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Challenges in the Diagnosis, Management, and Support of Children with Autism Spectrum Disorder in the United Arab Emirates: A Narrative Review

Abstract 

Introduction:
Autism Spectrum Disorder (ASD) is one of the most important neurodevelopmental disorders with major implications for affected children and families, as well as healthcare systems. Despite increased global awareness and implementation of early intervention programs globally, families face challenges in managing care for individuals with ASD. These challenges include disparities in service access, financial burdens, and stigma, especially in culturally diverse environments like the UAE.

[bookmark: _GoBack]Methods:
The narrative review was conducted on studies published on various databases including PubMed, Scopus, Web of Science, and Google Scholar. The studies included in this review focused on the experiences of families caring for children living in the UAE diagnosed with ASD up to the age of 18 years. In total, there were 250 studies on children living in the UAE diagnosed with ASD. Of these studies, 28 used qualitative, quantitative, or mixed-method designs.

Results and Discussion:
There is a lack of epidemiologic data on ASD in the UAE, and existing data are derived from hospital, school, and survey studies rather than a national registry. The majority of caregivers are mothers, who experience significant anxiety, stress, stigmatization, and a lack of psychosocial support services. There is a substantial disparity in the availability of diagnostic and treatment services for ASD across the Emirates. These findings demonstrate that despite growing policy initiatives and service enhancement, structural, financial, and sociocultural barriers continue to limit fair access to timely and effective ASD care in the UAE.
Conclusion:
The results reveal that despite the increase in policy initiatives and improvements in the delivery of health and social care services, there are still barriers to the delivery of equitable and effective ASD care.
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Introduction 

Autism Spectrum disorder (ASD) is characterized as a neurodevelopmental condition with early childhood onset. It includes social communication deficits and restricted, repetitive behavioral patterns [1, 29]. Due to improved awareness and early diagnosis, over the recent years, ASD has shown a global prevalence of approximately 1%, posing as a major public health concern [2]. Early identification and timely intervention strongly suggest improved Developmental, educational, and social outcomes [3, 30].

The United Arab Emirates (UAE) has a unique structure in terms of ASD care as the population is multicultural with both Emirati nationals and a large expatriate community, resulting in highly diverse languages, beliefs, and norms. The services for ASD care are offered through a mixed public and private healthcare system, wherein government-funded services are predominantly used by local nationals, and private-sector services are commonly used by expatriates [4]. The UAE has undergone substantial growth in special education programs, therapy centers, and national policy initiatives addressing autism over the past few years [4].

Even with these advances, the families of children with ASD still struggle and encounter difficulties with delayed diagnosis, financial burden, and social stigma [5]. This narrative review aims to offer a UAE-based perspective that discusses the families' experiences of raising children with ASD, challenges with diagnostic and therapeutic services, financial burden, and societal barriers affecting autism care. By collecting and presenting data from the existing literature, we aim to identify key challenges and gaps in autism care in the country in order to aid policymakers and healthcare workers in optimizing support for the children and their families.

Methods

Study Design
This study is a narrative literature review that utilizes published studies on family experiences, access to services, and system-level obstacles to autism spectrum disorder (ASD) care among children in the United Arab Emirates.

Literature Search Strategy
A literature search was conducted across the following databases PubMed, Scopus, and Google Scholar. The search was performed between January 2015 and January 2026, using keywords such as autism, autism spectrum disorder, children, parents, family, services, United Arab Emirates, UAE, Dubai, and Abu Dhabi. Reference lists of included articles were also traditionally reviewed to find more relevant studies.

Eligibility Criteria
Studies were included if they met the following criteria:
· Studies reported information from the United Arab Emirates
· Children under the age of 18 years with ASD
· Reported family experiences, healthcare or educational service access, diagnostic pathways, or system-level barriers
· Utilised quantitative, qualitative, or mixed-methods designs
· Studies published in English
Studies were excluded if they:
· Did not focus specifically on ASD
· Did not focus on UAE-specific findings
· Aimed at adult populations
· Were biased without empirical or policy relevance

Grey Literature
Grey literature, comprising government policy documents and institutional documents, was included to include system-level and educational insights not consistently represented in peer-reviewed studies.

Study Selection and Synthesis
The search strategy provided 250 studies, of which 28 studies met the inclusion criteria after rigorous screening. Due to heterogeneity in study designs and findings, outcomes were created using a thematic narrative strategy, with evidence grouped into key thematic groups.


Overview of ASD in the UAE Pediatric Context 

In reported UAE-based studies, diagnostic pathways primarily involve parental or educational concerns followed by referral to developmental pediatricians, psychologists, or multidisciplinary teams [6]. While major cities have access to specialized services, this may be limited in smaller cities, contributing to diagnostic delays.

Due to the absence of a national registry, the epidemiology of ASD in the UAE is not clearly known. The existing estimates are mostly from hospital-based, school-based, or survey-based studies, which may not fully capture the nationwide prevalence [6]. In recent years, higher diagnostic rates have reflected improved awareness, screening, and expansion of diagnostic services.[7] Nevertheless, a lack of standardized national data poses a challenge in the accurate assessment of prevalence and long-term planning of services.
Family experiences of raising a child with autism in the UAE 

· Parental Knowledge and Awareness of Autism. 
In the UAE, parental awareness of ASD varies at the time of initial symptoms. Several UAE-based studies report that many parents have a limited understanding of early developmental signs, contributing to delayed seeking medical assessment [8]. Pediatricians, psychologists, and developmental specialists serve as valuable sources of information, although social media and online platforms have a rising influence on parents' knowledge, providing both supportive and misleading content [9][10].

Evidence from a Dubai-based study suggests that, despite increasing awareness of autism, gaps remain in early recognition and understanding among families, particularly in accessing reliable information and appropriate support services [11]. These findings highlight the necessity for culturally appropriate, locally targeted educational initiatives within Dubai's healthcare and educational framework [11][12]. 

· Emotional, psychological and social impact on families
Existing literature consistently reports significant emotional, psychological, and social challenges among families of children with ASD [13]. In the context of the United Arab Emirates, these effects are influenced not only by the requirements of the child but also by societal norms, cultural expectations, and the design of support systems [14].

There is a growing number of local and global researchers who show that families with children diagnosed with ASD experience significant levels of parental stress, anxiety, and caregiver burden, especially those who frequently express increased psychological strain [15][16].

According to several studies carried out in the Gulf region, there is a significant disparity in the levels of stress among parents of neurotypical children or other developmental disorders and parents of children with ASD, who report much higher levels of stress. Multiple different stressors have been reported, but they commonly include concerns about the child's future independence, financial strain related to therapy costs, behavioral challenges and their management, and anxiety surrounding diagnostic uncertainty and available treatments [17][18].

Reported studies also identify confounding factors such as limited publicly funded services and longer waiting times for specialized care, especially outside major urban centers [19].

· Parental roles and caregiving dynamics 
Diagnostic uncertainty is one of the major factors determining parental anxiety around ASD. Many parents report experiencing extended periods of significant emotional and psychological distress during the wait time before receiving an official diagnosis from their doctor. Feelings of shame, self-blame, guilt, and the fear of being judged or perceived negatively are some of the common reported stressors. Qualitative caregiver studies from Middle Eastern countries show a pattern of hope and powerlessness among such parents, especially when confronted with contradicting information from healthcare providers and educators [20][21].
Caregiving responsibilities have been reported to affect daily activities and work commitments, with mothers being disproportionately affected as they take up primary caregiver roles, having to cut back on hours or leave their jobs altogether. Moreover, these stressors have shown to negatively impact marital relationships, but it is noteworthy that spousal support and assistance increased resilience among parents [14][15][22].
Social isolation and withdrawal are often noted among such parents, commonly fueled by worries about societal responses to behavioral issues and stigma associated with developmental disorders [21]. Some families may opt to conceal the diagnosis to prevent being labelled, stigmatized, or discriminated against, which can further hinder access to resources, necessitating the introduction of psychosocial support services in addition to clinical treatments.
In UAE-based studies, cultural and gender norms are key determinants of caregiving responsibilities among families. Caregiving responsibilities have been reported to affect daily activities and work commitments, with mothers being disproportionately affected as they take up primary caregiver roles while fathers assume financial responsibilities. Some maternal roles include, but are not limited to, handling routine maintenance, coordinating therapy, and interacting with healthcare and educational systems. This forces many mothers to cut back on hours or leave their jobs altogether. As a result, they often experience higher levels of burnout, stress, and emotional fatigue. According to recent research, active paternal involvement has been linked to better family functioning and less maternal stress, especially in urban and younger households [14].
Domestic assistance is another aspect of caregiving in the UAE. Although this can lessen the practical burdens, problems occur when caregivers are not trained in handling children with ASD, which may affect care quality and continuity [23].
Extended family engagement varies in some situations; it can be supportive, but in others, it can be stressful due to stigmatizing beliefs or a lack of awareness and understanding about these conditions. This highlights the value of inclusive caregiving strategies and family-centered education.
Access to diagnostic and therapeutic services
· Pathways to diagnosis
Early diagnosis of ASD in children improves long-term outcomes in terms of improved language, cognitive, and social skills, as well as a higher degree of independence in adulthood. It also lowers parental stress and makes early specialist intervention possible, which may boost developmental gains [23][24]. Despite the benefits of early diagnosis and prompt intervention, this remains challenging in practice.

With regard to the UAE, literature indicates that families frequently discuss developmental issues with pediatricians, primary care physicians, or early education facilities initially. Inconsistent use of standardized screening tools, fragmented referral pathways, and differences in provider understanding continue to be major causes of diagnostic delays. Parents are often reassured that developmental concerns will resolve over time, which leads to a lay referral to specialists. Furthermore, diagnostic services are predominantly private, placing parents under a significant financial burden. High-quality services are concentrated in larger Emirates, giving rise to geographical disparities in accessing adequate medical care. To complicate matters further, there is a mismatch in demand and availability of specialists, forcing families to navigate several medical appointments before receiving a formal diagnosis [25].

Recent efforts in screening initiatives aim to facilitate early detection and referral to overcome these hurdles. However, implementation and execution remain inconsistent across the Emirates, necessitating standardized screening practices and clearer referral pathways.

· Availability of Interventional Services and Financial Considerations

Access to interventional services following a diagnosis of ASD poses ongoing challenges for families, as reported in UAE-based studies. Evidence-based interventions such as occupational therapy, speech and language therapy, and behavioral therapies like applied behavioral analysis (ABA) are mostly offered by private providers with little access to the public sector. In addition, governmental support services are largely accessed by the local Emirati population, who receive aid and support from the state. Meanwhile, the expatriate population has to rely on either limited insurance coverage or personal funds to cater to the needs of their child. [6]. Service availability is also a major concern as larger cities like Dubai and Abu Dhabi provide better access than smaller ones, causing a considerable geographical disparity in ASD care across the Emirates. As a result, many children receive fewer hours of care than what international recommendations prescribe.

School-based early intervention programs remain limited in capacity, with variable training and integration of therapeutic and educational services. Evaluation of ASD services in the Gulf region demonstrates a shortage of skilled workforce and heavy reliance on private provision, contributing to inequities in access to care [26].

Although progress has been made, significant gaps remain between evidence-based recommendations and real-world service delivery.

Studies report that high costs of diagnosis and treatment services for children with ASD pose a major obstacle to care in the UAE. Restricted or partial insurance coverage forces families to incur high out-of-pocket costs, especially for behavioral interventions [27]. Even when public healthcare services are accessible and available, long waiting times and inclusion criteria push families to go to private hospitals, exacerbating financial issues [27]. These financial challenges disproportionately impact lower-income and expatriate families, highlighting the need for high insurance coverage and financial support.

Moreover, the long-term nature of autism care shows that costs accumulate over time, leading to increased pressure on household expenses [28]. Families may be compelled to decrease the frequency or time period of therapies due to affordability limitations [28]. Therefore, financial restrictions can negatively impact treatment care continuity and long-term developmental results for children with ASD [28].

System-Level and Structural Barriers to Autism Care

· Healthcare System Challenges
UAE-based reports show ongoing gaps in primary healthcare provider awareness and limited screening capacity in the UAE, which leads to delayed detection and diagnosis of ASD in children. [23]. Poorly coordinated care pathways and the limited availability of trained specialists further limit prompt access to diagnosis and continued therapy.
Differences in referral practices among different healthcare settings also lead to different care experiences [23]. Studies report that families commonly face unclear diagnostic treatment methods and a lack of coordination between providers [23,29]. This restriction of coordination places extra responsibility on caregivers to handle and access complex healthcare systems [23,29].
· Educational System Barriers 
Although multiple policies supporting inclusive education have been formulated at the national level, their execution varies across emirates. Parents face difficulties in finding schools as mainstream educational institutions may not always be equipped with ASD-appropriate resources, compelling parents to seek costlier alternatives. Many teachers have also reported insufficient training in ASD-specific strategies and protocols [30]. Limited classroom accommodation and support staff lead to reduced integration of children with ASD, exacerbating their lack of educational support. As a result, some families often resort to private or specialized educational settings, at a financial and emotional cost [30].
· Societal and Cultural Barriers
Sociocultural beliefs and stigma around ASD are an ongoing problem in the UAE and the border GCC region. Inaccurate beliefs about autism and disability can postpone care-seeking and lead to social exclusion of children with ASD and their families [4]. Issues surrounding social identity and discrimination can discourage families from publicly seeking support and reaching out to healthcare providers [4]. These cultural limitations may have a greater impact on the use of services and support networks than the healthcare system itself. Hence, solving stigma through public awareness strategies remains a crucial factor in enhancing access to care [4]. 
 
Comparison with Regional and Global Evidence 
Although research in the UAE is confined to specific settings and small in scale when compared with Western settings, the struggles to access, including delays in diagnosis, restricted specialist workforce, and costs, mirror findings across the Gulf region and other middle-income settings [27][23]. On the other hand, high-income countries report having more consistent early screening, multidisciplinary approaches, and insurance support facilities, which are linked to enhanced outcomes in children with ASD.
International studies reflect the importance of integrated collaborative service delivery and early intervention policies [31]. Countries with coordinated health and education systems note that they reduced diagnostic delays and enhanced family satisfaction [31]. These strategies provide valuable insights that could help service betterment within the UAE context. 

Gaps in UAE Literature and Future Research Directions 
· Despite an increasing number of UAE-specific studies, important gaps remain:
· National prevalence and follow-up data are not up-to-date or absent, restricting prompt understanding of ASD burden and service needs in the UAE [29][24].
· Longitudinal studies assessing developmental and family outcomes are limited.
· Limited research is available on cost-utility and the effect of specific treatments within the UAE settings.
· Few studies have assessed culturally adapted screening tools, initial treatment effectiveness, or models for combined care.  
Future research should focus on national registries, longitudinal cohorts, treatment trials, and execution science within the UAE.
 
Implications for Policy and Practice 
Based on findings reported in the literature, to enhance results for children with ASD and their families in the UAE, policy and practice should aim for:  
· Strengthening healthcare systems with screening strategies and specialist training programs.  
· Restructuring insurance policies to decrease high costs for core ASD services.  
· Improving inclusive education protocols with teacher training and support staff.  
· Supporting family-focused care models that work with clinical, educational, and social services.  
Regional and national policy strategies such as the UAE National Autism Policy aim to enhance ASD services and caregiver support, and to update the skills of personnel working in ASD care [6]. These strategies provide a base for integrated service delivery. 

Limitations
There are various limitations associated with this review. To begin with, the review does not have quality appraisal and meta-analysis. The results are based on the thematic synthesis of the literature, which may be associated with selection bias. The literature on ASD in the UAE is generally limited. The majority of the studies have small sample sizes and are based on cross-sectional designs. Moreover, the studies are predominantly based in the major emirates and are not generalizable to the national level. There is no national autism registry. The studies are based on hospital records, school records, and surveys. There was also a bias towards studies published in the English language, which may have resulted in the exclusion of relevant studies published in Arabic. The heterogeneity of the studies and the results may also be considered a limitation of the review. The majority of the studies focused on maternal reports of caregiver experience; however, some studies did explore the perspectives of the father and the family.

Conclusion 
Studies undertaken in the UAE have revealed that families of children with autism still face many challenges in terms of cost, access to healthcare and educational services, and cultural perceptions. It is apparent that despite improvements in the provision of services and policy support, there are still many gaps in research, multi-disciplinary care, and access to services. This is because there is a need to bridge the gap through policy initiatives and a rise in research studies with a cultural perspective.
Improving autism treatment in the UAE necessitates a transition from disjointed service-focused models toward integrated, system-level policies that focus on early screening, cost effectiveness, and family support. Developing data systems, funding in workforce development, and correlating health and education policies help facilitate and give more equal access to care. Such efforts are necessary not only for enhancing individual child outcomes but also for supporting families and improving long-term societal well-being. 
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