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The purpose of this research was to better understand the challenges, as well as ways to overcome the aforementioned challenges, associated with sex and reproductive health education for parents of adolescents with autism spectrum disorder (ASD) from the perspective of parents. A qualitative multiple case study approach, including interviews and document analysis, was conducted to answer the research questions. The participants included 9 parents of adolescents with ASD, including (4) fathers and (5) mothers. Their children’s ages ranged from (13–19) years. Inductive coding was conducted to analyze the data collected. The findings suggested several challenges exist, including parents’ lack of knowledge regarding sex and reproductive health education and training on how to effectively teach their children. This lack of knowledge may contribute to unacceptable social demonstrations of sexuality by individuals with ASD, which creates another challenge for parents. The findings related to the second research question indicated families of individuals with ASD need more awareness and education, particularly on how to effectively educate their children on sexual matters. The importance of education regarding sexual matters for individuals with ASD within the school and community was also realized. The findings could help the Ministry of Education establish educational programs to ensure schools are equipped to educate individuals with ASD on sexual matters. The programs could also be beneficial if they provided training to parents on how to effectively provide sexual education to their adolescent children. The findings of this research could additionally provide insight to parents, general education teachers, and special education teachers on the importance of sex and reproductive health education for children with ASD.
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Introduction

Sex is considered one of the fundamental biological issues and is significantly correlated with psychological and physiological traits and differences at various life stages. Male and female are often the dichotomous variables used to categorize gender, although gender is not completely binary, but sometimes is categorized several different ways including, physical features from birth, self-identification, legal gender, and social gender in terms of behaviors and sexual expression (Lindqvist et al., 2020). However, there is a definite difference between the biological traits for the different genders and the ways in which those traits are expressed (Canadian Institutes of Health Research, 2020).

Adolescence and puberty are two of the most significant transitional phases in one’s life. Rapid growth and development in all areas, including physical, sexual, psychological, cognitive, emotional, and behavioral growth, are characteristics of this stage (Ballan and Freyer, 2017). This level of life is one of the most difficult and delicate, due to the difficulties and obstacles that accompany it as a result of the numerous changes that the person experiences (Sisk and Gee, 2022).

Sexual education is imperative during this time, as some adolescents do not understand the changes occurring in their body during this period of change (Wang, 2022). The primary goal of sexual education is to facilitate the transition from childhood to puberty and adolescence. It also focuses on all causes, developments, and changes related to sexual health (Wang, 2022). Relationships, interpersonal abilities, gender, sexual and psychological health, society, and culture are also included (Planned Parenthood, 2021).

It is also imperative individuals with autism spectrum disorder (ASD) receive sexual. Education. Symptoms of ASD typically manifest in childhood (Zamora et al., 2019; Othman et al., 2020). The majority of these individuals encounter numerous difficulties and setbacks throughout their lives. They often experience particular difficulties in adolescence, due to the circumstances and the potential for change in every area of growth (Ismiarti et al., 2019).

Some people incorrectly assume individuals with ASD are uninterested in relationships and sexual activity (Holmes et al., 2021; Weir et al., 2021). However, the results of the Sala et al. (2020) study indicated most adolescents with ASD tend to be interested in relationships and sexual activity and also have psychosexual characteristics and needs. They also show physical changes as a result of puberty, in addition to fluctuations and psychological changes, and an increase in the level of sexual instincts and motives (Muslikhah and Rudiyati, 2019).


Need for education

Teenagers with ASD condition may find themselves drawn to same-sex, bisexual, or heterosexual individuals and may experience more stress during their sexual development (George and Stokes, 2017; Weir et al., 2021). Due to obstacles with the process of communication and social interaction, one of the biggest challenges they encounter is their inability to express and understand their sexual feelings toward others and themselves. This inability to express themselves can have a negative impact on the development of sexual relationships (Stanojević et al., 2021; Teliti and Resulaj, 2022). The results of the Turner et al. (2017) study showed that inappropriate sexual behavior is more common in adolescence and adulthood for people with ASD, as they show sexual interests and behaviors in public, and this is what makes the behavior inappropriate and problematic. Research has suggested this is closely related to a limited level of sexual knowledge (Turner et al., 2017).

Among the common sexual practices practiced by adolescents with ASD are nudity, masturbating in front of others, touching their own and others’ genitals, looking at certain parts of the body of others, kissing others, and undressing in public (Pryde and Jahoda, 2018). These practices lead to a lack of acceptance by others (Ismiarti et al., 2019; Mann and Traver, 2019). Masturbation is one of the most common behaviors among adolescents with ASD, because it leads to their feeling of sexual satisfaction compared to other behaviors (Muslikhah and Rudiyati, 2019). Some mothers expressed the need to educate children with ASD on sexual actions that should be done in private (Daghustani and MacKenzie, 2022). Society rejects any inappropriate behavior that does not conform to cultural standards, which raises fear and anxiety for adolescents themselves and their guardians (Masoudi et al., 2021).

Without enough preparation, teenagers with ASD will feel confused and anxious as these changes occur in adolescence. This is true for all adolescent children, not only adolescents with ASD. However, neurological differences in adolescents with autism can impact these children’s development and the ways they explore their sexuality (Daghustani and MacKenzie, 2022).



Role of parents

Parents are the foundation for preparing children with ASD to face these changes and developments (Pryde and Jahoda, 2018; Daghustani and MacKenzie, 2022). Therefore, it is crucial for parents of teenagers with ASD to understand the significance of puberty and be knowledgeable of the changes that occur in their child’s sexual development, as well as the difficulties and sexual challenges that may ensue (Chamidah and Jannah, 2017). Parents should learn effective methods and strategies to teach adolescents the concept of sexual functions. This could help reduce the emergence of inappropriate sexual behaviors (Masoudi et al., 2021).

Most parents of adolescents with ASD believe that sexuality begins when they reach adolescence, although it begins in early childhood (Chamidah and Jannah, 2017). Research has indicated parents tend to discuss topics related to sex within a very limited and restrictive framework, such as personal hygiene and the privacy of their own places only (Gkogkos et al., 2019; André et al., 2020; Holmes et al., 2021). Also, this matter is sometimes opposed by parents, and perhaps this imposition is justified by some of the negative beliefs and ideas that are held by society. Some believe talking about sex leads to the emergence of sexual behaviors that did not exist previously, or that it enhances their attention, increases motivation and curiosity about matters related to sex, and may lead to experimentation (Pryde and Jahoda, 2018).

Research has suggested parents are exposed to psychological stress and anxiety because of their constant fear for their children (Mackin et al., 2016; Lestari and Aunurrahman., 2021). They are fearful they may be exposed to sexual exploitation and harassment, or abuse from others, due to their lack of sex education. The challenges faced by parents may lead them to suffer very negative psychological and health consequences, such as exposure to pressure, anxiety, stress and fear on a permanent basis (Masoudi et al., 2021).

Parents are the basis for preparing their children with ASD to face these changes and developments that occur in adolescence, and without good preparation, adolescents with ASD will feel confused and stressed during this period of their life (Pryde and Jahoda, 2018). In this sense, it is important for parents of adolescents with ASD to understand the importance of knowledge regarding the developments and changes that occur in their adolescent child’s sexual development and the resulting difficulties and challenges that exist (Chamidah and Jannah, 2017).

Sex and reproductive health education is one of the most difficult topics that parents of teens with ASD have to teach their children, because they do not have sufficient information and knowledge regarding matters related to sexual development (André et al., 2020; Gergelya and Rusu, 2021). Parents may realize the importance of sex education, but face difficulties and challenges that lie in not knowing how to teach their children or the appropriate method to use (Chamidah and Jannah, 2017). The failure by parents to use effective methods and strategies for adolescents on the concept of their sexuality could generate the emergence of many inappropriate sexual behaviors in the society in which they live (Masoudi et al., 2021). Therefore, it is imperative sexual education is offered, so parents are knowledgeable of their role and how to best educate their children (Alomair et al., 2021).



Role of schools

While the importance of sex and reproductive health education is important everywhere, worldwide, it is especially true in Saudi Arabia as sex and reproductive health education is not included in the formal curriculum (Horanieh et al., 2020a,b). Likewise, there is a lack of evidence-based sex and reproductive health education curricula geared towards the needs of adolescents with ASD (Stanojević et al., 2021). The curriculum, rather, is restrictive, consisting of a specific structure, related to core subjects, such as biology, and Islamic studies (Saudi Arabia Ministry of Education, 2019). Cultural, social and religious beliefs in Saudi Arabia make sex education a difficult topic, as Saudi differs from Western societies with extremely conservative views on sexuality, primarily driven by Islamic values (Al-subaie, 2019; Daghustani and MacKenzie, 2022).

Chamidah and Jannah (2017) substantiated these findings regarding schools’ absence of sex education for children entering adolescence in a study conducted in Indonesia, indicating there are multiple locations around the globe dismissing the need for this type of education. This lack of knowledge has led to children obtaining sexual information from other sources, which are likely to be less credible, such as the media, Internet, pornography, films and television. This can result in unsatisfactory behavioral consequences regarding sexual arousal and desire and lead to children learning the wrong sexual behaviors (Solomon et al., 2019).



Saudi Arabia

It is also worth noting the culture in Saudi Arabia has conservative views on sexuality (Daghustani and MacKenzie, 2022). Pre-marital and sexual relations outside the context of marriage are forbidden, so discussions around these topics outside of marriage are also often discouraged (Attaky et al., 2021). Literature on sexuality is also very limited. Research that does exist states sexual satisfaction is an important goal within dyadic relationships (Attaky et al., 2021). In the Islam culture, sex is supposed to be reserved for marriage. However, sexual satisfaction is an important goal within the confines of marriage for Arabian couples. Outside of marriage, however, it is taboo to even discuss sexual activity. Therefore, some mothers in Saudi Arabia expressed their hesitation with educating their children on such topics (Daghustani and MacKenzie, 2022). Despite these challenges, it is important that parents, as well as special education teachers, or specialists within schools ensure adolescents in Saudi Arabia are properly educated on this topic.



Research questions

This study sought to evaluate the challenges of sex and reproductive health education for adolescents with ASD in Saudi Arabia and to fill the gap in previous literature by focusing on family’s perspective. This study also sought to discover suggestions for overcoming the challenges parents of adolescents with ASD face related to sex education. Therefore, the following research questions are developed:

1. From the parental perspective, what are the challenges in the provision of sex education in adolescents with ASD?

2. What are ways for parents of adolescents with ASD to overcome identified challenges in the provision of sex education?




Method

This study used a qualitative multiple case study approach for collecting data through interaction and direct involvement with parents of adolescents with ASD. Qualitative research, according to Creswell (2014), is “an approach for exploring and understanding the meaning individuals or groups ascribe to a social or human problem” (p. 32). Qualitative research involves collecting data in participants’ natural setting. An inductive approach is then utilized to analyze the data and establish themes from specific information to draw more general conclusions. This methodology was selected, as it is one of the most comprehensive approaches that achieves a deep understanding of all the details (Crowe et al., 2011), such as providing an accurate description of all the issues facing parents of adolescents with ASD in relation to sex education, while also revealing their views and experiences regarding the challenges and obstacles that occur. In addition, this technique addresses solutions and proposals that contribute to ideas for improvement, according to one’s own experiences, in order to achieve the best possible results.


Instrument development

The researchers developed interviews, which is a semi-structured way to collect data. The interviews were conducted using a set of open questions, in order to enhance the discussion and to obtain accurate and detailed data. An experimental interview was conducted, and the main objective was to ensure the questions were clear. They were rephrased and developed, if necessary. The approximate amount of time the interview would take to complete was also estimated. Additionally, the researchers ensured the questions flowed in a sequential manner, for ease of use with the participants. A pilot study is beneficial in qualitative research, as it enables the researcher to refine, revise, develop data collection tools, and take advantage of proposals presented (Yin, 2014; Creswell and Poth, 2018).

The study and interview questions were divided into two parts. The first part included the first study question, which inquired about the challenges of sex education for adolescents with ASD from the point of view of their parents. This included a set of six open-ended sub questions, which sought to answer the first aforementioned research question. The second question inquired about improvement proposals to reduce the challenges of sex education for adolescents with ASD. The second part included interview questions that were built through the study’s second research question, which included two open-ended sub questions. Therefore, in total there were eight questions, six in the first part, which facilitated answering the first research question and two in the second part, which helped with answering the second research question.

In addition to the interviews, document analysis was used as a tool that provided additional data that did not appear in the interviews. Participants were asked to provide documents related to their attendance at courses or lectures in the field of sex education. Some of the participants submitted the required documents, except four of them, who were unable to do so because they did not have them. Then all the obtained documents were analyzed. These documents varied, and included certificates participants received from attending educational lectures and training courses related to sex and reproductive health education and puberty for individuals with ASD. The data had become sufficient and clear. The details are included in the Table 1. Another interview was also conducted for more confirmation and assurance, as Creswell and Poth (2018) recommended. Additionally, the researchers continued to undergo field visits to collect data until he reached the degree of saturation for all categories, and no new data appeared (Saunders et al., 2018).



TABLE 1 Document analysis on parents’ previous educational experience on sex education.
[image: Table1]



Participants

A number of parents of adolescents with ASD who were present in public schools and day care centers in the Kingdom of Saudi Arabia were selected in the city of Makkah, and they were chosen according to the intentional method. This method was utilized, because it helped with finding participants with the specified criteria (Lauretto et al., 2012). The main criteria included being the parent of a son with ASD, who had reached adolescence, and a letter of participation request was used for attracting participants. Additional criteria suggested knowledge in sexual matters related to adolescence, such as receiving prior education or training, even if it was obtained independently or informally from friends or social media. Because there is not often formal sexual training in Saudi Arabia, former background included parents obtaining information from the internet, which is one of the primary sources of sexual education in Saudi Arabia (Alomair et al., 2021). However, this was not a requirement, because the researchers wanted a range of previous training from the participants. The final criteria included being from the city of Makkah.

The number of participants in the study was (9) parents of adolescents with ASD, including (4) fathers and (5) mothers. Their children’s ages ranged from (13–19) years. The adolescents with ASD were males. This is because there were more male students with ASD, which aligns with previous findings by Duvekot et al. (2017) which found a 2.6 to 1 ratio of males to females diagnosed with ASD. The sample size of 9 students enabled the researchers to obtain more detailed, reliable and accurate data. To preserve the privacy of the participants, they were not be called by their real names in the study, but rather these names were encoded (Table 2).



TABLE 2 Characteristics of parents of adolescents with ASD.
[image: Table2]



Data analysis

The inductive method was used to analyze the subjects and the data from the personal interviews (Thomas, 2006). This method depends on the organization and sequence and on the development of data with compatible and different denominators within the main topics that answered the basic questions of the study. This approach was utilized because it enabled the researchers to generate overarching findings from the raw data, which was collected (Thomas, 2006). The interviews were done in Arabic. They were then recorded and transcribed in Arabic to allow for thematic analysis. The data was analyzed in Arabic. Three coders, two who had doctorate degrees and one who had a Masters degree in special education, helped with the coding process. Follow-up data analysis was based on seven main steps for analyzing the topics mentioned by Al-Abd Al-Karim (2020), which included organizing the data, where all the data was dumped on the computer via the Word program. Each participant had his own file, and all the texts were read and reviewed. Additionally, the recordings were listened to over again, with a focus on identifying all the important points. This enabled the researchers to go deeper into the available data to ensure all data was written and free of errors and that the data had become familiar and clear. The coding process then began, which was one of the most important steps that depended on the use of objective analysis, where notes were placed on all important texts manually, and were then coded with simple words or phrases, after which many topics of important data were extracted (Lester et al., 2020).

The notes were recorded by reviewing all subjects in depth again. The goal was to have points and topics revealed that did not appear clearly in the initial coding and in extracting the topics. After the completion of the previous step, patterns were identified, and the related phrases were linked to each other in one group, then the phrases that were similar in terms of agreement and disagreement were extracted and placed among the main topics. After that, the results were formulated, and in this step, the data was written, formulated, analyzed, and interpreted sequentially to discover the participants views on the subject of the study. The results were verified, as all the main and sub-topics and phrases that were coded in each of the main topics were reviewed and then discussed. The three coders kept working until they reached agreement on all of the codes. The coded data was then translated to English. The main and sub-topics and phrases were then developed in English. The two versions of codes (Arabic and English) were then compared by the professionals to ensure the translated codes were accurate. This translation process allows for research transparency and helps ensure meaning is not lost in translation (Ho et al., 2019). Intercoder reliability was established to help with the reliability of the findings. Finally, the final report was written, and this was the last step to explain all the detail of the study.




Results

This study included (9) parents of adolescents with ASD, including (4) fathers and (5) mothers. The average age of the participants in the study was (50) years, ranging from 40 to 68 years. Most of the participants had received undergraduate diplomas (Bachelor’s degree). The participants’ children were adolescents with ASD, between the ages of 13–19 years old. The results of the current study were divided into two main parts, including a section regarding the most important challenges of sex education facing parents of adolescents with ASD and a section discussing the most important needs and suggestions that may contribute to reducing these challenges. The participants’ responses to the first question generated (2) main themes, including challenges related to the concept of sexual education and challenges related to inappropriate public behaviors. As for the second question of the study, the responses also developed (3) main themes for this question, including family awareness and education, the importance of education within the school, and community participation.


Challenges related to the concept of sex education

To answer the question related to the challenges facing parents of students with ASD, the first theme that emerged was challenges related to the concept of sex education. The lack of sufficient information and expertise on the concept of sex education constitutes a major challenge in this aspect and participants’ responses indicated there was a discrepancy in parents’ knowledge and information about sex education, as some of the parents did not have any knowledge regarding sex education. Father number two stated, “This is the first time I have heard about sex education.” On the other hand, these participants expressed their personal interpretation of the term sex education through information available to them. The parents expressed their knowledge was limited to several primary areas, including personal hygiene, protection from sexual assault, and the ability to marry and establish private relationships. The second and third father both stated that sex education meant discussing personal hygiene, marital life, and how to deal with sexual harassment.

Parents expressed they did not feel equipped with knowledge of appropriate methods to educate their children on sexual matters. This was evident by M (3)’s comment expressing she did not know how to control her son’s sexual behavior, as he stated “there are ongoing sexual behaviors, and I do not know how to deal with them or the right way to deal with them.” Another parent expressed verbal indoctrination was their only educational method, as F (2) stated, “we did not use any educational method, because I do not know, but verbally, at least it is wrong and defective.” M (1) also stated “I used direct communication with him. At least, do not do this, because it is wrong and forbidden.”

Conversely several parents stated they had received sexual education training. Document analysis substantiated this finding, as the documents of F (1), M (3), M (4), and M (5) showed that they received educational lectures related to sex and reproductive health education for people with ASD, and that they underwent training courses on puberty and adolescence. However, despite this training, some parents still did not feel properly equipped to educate their children, as M (3) had previously expressed how she did not know how to control her son’s behaviors regarding sexuality. This implies more training is needed.

Some participants indicated that they did not want to teach their children about sexual matters, due to their negative attitudes and ideas toward sex education. For example, parents expressed their concern about new sexual problems arising, due to sex education. The first and fourth father stated they did not educate their children with ASD, because they felt bringing sexual matters to their children’s attention might cause their children to explore their sexuality, leading to unwanted sexual behaviors.

Conversely, some participants expressed the importance of education at this stage. F (3) stated he found sex education to be very important, especially during adolescence. He felt sex education helped children with personal hygiene and encouraged purity, limiting their sexual exploitation and the emergence of non-consensual sexual behaviors. He stated, “sexual education is very important. I support this being done in schools. It is a stage that everyone goes through regardless of disability.” Mother number five agreed stating, “they must be taught that there are parts of the body that no one should touch, as well as personal hygiene and many matters related to sexual behaviors that people with ASD must learn.” Parents also face challenges in teaching their children the skill of personal care and hygiene, and some of the participants explained the difficulties they face with their children regarding care and personal hygiene during puberty and adolescence. For example, M (4) stated, “as for personal care, I do it, come on, because he does not depend on himself a lot.”



Challenges related to inappropriate public behaviors

Parents also expressed their concerns regarding challenges related to inappropriate public behaviors. Parents of adolescents with ASD may be exposed, at this critical stage, to challenges regarding sexual behaviors, which are unacceptable in society. For example, F (2) stated, “he masturbates a lot, and more than once I saw him.” M (5) also expressed her concern, stating “my son used to masturbate in front of a maid, so that he felt as if he had worked with her.” F (3) faced a challenge with his teenage son, represented by him watching pornographic clips: “I saw him watching a clip on YouTube that was about sexual matters. Frankly, I was shocked and immediately pulled the phone from his hand and locked it permanently from him.”



Family awareness and education

The next question sought to answer proposals to overcome the aforementioned challenges. The first theme that emerged was related to family awareness and education. Parents and family members’ acceptance of adolescents with ASD is one of the most important basic elements, and the responsibility rests primarily on family members in providing information related to sexual matters. This was confirmed by the participants’ answers. For example, F (5) stated “I see that they are important. The family is aware of sexual matters and all the ways they use them.” F (3) stated, “at home it is important that the family be aware of this issue, and be a united hand, and all of them must know the methods that suit the needs and abilities of the autistic group, especially the teenage stage.” If parents are not educating their children, it is apparent adolescents will receive the information from other sources, as evident by F (3)’s statement about his son watching pornographic clips about sexual matters.

Some parents even realized the importance of taking the initiative to receive training to ensure they were properly equipped to educate their children with ASD on sexual matters. F (1), M (3), M (4), and M (5) all expressed they had received educational lectures related to sex and reproductive health education for people with ASD, and they underwent training courses on puberty and adolescence. This helped them to be prepared, while developing the knowledge and skills they needed to teach their children.



Activating the role of the school

This was the next theme that was generated from participants’ responses to the second research question. The design and teaching of sexual education curricula in schools is considered one of the main pillars to overcoming challenges associated with adolescents with ASD regarding sexuality. Some of the participants in the current study suggested that educational curricula on sexual education should be prepared for adolescents with ASD, as well as their parents. This is evident through the following quotes: M (4) “Design a special curriculum. Sex education, like any other course, should be taught. F (4) stated, “In Saudi Arabia, it would be very nice if special curricula were created on sexual education for parents and adolescents, but unfortunately we lack this subject.” M (3) reported that government schools and day-care centers in the city of Makkah Al-Mukarramah lack curricula and scientific material: “Schools and centers are few, and even the lack of scientific material, although I tried and searched and searched for a model, for example, how to teach her to clean herself, or even if there are models, but unfortunately I found none of these things.”

When responding to potential solutions to challenges regarding sexual matters for adolescents with ASD, M (4) replied, “to provide sex and reproductive health education programs in the three academic stages.” The education should vary according to children’s age and stage, or grade, in school. The mother went on to explain when children are in the primary stage, pictures could be used to explain body parts which are forbidden to be touched by anyone. They can later be taught about sexuality, relationships, and marriage. These responses substantiate the need for effective school sexual education programs for adolescents with ASD.

The role of teaching adolescents with ASD sex and reproductive health education is not only the responsibility of parents and general educators, but also includes the involvement of special education teachers, or specialists. Therefore, special education teachers must be aware of the stages of adolescent development and all areas of sex and reproductive health education and how to use effective educational methods. For this reason, M (3) expressed the importance of schools hiring special education teachers, as general teachers may not be knowledgeable regarding ASD and about effective teaching methods for these students. She stated, “they are supposed to hire special education specialists in integration schools. She is the one who gives them the idea, because they know how to deal with them more than anyone else.” M (4) reported that special education teachers must go to schools and hold educational courses for general education teachers: “The specialists go to schools and educate general education teachers so that they know about all the sexual issues that they may encounter with autism and how to behave with them in this respect.”



Community participation

Among the most prominent agencies that provide community services are mental health clinics, striving to provide solutions to community members regarding problems they are facing. Parents expressed the need for these services, because of the pressure they face raising children with ASD. M (5) stated, “there should be individual and group psychological sessions for mothers, and they should talk about sexual matters.”

The task of specialists is not limited to teaching and educating adolescents with ASD and their parents, but rather their role extends to include the whole community. Therefore, it is necessary to provide education and awareness of all the transitional stages that they go through, in addition to expanding the publication of topics related to the field of sexual education. The development of technology and the use of distance education systems makes educating parents and adolescents with ASD and society about the physical and psychological changes that occur to adolescents and the subsequent behaviors, or sexual changes, more viable. F (3) substantiated this stating, “it is necessary for specialists to do this subject through, for example, lectures, brochures through social media. It is possible to do more remote lectures for the puberty and adolescence period.”




Discussion

The results of the current study indicated that there is a difference in the opinions of parents of adolescents with ASD in their concept of the term sex education, protection from sexual exposure, and marriage. This result is consistent with the study by Holmes et al. (2019) which indicated information about sex education is presented within a limited framework. This finding also aligned with findings by Chamidah and Jannah (2017), which found some parents of adolescents with ASD were knowledgeable regarding sexual development, growth, and sex education.

Additionally, there were differences in the training parents stated they received. Specifically, three females and one male stated they received training. It is worth noting the age discrepancy between the mothers and the fathers in this research. The fathers ages ranged from 51–70 years of age, while the mothers ages ranged from 41–60. Research has indicated parents are getting married later in Saudi Arabia than they previously did, due to education and career aspirations (El-Haddad, 2003; Al-Khraif et al., 2015). The age discrepancy could be the reason less fathers reported receiving training on sexual matters for teenagers with ASD, as there is not much formal training available, and most training comes from the internet (Alomair et al., 2021). Older parents may be less likely to utilize the internet (Fierloos et al., 2021). However, more research is needed to confirm this. The reason mothers had received more training could also be because mothers in Saudi Arabia tend to be me more involved in parenting, as the role of parenting is highly gendered (Daghustani and MacKenzie, 2022).

The findings of this research also suggested some parents do not want their children to receive sexual education, as they believed it may draw their children’s attention to undesirable sexual matters and generate the emergence of socially unacceptable sexual behaviors. The Pryde and Jahoda (2018) study agreed in terms of the fear of mothers of adolescents with ASD. Their finding similarly indicated mothers irrationally fear sex education may create the development of sexual behaviors that did not previously exist and may increase sexual desires (Pryde and Jahoda, 2018). Daghustani and MacKenzie (2022) also found mothers had varied responses from teaching their children about sexuality and privacy regarding sexual acts to avoidance to try to succumb their desires. This confusion and these varied approaches illustrate why training and awareness is warranted to clear up these misconceptions and to help parents realize the importance of training and education.

This research also shed light on the challenges parents of teenagers with ASD face regarding teaching their teenage children the skill of personal hygiene and taking care of private places. Parents expressed how they did not feel they could effectively teach their children these skills. André et al.’s (2020) research substantiated this finding, indicating the challenges associated with teaching students, especially adolescents, the skill of personal hygiene. It is clear training and information need to be made available to these parents. A network where parents could communicate their successes and challenges would also be helpful, so these parents do not feel like they are alone in their attempts to teach their children.

The results of the study also indicated the most common sexual behavior among adolescents with ASD is masturbation. Pryde and Jahoda (2018) also found adolescents with ASD masturbate in public. The results of the study showed that parents do not have sufficient knowledge about methods to ensure children’s sexual behavior is done in appropriate settings and effective ways to educate them on matters related to sexual education. Some parents’ strategies were limited to verbal indoctrination in this study, and research by Holmes et al. (2019) confirmed that the most highly utilized method for teaching sexual education was the verbal indoctrination method. Both Chamidah and Jannah (2017), as well as Rooks-Ellis et al. (2020) studies agreed that parents were not knowledgeable of effective teaching styles and ways to help their children in these respects. This furthermore substantiates the need for training, information, and collaboration between parents, so they have information and a network of other parents to share their experiences. Daghustani and MacKenzie (2022) also expressed the need for support educationally, within families, and socially for parents raising children with ASD and navigating how to best educate them regarding sexual matters.

Conversely, some parents realized the importance of sex education for their teenage children. Additionally, some parents recognized the need for parental knowledge and awareness of the physiological changes that occur for adolescents and the need to effectively teach adolescents with ASD about these natural changes. This finding aligns with research by André et al. (2020), as parents desired to obtain additional information on topics of sexual education. It also aligns with the study of Gergelya and Rusu (2021), where parents realized the importance of sex education for their adolescent children with ASD in all stages of their lives. Similarly, Chamidah and Jannah (2017) found that sex and reproductive health educations should be provided to their adolescent children with ASD, because this type of education is one of the basic foundations in the education process. Therefore, it is evident children also need to receive relevant education.

The results of this study confirmed schools do not adequately provide sex and reproductive health education to students with ASD, or equip their parents to provide the necessary education. Sex education specific to students with ASD is not included in the curricula, according to parents in this study. Among the most prominent proposals put forward to overcome the challenges of sex education is the design of special curricula for sex and reproductive health education prepared by specialists. Results of research by Pugliese et al. (2019) found including age-appropriate sex and reproductive health education in school curricula for parents with ASD had positive results in terms of increased knowledge. Similar results were found when parents were given access to sex and reproductive health education materials for their children by the schools. Plexousakis et al. (2020) had similar findings, noting sex education helps children express their feelings, establish healthy social and private relationships, and increase awareness of one’s body. It is evident curriculum needs to be updated to include sex education for all students, specifically those students with ASD.

It was also proposed to activate the role of mental health clinics for parents, as they work to help parents find solutions, in addition to reducing the burden and pressures they go through. Among the proposals is also the provision of awareness and educational lectures by specialists on the concept of sex education, to include society as a whole. The study of Chamidah and Jannah (2017) agreed that holding lectures and training seminars contributes to greater awareness and understanding related to sex education.

This study was unique and warranted, as it included both mothers and fathers. There is not much research on this topic, and the research that does exist mostly includes mothers’ perspectives (Daghustani and MacKenzie, 2022). This research offered varied perspectives, which is very important to include, especially in a culture like Saudi Arabia where cultural gender differences exist.



Limitations

One of the most important difficulties that we faced when preparing the current study was during the collection of data, as it was difficult to find willing participants. This was due to the lack of schools and centers that attract adolescents with ASD in the city of Makkah, in addition to obtaining rejection from many parents. This is likely due to the sensitivity of the subject and parents’ fear to participate. Additionally, the small sample size reduces the generalizability of the study to additional regions in Saudi Arabia, so more research needs to be conducted to affirm the findings. There is also a risk of bias with a qualitative, multiple case study approach. The researchers were careful to extract personal opinions and had multiple professionals help with coding and data analysis. Additionally, the researchers were careful to establish intercoder reliability and agreement with the coded data. Finally, the possibility of a potential selection bias exists. Individuals with conservative views may not have felt comfortable participating in this study, due to the topic.



Recommendations and future research

The two researchers recommend early detection of sexual behavioral problems that appear during puberty and adolescence for people with ASD in order to reduce sexual challenges. Individuals with ASD must receive age-appropriate sexual education by their parents, beginning in childhood, so they are prepared for the changes and developments that occur to them during their different stages of growth. It is important special education teachers, or specialists, prepare special curricula on sexual education for people with ASD in all educational stages in a scientific and educational manner. Therefore, it is important special training programs are developed for adolescents and parents of individuals with ASD to address the challenges of sex education as they transition into adulthood. In addition to designing educational programs related to sexual education topics and testing their quality and effectiveness, it is helpful if special education teachers, or specialists, provide lectures and workshops on sexual education and its importance to educate the community, with the aim of sharing appropriate methods to meet the challenges of sexual education. It would also be helpful if the media issued content targeting adolescents with ASD, their parents, and society as a whole, by providing them with information related to sex education. Finally, it would be helpful if parents of teenagers with ASD were able to network and communicate about their successes and challenges. This could be done via technology, such as social media groups.

The researchers suggest conducting more research and studies on the concept of sex and reproductive health education for adolescents with ASD with the aim of accurately identifying the challenges that appear in this field, appropriate solutions, and strategies for the implementation of the proposed ideas. The current study focuses only on the city of Makkah, so additional research should be conducted to include additional regions of the Kingdom of Saudi Arabia with different variables. Additionally, the current study focuses on the perspective of parents of adolescents with ASD. Additional research could include the perspective of teachers, including both general education teachers and special education teachers. The researchers also recommend the development of a training program that focuses on the process of conveying sexual knowledge and concepts by parents to their adolescent children with ASD.
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