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SUMMARY 

A rapid review of loneliness experienced by primary caregivers of children with autism 

spectrum disorder. 

Keywords: Autism Spectrum Disorder, caregiver, child, experiences, loneliness, rapid 

review, social isolation. 

Caregivers are a critical health resource in caring for a child with Autism Spectrum Disorder 

(ASD). Therefore, caregiver psychological health is crucial, because if impaired it will impact on 

treatment outcomes and interventions for these children. One of the aspects indicated in poor 

caregiver psychological health is loneliness. This research study aimed to understand the 

experiences of loneliness of caregivers of children with ASD by way of a rapid review. The data 

collected for this rapid review research study were identified by following a structured approach 

that culminated in the inclusion of 13 research studies that met the requirements of scientific rigour 

after adhering to the quality appraisal tool. Thematic analysis was then applied to identify recurrent 

themes from the extracted data. This resulted in the identification of four themes: (1) Burden of care 

and challenges experienced by caregivers; (2) Social isolation and social interactions that impact on 

the experiences of loneliness; (3) Stigma and discrimination that play a role in the experiences of 

loneliness; and (4) Coping mechanisms alleviating the experiences of loneliness. 

This research study also identified future directions for further investigations on the aspect 

of loneliness of caregivers of children with ASD. The research study thus revealed that a lack of 

awareness, a lack of support, and challenges associated with caregiving a child with ASD impacted 

on caregivers’ experiences of loneliness, and recommended that future studies should focus on 

caring for the carer. The research study further recommends that interventions are required which 

encompasses creating awareness of ASD within society and addressing the need for interventions 

that ensure provision for social inclusion and social support for the caregivers of children with ASD, 

thereby holistically aiming to alleviating the sense of loneliness of these caregivers and ultimately 

assisting health professionals in interventions that aim to promote caregivers’ psychological health.  
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STRUCTURE OF RESEARCH MINI-DISSERTATION 

This mini-dissertation encompasses three sections. Section 1 includes a literature overview 

that aims to assist the reader by presenting the relevant information regarding the structure and 

components of this research study (pp. 1-16). Section 2 consists of the research manuscript. This 

comprises the methodology employed, the presentation of the findings of the research study, the 

discussion of the findings, the limitations, and recommendations of the research study. The section 

then provides the conclusion of the research study. (pp. 25-53). Thereafter, Section 3 comprises a 

critical reflection of the primary researcher in conducting this research study which resulted in the 

completion of this mini-dissertation (pp.63-67). 
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SECTION 1: OVERVIEW 

Introduction 

The literature overview in Section 1 aims to assist the reader in contextualising the 

problem statement of the research study. Section 1 provides the reader with a broad 

understanding of the relevant concepts explored in this mini-dissertation. The concepts 

covered in the literature overview include the definition and clinical presentation of Autism 

Spectrum Disorder (ASD) in children, and the challenges associated with ASD and the 

prevalence of ASD. Further, both positive and negative caregiver experiences associated with 

caregiving a child with ASD are explored. Moreover, Section 1 then broadly orientates the 

reader on the aspect of caregivers’ loneliness when caring for a child with ASD. Thereafter 

the methodology, ethics, and rigour that are required to produce a study of high quality are 

discussed. 

Autism Spectrum Disorder 

ASD is a complex neuro-developmental condition that involves continued challenges 

in non-verbal communication, speech and social interaction across multiple contexts 

(McGuire, 2015). ASD affects social communication, which includes social initiations like 

starting play or conversations with others (Hume et al., 2021; Steinbrenner et al., 2020). ASD 

further affects social reciprocity, which involves turn-taking (Hume et al., 2021). Lastly, 

ASD affects synchrony, which involves meaningfully linking conversation on a topic, 

including the understanding, and expressing of appropriate non-verbal behaviours, such as 

gestures or facial expressions (Steinbrenner et al., 2020). The above impairments in social 

communication can thus result in limited engagement in social interactions with peers and the 

lack of establishment of social relationships for the child with ASD (Lai et al., 2015). 

Moreover, ASD includes restricted, repetitive patterns of behaviours, interests or 

activities that limit or impact daily functioning (Rosen et al., 2021). These restrictive and 
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repetitive behaviours may include stereotypical behaviour or speech, fixation or interests in 

specific topics, and strict adherence to routines, schedules, or settings with discomfort 

experienced when the above-mentioned are changed or are altered (Steinbrenner et al., 2020). 

These restricted and repetitive behaviours can impact on the individual’s participation and 

engagement at home, at school, and in the community (Steinbrenner et al., 2020). In its most 

severe form, restrictive and repetitive behaviours are expressed in self-injurious behaviour, 

such as excessive head-banging (Steinbrenner et al., 2020). 

According to the Diagnostic and Statistical Manual of Mental Disorders 5th Edition 

(DSM-5), autism is a “spectrum” condition (American Psychiatric Association [APA], 2013). 

Therefore impairments and severity of social interaction, speech and non-verbal 

communication challenges of ASD will differ across the spectrum (Knapp et al., 2009). Some 

children who are diagnosed with ASD may have average or above-average intelligence and 

need little support to function independently, while other children may have severe 

intellectual disability, limited or no verbal communication, and very limited adaptive 

behaviour (Steinbrenner et al., 2020). Therefore, the amount of physical and emotional 

support that a child diagnosed with ASD will need varies across the spectrum (Knapp et al., 

2009). Furthermore, as ASD is a spectrum condition with a range of disabilities, the DSM-5 

has also included the classification of the range of support an autistic individual would need 

in activities of daily living, which is that of “requiring support”, “requiring substantial 

support”, or “requiring very substantial support” (APA, 2013). 

Prevalence of Autism Spectrum Disorder 

Globally, the prevalence of ASD has been rising (Zeidan et al., 2022). For example, it 

increased from 1 in 10,000 people in the 1960s to 1 in 100 people over the last few decades 

(Zeidan et al., 2022). However, most research on ASD has been conducted in high-income 

regions such as North America, with a dearth of research within low and middle-income 

countries, like South Africa (Abubakar et al., 2016). According to Abubakar et al. (2016), a 
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recommended starting point to having an adequate research framework in these low and 

middle-income regions is to have standardised screening and diagnosis of ASD (Abubakar et 

al., 2016; Pillai et al., 2021). Early universal screening and diagnosis in these regions and in 

previously disadvantaged communities like South Africa are further required to assist in 

fostering an understanding in society that ASD is a neuro-developmental condition (Pillai et 

al., 2021). This understanding could assist in creating more effective community outreach 

programmes that could increase awareness on ASD (Pillai et al., 2021). In addition, creating 

awareness of ASD could assist in informing cultural beliefs and misconceptions about the 

child with ASD within these culturally diverse communities (Cardon & Marshall, 2021). 

Awareness of ASD could further assist in reducing stigma, feelings of loneliness and social 

isolation in caregivers of children with ASD (Viljoen et al., 2019), thereby assisting in 

providing the much needed social support to caregivers of children with ASD, which could 

ultimately decrease the burden of care for caregivers (Pillay et al., 2021). 

Moreover, early detection and intervention of ASD are crucial for treatment outcomes 

(Pillai et al., 2021). However, in South Africa, children are diagnosed late, and due to a lack 

of cost-effective services, also receive access to services much later (Gordon et al., 2020; 

Pillai et al., 2021). In addition to a lack of services, there is also a scarcity of specialist 

service providers in most low and middle-income countries like South Africa (Durkin et al., 

2015). Therefore it is unlikely that sufficient highly trained therapists will ever be available to 

provide important healthcare services to children with ASD (Franz et al., 2018). Given the 

above, the World Health Organization (WHO) therefore recommended that involving parents 

and caregivers of young children with ASD in treatment delivery is a potentially powerful 

mechanism to deliver early intervention in low-resource settings (WHO, 2022). 

The Caregiver of a Child with Autism Spectrum Disorder 

Caregiving a child with ASD can often be a difficult and stressful process for families 

and caregivers (Cardon & Marshall, 2021). Some of the difficulties caregivers experience can 
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be attributed to the burden of care and demands associated with caregiving a child with ASD 

(Cardon & Marshall, 2021). The burdens of caregiving could include financial strain, 

whereby caregivers leave their paid occupations to fulfil caregiver duties (Bravo-Benítez et 

al., 2019). In addition, caregiving duties often result in restricted movements and time 

constraints imposed on caregivers, whereby they are unable to go anywhere without taking 

their child with them (Reddy et al., 2019). Furthermore, due to time constraints, caregivers 

find that they do not have time to fulfil other responsibilities, such as taking care of their 

other typically developing (TD) children (Nicholas et al., 2016), or having time for self-care 

or for social interactions outside of the home (Currie & Szabo, 2020). Caregiver time 

constraints can be attributed to the constant supervision and care of the child with ASD 

(Williams & Murray, 2015). From the above, it would seem that the main challenge for 

caregivers is to manage their child's ASD symptoms effectively and balance this caregiving 

role with the requirements of everyday living (Reddy et al., 2019). For this research study, a 

primary caregiver was defined as parents, mothers, fathers, siblings, grandparents, or 

guardians of children who are 2 to -18 years of age, diagnosed with ASD, who act as primary 

caregivers who are responsible for the day-to-day care and maintenance of these children 

(Lainhart, 2015). 

Caregiving Experiences 

Caregiving can have both positive and negative outcomes (Quinn & Toms, 2019). On 

the one hand, positive caregiver experiences include an increase in tolerance, empathy, 

spirituality and meaning-making of raising a child diagnosed with ASD (Reddy et al., 2019). 

On the other hand, negative experiences of managing the child’s chronic condition create 

overwhelming caregiving demands (Reddy et al., 2019). Caregiver demands of providing 

daily care for and managing challenging behaviours of their children with ASD result in 

caregivers’ experiences of burnout and chronic fatigue (Nicholas et al., 2016). Caregivers’ 

experiences of burnout and fatigue could be due to the lack of support or opportunities for 
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reprieve from caregiver duties in the form of respite care (Currie & Szabo, 2020). Stress and 

negative emotional experiences of rejection, stigma and discrimination of caregivers in 

society for having a child with ASD may contribute to caregivers experiencing feelings of 

uncertainty, helpless, and incompetence (Reddy et al., 2019). These experiences may then 

result in caregivers experiencing mood disorders such as anxiety and depression and 

ultimately to caregiver experiences of psychological ill-health (Bravo-Benitez et al., 2019). 

The above-mentioned are therefore key predictors that further influence experiences of 

loneliness of caregivers of children with ASD (Raina et al., 2005). The experiences of 

loneliness is thus highlighted as another major challenge faced by caregivers of children with 

ASD (Vasileiou et al., 2017). 

Caregivers’ Experiences of Loneliness 

Literature indicates that loneliness can be defined as feelings of a lack of 

companionship, a loss of a sense of belonging and connection with others (Cacioppo & 

Cacioppo, 2018). Loneliness is thus experienced by caregivers as a feeling that can come and 

go, or it can be something that caregivers of children with ASD feel all the time (Adashek & 

Subbiah, 2020). Loneliness may further be experienced differently by caregivers, depending 

on their cultural perceptions and societal context. Collectivistic cultures may provide 

protection against experiences of isolation and loneliness for caregivers, while other cultural 

beliefs could contribute to isolation due to the stigma associated with ASD (Cardon & 

Marshall, 2021). Stigma, fear, self-blame, and embarrassment due to the behavioural issues 

associated with ASD increase primary caregivers’ experiences of loneliness, social isolation, 

and self-isolation (Chan & Lam, 2018). Research further indicates that caregivers’ 

experiences of declining psychological health are particularly a culmination of the 

behavioural challenges that present in the child with ASD (Currie & Szabo, 2020). 

Caregivers experience shame and marginalisation if the child with ASD exhibits 

inappropriate behaviour, like flapping, twirling, tantrums or mouthing objects (Carpenter & 
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Austin, 2007). Both children with ASD and their caregivers thus experience rejection for 

these challenging behaviours which are outside of social expectations and codes of conduct 

(Currie & Szabo, 2020). These challenges perpetuate more discrimination and isolation for 

caregivers when they are judged for not coping with the demands of caring for a child with 

ASD (Williams & Murray, 2015). Caregivers thus experience feelings of incompetency and 

guilt due to their inability to help their child with ASD to manage their challenging 

behaviours (Karst & Van Hecke, 2012). As a result, caregivers feel shunned, dismissed, and 

uncomfortable because of the complex behaviour of the child with ASD (Carpenter & Austin, 

2007). 

Consequently, there is an increased necessity for the caregiver to be vigilant in their 

surroundings (Williams & Murray, 2015). Therefore, to mitigate and control for the child’s 

behaviour, caregivers chose to rather stay at home to manage the behaviour of the child with 

ASD effectively in familiar surroundings (Karst & Van Hecke, 2012). Staying at home 

culminates to social isolation and withdrawal from social settings (Currie & Szabo, 2020). 

Consequently, social isolation may exacerbate emotional distress, increased negative moods, 

and heightened symptoms of depression of caregivers, which ultimately exacerbate the 

feelings of loneliness (Chan & Lam, 2018). Moreover, caregivers and children thus learn to 

navigate the world as not fitting in (Williams & Murray, 2015), thereby contributing to social 

exclusion and further isolation (Currie & Szabo, 2020). 

Time constraints are another factor that has been highlighted in caregivers’ 

experiences of loneliness (Karst & Van Hecke, 2012). Time involved in caring for a child 

with ASD creates fewer opportunities for work and socialising, thus diminishing caregiver 

resources for social and emotional support (Karst & Van Hecke, 2012). In addition to the 

time factor, research has identified fatigue as another possible contributing factor to caregiver 

loneliness (Vasileiou et al., 2017). Caregivers experience fatigue in executing their caregiving 

duties, thereby withdrawing from participation in leisure activities and socialising (Karst & 
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Van Hecke, 2012). From the above-mentioned it would seem that caregivers of children with 

ASD experience interpersonal, intrapersonal and structural constraints that are amplified and 

pose a risk for caregivers’ experiences of loneliness (Williams & Murray, 2015). The above-

mentioned factors perpetuate loneliness, which has been linked to poor psychological and 

physical health of caregivers of children with ASD (Altan Sarikaya et al., 2021). 

Problem Statement 

Previous research has acknowledged the positive and negative experiences of the 

primary caregiver role (Karst & Van Hecke, 2012). However, there is limited research on the 

primary caregivers’ experiences of loneliness (Altan Sarikaya et al., 2021). Gaining an 

understanding of the aspect of loneliness can guide mental health workers in interventions 

that promote the psychological health of caregivers of children with ASD (Currie & Szabo, 

2020). The experiences of loneliness of the caregivers are important as they can have a 

negative impact on intervention programmes for children with ASD, and the quality of care 

of children with ASD (Olagunju et al., 2017). Although the experiences of loneliness related 

to the caregiver of the child with ASD are paramount (Vasileiou et al., 2017), caregivers’ 

experiences of loneliness have not been given adequate attention (Altan Sarikaya et al., 

2021). For this reason, the findings of this research study can provide a synthesis of the 

experiences of loneliness of primary caregivers, thereby providing a deeper understanding of 

the aspects of loneliness. Given the above overview, the focus of future studies should then 

be on caring for the carer (Ruparelia et al., 2017). 

The following research questions guided the research study: What evidence is 

available from the scientific literature on the experiences of loneliness of primary caregivers 

of children with ASD? How could this evidence inform our understanding to make 

appropriate recommendations for the psychological health promotion of caregivers of a child 

with ASD? 



20 

 

Method of Investigation 

A rapid review of scientific literature was used for this research study. Rapid reviews 

are a form of knowledge synthesis in which components of a systematic review process are 

simplified to produce information in a timely manner (Tricco et al., 2015). Due to the current 

increasing demands of the healthcare sector to have rapid access to scientifically informed 

research, to ensure evidence-based decision-making and practice (Ganann et al., 2010), rapid 

reviews have emerged as an efficient tool to gather scientific evidence to decision-makers 

more quickly and effectively (Garritty et al., 2021). Therefore rapid reviews are currently 

acknowledged as part of the knowledge synthesis family (Garritty et al., 2021). By means of 

a rapid review approach, the primary researcher was able to retrieve all the relevant scientific 

literature regarding the experiences of loneliness related to the caregivers of children with 

ASD. The data were then appraised, synthesised, and analysed in an appropriate scientific 

manner. Thus, the rapid review approach enabled the primary researcher to provide relevant 

information to the reader on current scientific literature on caregivers of children with ASD 

and their experiences of loneliness. This approach further allowed the primary researcher to 

identify gaps in the body of knowledge and make possible recommendations for future 

research. The research study employed the following rapid review steps to ensure rigour, 

transparency and that this research study is replicable (Garritty et al., 2021). 

Step 1: Conducting a Scope Review 

A scope review was conducted on various databases, in consultation with a North-

West University’s Ferdinand Postma Library librarian, on 9 March 2021 and on 18 August 

2021. A structured search was conducted through EBSCO Discovery Services (EDS). EDS is 

a search engine on the North-West University’s library search portal. It provides access to 

resources in the form of 73 international and national databases (Malabanan & Bayeng, 

2019). Databases such as PsycINFO, MEDLINE, JSTOR Journals and American Doctoral 
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Dissertations, are included in EDS. A Google Scholar search was also utilised for 

completeness and to supplement the structured search. 

For the purpose of this rapid review, all scientific literature based on the keywords of 

“loneliness”, “social isolation”, “social exclusion”, “lonely”, “caregiver”, “parents”, 

“mother”, “father”, “grandparents”, “sibling”, “guardian”, autism continuum”, “ASD”, 

“child”, “children”, was searched. Search terms and keywords were then combined or 

improved using Boolean operators, such as “AND”, “NOT”, “*”, and “OR” to produce more 

appropriate results. Boolean operators were used to identify scientific literature relevant to 

the research study to search for peer-reviewed literature published in books, Master’s 

dissertations, doctoral theses, and scholarly journals with full text, and these inclusion and 

exclusion criteria were applied to mitigate for bias. 

Step 2: Screening of Scientific Literature for Further Analysis 

The process of screening for scientific literature was done by two independent 

reviewers, namely the researcher (primary reviewer) and the study leader (secondary 

reviewer). Scientific literature was reviewed based on the abstract and title of the study. 

Scientific literature that did not include the keywords within the abstract and title and that did 

not meet the research study’s inclusion criteria was considered irrelevant. These were 

consequently excluded. Both the researcher (primary reviewer) and the study leader 

(secondary reviewer) independently reviewed the titles and abstracts of the scientific 

literature to identify the ones that were relevant to the rapid review question. In consultation 

with the co-leader (Prof Werner de Klerk), the scientific literature found was further 

narrowed down to ensure that the studies were specific to answering the study’s key research 

questions. The search progressed to the next step of the appraisal process, which involved 

overviewing the full text of the selected scientific literature. A final list of scientific literature 

was then compiled by the primary and secondary reviewers for quality appraisal. 
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Step 3: Scientific Appraisal Tool to Appraise the Remaining Scientific Literature 

The Joanna Brigg’s Institute (JBI) for qualitative studies’ scientific appraisal tool was 

applied to the final selection of scientific literature selected for this research study. The 

purpose of this scientific appraisal tool was to assess the methodological quality of the 

selected studies and to determine the extent to which each of the studies addressed the 

possibility of bias in its design, conduct, and analysis. All scientific literature selected for 

inclusion in the rapid review (that is those that meet the inclusion criteria described in the 

proposal) was subjected to this rigorous appraisal by both the primary researcher and the 

study leader. The two served as critical appraisers. The results of this appraisal were then 

used to inform the synthesis and interpretation of the findings of this research study (Peters et 

al., 2020). The scientific literature was deemed relevant to the rapid review question. They 

were of a good quality, adhered to ethics and met the inclusion criteria as agreed upon by the 

researcher and study leader. The researcher then constructed a data extraction table of the 

relevant data to be extracted from the final selection of scientific literature. This included the 

publication information of the literature (i.e. authors, dates, and titles), the methodology, the 

participants, the findings, and the conclusion. The primary researcher thereafter conducted 

the thematic analysis, independently, which was then reviewed by the study leader and co-

leader. 

Step 4: Synthesis of Evidence 

Lastly, the evidence was synthesised, and the findings were presented in a coherent 

manner that depicted the themes found in the data. Data were analysed using thematic 

analysis. Thematic analysis is a method of analysis that identifies patterns and themes within 

data. It was used to organise and describe the data in rich detail (Braun & Clarke, 2006). 

Thematic analysis was an effective method of analysis that was best suited for the research 

study as it enabled the researcher to synthesise the evidence by identifying recurrent themes 

in the relevant scientific literature, thereby organising the data to gain rich in-depth 
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descriptions of the experiences of loneliness among primary caregivers of children with ASD. 

The themes that were identified were analysed, integrated, and summarised, which enabled 

the researcher to answer the research study’s research questions. Braun and Clarke (2006) 

recommend a stepwise presentation for doing thematic analysis, which is discussed below. 

Phase 1: Familiarise Yourself with Your Data 

The researcher proceeded with reading and re-reading the selected scientific literature 

and noting down initial ideas. During this phase, the researcher’s attention was drawn to 

information on what previous research has found regarding the experiences of loneliness 

among caregivers of children diagnosed with ASD. The possible implications for future 

research were noted. During this phase, the researcher did not aim to understand this 

information in any meaningful way. 

Phase 2: Generating Initial Codes 

In Phase 2, the researcher proceeded with generating initial codes depicting interesting 

features of the data in a systematic fashion by analysing the extracted data and highlighting the 

key features and information present within the data set (Braun & Clarke, 2006). Quantitative, 

qualitative, and mixed-methods studies were coded by focussing on how each of these studies 

narrated the results/findings in words and this narrative was used as data. 

Phase 3: Searching for Themes 

All the data were gathered that were relevant to the potential theme. The researcher 

collated the codes into potential themes. The themes that were identified were linked to the 

aims of the research study, of synthesising the scientific literature on the experiences of 

loneliness among caregivers of children with ASD. This helped the researcher to answer the 

research study’s research questions. 
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Phase 4: Reviewing Themes 

This phase involved checking if the themes worked in relation to the coded extracts. 

The researcher achieved this by rechecking identified themes against the extracted data. The 

secondary reviewer reviewed the themes and coded extracts independently. The reviewed 

themes and codes were then compared, discussed, and agreed upon before proceeding to the 

next phase of defining and naming themes. 

Phase 5: Defining and Naming Themes 

The researcher achieved this through ongoing analysis to refine the specifics of each 

theme and generated clear definitions and names for each theme. The secondary reviewer was 

consulted throughout this phase. 

Phase 6: Producing the Report 

Phase 6 was the final opportunity for the researcher to relate the analysis back to the 

research questions and the literature to produce a scholarly report of the analysis. A 

discussion was presented in a summarising paragraph that inferred the findings and reported 

on limitations of the research and recommendations for future studies in the field. The 

thematic analysis was conducted by the researcher and study leader independently. Ensuring 

intercoder reliability is critical in qualitative research (Braun & Clarke, 2019). 

Ethical Considerations 

The researcher obtained ethical approval (NWU-00097-22-A1) before the research 

study was conducted. The research study was classified as a no risk study by the Health 

Research Ethics Committee (HREC) at the North-West University. This rapid review 

research study involved reviewing available scientific literature, which tends to be bound by 

ethics (Ganann et al., 2010). Furthermore, this research study did not involve collecting data 

directly from human subjects. Therefore, the research study was considered as a no risk 

study. 
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The two reviewers for the research study were the researcher/primary reviewer 

(Razina Shaik, MA Clinical Psychology student) and the study leader/secondary reviewer 

(Mrs Lelanie Malan). The researcher/primary reviewer has attended and completed a relevant 

course titled Basics of Research Integrity and Health Research Ethics at North-West 

University, presented by the HREC in 2020. The researcher/primary reviewer is registered 

with the Health Professions Council of South Africa (HPCSA) as an intern clinical 

psychologist working under supervision. The study leader/secondary reviewer (Mrs Lelanie 

Malan) is a senior lecturer at North-West University and is registered with the HPCSA as 

both a Clinical and Research Psychologist. Mrs Lelanie Malan has attended the Basics of 

Research Integrity and Health Research Ethics training during 2020. Both the researcher and 

study leader worked collaboratively throughout the research process. Moreover, Prof Werner 

de Klerk, who is the co-leader of the research study, was consulted throughout the research 

process. Prof Werner de Klerk (Associate Professor and Registered Research Psychologist) 

has completed the Training and Resources in Research Ethics Evaluation (TRREE) online 

course (2021) as requested by HREC. 

Furthermore, the research study followed the ethical principles recommended by 

Wager and Wiffen (2011), which include avoiding duplication, avoiding plagiarism and 

ensuring transparency. The researcher thus made a conscious effort to ensure accuracy, 

scientific integrity and that all ethical principles were adhered to. The above-mentioned is 

further elaborated on below. 

Rigour 

To ensure the rigour of findings, the researcher adhered to the rapid review 

methodology. The rapid review methodology involved refining the review question, which 

was achieved by the primary researcher in consultation with the study leader. Thereafter, 

according to rapid review methodology, a scope review was conducted, which involved 

consultation with a North-West University librarian, to identify possible scientific literature 
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and test feasibility of the research study. Subsequently, inclusion and exclusion criteria were 

stipulated to mitigate researcher bias in the selection of scientific literature (Higgins et al., 

2019). The use of two reviewers, in adherence to rapid review methodology, further mitigated 

the risk of bias (Ganann et al., 2010). 

To ensure accuracy, Wager and Wiffen (2011) further suggest that at least two authors 

review the data extraction process. Therefore, the primary reviewer and secondary reviewer 

both screened the identified scientific literature independently for relevance. The JBI critical 

appraisal tool was then applied to assess the quality of scientific literature identified. 

Thereafter, thematic analysis of the final selection of scientific literature was done 

inductively and independently by the researcher and was subsequently reviewed by the study 

leader and co-leader as reviewers. Lastly, the evidence was synthesised, and findings were 

reported accurately. Moreover, according to the literature, rapid reviews should be 

transparent and replicable (Ganann et al., 2010). Therefore, the above-mentioned ensured that 

the research study was transparent and replicable. 

Credibility was ensured by participating in prolonged engagement with the identified 

scientific literature. The primary researcher achieved this by reading and re-reading the 

scientific literature identified, thus ensuring prolonged engagement and familiarisation with 

identified scientific literature. Moreover, to ensure that researcher bias did not affect the 

credibility of the study, the secondary researcher continuously monitored the primary 

researcher’s progress and findings. 

Scientific integrity was ensured by adhering to the ethical principles of avoiding 

duplication (Wager & Wiffen, 2011), which entailed that no rapid review studies were 

included in the selected scientific literature. The researcher avoided plagiarism by adhering to 

the appropriate use of in-text citations and providing a complete and accurate reference list. 

The researcher adhered to the APA 7th edition referencing guidelines. To further ensure 

scientific integrity, the mini-dissertation was submitted to turn-it-in, to assess for plagiarism. 
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This meant that all scientific literature utilised in the review study was published sources, 

thereby avoiding plagiarism by acknowledging and appropriately citing and referencing all 

authors (Wager &Wiffen, 2011). 

Conclusion 

In conclusion, this section consisted of a comprehensive literature overview. This 

literature overview contextualised the research study to enable the reader to gather insight 

about the research study. The relevant concepts informing the research study, the problem 

statement, the purpose of the research study, and the chosen methodology were explored and 

explained in detail. Lastly, the researcher reflected on the ethical considerations, and 

discussed the way in which the researchers adhered to ethical issues throughout the research 

study. 
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SECTION 2: MANUSCRIPT 

As part of the mini dissertation, the following manuscript will be submitted for 

possible publication in the Journal of Psychology in Africa. However, for the purpose of 

examination, APA 7th edition guidelines will be followed. 
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Abstract 

Caregiving a child with Autism Spectrum Disorder (ASD) is associated with many challenges 

that affect caregivers’ experiences of loneliness. Due to the treatment outcomes of children 

with ASD being closely connected with the health and well-being of their caregivers, caring 

for the carer then becomes paramount. This rapid review research study reports on the 

findings of current scientific literature on the experiences of loneliness of caregivers when 

caring for a child with ASD. A final sample of 13 studies was included and analysed 

thematically, and the following four main themes emerged regarding the experiences of 

loneliness of caregivers of children with ASD: (1) Burden of care and challenges experienced 

by caregivers; (2) Social isolation and social interactions that play a role in the experiences of 

loneliness; (3) Stigma and discrimination that impact on the experiences of loneliness; and 

(4) Coping mechanisms alleviating the experiences of loneliness. Given the above-

mentioned, the study recommends that future research should focus on caring for the carer. 

The study further recommends that future interventions of ASD should be holistic when 

creating awareness of ASD and thereby consider providing for social inclusion and social 

support for the caregivers of children with ASD, thus alleviating their sense of loneliness. The 

findings of the research study could assist health professionals in the psychological health 

promotion of caregivers and ultimately ensuring positive treatment outcomes for the child 

with ASD. 

Keywords: Autism Spectrum Disorder, caregiver, child, experiences, loneliness, rapid 

review, social isolation. 
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Introduction 

Autism spectrum disorder (ASD) is a complex neuro-developmental condition that 

involves persistent challenges in social interaction, speech, and non-verbal communication 

across multiple contexts (McGuire, 2015). According to the Diagnostic and Statistical 

Manual of Mental Disorders 5th Edition (DSM-5), autism is a “spectrum” condition 

(American Psychiatric Association [APA], 2013). Therefore, impairments and severity of 

social interaction, speech and non-verbal communication challenges of ASD will differ 

across the spectrum (Knapp et al., 2009). Some children who are diagnosed with ASD may 

have average or above-average intelligence and need little support to function independently, 

while other children may have severe intellectual disability, limited or no verbal 

communication, and very limited adaptive behaviour (Steinbrenner et al., 2020). Therefore, 

the amount of physical and emotional support that a child diagnosed with ASD will need 

varies across the spectrum (Knapp et al., 2009). Furthermore, as ASD is a spectrum condition 

with a range of disabilities, the DSM-5 has also included the classification of the range of 

support an autistic individual would need in activities of daily living, which is that of 

“requiring support”, “requiring substantial support”, or “requiring very substantial support” 

(APA, 2013). 

The prevalence of ASD has been rising in many countries (Zeidan et al., 2022). 

Therefore, in low-resource settings like South Africa, the World Health Organization (WHO, 

2022), has identified caregivers as a critical resource in ensuring positive treatment outcomes 

for children with ASD. Although caregivers have been highlighted as a critical resource, they 

remain undervalued and overlooked (Chan & Lam, 2018; Reddy et al., 2019; Samadi et al., 

2022). Most interventions for ASD are evaluated only in terms of child outcomes, ignoring 

caregiver factors, such as loneliness (Vasileiou et al., 2017). Attention is thus drawn to the 

aspect of loneliness as it may have an influence on both the immediate and long-term 

outcomes of interventions for children with ASD (Pendergrass et al., 2019). Although 
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previous research has identified loneliness as a factor associated with being an informal 

caregiver (Schulz & Tompkins, 2010), there is a paucity of evidence that seeks to understand 

loneliness as a phenomenon in depth (Vasileiou et al., 2017). 

The literature thus revealed that caregivers are faced with numerous challenges that 

are unique to ASD which play a role in caregivers’ experiences of loneliness (Cardon & 

Marshall, 2021). These challenges include but are not limited to the caregiving demands 

when catering for the ritualistic needs of the child with ASD (Hillman & Anderson, 2019). 

Limited resources and a lack of services for ASD also pose as challenges for caregivers as 

they feel excluded, uncertain, and alone (Reddy et al., 2019; Wei et al., 2021). Caregivers are 

further challenged when confronted with stigma, discrimination, and negative reactions from 

society for having a child with ASD (Bravo-Benítez et al., 2019; Chan & Lam, 2018). 

Consequently, caregivers experience struggles with social interactions resulting in social 

isolation, social withdrawal, and ultimately social exclusion (Currie & Szabo, 2020). 

Problem Statement 

The above-mentioned challenges thus have implications for the experiences of 

loneliness of caregivers, which ultimately pose a risk to caregivers’ well-being and the 

treatment outcomes for children with ASD (Altan Sarikaya et al., 2021; Cardon & Marshall, 

2021; Currie & Szabo, 2020; Olagunju et al., 2017; Schulz & Sherwood, 2008). The literature 

highlighted that further research into the aspect of loneliness was needed for possible 

interventions that mitigate for these challenges, thereby considering these caregivers as they 

navigate their way through providing care for their child with ASD, whilst managing their 

own requirements of daily living (Olagunju et al., 2017). The literature further revealed that 

there is a scarcity of interventions that provide social support and social inclusion which 

could assist in alleviating caregivers’ sense of loneliness (Reddy et al., 2019). 
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Goal of the Research Study 

Therefore, the goal of the research study was to synthesise the available scientific 

evidence on the experiences of loneliness of caregivers of children with ASD. The following 

research questions guided this review research study: What evidence is available from the 

scientific literature on the experiences of loneliness of primary caregivers of children with 

ASD? How could this evidence inform our understanding to make appropriate 

recommendations for the psychological health promotion of primary caregivers of a child 

with ASD? 

Method 

Research Approach and Design 

A rapid review (Du Toit & De Klerk, 2022) of scientific literature was used for this 

research study, in order to identify relevant, peer-reviewed, scientific literature on the 

experiences of loneliness of caregivers of children with ASD. All scientific literature based 

on the following keywords was used, “loneliness”, “social isolation”, “social exclusion”, 

“lonely”, “caregiver”, “parents”, “mother”, “father”, “grandparents”, “sibling”, “guardian”, 

“autism continuum”, “ASD”, “child”, “children”. Boolean operators were used, such as 

“AND”, “NOT”, “*”, and “OR” to produce more appropriate results and to identify scientific 

literature relevant to the research study to search for peer-reviewed literature published in 

books, Master’s dissertations, doctoral theses, and scholarly journals with full text, in 

databases such as PsycINFO, MEDLINE, JSTOR Journals and American Doctoral 

Dissertations. A Google Scholar search was also utilised for completeness and to supplement 

the structured search. 

The time frame used for this rapid review research study was for scientific literature 

published from 1994 to 2021. For the target population of the research study, the caregivers 

aged 18 years and older responsible for a child aged 2 to 18 years old with ASD were studied. 

This was justified by the aim of the research study, which was to synthesise and evaluate the 
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current scientific literature on the experiences of loneliness of caregivers of children with 

ASD within the South African context and, in so doing, to inform our understanding for 

future research. Literature focusing on aspects other than caregiver experiences of loneliness 

was deemed as irrelevant and excluded. Initially, the search yielded 53 results. However, as 

illustrated in Figure 1, only 13 of the identified studies were finally included for review in 

this research study. Studies were excluded due to not meeting the inclusion criteria, not 

containing the research study’s keywords, and further excluded were studies that were 

deemed irrelevant in answering the research questions of the study. 

Figure 1 

Identifying Relevant Scientific Literature for inclusion 

 

 

 

 

 

 

 

 

 

 

 

Hereafter a data extraction table was constructed to organise the data in a systematic 

way. 

 

Records identified by searching electronic 

databases 

(n = 308) 

 

Full-text literature assessed for eligibility 

(n=20) 

Studies included for critical appraisal (n = 

20) 

Abstracts screened for relevance (n=53) 

 

Records excluded with reason (n= 

255) 

 

Full-text literature excluded with 

reason (n =7) 

Studies included for thematic analysis (n = 

13) 

Studies excluded with reason (n = 

33) 
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Table 1 

Data Extraction Table 

Author(s), 

Title and 

Year 

Aim, Approach and Sample Main Results/Findings Conclusion 

Cardon & 

Marshall 

(2021) 

 

To raise a 

child with 

autism 

spectrum 

disorder: 

A qualitative, 

comparative 

study of 

parental 

experiences in 

United States 

and Senegal 

Aim: To investigate parental 

experiences within the Senegalese 

community from a cross-cultural 

perspective. To compare themes 

related to parental caregiving for 

children with ASD between sub-

Saharan African culture and 

Western culture (USA). 

 

Approach: Qualitative approach. 

 

Sample: n=14 caregivers of 

children with ASD: 7 mothers 

(USA); 3 mothers (Senegal); 2 

fathers (Senegal); 1 grandmother 

(Senegal); 1 sister (Senegal). 

Notable differences were reported in social 

and community support. Access to 

effective treatment services was 

insufficient among Senegalese families 

compared to American families. 

Senegalese traditional households and 

community bonds served as protective 

factors against social isolation and 

associated struggles reported in the USA 

sample. 

This study reported on cultural and 

contextual variables in the Senegalese and 

the USA sample, which could affect 

parental experience when caring for a 

child with ASD. No instances of negative 

stigma were reported among the 

Senegalese; however, the Senegalese 

participants did express the challenges 

faced as caregivers and their support 

needs. The Senegalese first consulted local 

traditional healers for treatment of ASD. 

Spiritual and cultural beliefs thus played a 

role in the experiences of Senegalese 

caregivers of children with ASD. The 

study indicated a need for professionals to 

address these topics by communicating in 

an empathic and sensitive manner. The 

study indicated that social support among 

the Americans may be inadequate 

compared to the Senegalese, therefore this 

need in the USA should be addressed. 

Cloete & 

Obaigwa 

(2019) 

 

Aim: To explore the perspectives 

of caregivers who are responsible 

for caring for both family and 

children living with ASD and to 

The prominent theme identified was the 

burden of care. Caregivers expressed their 

challenges with emotional dilemmas and 

the difficulties experienced with accessing 

This study aimed to understand the 

everyday experiences of caregivers. 

Spiritual and cultural beliefs about the 

causes of ASD strongly influence the 
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Author(s), 

Title and 

Year 

Aim, Approach and Sample Main Results/Findings Conclusion 

Lived 

experiences of 

caregivers of 

children with 

autism 

spectrum 

disorder in 

Kenya 

highlight the needs of children 

with ASD as well as the needs of 

their caregivers. 

 

Approach: Qualitative approach. 

 

Sample: n=24 caregivers; of 

which n= 1 Grandmother as 

caregivers of children diagnosed 

with ASD. 

n= 300 children with ASD who 

were attending the occupational 

therapy clinic at the hospital 

during the period of the study 

between June and July 2015. 

vital services in the management of 

children with ASD. Findings further reveal 

that caregivers experienced social isolation 

and stigmatisation due to societal views 

that ASD as a punishment from the Gods. 

Mothers were blamed for having a child 

with ASD, causing further strain on marital 

relationships. The difficulty of accessing 

services was another theme identified by 

the study but not adequately reported on. 

experiences of caregivers of children with 

ASD. Mothers were blamed for having a 

child with ASD and experienced rejection 

from partners, family, and community. 

Negative views on ASD impacted the 

development of care initiatives for 

children with ASD and their caregivers.  

Dababnah & 

Parish (2013) 

 

"At a moment, 

you could 

collapse”: 

Raising 

children with 

autism in the 

West Bank 

Aim: to understand the first-hand 

perspectives on caregiving 

experiences of caring for a child 

with ASD in the West Bank. 

 

Approach: Qualitative approach. 

 

Sample: n=24 Palestinian parents 

(20 Mothers; 4 fathers) of 

children aged 4-17, (14 boys and 

8 girls), diagnosed with ASD. 

Participants were recruited in 

partnership with Palestinian 

National team for Autism. 

The study found that parents reported high 

levels of emotional and financial burden 

due to caregiving and negative reactions 

from their extended families and 

communities. Some families displayed 

notable resilience while most struggled 

with daily challenges. The overall findings 

discovered that parents were exposed to 

psychological, emotional, and financial 

stressors. 

Parents were unaware of ASD before their 

children's diagnoses. Discrimination, 

stigma and diagnosis denial by extended 

family members and the community 

deepened parents' feelings of shame and 

experiences of social isolation. Some 

parents coped by withdrawing, others 

increased social interactions and accessed 

information. Religion was found to be a 

coping mechanism for some of the 

participants. The study emphasised the 

importance of creating community 

awareness of ASD and the need for social 

support for parents in the West Bank. 
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Author(s), 

Title and 

Year 

Aim, Approach and Sample Main Results/Findings Conclusion 

Devenish et al. 

(2020) 

 

A brief report: 

Community 

supportiveness 

may facilitate 

participation 

of children 

with Autism 

Spectrum 

Disorder in 

their 

community 

and reduce 

feelings of 

isolation in 

their 

caregivers 

Aim: To examine caregiver 

perceptions of community 

supportiveness and child 

participation and to examine the 

relationship between caregiver 

perceptions of community 

supportiveness and caregiver 

stress. 

 

Approach: Quantitative approach. 

 

Sample: n=48 children diagnosed 

with ASD (aged 5–12 years), and 

their caregivers (30 mothers; 9 

fathers; 9 caregivers not reporting 

their gender). Caregivers reported 

on ASD symptom severity, 

adaptive functioning, and 

caregiver stress. 

The study compared findings on child 

community attendance, child community 

involvement, and caregiver stress. The 

findings reported that most of the 

caregivers believed that environments did 

not support their child’s participation, 

regardless of their child’s symptom 

severity. The involvement of children was 

predicted by the support of the community. 

Caregivers who experienced a lack of 

community supportiveness experienced 

high levels of caregiver isolation. 

The findings suggest that lower perceived 

levels of community supportiveness may 

lessen the involvement of children with 

ASD in community activities and increase 

feelings of isolation in their caregivers. 

The study provides awareness of the 

importance of amending community 

programmes to facilitate engagement, 

support for inclusion and participation of 

children with ASD. Increasing community 

support may therefore, also decrease 

caregivers’ isolation. 

Gosztyłe & 

Prokopiak 

(2019) 

 

Mediating role 

of lack of 

support for the 

relationship 

between 

extraversion 

Aim: The purpose of this study 

was to verify the mediating role 

of received and perceived 

available social support in the 

relationship between extraversion 

and a sense of loneliness in 

parents of children with ASD and 

parents of children with 

Intellectual Disability (ID). 

 

The study confirmed that perceived 

available support mediated the relationship 

between extraversion and a sense of 

loneliness in parents of children with ASD. 

The study found that extraversion in 

parents lessens their sense of loneliness 

when they perceive that social support is 

available. In the sample of parents of 

children with ID, perceived available 

support also mediated the relationship 

The evidence from the study revealed the 

role of parents' subjective view on the 

availability of help from others. This 

indicates that perceived social support is 

more important for the psychological 

well-being of the parents than the support 

received. The study identified the need for 

social support and the need to build 

resources to inform parents about the 
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Author(s), 

Title and 

Year 

Aim, Approach and Sample Main Results/Findings Conclusion 

and sense of 

loneliness in 

parents of 

children with 

autism 

Approach: Quantitative approach 

 

Sample: n=279 participants: 168 

parents of children with ASD and 

111 parents of children with ID, 

without autistic traits (231= 

mothers; 48=fathers participated 

in the study). 

between extraversion and the sense of 

loneliness. 

possibility and availability of forms of 

assistance in the immediate environment. 

Hillman & 

Anderson 

(2019) 

 

It's a battle 

and a 

blessing: The 

experience and 

needs of 

custodial 

grandparents 

of children 

with Autism 

Spectrum 

Disorder. 

Aim: To examine the first-person 

perspective of custodial 

grandparents of children with 

ASD including their sources of 

both stress and joy and to 

generate recommendations 

regarding how to best support 

these caregivers. 

 

Approach: Qualitative approach. 

 

Sample: n=117 custodial 

grandparents who serve as 

primary caregivers of children 

with ASD from 37 states (USA): 

108 grandmothers; 9 grandfathers. 

Grounded theory analysis revealed four 

overarching categories of experience 

(issues with adult children, caregiving 

burden, coping, and wisdom), these were 

further explained by 15 themes. The 

caregiver burden involved multiple 

challenges. Grandparents used various 

coping methods, including religion and 

firm moral beliefs. Grandparent as 

caregivers acknowledged the importance of 

being connected to friends, neighbours, and 

care providers in a combined effort to raise 

their grandchild. 

 

 The study reports that grandparents who 

serve as primary caregivers to their 

grandchild diagnosed with ASD provided 

safety and security for their grandchildren 

who would otherwise have been in foster 

care. Grandparents reported challenges 

with custody, ASD problem behaviours 

such as tantrums and eloping, insufficient 

ASD services, financial burden, 24/7 

caregiving demands, social isolation, and 

fears for the future. Grandparents' coping 

included celebrations of progress, 

unconditional love, faith, and a positive 

focus. Grandparents' wisdom involved 

patience and insight. Recommendations 

were made for policy-makers and 

practitioners to provide a social net of 

support for these caregivers. 

Ijalba. (2016) 

 

Aim: To understand the 

experiences of raising a child with 

Mothers expressed similar experiences 

their challenges, expectations and concerns 

Hispanic immigrant mothers raising 

children with autism were often faced with 

challenges of their immigration status, 
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Author(s), 

Title and 

Year 

Aim, Approach and Sample Main Results/Findings Conclusion 

Hispanic 

immigrant 

mothers of 

young children 

with Autism 

Spectrum 

Disorders: 

How do they 

understand 

and cope with 

Autism? 

ASD in a group of Hispanic 

immigrant mothers. 

 

Approach: Qualitative approach. 

 

Sample: n= 22 primary caregivers 

of children diagnosed with ASD: 

10 Mothers (Mexico); 10 Mothers 

(Dominican Republic); 1 mother 

(Peru); 1 mother (Ecuador) who 

resided in USA for 11 years on 

average. N=4 mothers were single 

heads of households. 

for their children. Three thematic 

categories emerged: 

Stigmatisation and isolation, 

Preconceptions about developmental 

milestones and ASD, and Mothers’ 

Reluctance to speak Spanish with their 

children. All mothers in the study reported 

social isolation, stigmatisation, and a desire 

to be accepted. The lack of awareness of 

ASD contributed to social isolation for 

these mothers. Many mothers trusted in 

their religious faith to cure their children. 

They expressed cultural and personal 

beliefs about the nature of autism. 

Professional advice led mothers to believe 

that learning two languages could delay 

their child’s language acquisition. 

economic hardships, and advice against 

using Spanish with their children. A lack 

of awareness about autism played a role in 

social isolation. Autism was further 

viewed as temporary and associated with 

fear or sadness. It is important in evidence 

-based practice, to understand the 

caregivers’ beliefs and perspectives and 

integrate these with research evidence and 

clinical expertise. Caregivers should 

therefore be encouraged to use their home 

language with their children. The study 

indicates that bilingualism supports 

cognitive and social domains. Professional 

training and parent education are required 

for the early identification of ASD. Parent 

education should be inclusive of other 

family members who could be sources of 

social support and affect decision-making 

in Hispanic families. Information about 

ASD should be spread through community 

outreach, home–school networks, and 

paediatricians, who remain key in 

informing Hispanic immigrant families.  

Koukouriki et 

al. (2021) 

 

Feelings of 

loneliness and 

Aim: To investigate the feelings 

of loneliness and social 

dissatisfaction in school-aged 

typically developing (TD) 

siblings of children with ASD. 

The study found that siblings as caregivers 

of ASD children had significantly greater 

feelings of loneliness and social 

dissatisfaction compared to siblings of TD 

Siblings caregivers of children diagnosed 

with ASD share the burden of 

responsibility for the child with ASD. 

Sibling caregivers might have limited 

access to opportunities for participation in 



46 

 

Author(s), 

Title and 

Year 

Aim, Approach and Sample Main Results/Findings Conclusion 

social 

dissatisfaction 

in siblings of 

children with 

Autism 

Spectrum 

disorders: The 

role of birth 

order and 

perceived 

social support. 

 

Approach: Quantitative approach. 

 

Sample: n=233 siblings: 118 

siblings of children with ASD; 56 

Males; 59 Females and 115 

siblings of TD children; 59 males. 

59 Females and their parents 

participated in the study. 

children, immaterial of the sibling’s gender 

and other demographics. 

social activities. Feelings of loneliness in 

ASD siblings were found to be linked with 

two aspects of social support. The social 

support received from the family itself and 

the social support received from friends. 

The study exposes ASD siblings’ feelings 

of loneliness and provides some 

significant factors that might be useful 

when implementing intervention 

programmes that aim to address the needs 

of siblings and ultimately all family 

members of ASD children. 

Lu et al. 

(2021) 

 

Perceived 

social support 

and life 

satisfaction of 

Chinese 

Parents of 

children with 

autism 

spectrum 

disorder: 

loneliness as a 

mediator and 

moderator 

Aim: The study aims to explore 

the role of loneliness by 

investigating the relationships and 

mechanism between perceived 

social support, loneliness, and life 

satisfaction among Chinese 

parents of children with ASD. 

 

Approach: Quantitative approach. 

 

Sample: n=306 parents: 258 

mothers and 48 fathers of children 

with ASD, in Guangzhou 

province, mainland China. 

Perceived social support was meaningfully 

associated with loneliness and life 

satisfaction. 

Loneliness both mediated and moderated 

the relationship between perceived social 

support and life satisfaction. The findings 

indicate that to mitigate transient feelings 

of loneliness, it is important not only to 

provide parents with support but also to 

improve their satisfaction with social 

support and perceptions of the general 

availability of social support. Largely a 

non- judgemental social environment that 

allows social interaction and enhances a 

sense of connectedness and belonging 

should be formed and facilitated. 

Formal support systems should be 

heightened to meet the unique needs of 

children with ASD thereby easing the 

challenges faced by their families. This 

study suggests that high levels of 

perceived social support and low levels of 

loneliness are socio-psychological 

resources that could be targeted to 

enhance the life satisfaction of Chinese 

parents of children with ASD. 
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Author(s), 

Title and 

Year 

Aim, Approach and Sample Main Results/Findings Conclusion 

Mahmood et 

al. (2015) 

 

Coping 

strategies of 

mothers with 

ASD children. 

Aim: To explore mothers’ coping 

practices with Children with ASD 

in Rawalpindi. 

 

Approach: Qualitative approach. 

 

Sample: n=10 mothers of children 

with ASD in Rawalpindi. 

Findings generated two categories of 

coping. The positive/healthy and the 

negative/impaired coping strategies. The 

Positive coping strategies were a) 

Integration b) Networking c) Religion and 

the Negative coping strategies were a) 

Avoidance b) Ignorance c) Isolation. 

The overall findings indicated that 

mothers reported experiencing social 

stigma and victim blaming. These were 

the main stressors shared by all the 

mothers in the study. Mothers employed 

coping strategies of educating themselves 

and integrating the ASD child into daily 

family routines. Findings indicated 

feelings of shock, grief, and acceptance 

were part of the mothers' reactions, to their 

child's autism diagnosis. 

Navot et al. 

(2017) 

 

Maternal 

experience 

raising girls 

with Autism 

Spectrum 

Disorder: a 

qualitative 

study. 

 

Aim: To investigate the maternal 

experience of raising a daughter 

diagnosed with ASD with normal 

intelligence and functional verbal 

communication. 

 

Approach: Qualitative approach. 

 

Sample: n= 11 mother-daughter 

dyads. Families were diverse in 

economic status. All mothers 

were working part/full time. 

9 mothers married to daughter’s 

biological father; 1 

divorced/single; 1 

divorced/remarried; Daughters 

were between 10-19 years old. 

Results were clustered into two main 

sections, maternal experiences of raising a 

daughter with ASD and impact of ASD on 

the mother-daughter relationship. The 

themes identified were scepticism and 

delayed diagnosis, disbelief from others, a 

lack of information about girls with ASD, 

higher social demands in adolescence, 

puberty challenges around hygiene, 

disappointment about physical appearance, 

vulnerability in relationships and worries 

about future functioning. Mothers reported 

feelings of being excluded from the male-

dominant ASD population and expressed a 

transformation in their relationship with 

their daughters. The mother-daughter 

relationship started with an early 

expectation of a close and intimate 

The findings of this qualitative study 

highlighted the impact of gender on the 

maternal experience of raising a daughter 

with ASD. The study further contributes 

to an informed understanding of the needs 

of both mothers and daughters. The results 

can help providers support the mother-

daughter dyad by recognising gender-

specific challenges. The study indicated 

that ASD diagnosis in girls challenged 

maternal competence, reshaped maternal 

expectations of raising a girl, and created a 

different bond between mother and 

daughter. 
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Author(s), 

Title and 

Year 

Aim, Approach and Sample Main Results/Findings Conclusion 

relationship with their daughter that then 

had to be adapted due to the ASD 

diagnosis. 

Semigina & 

Stoliaryk 

(2022) 

 

“It was a 

shock to the 

whole family”: 

Challenges of 

Ukrainian 

families 

raising a child 

with autism. 

Aim: To examine to what extent 

families raising children with 

ASD are satisfied with the 

educational and social services in 

Ukraine and to identify the 

challenges in interactions of these 

families with services. 

 

Approach: Mixed method 

approach. 

 

Sample: n=90 parents of children 

diagnosed with ASD: 38 males; 

52 females. All 90 were 

participants of the survey and 30 

participated in the interviews. 

The study found that the biggest challenges 

were related to staff preparedness, a lack of 

information about services available; 

unrealistic expectations from services; 

family experiences of emotional burnout; 

social stigma and social isolation of parents 

related to raising a child with ASD. 

Respondents evaluated the services they 

received, and inclusive education of ASD 

children, as unsatisfactory. 

It is important for social workers to move 

away from assuming the expert role of a 

service provider and consider the need to 

collaboratively create intervention plans 

that are culturally sensitive and adapt to 

the needs of families raising children with 

developmental disabilities. Having 

verified information can help minimize 

parental stressors and combine their 

efforts, to assist in avoiding questionable 

treatments that are harmful to the child's 

health and are a financial burden to the 

family. 

Zeman et al. 

(2011) 

 

Strengths 

classification 

of social 

relationships 

among cyber 

mothers 

raising 

Aim: To add insight into how 

cyber mothers raising children 

with ASD experience their social 

relationships. To gain insight on 

aspects of social relationships that 

they perceive as inhibiting or as 

assisting. 

 

Approach: Qualitative approach. 

 

The findings describe how mothers display 

their relationships on public blogs. These 

blogs may influence how other parents who 

browse the internet, searching for other 

sources of support, could understand their 

own relationships. These cyber mothers 

displayed intricate social worlds that 

included their emotional experiences, 

interpersonal relationships, and virtual 

interactions. Themes of inhibiting and 

This study found that cyber mothers 

raising children with ASD are dynamic 

and complex individuals with strong 

commitments to their children. They 

experience intense frustration related to 

advocating for their child with ASD. In 

addition, they endure isolation for having 

a child with ASD. In the cyber world, 

these mothers viewed themselves and 

others as valuable resources for people 
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children with 

Autism 

Spectrum 

Disorders 

Sample: n=24 Blogs of cyber 

mothers (ages 32-45) of children 

(ages 5-9) diagnosed with ASD. 

assisting relationships were identified. The 

themes that emerged under inhibiting 

factors were role strain and isolation. The 

themes that emerged under assisting factors 

were identified in the context of supportive 

relationships and partnerships that facilitate 

resilience. 

searching for information on ways to 

foster success for their children. 
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Data Analysis 

Thematic analysis enabled the researchers to examine the current available scientific 

literature on the experiences of loneliness of caregivers of children with ASD. This involved 

(1) Familiarising yourself with your data; (2) Generating initial codes; (3) Searching for 

themes; (4) Reviewing themes; (5) Defining and naming themes; and (6) Producing the report 

(Braun & Clarke, 2006). By employing these six steps proposed by Braun and Clark (2019) 

in a reflexive manner, thematic analysis allowed the researchers to identify recurrent patterns 

and themes within the available scientific literature, with the aim of linking these to the 

research questions and ultimately to generate a report on the findings, to inform our 

understanding and to make possible recommendations for future directions, thus achieving 

the aims of the rapid review study (Braun & Clarke, 2019). 

Findings and Discussion 

The following four themes emerged from the included studies: (1) Burden of care and 

challenges experienced by caregivers; (2) Social isolation and social interactions that play a 

role in the experiences of loneliness; (3) Stigma and discrimination that impact the 

experiences of loneliness; and (4) Coping mechanisms alleviating the experiences of 

loneliness. 

Theme 1: Burden of Care and Challenges Experienced by Caregivers 

The challenges associated with serving as a primary caregiver of a child with ASD 

pose a huge burden which plays a role in caregivers’ experiences of loneliness (Cardon & 

Marshall, 2021; Cloete & Obaigwa, 2019; Dababnah & Parish, 2013). This was confirmed by 

a study conducted by Hillman and Anderson (2019), which captured the overwhelming 

challenges associated with serving as the primary caregiver and the implications these 

challenges have on the caregivers’ experiences of loneliness (Hillman & Anderson, 2019). 

The study found that grandparents who served as caregivers reported having struggles every 
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day and just “[being] tired all the time” (Hillman &Anderson 2019). Caregivers experiencing 

chronic fatigue were further confirmed by other studies included in the review (Cardon & 

Marshall, 2021; Cloete & Obaigwa, 2019; Dababnah & Parish 2013). It was evident from 

these reviewed studies that chronic fatigue linked in with experiences of loneliness whereby 

caregivers were often too tired and lacked the energy to initiate or participate in social 

interactions with their own age peers (Hillman & Anderson, 2019). Consequently, caregivers 

remained socially isolated and withdrew further from social engagements, which directly 

contributed to them experiencing a sense of loneliness (Hillman &Anderson, 2019). In 

addition, these grandparents as caregivers indicated that their grandchild with ASD required 

constant supervision, regardless of the child’s age (Hillman & Anderson 2019). Thus, time 

constraints left no time for caregivers to have for themselves, or to connect with same age 

peers or for leisure activities, as the day was spent only in service of the child (Cardon & 

Marshall, 2021; Hillman & Anderson 2019), thereby increasing feelings of social isolation 

and ultimately experiences of loneliness (Cardon & Marshall, 2021). 

Furthermore, grandparents, as caregivers, endured a huge financial burden in taking 

care of their grandchildren by making sacrifices for their grandchild’s ASD-related therapies 

and needs (Hillman & Anderson 2019). Grandparents in the study reported draining their 

retirement annuity and depleting their retirement funds, and having to go back to work to 

cover their grandchild’s expenses (Hillman & Anderson 2019). The financial sacrifices 

impacted on caregivers in that they did not have sufficient funds to cater for their social 

activities and outings, resulting in caregivers being restricted in opportunities to socialise, 

thereby isolating themselves and feeling alone (Hillman & Anderson, 2019). Other studies 

further confirmed the above findings whereby caregivers are forced to spend an excessive 

amount of time, attention, energy, and financial resources on the needs and routines of the 

child with ASD, which directly impacted on caregivers’ social life and psychological well-
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being by restricting caregivers’ movements and opportunities for social inclusion (Cardon & 

Marshall, 2021; Dababnah & Parish, 2013; Semigina & Stoliaryk 2022), thus ultimately 

playing a role in these caregivers experiencing an increased sense of loneliness (Hillman & 

Anderson, 2019; Koukouriki et al., 2021; Lu et al., 2021; Semigina & Stoliaryk 2022). 

Furthermore, caregivers reported that they endured an emotional burden when taking care of 

children with ASD (Hillman & Anderson, 2019; Navot et al., 2017). Caregivers expressed 

experiencing feelings of shock, grief, guilt and self-blame, due to ASD being a life- long 

disability (Mahmood et al., 2015), requiring a life- time commitment of caregiving 

(Mahmood et al., 2015; Navot et al., 2017). Caregivers thus mourned the loss of the 

relationship they would have had with their child without the ASD diagnosis (Navot et al., 

2017). Consequently, caregivers became withdrawn, felt excluded from parents with typically 

developing children and thus felt alone in this experience (Navot et al., 2017). 

Moreover, the presence of a child with ASD in the family resulted in unique and 

bidirectional influences on the entire family system (Koukouriki et al. 2021; Mahmood et al., 

2015). Siblings born after the child with ASD grow up in an ASD-oriented family 

environment with certain dynamics and functionality that have been shaped according to the 

needs and routines of the child with ASD (Cardon & Marshall, 2021; Koukouriki et al. 2021; 

Mahmood et al., 2015). The above left siblings feeling overlooked and isolated from their 

parents, which culminated in feelings of loneliness (Koukouriki et al., 2021; Mahmood et al., 

2015). In addition, siblings assumed the role of caregivers to their sibling with ASD 

(Koukouriki et al., 2021; Mahmood et al., 2015). Siblings assisted with caregiving duties 

beyond that which was appropriate for their age (Lu et al., 2021; Mahmood et al., 2015; 

Semigina & Stoliaryk, 2022). Another study in this review further reported on siblings as 

caregivers experiencing a phenomenon known as “parentification” (Koukouriki et al., 2021), 

whereby siblings as caregivers have a load of responsibilities, such as increased household 
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duties, caring for their affected sibling to allow free time for parents, and having to protect 

their sibling from hurting themselves or from being bullied by other children ( Koukouriki et 

al., 2021; Lu et al., 2021; Mahmood et al., 2015; Semigina & Stoliaryk, 2022). The above left 

siblings as carers feeling lonely, socially excluded and isolated from their peers, due to the 

burden of caring that was imposed on them (Koukouriki et al., 2021; Mahmood et al., 2015). 

In addition, studies revealed that siblings as caregivers experience further isolation and 

loneliness as they are restricted in opportunities to participate in social clubs due to 

caregiving duties and the financial constraints imposed by the financial burden of the ASD 

child (Lu et al., 2021; Mahmood et al., 2015; Semigina & Stoliaryk, 2022). The review also 

revealed that siblings had low school attendance and performed poorly at school, due to their 

caregiving duties (Dababnah & Parish 2013). From the above it can be seen how the burden 

of care contributed to siblings feeling overwhelmed, socially excluded, socially isolated and 

ultimately experiencing a sense of loneliness (Koukouriki et al., 2021). 

The study further found that mothers/women were seen as the gender responsible for 

carrying the burden of caregiver (Mahmood et al., 2015). Mothers as caregivers thus spent 

most of the day isolated with the child away from family and friends, resulting in experiences 

of loneliness (Mahmood et al., 2015). One mother in the study confirmed this when she 

reported that she felt isolated from her other children as she gave her ASD child more care 

and attention compared to her other children (Mahmood et al., 2015). Further findings 

revealed that the all-consuming role of the caregiver resulted in the neglect of other important 

tasks and further confirmed a lack of participation in social activities, which resulted in 

loneliness (Dababnah & Parish, 2013; Mahmood et al., 2015; Semigina & Stoliaryk, 2022). 

Another mother in one of the review studies demonstrated her experiences of role strain 

according to the specific roles she fulfilled. She wrote that she is okay, but just that she is 

very busy and that she is in need of a personal assistant, a secretary, a butler, a maid, a nanny, 
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and a chauffeur, and maybe a clone or two (Zeman et al., 2011). From the above-mentioned it 

is evident that the caregiver burden is overwhelming, and caregivers play multiple roles when 

caring for their child with ASD. This consequently results in caregivers feeling overburdened, 

having no reprieve from caregiver duties, and no time for social engagements (Hillman & 

Anderson, 2019). Thus, caregivers feel excluded, isolated and experience a sense of 

loneliness (Hillman & Anderson, 2019; Zeman et al., 2011). Furthermore, caregivers in the 

study reported that they suffer from emotional burnout, which is provoked by low internal or 

external resources (Navot et al., 2017; Semigina & Stoliaryk 2022). The lack of ASD 

services, a lack of awareness of ASD, and the lack of support for caregivers of children with 

ASD further exacerbate the caregiver burden (Gosztyła & Prokopiak, 2019; Koukouriki et al. 

2021; Lu et al., 2017). The study found how these contextual factors contributed to caregiver 

burden, and further revealed the implications of these factors on the caregivers’ experiences 

of loneliness (Cardon & Marshall, 2021; Cloete & Obaigwa, 2019; Dababnah & Parish 

2013). 

Theme 2: Social Isolation and Social Interactions that Play a Role in the Experiences of 

Loneliness 

Mothers portrayed themselves as not only lonely, but as isolated from others who 

might understand their experience (Dababnah & Parish 2013; Navot et al., 2017; Zeman et 

al., 2011). One mother identified her isolation and loneliness by simply stating that she is 

basically a hermit and that she keeps to herself (Zeman et al., 2011). Another mother 

expressed this theme when she wrote that she is without support and the closeness that she 

desperately needs, thereby resulting in feeling alone and forgotten (Zeman et al., 2011). 

Findings that report on mothers as caregivers of girls with ASD described mothers’ desire to 

have a close relationship with their daughters; however, due to the challenges of ASD their 

expectations for intimacy as a mother and daughter were not fulfilled (Navot et al., 2017). 
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These mothers as caregivers felt isolated and experienced being excluded and alone as a 

result (Navot et al., 2017). Moreover, mothers are mostly seen as primary caregivers and 

spend most of their time alone, interacting only with the child with ASD compared to other 

members of the family (Dababnah & Parish 2013; Ijalba, 2016; Mahmood et al., 2015), 

consequently resulting in isolation from others and experiencing loneliness (Dababnah & 

Parish, 2013; Zeman et al., 2011). 

However, other studies confirmed that isolation is experienced not only by mothers, 

but also the entire family (Cloete & Obaigwa, 2019; Dababnah & Parish, 2013; Mahmood et 

al., 2015; Semigina & Stoliaryk 2022). The studies revealed that complex responsibilities of 

family caregivers, coupled with work, appeared to take time away from engaging in 

meaningful friendships for family caregivers (Hillman & Anderson 2019), thereby resulting 

in social isolation (Hillman & Anderson, 2019; Zeman et al., 2011). Caregivers thus 

experience a lack of the sense of connectedness and belonging which ultimately contributes 

to their experiences of loneliness (Hillman & Anderson, 2019; Koukouriki et al., 2021; Lu et 

al., 2021; Mahmood et al., 2015; Zeman et al., 2011). 

Findings further report that due to caregiving demands on younger siblings as 

caregivers, they are at risk of being deprived of adequate leisure time with their parents as 

well as other kinds of psychological care and nurturing from their parents (Dababnah & 

Parish, 2013; Koukouriki et al., 2021; Mahmood et al., 2021). The findings report further that 

the caregiving role imposed on younger siblings might not only pose a greater risk of feelings 

of loneliness and social isolation for these sibling caregivers, but also for mental health 

consequences, such as anxiety and depression for sibling caregivers (Koukouriki et al., 2021). 

Although they are younger than their ASD sibling, there is an expectation on these younger 

siblings to assist in caregiver duties and responsibilities that centred on the needs of the child 

with ASD (Koukouriki et al., 2021; Mahmood et al., 2015). Moreover, sibling caregivers 
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endure embarrassment due to the challenging behaviours of the ASD child and this further 

isolates themselves from peers (Koukouriki et al., 2021; Mahmood et al., 2015). This rapid 

review study further found that feelings of loneliness in sibling as caregivers were found to 

be inversely associated with two aspects of social support, namely the social support received 

from the family itself, the availability and attentiveness of parents and the social support and 

acceptance received from friends for sibling caregivers (Koukouriki et al., 2021). Thus, the 

findings suggest that social support is related to better adjustment and might enhance the 

coping skills for typically developing sibling caregivers and thereby alleviating their 

experiences of loneliness (Koukouriki et al., 2021). 

Findings from the included studies further report on Western cultures having higher 

levels of loneliness as compared to their Senegalese and Ukrainian counterparts (Cardon & 

Marshall, 2021; Semigina & Stoliaryk, 2022), particularly due to the norm of small, nuclear 

households (Cardon & Marshall, 2021), less frequent family interaction, preference for 

scheduled and structured social visits that can limit social interactions and increasingly 

infrequent socialisation with neighbours and the community, which ultimately culminates to 

experiences of loneliness (Cardon & Marshall, 2021). 

Another interesting finding was noted from the same study in this review on 

Americans and the Senegalese, which allows the researcher to compare Western and African 

perspectives (Cardon & Marshall, 2021). This study highlighted that the Senegalese 

caregivers were more likely not to face social exclusion as compared to the Americans 

(Cardon & Marshal, 2021). The reason behind this was differences in family and community 

structures that may have also affected thematic differences between the American and 

Senegalese participant groups. In terms of caring for children with autism, African norms, in 

this case the Senegalese norms of living with extended family and in social communities, 

may serve as a protective factor against the recurring issue of a lack of support, thus also 
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buffering them from psychological stressors and experiences of social isolation and 

loneliness (Cardon & Marshall, 2021). The Americans overwhelmingly reported social 

isolation and loneliness, because of the lack of exposure to other children, family contentions 

regarding parenting expectation, as described by Cardon and Marshall (2021), that went 

largely unmentioned by the Senegalese families. 

Due to ASD disruptive behaviours, community and extended family did not accept the 

child and blatantly blamed caregivers for their child’s disability (Cardon & Marshall, 2021; 

Cloete & Obaigwa, 2019; Dababnah & Parish 2013). This non-acceptance contributes to high 

levels of loneliness and may signal insufficient closeness in social relations and a lack of 

support, which then disrupts interpersonal well-being (Cardon & Marshall, 2021; Cloete & 

Obaigwa, 2019; Dababnah & Parish 2013). Therefore, according to evidence from the rapid 

review study, caregivers avoided social situations and become socially restricted (Ijalba, 

2016; Mahmood et al., 2015). Social isolation was therefore a method adopted by caregivers 

to protect their children from the negative reactions of society (Cardon & Marshall, 2021; 

Cloete & Obaigwa, 2019; Dababnah & Parish 2013), consequently resulting in isolation from 

family circles and community participation, which impacted on loneliness (Cardon & 

Marshall, 2021). Social isolation and disengagement thus contributed to parents’ overall 

experiences of stress, shame, depression, and exclusion, which contributed to a sense of 

loneliness (Cardon & Marshall, 2021). The evidence found that families face 

misunderstandings and social exclusion by family and friends and the community at large 

(Semigina & Stoliaryk, 2022). Another study reflected on a caregiver’s experience, wherein 

she reports that due to a lack of understanding, people tend to look at caregivers in a negative 

light if their child exhibits challenging behaviours due to ASD (Ijalba, 2016). She  cited this 

as the reason she does not go to anyone’s house for a visit, thereby expressing her feelings of 

isolation and experiences of loneliness (Ijalba, 2016). 
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Theme 3: Stigma and Discrimination Impacting on the Experiences of Loneliness 

Raising a child with ASD was associated with stigma, grief, and feelings of 

incompetence (Dababnah & Parish, 2013; Ijalba, 2016. Caregivers reported that they were 

discriminated against and struggled to be socially accepted because their children had ASD 

(Hillman & Anderson, 2019; Ijalba, 2016. The personal feelings of emotional burnout 

experienced by the caregivers were strengthened by social stigma related to ASD and the 

social isolation experienced by caregivers of children with ASD (Semigina & Stoliaryk, 

2022), and these findings are consistent with past studies (Papadopoulos, 2021; Pepperell et 

al., 2018). 

Evidence from the rapid review found that caregivers reported negative reactions 

from the public and social tension outside the home, including parent blame, ostracization, 

discrimination, and rudeness (Cardon & Marshall 2021; Dababnah & Parish, 2013; Devenish 

et al., 2020). Caregivers felt vulnerable when they were perceived as being uncaring to their 

child (Ijalba, 2016). Neighbours often expressed concern when children with ASD cried 

repeatedly, citing this as neglectful parenting (Ijalba, 2016). As one mother in the study 

expressed, her neighbour denounced her, and a social worker visited and checked her 

apartment to see how she treated her daughter (Ijalba, 2016). 

Findings further report that ASD is associated with shame that can be witnessed 

among siblings as caregivers themselves (Mahmood et al., 2015; Navot et al., 2017). Siblings 

as caregivers complained of negative outcomes such as embarrassment, peer rejection, 

shame, and discrimination due to the challenging behaviours of their sibling with ASD 

(Dababnah & Parish, 2013; Koukouriki et al., 2021; Mahmood et al., 2015). Siblings as 

caregivers experience restricted mobility when they are confined at home with their ASD 

sibling due to their caregiving responsibilities (Dababnah & Parish, 2013; Koukouriki et al., 

2021; Mahmood et al., 2015). Consequently, siblings as caregivers can only engage with their 
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peers within the same proximity as their ASD sibling, thus exposing these caregivers to 

embarrassment and ultimately isolation (Mahmood et al., 2015). As evidenced in the review 

study when one mother expressed that her son would not let his friends come inside the 

house, he only talks to them outside. She further stated that on one occasion when he did let a 

friend inside the house when his brother was screaming, his friend asked him if his brother 

was retarded (Dababnah & Parish, 2013). Thus, the effects of discrimination and stigma can 

be seen in siblings as caregivers experiencing a loss of a sense of belonging among their 

peers linking into their experiences of loneliness and social isolation (Koukouriki et al., 2021; 

Mahmood et al., 2015). 

Feelings of loneliness of caregivers were compounded by cultural norms and spiritual 

beliefs that ASD is evil and the child is believed to be possessed by evil spirits (Cardon & 

Marshall 2021). African cultural beliefs on ASD viewed it as a punishment from the Gods. 

(Cloete & Obaigwa, 2019). The findings further revealed that mothers were blamed for the 

child’s condition (Cardon & Marshall 2021) and were told to get rid of their child (Dababnah 

& Parish, 2013). Negative reactions from outside the home forced parents not to discuss their 

child’s condition as a means of protecting their child from being discriminated against 

(Cloete & Obaigwa, 2019). Parents admitted actively hiding their children from the 

community, for fear of being shamed and labelled (Cloete & Obaigwa, 2019). Reports from 

parents in the findings serves as evidence of this, whereby, parents became withdrawn as they  

do not want to be embarrassed in front of people (Dababnah & Parish, 2013). Thus, 

discrimination from cultural norms and beliefs contributed to disengagement from society 

and left caregivers with feelings of shame, forced them to withdraw and thus increased their 

feelings of loneliness (Cloete & Obaigwa, 2019; Dababnah & Parish, 2013). 
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Theme 4: Coping Mechanism Alleviating the Experiences of Loneliness 

Denial of the condition was one of the coping mechanisms implemented by the 

caregivers to adapt to having a child with ASD (Cardon & Marshall, 2021; Dababnah & 

Parish, 2013). Another coping mechanism suggested by the research is religion (Cardon & 

Marshall, 2021 Dababnah & Parish, 2013; Hillman & Anderson, 2019). Caregivers who 

believed in God were likely to accept the condition of their children. As noted in the study by 

Dababnah and Parish (2013), a parent described her despair and belief in God when she noted 

that she does not want to make a big deal about the ASD diagnosis and will still thank God 

for everything. 

It was revealed that some caregivers in the review study viewed ASD as a blessing 

rather than a burden (Dababnah & Parish, 2013). Some caregivers believed that ASD is 

temporary, and that God will heal their children of this disability (Cardon & Marshal, 2021; 

Dababnah & Parish, 2013). Another participant in this study reported that when she starts 

crying, she would go to “wudoo”, which is a ritual washing for prayer (Dababnah & Parish, 

2013). The evidence here suggests that religion was a coping mechanism implemented by 

caregivers (Cardon & Marshal, 2021; Dababnah & Parish, 2013; Hillman & Anderson, 2019). 

Religious coping was found to be effective as it reduces psychological distress and alleviates 

experiences of loneliness (Dababnah & Parish, 2013; Hilman & Anderson, 2019). The 

importance of religion is highlighted in-terms of acceptance, coping, and meaning-making in 

the caregiving process (Dababnah & Parish, 2013). Religious beliefs and spiritual practices 

were all found to form the basis of facilitating adjustment and coping for caregivers, thereby 

minimising feelings of loneliness (Dababnah & Parish, 2013). 

Another coping mechanism employed was that of information seeking (Mahmood et 

al., 2015; Zeman et al., 2011). Thus, awareness could also be another form of coping to 

alleviate loneliness for caregivers of children with ASD. Findings from this rapid review 
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study suggested that education and knowledge of ASD had a very positive impact on 

caregivers (Mahmood et al., 2015). By information seeking and informing themselves on 

ASD, caregivers accepted caregiving as a challenge (Mahmood et al., 2015). Information 

seeking created opportunities for socialising (Mahmood et al., 2015; Zeman et al., 2011). 

Thus, lessening social isolation and educating not only themselves as caregivers, but others in 

the community on ASD assisted caregivers with meaning-making of the ASD diagnosis, 

thereby alleviating the experiences of loneliness (Mahmood et al., 2015). 

The findings indicated that support was another coping mechanism in combatting 

caregiver experiences of loneliness. Perceived social support was found to be significantly 

and positively related to life satisfaction (Lu et al., 2021; Zeman et al., 2011). The findings 

indicate that good interpersonal relationships are vital for caregivers’ well-being and 

prosperity by fostering connection and a sense of belonging (Gosztyła & Prokopiak, 2019; Lu 

et al., 2021). Furthermore, the idea that help is available from others mediates the sense of 

loneliness in caregivers of children with ASD (Gosztyła & Prokopiak, 2019). Moreover, 

caregivers with higher perceived social support usually tend to ask for help when facing 

difficulties in aspects regarding ASD, therefore mitigating feeling alone and forgotten 

(Gosztyła & Prokopiak, 2019; Lu et al., 2021). Social support may help to reduce negative 

social comparison, promote purpose and meaning for the caregiver, and increase a sense of 

competency through companionship and belonging (Lu et al., 2021). The above positive 

effects of social support are likely to contribute to the well-being of all family members and 

alleviate experiences of loneliness (Gosztyła & Prokopiak, 2019; Koukouriki et al., 2021). 

Implications of the Research Study in the South African Context 

In the South African context, due to limited resources in health care and a lack of 

awareness, a lack of sufficient services and sufficiently trained professionals on ASD (Pillai 

et al., 2021), it becomes paramount that healthcare professionals understand the dynamic and 
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importance of the caregiver role in the treatment outcomes for the child with ASD (Cloete & 

Obaigwa, 2019). Social exclusion and isolation continue to have implications for caregivers 

(Cardon & Marshall, 2021; Cloete & Obaigwa, 2019). There is an urgent need for healthcare 

professionals involved in the treatment of the child with ASD to consider the impact the 

above factors have on caregivers’ sense of loneliness (Cardon & Marshall, 2021; Cloete & 

Obaigwa, 2019). Further importance is placed on interventions that are culturally sensitive to 

mitigate experiences of loneliness (Cloete & Obaigwa, 2019). In addition, interventions 

should be holistic and all-encompassing by not only involving the child with ASD, but also 

the caregivers and the family of the child with ASD (Gosztyła & Prokopiak, 2019; 

Koukouriki et al., 2021; Lu et al., 2017). Consequently, the above considerations for the 

caregivers will assist to mitigate the risks that caregiving demands impose on the 

psychological health of caregivers. Moreover, this understanding, based on the above-

mentioned evidence gathered by the research study, could ultimately assist mental health 

professionals in initiatives and interventions that aim to promote the psychological health of 

caregivers of children with ASD. 

Limitations and Recommendations for Future Studies 

The experiences of loneliness of caregivers of children with ASD are a topic that is 

understudied. New and emergent scientific literatures might have been excluded which were 

published before the study concluded. Therefore, this scientific literature might have been 

overlooked. Additionally, as ASD is a condition that is not fully understood in developing 

countries, these caregivers’ experiences might not have been accurately represented and 

thoroughly documented within the studies included in this rapid review, therefore it cannot be 

generalised to all caregivers of children with ASD. 

It is recommended that future studies should focus on caring for the carer. Previous 

research has already established that caregivers bridge an important gap in under-resourced 
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countries, where treatment outcomes of the ASD child are dependent on the caregiver. 

Therefore, caregivers’ health and well-being should be considered and promoted. As ASD is 

a lifetime commitment for caregivers, the efforts of future research can assist health 

professionals in broadening their understanding to provide initiatives and interventions that 

support caregivers and their families as they navigate through the challenges of caring for a 

child with ASD. 

Conclusion 

The findings from this rapid review research study concluded that caregivers of 

children with ASD are confronted with numerous challenges associated with caring for a 

child with ASD (Cardon & Marshall, 2021; Cloete & Obaigwa, 2019; Dababnah & Parish, 

2013; Hillman & Anderson, 2019). Societal views and other contextual factors such as a lack 

of awareness, a lack of support and a lack of services heavily influence the experiences of 

loneliness of caregivers of children with ASD (Gosztyła & Prokopiak, 2019; Koukouriki et 

al., 2021; Lu et al., 2021; Zeman et al., 2011). This rapid review research study further 

presented findings on the coping mechanisms employed by caregivers to alleviate their 

experiences of loneliness. The research study further confirmed that caregivers endure stigma 

discrimination, rejection, and negative reactions from society, therefore they experience a 

sense of loneliness when they are excluded from society and isolated with their child with 

ASD (Cardon & Marshall 2021; Dababnah & Parish, 2013; Devenish et al., 2020). The 

importance of the caregiver role was highlighted and confirmed as a critical health source in 

the South African context, which should be considered and preserved (Pillai et al., 2021).  
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SECTION 3: CRITICAL REFLECTION 

Section 3 provides a critical reflection of the primary researcher in conducting this 

rapid review research study, culminating in the submission of this mini-dissertation. 

Critical Reflection on the Research Process 

While conducting the rapid review study, I soon found out that it was not as easy as it 

seemed. Since the rapid review process was not one with which I was familiar, it left me 

feeling unsure. I was advised by my supervisors to read up and familiarise myself with the 

rapid review process and methodology. Given the above uncertainty and the historical 

challenges since the inception of my research process during my M1 year in 2020, I was 

beginning to feel like completing my research study was an insurmountable task that I would 

not be able to achieve. I felt defeated; however, I pushed on, holding on to whatever hope I 

had left. 

The challenges I experienced throughout the research process tested me to my limits. 

In 2020 I had chosen a research supervisor. My then supervisor had challenges that in-turn 

impacted me severely, posing as delays in feedback and gaps in supervision. For my part, I 

remained empathic and understanding and we both tried our very best to navigate through the 

process. Upon reflection, this experience resulted in a growth point for me. I became aware 

that I had qualities of resilience, endurance, and patience. However, despite all my efforts, 

2020 ended with me achieving no movement and no progress in the research process at all. It 

was as if the whole year had been wasted. 

At the beginning of the 2021 academic year, I requested to be assigned to another 

supervisor. At this point, I felt that I was stuck and required intervention, failure of which 

would have resulted in me not completing my research. My request was partially fulfilled, 

and Mrs Malan intervened as my co-supervisor. In July 2021, my supervisor sadly informed 

me that she would no longer be supervising me. This news left me devastated, with the 
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uncertainty and anxiety of not achieving my qualification. I was then, upon request, assigned 

to a new supervisor and co- supervisor. The change in supervision was promising and 

instilled a new hope for my completion. However, the real work seemed to only have started 

then. The rest of the year was spent trying to gain momentum on the time lost and to finally 

get some direction on achieving completion of the initial stages of the research process. 

In 2022, I submitted my research proposal for approval to the small group committee, 

to the COMPRES scientific committee, and to the HREC ethics committee at the university, 

within a period of three months. This was a huge accomplishment, of which I was rather 

proud. My confidence was restored in the research process, and by June 2022, I had received 

HREC approval for the study. At the end of August 2022, my study title was registered, and I 

could finally see myself completing what I had started. The remainder of the year was spent 

in ensuring that I fully comprehended the rapid review methodology by reading up and 

consulting with my supervisors. By October 2022, I had finally started conducting the 

research study. At this point I felt sufficiently informed and confident enough to enjoy doing 

my research. 

Data Collection 

Data was collected by employing the guidelines of the rapid review methodology. 

These guidelines were important to me as it allowed me to reflect on the required steps. It 

provided structure in conducting the research study. The following rapid review steps, as set 

out by Ganann et al. (2010), were followed in the research process for conducting rapid 

reviews. The first step was to conduct a scope review of various databases, which was 

achieved through consultation with a North-West University librarian. Inclusion and 

exclusion criteria were then applied to mitigate for bias. The second step was to screen 

scientific literature for further analysis. This was done by Mrs Malan and I, independently. 

Scientific literature that was irrelevant and that did not meet the proposed research study’s 
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inclusion criteria were discussed, decided upon, and excluded. Whenever any disagreements 

arose, we met with Prof Werner de Klerk, who provided clarity for consensus. A decision 

was then made on the final number of scientific literature that was identified for the rapid 

review. The scientific literature was relevant to exploring the rapid review question, of: What 

evidence is available from the scientific literature on the experiences of loneliness of primary 

caregivers of children with ASD? How could this evidence inform our understanding to make 

appropriate recommendations for the psychological health promotion of primary caregivers 

of a child with ASD? Furthermore, the included scientific literature was appraised as being of 

good quality as per the standard set out by the JBI scientific appraisal tool (Peters et al., 2015; 

The Johanna Briggs Institute, 2015). Thereafter Mrs Malan and I did the thematic analysis 

independently. Lastly, by applying the fourth step, the evidence found was synthesised, and I 

reported on the findings. This entire process was overseen by both Mrs Malan and Prof de 

Klerk. They provided valuable guidance and feedback that ensured adequate monitoring that 

the research was conducted in a scientifically appropriate manner. 

Data Analysis and Interpretation 

Data were analysed using thematic analysis. Thematic analysis is a method of analysis 

that organises and identifies patterns and themes within data, thereby describing the data in 

rich detail (Braun & Clarke, 2006). Reflecting on the analysis phase of the study, it was 

apparent that employing thematic analysis for the research study was an effective and best 

suited method, as it allowed us as researchers to stay close to the data and gain a rich and in-

depth description of the experiences of loneliness of primary caregivers of the child with ASD. 

Themes and patterns were identified, integrated, and summarised, enabling me to answer the 

review question of the proposed study. The entire process of analysis was achieved by 

employing the recommend stepwise presentation of Braun and Clarke (2006) in a reflexive 

manner throughout the analysis phase. The back-and-forth engagement with the data allowed 
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me a closeness with the evidence that proved valuable in understanding what the scientific 

literature was reporting on. This allowed an accurate unbiased interpretation of the findings. It 

taught me how to present evidence from the scientific literature, and not what I was assuming 

from it. Although this was challenging, I overcame this by consulting with my supervisors and 

peers, thereby mitigating for subjectivity and bias within the research process. Further, by 

adhering to the rapid review methodology, I ensured rigour (Ganann et al., 2010). 

Findings 

Reporting on the findings was overwhelming. I knew what I wanted to say and what I 

had found; however, it was a huge task in bringing it all together. I spent a lot of time 

ruminating on how I was going to present the findings in a logical, coherent, manner that 

flowed. The most prominent finding was that caregivers had many challenges that impacted 

on their experiences of loneliness. There was a lack of adequate interventions that considered 

or even mitigated caregivers’ experiences of loneliness. The findings also suggested that a 

lack of awareness and a lack of services for ASD exacerbated caregiver loneliness. The 

findings thus highlighted the importance and the need for interventions that promotes social 

inclusion and support for caregivers of children with ASD. To ensure that what I was 

reporting on made sense and was an accurate representation of the findings, I continually 

consulted with my supervisors and reflected on the findings. In addition, after attending a 

three-day workshop to sharpen my research acumen at the North-West University’s 

COMPRES Focus Area, the findings were further peer-reviewed by a researcher at 

COMPRES. From the above-mentioned I was able to confidently report and interpret the 

findings and proceed with submitting my dissertation for grading. 

Conclusion 

In conclusion, conducting this research was a humbling process. It reminded me that 

every process closes only when the timing is right. It taught me that some processes are 
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beyond one’s control and that we should respect and trust the flow of each process. I emerged 

from this experience with a deep understanding and appreciation of processes and how one 

process needs to be closed before another can be opened. 

By conducting this research study, the respect and admiration I had for the caregivers 

of children with ASD intensified. As I worked through the evidence, my knowledge and 

understanding about their struggles and their courage grew. Thus, the knowledge I acquired 

from research on this topic enabled me to have a holistic understanding of the experiences of 

loneliness of these caregivers as they navigate their way through being available to the needs 

of their child with ASD. This research study left a curiosity and motivation in me to explore 

more on this topic and to further broaden and build on this knowledge, working toward my 

future endeavours in providing care for caregivers of children with ASD. 
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