcomes.**** For parents, participation in interventions can improve their parenting skills, reduce
stress and conflict, and promote positive family interactions.***> Therefore, SLPs must provide parents with sufficient
information and support on how to implement different intervention strategies at home and ensure that parents understand
what they are doing.*® In the current study, the parents’ levels of satisfaction were significantly higher when they had
easier access to SLS, higher perceived helpfulness of information obtained, greater training received on how to apply
therapy exercises at home, and greater perceived respect and support from SLPs. Therefore, satisfaction can also be
determined by the quality of the relationship between ASD children’s parents and SLPs.*’

The availability of support groups can also reduce social isolation for the parents of ASD children, provide them
access to relevant information, foster meaningful interactions with other parents of ASD children, and allow them to
learn advocacy skills and gain confidence in their roles as parents.®'****° The parents in the current study reported that
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Figure 6 Pareto chart ranking the perceived difficulties of the parents of children with autism (n = 86).
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Figure 7 Pareto chart ranking the recommendations of the parents of children with autism (n = 86).
140 htps: Journal of Multidisciplinary Healthcare 2024:17

Dove!


https://www.dovepress.com
https://www.dovepress.com

Dove Al Awaiji et al

Table 11 Percentage Values of the Recommendations Made by the Parents: Pareto Analysis

Recommendations Frequency | Cumulative | Cumulative % of the Total % of the Total
Value Percentage Number of Number of
Recommendations Parents

Pareto Analysis

Increase the number of sessions 15 15 30 33.3% 76%
Reduce session costs 13 28 56
Launch new specialized ASD clinics 10 38 76
Teach parents ways to communicate with their 6 44 88 66.7% 24%

children with ASD

Give parents goals to work on at home and at 2 46 92
school
Consider the psychological states of the child and 2 48 96

the caregiver

Work with each child according to his/her own 2 50 100

condition

meeting with other people whose children had the same conditions facilitated the continuation of SLS sessions for their
children and increased their levels of satisfaction with such services. This support group is also important in increasing
awareness of ASD, thus helping parents and healthcare providers with the early detection of the disorder.*’

Reported Difficulties and Potential Reasons for Discontinuing SLS and/or Seeking
Services Outside the City

A Pareto chart was used to determine the main causes of discontinuing SLS so that necessary improvements could be
made.’® Interestingly, the difficulties experienced by the parents in the current study seemed to be associated in one way
or another with their tendency to discontinue receiving SLS for their children.

High SLS session costs were one of the most reported reasons to discontinue receiving the services, consistent with
the literature investigating financial constraints as barriers to accessing different rehabilitation services.’' > This
financial concern is valid, as the average monthly cost of therapy sessions is reported to be between a quarter and a
third of a family’s total monthly income in Jordan.'* A study conducted in the US found that the overall cost of raising a
child with ASD across his/her lifespan is over USD1 million.'® Thus, families who have children with ASD are more
likely to experience financial difficulties, require additional income to cover the costs of their children’s care, reduce their
work hours because of their children’s conditions, and spend more than 10 hours per week providing or coordinating care
compared with families whose children have other diagnoses.'*3*%

In the KSA, greater efforts have been directed toward improving the quality of healthcare services and facilities for all
people with special needs, including ASD, consistent with Saudi Vision 2030. As previously mentioned, financial support
is provided to ASD children through the MSA under certain conditions. Some, but not all, children receive services in
private centers with full government sponsorship.'® Thus, families that do not receive government support tend to spend
more funds enrolling in private centers to help their children (Khan et al, 2020). If no insurance is available, they must
bear full treatment costs.>®

Another reason reported by the parents for discontinuing their children’s SLS sessions and/or seeking services outside
the city was the nonavailability of specialized centers, possibly in nonmajor cities; this could be the reason families travel
to major cities, even outside the KSA, to receive ASD-specific services.”” In turn, this may increase treatment costs for
children with ASD. The parents also reported insufficient education, knowledge, and skills among healthcare profes-
sionals, a finding consistent with the literature.'®” The SLP educational program for undergraduate and graduate
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students in the KSA does not have a course that focuses solely on ASD; rather, ASD is just one of the topics within the
course.”® This might have contributed to the insufficient knowledge and skills of SLPs regarding ASD.

Another reason reported by parents for discontinuing services was the irregular schedules of the SLS sessions, which
can be attributed to the significant shortage of ASD services in the KSA.'® In addition, there is a shortage of SLPs
working in health centers in the KSA, thus contributing to the high demand for SLS.” It is recommended that all of the
abovementioned issues should be taken into consideration by policymakers.

Required Support for Parents of Children with ASD

All parents want the best possible future for their children, but the parents of ASD children seem doubtful of the
opportunities that the future can bring for their children. This is not surprising, as different studies have noted a lack of
available support for parents and limited socialization, employment, and housing options for families with ASD children,
especially those most affected by this disorder.®™®' A Pareto chart was used to analyze the data from 42 parents who
expressed the most important forms of support that they needed.

One of the needs reported by the parents was having a method for their children to express their needs. The importance of
communication for parents is probably linked to their fear that without language, their children will not be able to address their
needs, particularly around strangers, or that, as parents, they may not know that their children have safety concerns, such as
bullying.®* Nevertheless, the parents in the current study repeatedly mentioned the high costs of SLS and the need for frequent
and consistent sessions, both of which were previously reported as the main reasons why parents discontinued SLS for their
children. This issue is not surprising because, all over the world, families of children with ASD bear significant financial
burdens. If this problem is not solved, the burden will spill over to society.*®

Adults with ASD should have the same opportunities and rights as other people. However, because of the difficulties they
encounter in terms of communication, social interactions, and sensory issues, they may experience challenges in the future.
Unfortunately, as children with ASD become older, the use of rehabilitation services, including speech therapy, decreases.' ¢+
Therefore, centers for adults with ASD are needed, as reported by the parents in the current study. Training and support must also
be provided for individuals with ASD so that they can later have jobs and participate meaningfully in society.*® ®®

The need for future employment opportunities for their ASD children has been reported by parents in Middle Eastern
countries.*” This undertaking requires government assistance. The proper educational placement and future college lives of
children with ASD must also be considered, because they require special educational support (ie, social, communication, and
organizational support) and academic modifications.” In this regard, government funds should be directed toward providing
educational opportunities for children with ASD.”" Based on the findings above, a possible recommendation to meet most of the
parents’ needs is to consider the provision of multidisciplinary team-related school services for ASD children. These involve the
collaborative support of SLT, occupational therapy, physical therapy, and special education.

The parents in the present study also expressed other concerns. While many of these concerns faced by families

2 ..
7273 the same concerns related to uncertainties about the

74,76 77,78

caring for ASD children have been known for some time,

continuity of care in the future,”*’* being independent and living a normal social life, and fear of bullying were
expressed by the parents in the current study.

These needs and concerns highlight the importance of expanding the services provided to parents and their ASD
children across the lifespan of the latter. Evidently, a high level of parents’ unmet needs can be resolved by the provision
of optimal and affordable SLS and educational services. Therefore, greater financial, social, and emotional support could
help parents better tailor the interventions and services provided to children with ASD in the future.

Moving on to other recommendations suggested by the parents in this study, the major suggestions were as follows:
increased number of sessions, reduced session costs, and the launch of new specialized clinics. All these recommenda-
tions were previously reported as either concerns or difficulties. Therefore, healthcare providers (ie, SLPs) must
determine parents’ needs, concerns, and challenges and then work toward meeting the former’s expectations so that
the continuation of the desired care can be ensured.”” Furthermore, acceptable and sustained access to the necessary
services in various health care settings must also be provided,”® including SLS, as this would eventually affect parents’

levels of satisfaction with the services provided.
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Limitations and future research directions

While the current study provides valuable insights, several limitations should be considered. The first one is the small
sample size, which limits the generalizability of the study to the KSA population. Furthermore, more parents living in
other rural areas must be included to gain better knowledge of the difficulties and service restrictions they face.*® Second,
this study used a self-reported questionnaire, which means that reporting bias can also be a limitation of this study. Thus,
future research should consider the use of integrative techniques, such as mixed-method approaches (a combination of
quantitative and qualitative studies). Furthermore, the inclusion of a specific age group in the current study might have
accounted for non-response to the self-rating questionnaires, which must have influenced the high rate of non-completion
of the survey. Finally, the study included only parents of ASD children from a younger age group. Future research should
explore the difficulties and other challenges faced by parents of adolescents and adults with autism.

Conclusion

To the best of our knowledge, this is the first research in the KSA to investigate parents’ levels of satisfaction with SLS,
the support structures, and their needs and concerns for their ASD children. Parents with ASD children reported
increased satisfaction with early diagnosis, two weekly SLT sessions, adequate information and training, support from
SLPs, and improved communication skills. They also sought opportunities for work and education, continuous and
intensive SLS sessions, reduced costs, centers for adults with ASD, and accessible schools. The parents’ main concerns
involved their children’s poor speech and language skills, independence, and social acceptance. However, difficulties
such as high therapy session costs, shortages of specialized personnel, and irregular sessions hindered their children’s
ability to continue receiving SLS.

The current study also highlighted the importance of understanding the experiences of parents with SLS, addressing
the major factors that enhance the use of SLS by ASD children and improving their parents’ satisfaction with such
services. The information obtained from the parents’ experiences can help SLPs and policymakers identify important
areas for improvement. In the study, the parents repeatedly drew attention to the financial challenges they faced, in
addition to other difficulties mostly related to limited specialized centers, the lack of SLPs, and the need for intensive and
continuous SLS sessions throughout their children’s lives. The study further proposes the conduct of multidisciplinary
team-related research and the provision of evidence-based school services that involve the collaborative support of
special education and SL, occupational, and physical therapy specialists so that a holistic approach can be provided
intensively and consistently for ASD children.
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