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ABSTRACT 

Autism spectrum disorder (ASD) is a mental health disorder for which the cause is 

unknown and for which there is no cure. This only exacerbates the psychological distress 

placed on caregivers of children diagnosed with ASD. The purpose of this qualitative 

study, using the phenomenological approach was to describe the services and assistance 

that caregivers of children diagnosed with ASD identified as most beneficial to them. 

Twelve participants were interviewed via phone. Each interview was audio-recorded with 

participants reporting the services and assistance they identified as helpful or believed 

would be helpful, specifically to them. Interviews were transcribed and data were 

analyzed. Analysis revealed details of the lived experiences of caregivers of children 

diagnosed with ASD, particularly related to the utilization of services, challenges to 

utilizing services, and their perception as to why certain services would be beneficial. 

The main themes of utilization included peer-parent support groups which participants 

stated would help to provide a sense of community, and respite care which participants 

stated would help to provide opportunities for self-care and improved mental health. 

Findings from this study may be used to establish or expand upon the services and 

assistance that caregivers of children with ASD identified as being helpful and/or needed. 

Recommendations for future research associated with this study include a larger sample 

size, criteria regarding the length of time a child has had a diagnosis of ASD, multiple 

geographic locations, and research on how the church could help fill gaps in the service 

needs of caregivers of children with ASD. 

 Keywords: Autism spectrum disorder, caregivers, children, services, assistance 
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CHAPTER 1: INTRODUCTION TO THE STUDY 

 Autism spectrum disorder (ASD) is a lifelong neurodevelopmental disorder that affects 

approximately 1 in 44 children in the United States (Centers for Disease Control and Prevention, 

2022) and about 1 in 100 children worldwide (Chen et al., 2022). ASD affects males at a rate of 

4:1 compared to females (Zhang et al., 2020). Symptoms of ASD may present as early as 12 

months of age; however, the disorder is not diagnosable before 18 months of age (Loubersac et 

al., 2021). Symptoms vary depending on the functionality of the child (e.g., low functioning to 

high functioning or levels 1-3). Symptoms of this spectrum disorder often include difficulties in 

communication, impairments in memory, emotion regulation, behavioral problems, restricted 

interests, thinking or behaving at a level below one’s chronological age, sensory issues, sleep 

disturbances, incontinence, gastrointestinal disorders, feeding disorders, comorbid psychological 

disorders, academic difficulties, and impairments in social cognition and/or social functioning 

(Lai et al., 2014; Cooper et al., 2021; Elmose & Happé, 2014;  Pinkham et al., 2020; Mazurek & 

Sohl, 2016; Williams et al., 2018; Niemczyk et al., 2019; Lord et al., 2018; Chad-Friedman et al., 

2021). 

 Caring for a child with such symptoms has been correlated to research suggesting that 

caregivers of children diagnosed with ASD report high levels of stress (Likhitweerawong et al., 

2020), burnout (Kütük et al., 2021), and social discrimination (Iadarola et al., 2020). Research 

also shows that this group of caregivers reported increased financial hardships (Drapela & Baker, 

2014) and an overall lower quality of life (Ozgur et al., 2018). Additionally, caregivers of 

children diagnosed with ASD reported higher rates of symptoms related to anxiety and 

depression than caregivers of neurotypically developing children (Padden & James, 2017; Fatin 

et al., 2021) and caregivers of children diagnosed with other developmental disabilities (Nik 
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Adib et al., 2019) such as Down’s syndrome (Huang et al., 2014),  attention-deficit hyperactivity 

disorder (ADHD), and cerebral palsy (Kütük et al., 2021). 

Background 

 ASD is a neurodevelopmental disorder associated with impairments in communication, 

socialization, and behavioral issues (Burnham et al., 2019), as well as sensory issues (Williams et 

al., 2018), sleep disturbances (Chad-Friedman et al., 2021), hyper-specific interests (Voorspoels 

et al., 2018) and repetitive, stereotypical behaviors (Cooper et al., 2021). As a result of these 

impairments, children diagnosed with ASD often have difficulties making friends (Chamberlain 

et al., 2007) and may not be aware of the differences that separate them from neurotypically 

developing peers (Elmose & Happé, 2014).  

Although symptoms of ASD present within the first two years of life, the average age of 

diagnosis is four years (Young et al., 2020). The exact cause of ASD is unknown, and there is no 

cure. However, certain medications have fared well in symptom reduction (Lai et al., 2014). 

Such symptom reduction has been associated with sleep disturbances, mood, physical 

aggression, irritability, and hyperactivity (Mazurek & Sohl, 2016). Other difficulties associated 

with ASD may include incontinence (Niemczyk et al., 2019), emotion regulation and processing, 

and social perception (Pinkham et al., 2020). 

Comorbid diagnoses are common in children diagnosed with ASD, with anxiety (White 

et al., 2014; 2015) and ADHD being the most commonly reported (Chad-Friedman et al., 2021). 

Unfortunately, these comorbid disorders only exacerbate the impairments that children 

diagnosed with ASD experience in relation to communication and socialization. 

Caregivers of children diagnosed with ASD experience varying comorbid disorders 

themselves. According to Chad-Friedman et al. (2021), those who care for a child diagnosed 
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with ASD are at greater risk of experiencing psychiatric disorders such as depression and 

anxiety. Such disorders may coincide with the challenges this population encounters daily, 

including high levels of stress (Likhitweerawong et al., 2020), frustration (Watson et al., 2021), 

burnout (Kütük et al., 2021), social discrimination (Iadarola et al., 2020), financial hardships 

(Drapela & Baker, 2014), sleep disturbances (Lovell et al., 2021), impaired physical and mental 

health, marital conflicts, lack of familial, community, and medical support or understanding 

(Watson et al., 2021), and mistrust in others (Gulsrud et al., 2021) such as physicians, educators, 

and child care workers. 

The daily challenges experienced by caregivers of children diagnosed with ASD may 

explain the prevalence of reports of comorbid diagnoses of anxiety and depression within this 

population. A study conducted by Lim et al. (2021; 2022) stated that more than half of the 

respondents included in their study, caregivers of children diagnosed with ASD, yielded positive 

screens in depression and anxiety via the Depression, Anxiety, and Stress Scales (DASS-21). 

Using this same scale, Lim et al. (2021; 2022) reported that many of the stressors mentioned by 

respondents were related to education, not feeling confident in their abilities, and a lack of 

therapeutic resources (especially during the pandemic). 

Although the exact cause of ASD is unknown, researchers are continually collecting data 

that may eventually lead to an answer. Such data is being collected via scientific and biblical 

research. This will be important because utilizing multiple methods and areas of focus may yield 

data that fills gaps in existing research, expands knowledge in the field of psychology 

(Henriques, 2004), and simultaneously improves the lives of children diagnosed with ASD and 

their caregivers. 

Scientific Research 
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Current research suggests that ASD is a prenatal disorder associated with late gestational 

brain overgrowth (Bonnet-Brilhault et al., 2018), known as megalencephaly (Sokol et al., 2019). 

Such overgrowth affects cortical and subcortical regions of the brain, including the prefrontal 

and temporal cortices (Jones, 2014). Additional research suggests that ASD is associated with 

differences in amygdala volume (Herrington et al., 2017), increased gray and white brain matter 

(Xiao et al., 2014), and reduced functional and coherent connectivity (Ward, 2017).   

According to Nah et al. (2019), early detection of ASD yields the most successful 

outcomes via interventions and treatments. Studies have suggested that early diagnosis of ASD 

(Wan et al., 2013) and caregiver acceptance of such a diagnosis (Da Paz et al., 2018) may 

provide the best possible outcome for the child and caregiver. Therefore, knowing how ASD 

presents in infancy is imperative. This is an area of study for which additional research is 

necessary, as data collected may benefit children diagnosed with ASD, and their caregivers, 

more rapidly and comprehensively (Dinora & Bogenschutz, 2018). 

Biblical Research 

Similar to how scientific research explains disabilities and disorders, the same can be said 

for the Bible. John 9:2-3 says, “and His disciples asked Him saying Master, who did sin, this 

man or his parents, that he was born blind? Jesus answered, neither has this man sinned, nor his 

parents, but that the works of God should be made manifest in him” (King James Bible, 2015). 

From this, we see that disabilities have existed for centuries and provide opportunities for God’s 

glory to be manifested.  

Although ASD was not a disorder that was explicitly mentioned in the Bible, other forms 

of disabilities, such as blindness, deafness, and palsy, were mentioned, along with instructions 

from God on how to care for those with disabilities. Biblical instructions are the same for each of 
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these disabilities, including ASD. For example, Romans 15:1 explains that those who are strong 

should bear the weaknesses of those who are not strong, while 1 Corinthians 12:25 explains that 

there should be no division in the body of Christ and that all members should have the same care 

for one another (King James Bible, 2015), as demonstrated throughout the Bible by Jesus.  

Children diagnosed with ASD and their caregivers should be shown the same care and 

love that other members of the body of Christ receive, with the biblical expectation that the 

strong should bear the weaknesses of these two groups. Not having the necessary support from 

caregivers limits the ability of the child diagnosed with ASD to succeed. Likewise, not having 

the necessary support from others limits the caregiver’s ability to fully support their child’s needs 

while exacerbating their own stress levels. As Christians, it is important to acknowledge the 

struggles of caregivers of children diagnosed with ASD by providing support and displaying the 

true love of God. 

Problem Statement 

 Caregivers of children diagnosed with ASD experience higher levels of stress than 

caregivers of neurotypically developing children, as well as caregivers of children diagnosed 

with other disabilities such as Down’s syndrome (Huang et al., 2014), intellectual disabilities, 

developmental disabilities (Nik Adib et al., 2019), ADHD, and cerebral palsy (Kütük et al., 

2021). Some caregivers have reported feeling stretched beyond their limits (Davis & Carter, 

2008) or on the verge of crisis (Weiss & Lunsky, 2010; 2011). Perhaps this is because caregivers 

of children diagnosed with ASD encounter struggles that are unique to them. Such struggles 

include being stigmatized by other parents or caregivers (Thibodeau et al., 2017) and the 

inability to maintain employment due to the constant need to be accessible for the child who 

relies on them for care.  
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 While research exists on the adverse effects of caring for a child with ASD, it is currently 

unknown what is needed to assist this population in alleviating the hardships they encounter 

daily. Support groups and respite care could provide temporary relief but are not offered in all 

areas and may have long wait lists. Additionally, services such as education programs 

(Milgramm et al., 2021; 2022) may provide access to other effective therapeutic options (Baykal 

et al., 2019) but pose an issue when child care is not available to allow caregivers the opportunity 

to utilize these services. Therefore, a qualitative study was proposed to examine how caregivers 

of children diagnosed with ASD described the services or assistance they needed to feel well-

assisted and supported. 

Purpose of the Study 

 The purpose of this qualitative study, using the phenomenological approach via 

interviewing, was to describe the services and assistance caregivers of children diagnosed with 

ASD identified as most beneficial to them.  

Research Questions 

RQ1:  How did caregivers of children diagnosed with ASD describe their lived 

experiences caring for their child? 

RQ 2:  What services and assistance did caregivers of children diagnosed with ASD 

report utilizing, being needed, and reasons for not utilizing? 

RQ 3:  Why did caregivers of children diagnosed with ASD believe that certain services 

and assistance were helpful and/or needed? 

Assumptions and Limitations of the Study 

 Assumptions associated with this study related to the depth of knowledge caregivers of 

children diagnosed with ASD possessed. It was assumed that these caregivers were able to 
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provide details about what services and assistance they utilized. It was also assumed that these 

caregivers would know the services and assistance they needed. 

 Limitations associated with this study related to the small sample size and the depth of 

information caregivers of children diagnosed with ASD would provide. Additionally, the method 

of recruitment may have produced participants most engaged in the care of their child, possibly 

limiting data related to the perspective of those caregivers who feel the least supported. 

Theoretical Foundations of the Study 

 This study was conducted using the interview method via a qualitative research design. 

Qualitative research deals with inquiry and examines a social or human problem, while 

interviews provide a personal, firsthand perspective. This study examined the social/human 

problems that caregivers of children diagnosed with ASD encounter daily, including high stress 

levels, social discrimination, lack of community support or understanding, and mistrust of others, 

as described by Wuest and Hodgins (2011). Furthermore, the services and assistance caregivers 

of children diagnosed with ASD reported as being needed to help cope with their daily stressors 

were examined. 

Data collected from this study may be used to improve or create services to improve the 

lives of caregivers of children diagnosed with ASD. One such improvement may assist 

caregivers in identifying their main stressors and learning how to cope. This is consistent with 

Folkman and Lazarus’ (1985) theory of stress which describes the process of appraising 

stressors. According to this theory, the appraisal of stress depends on available resources. When 

there are insufficient resources to handle a given stressor, an individual experiences stress. This 

is often the case for caregivers of children diagnosed with ASD, who frequently face stressors 

they do not feel adequately prepared to handle. Caregivers must then explore coping and stress-
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buffering skills to achieve resiliency (Walsh, 2016). This study built upon Folkman and Lazarus’ 

(1985) theory of stress by examining how caregivers of children diagnosed with ASD appraised 

their stress and the resources they reported that would be beneficial in reducing their stress. 

These stress reducers may include having a dependable support network as well as components 

of resiliency such as making meaning of the situation and practicing active coping and emotional 

regulation (Walsh, 2016). 

 Definition of Terms 

The following is a list of definitions of terms that were used in this study:   

Autism spectrum disorder (ASD)- a set of neurodevelopmental disorders characterized by 

deficits in socialization, communication, emotion regulation, repetitive behaviors, insistence on 

sameness, fixated interests, and hyper or hypo-reactivity to sensory input (American Psychiatric 

Association [APA], 2013).  

Chronological age- time lived since birth (Limeres et al., 2019). 

Communication- verbal and non-verbal skills one uses to express their own message, as well as 

receive messages from others (Kristoffersson et al., 2020). 

Contextual source memory- memories that involve encoding and/or retrieval (Semino et al., 

2017). 

Distress- a feeling of extreme worry, sadness, or pain (Dijkstra-de Neijs et al., 2020). 

Emotion regulation- the ability to modify one’s arousal and emotional state to promote adaptive 

behavior (Conner et al., 2019). 

Executive functioning- cognitive processes related to behavioral goals, which may include 

planning, inhibitory control, and working memory (Bernier et al., 2010). 
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High-functioning autism spectrum disorder- a term used to describe an individual diagnosed 

with ASD who does not have a comorbid intellectual disability (Alvares et al., 2020). 

Low-functioning autism spectrum disorder- a term used to describe an individual diagnosed 

with ASD who suffers from severe symptoms such as limited verbal skills and inability to 

function independently (Sung et al., 2022). 

 Megalencephaly – increased growth of cerebral structures during brain development (Sokol et 

al., 2019). 

Neurodevelopmental disorder- a disorder related to impaired neurocognitive functioning (Shah 

et al., 2022). 

Prospective memory- memory used to perform an expected behavior in the future (Li et al., 

2021). 

Restricted interests- interests of unusual focus or intensity (Carter et al., 2020). 

Sensory hyperreactivity- an intense sensitivity to or avoidance of sensory input (Hohn et al., 

2019). 

Sensory hypo reactivity- reduced responsiveness or reaction to sensory input (Reda et al., 

2021). 

Sensory input- input that enters the body through one of the five senses: hearing, seeing, tasting, 

smelling, and feeling (Fausto-Sterling, 2021). 

Single-item memory- memory involving common objects, words, or sounds without having to 

utilize contextual source memory (Semino et al., 2017). 

Socialization- the process of understanding relationships through interactions with others (Kohn, 

2019). 
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Stress – an internal response resulting from the unusual demands of an environment (Garrett & 

Hough, 2018).   

Stress reactivity- individual differences in response to a stressor (Cohen & Hamrick, 2003). 

Significance of the Study 

 Caregivers of children diagnosed with ASD play essential roles and perform crucial tasks 

in their children’s lives. These tasks include assisting with activities of daily living (brushing 

teeth, bathing, toileting), preparing meals, transportation to appointments (medical, dental, 

therapeutic), and advocating for their child’s education, inclusion, and other case-by-case needs. 

When these caregivers feel anxious, depressed, or overwhelmed, their physical and mental health 

and their child's physical and mental well-being are affected. It is, therefore, crucial that 

caregivers of children diagnosed with ASD feel supported and well-served, for which this 

research may provide a foundation. 

Summary 

 Approximately 1 in 44 children in the United States (Centers for Disease Control and 

Prevention, 2022) and about 1 in 100 children worldwide (Chen et al., 2022) are diagnosed with 

ASD. ASD is a lifelong, neurodevelopmental disorder that impairs a person’s communication 

skills, emotion regulation, social cognition and functioning, and ability to process sensory input 

(Lai et al., 2014; Cooper et al., 2021; Elmose & Happé, 2014;  Pinkham et al., 2020; Mazurek & 

Sohl, 2016; Williams et al., 2018; Lord et al., 2018; Chad-Friedman et al., 2021).  

As more is learned about ASD and how to assist children diagnosed with the disorder, it 

is also essential to give attention to how their caregivers may be assisted. Such assistance may 

come in the form of increased services or additional assistance and resources that cater to this 

population. Currently, there are a significant number of services and forms of assistance that 
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exist to benefit children diagnosed with ASD. However, few services and forms of assistance 

exist to help their caregivers. Data collected from this study could be used to establish such 

services and increase support for this population. 
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CHAPTER 2: LITERATURE REVIEW 

Overview 

 ASD is a neurodevelopmental disorder associated with impairments in communication, 

socialization, behavioral issues (Burnham et al., 2019), sensory issues (Williams et al., 2018), 

sleep disturbances (Chad-Friedman et al., 2021), hyper-specific interests (Voorspoels et al., 

2018) and repetitive, stereotypical behaviors (Cooper et al., 2021). These impairments affect how 

children diagnosed with ASD present, how they are treated by neurotypically developing peers, 

and their ability to make friends (Chamberlain et al., 2007).  

 Similarly, caregivers of children diagnosed with ASD may also present differently than 

their adult peers. These caregivers often present anxious, depressed (Chad-Friedman et al., 

2021), stressed (Likhitweerawong et al., 2020), frustrated (Watson et al., 2021), tired, and 

overwhelmed. Accordingly, these differences in presentation impact how others treat caregivers 

of children diagnosed with ASD within their own peer group. 

 This chapter examines the varying differences in how children diagnosed with ASD 

present and how they are treated by their neurotypically developing peers. The same differences 

in presentation and treatment are examined regarding caregivers of children diagnosed with ASD 

with the intention of determining ways to ease the burden experienced by these caregivers. 

Finally, biblical foundations via Scripture are used to demonstrate the importance of 

understanding one another’s differences and discerning God’s expectations on treating those who 

are different. 

Description of Search Strategies 

Scientific Databases and Delimitations 
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 Databases used for this research were examined digitally via the Jerry Falwell Library at 

Liberty University. Such databases included Sage Primer, EBSCOhost, PubMed Central, 

PsychInfo, and ProQuest. Delimitations consisted of ASD research published within the last five 

years. However, significant research published more than five years ago has also been included. 

Scientific Search Terms 

 Scientific search terms used for this research related to themes that help the vulnerable 

and those with unique needs. These terms included: autism, children, caregivers, services, 

assistance, experiences, ability, challenges, disability, inclusion, limitations, opportunities, 

socialization, understanding, stress, coping, struggles, and mental health. 

Biblical Research and Search Terms 

 Biblical search strategies for this study consisted of word study and subject matter 

exploration via the King James Version Bible. Terms and subjects explored included: grace, 

compassion, kindness, children, patience, humility, loneliness, love, persecution, blindness, 

paralysis, perseverance, speech, self-control, and temperance.  

Review of Literature 

 ASD is a neurodevelopmental disorder characterized by impaired communication and 

socialization, and restricted or repetitive behaviors (APA, 2013). Despite extensive research, an 

etiological cause of the disorder has not been determined, nor has a cure (Horder et al., 2018). 

However, research has identified symptoms of ASD to include behavioral issues (Burnham et al., 

2019), sensory issues (Williams et al., 2018), sleep disturbances (Chad-Friedman et al., 2021), 

gastrointestinal issues (Lord et al., 2018) and incontinence (Niemczyk et al., 2019). The 

symptoms experienced by children diagnosed with ASD, as well as the impact of these 

symptoms on caregivers, differ from family to family. ASD is a spectrum disorder meaning that 
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people diagnosed with the disorder present with varying degrees of impairment (Jensen & 

Spannagel, 2010; 2011), along a spectrum that may range from low functioning/level 3 (e.g.; 

non-verbal, requiring significant assistance in daily care) to high functioning/level 1 (e.g., limited 

challenges in accomplishing activities of daily living).  

Children with ASD Present Differently Than Peers/Treated Differently by Peers 

 Children diagnosed with ASD may present at various points along the spectrum. 

However, there are several common symptoms present in those diagnosed with ASD. Such 

symptoms include difficulties in communication, impairments in memory and emotion 

regulation, behavioral problems, restricted interests, thinking or behaving at a level below one’s 

chronological age, sensory issues, sleep disturbances, incontinence, gastrointestinal disorders, 

feeding disorders, comorbid psychological disorders, academic difficulties, and impairments in 

social cognition and/or social functioning (Lai et al., 2014; Cooper et al., 2021; Elmose & 

Happé, 2014;  Pinkham et al., 2020; Mazurek & Sohl, 2016; Williams et al., 2018; Niemczyk et 

al., 2019; Chad-Friedman et al., 2021). 

Communication 

 Children diagnosed with ASD present with varying limitations in their ability to 

communicate. For example, some children diagnosed with ASD are non-verbal and remain non-

verbal throughout their lives. Some are minimally verbal but eventually reach expected 

milestones, while some have an extensive vocabulary yet still experience difficulties 

communicating (Brignell et al., 2018). These difficulties often relate to the child having an 

intended message but being unable to communicate that message effectively to others (Rimmer 

et al., 2020;2021). 
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This can be frustrating to the child and those with whom the child is attempting to 

communicate, as the child may be unable to stay on topic or carry on a meaningful conversation 

(Yuan & Chen, 2020). In instances involving a caregiver, the caregiver may possess more 

patience with the child than others. However, at some point, the caregiver may begin to feel 

frustrated and may even begin negatively associating their caregiving abilities with being unable 

to understand their child. 

 When a child diagnosed with ASD attempts to communicate with peers and cannot do so, 

it could result in peer rejection (Chad-Friedman et al., 2021). Peers may not demonstrate the 

same level of patience as caregivers. Therefore, when the child diagnosed with ASD cannot 

communicate as quickly and effectively as their peers, the child may be rejected.  

Memory 

 A study conducted by Semino et al. (2017) determined that the verbal ability of an 

individual diagnosed with ASD was significantly associated with memory. This was especially 

notable in areas related to contextual source memory. However, discrepancies with single-item 

memory were not noted. 

 Similar to communication-related frustration, children diagnosed with ASD may also feel 

frustrated when unable to recall specific information. In instances involving their caregivers, the 

children may become upset due to their inability to remember information such as their home 

address or telephone number. In instances involving their peers, the children may become 

embarrassed due to their inability to retain information in the academic setting. This may be 

especially true when the child is asked to recall information in front of a large group or in an 

instance in which the child’s memory may impact peers (e.g., prize-oriented, team study games). 
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Feeling frustrated, upset, or embarrassed could result in the child displaying impaired emotion 

regulation. 

Emotion Expression and Regulation 

 Often in correlation with impaired communication and memory, children diagnosed with 

ASD have difficulties expressing emotions, expressing fewer emotions and atypical emotions 

compared to neurotypically developing peers. Additionally, children diagnosed with ASD 

demonstrate impaired emotion regulation as they are less able to self-soothe than neurotypically 

developing children. This is evident in the form, frequency, intensity, and duration of the 

emotional outbursts demonstrated by children diagnosed with ASD (Reyes et al., 2020). When 

children diagnosed with ASD display an emotional outburst due to impaired emotion regulation, 

their peers may also be affected. This often occurs in academic settings, childcare settings, and 

social settings. Such emotional outbursts may affect peers through distraction, annoyance, and/or 

safety issues. 

 Children diagnosed with ASD tend to demonstrate high levels of impairment when 

frustrated, including impaired insight, poor problem-solving skills, and low response inhibition 

(Conner et al., 2019). Possessing such symptoms of impaired emotion regulation is problematic 

not only for the child who is unable to express themselves appropriately, but for others around 

them. Caregivers are usually responsible for assisting children through their emotional outbursts 

and are also tasked with cleaning up the aftermath. This can be very stressful and embarrassing 

for the caregiver, especially in public settings (Zhou et al., 2018). 

Behavioral Problems 

 Unfortunately, the form, frequency, intensity, and duration of such emotional outbursts 

may result in actual or perceived behavioral problems. In some ways, children diagnosed with 
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ASD experience the “domino effect.” These children may desire to communicate a thought, idea, 

or memory but be minimally or totally unable to do so. This may make them upset, embarrassed, 

or frustrated, resulting in emotional outbursts. These outbursts may involve shouting, injury to 

self or others, and/or destruction of property (Tse, 2020), which an unbeknownst person may 

perceive as behavioral problems. 

 In other cases, children diagnosed with ASD may exhibit actual behavioral problems. 

Such behaviors are more intentional in manner, such as rule-breaking and being disruptive (Piro-

Gambetti et al., 2021), as well as pre-meditated acts of violence and/or destruction of property. 

Examples may include the child walking over to another child and hitting the other child for no 

apparent reason, tearing another child’s artwork off of the bulletin board unprovoked, and 

ripping it into pieces. Such behavioral problems may be associated with poor social 

development, which is common in children diagnosed with ASD (Tse, 2020).  

At times, the behavioral problems of children diagnosed with ASD may affect the safety 

of their peers. For example, a child diagnosed with ASD could intentionally or unintentionally 

injure a peer during an emotional or behavioral outburst and may be unable to explain their 

behaviors. Nonetheless, this negatively impacts the child’s ability to establish friendships (Yuan 

& Chen, 2020). 

 Behavioral problems in children diagnosed with ASD pose daily challenges and are a 

significant source of caregiver stress (Tse, 2020). Such behavioral problems may result in the 

child and/or the caregiver being injured or the child being suspended from school or childcare, 

which requires the caregiver to explain their need to leave work abruptly, take time off from 

work, and lose pay, all while feeling alone, judged, and embarrassed by their child’s problematic 

behavior. 
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Restricted Interests 

 Restricted interests are a subtype of the restrictive and repetitive behavior symptoms 

associated with ASD. Such interests impede social development, negatively impact the ability to 

establish friendships, interfere with learning, and are clinically difficult to treat. Restricted 

interests are described as interests of unusual focus or intensity (Carter et al., 2020). Although 

the exact neural basis of development is unknown regarding restricted interests, a study by Carter 

et al. (2020) suggested that when the social development of communication is impaired, the 

functioning of specific brain systems may be altered. Such alterations may therefore promote the 

development of restricted interests. These restricted interests may make it difficult for others, 

including the caregiver, to connect with the child.  

Chronological Age 

 Often, the restricted interests of a child diagnosed with ASD may not align with their 

chronological age; the time lived since birth (Limeres et al., 2019). This may lead peers to 

perceive the child as “odd,” negatively impacting opportunities to socialize (Smerbeck, 2019). 

Examples of restricted interests that may not align with chronological age include a nine-year-

old boy obsessively watching a cartoon intended for children ages 5-6, or a seven-year-old girl 

who solely plays with toys intended for children ages 3-4. Despite efforts to engage their 

children in play with age-appropriate toys, caregivers may be unable to do so, which could result 

in others negatively judging the parenting styles of these caregivers. 

Sensory Issues 

 Children diagnosed with ASD often experience sensory issues in conjunction with 

restricted interests and chronological age. Sensory issues are associated with input that enters the 

body through one of the five senses: sound, touch, sight, taste, or smell (Fausto-Sterling, 2021). 



28 

 

Sensory issues related to deficits in social skills (Kojovic et al., 2019) can negatively impact 

socialization opportunities. For example, neurotypically developing peers may enjoy loud noises, 

such as blaring music or high-pitched yelling on the playground. However, these sounds may be 

excruciating to a child diagnosed with ASD. 

 Additionally, neurotypically developing children may enjoy playing with playdough, 

viewing a light show, eating crunchy foods, or smelling certain aromas. However, the texture of 

playdough, the brightness of the lights, and the smell of certain scents may trigger a child 

diagnosed with ASD. In instances such as eating crunchy foods, multiple sensory issues may 

arise in a child diagnosed with ASD. Examples include the texture of the foods, the sound made 

while chewing the foods, and the actual taste of the foods, assuming that the look and smell of 

the foods are not initially triggering to the child.  

Sleep Disturbances 

 According to Deliens and Peigneux (2019), sleep disturbances are another commonality 

among children with ASD, affecting up to 81.5% of those diagnosed with the disorder. Common 

sleep disturbances are often associated with circadian sleep issues or behavioral insomnia. 

Circadian sleep disturbances include delayed sleep onset, frequent night awakenings, and early 

morning waking; behavioral insomnia relates to shorter sleep duration, prolonged sleep latency, 

and poorer sleep efficacy, all of which are common in children diagnosed with ASD (Deliens & 

Peigneux, 2019). The child’s quality and quantity of sleep directly impact the caregiver’s quality 

and quantity of sleep, which in turn affects the caregiver’s ability to be fully functional 

throughout the day.    

Incontinence and Gastrointestinal Disorders 
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 Incontinence and gastrointestinal disorders are common in children diagnosed with ASD 

during wake and sleep cycles alike. Incontinence may present in the forms of nocturnal enuresis, 

daytime urinary incontinence, and fecal incontinence. Incontinence describes the involuntary 

excretion of urine or feces and affects children diagnosed with ASD at higher rates than 

neurotypically developing children. According to Niemczyk et al. (2019), nocturnal enuresis 

affects up to 30% of children diagnosed with ASD, while daytime urinary incontinence and fecal 

incontinence affect up to 55% and 12.5%, respectively. Additionally, fecal incontinence may be 

related to certain gastrointestinal disorders which are common among children diagnosed with 

ASD. 

 It is estimated that up to 47% of children diagnosed with ASD suffer from 

gastrointestinal disorders (Lord et al., 2018). Gastrointestinal disorders are one of the most 

common comorbid medical conditions associated with ASD. Such conditions include 

constipation, chronic diarrhea, abdominal cramps, gastroesophageal reflux disease, and irritable 

bowel syndrome (Madra et al., 2020). It is the responsibility of the caregiver to assist the child 

through painful experiences related to gastrointestinal disorders, clean up accidents and messes 

related to gastrointestinal disorders, and limit the child’s intake of foods likely to exacerbate 

gastrointestinal disorders. 

Feeding Disorders 

 In addition to gastrointestinal disorders, feeding disorders are common in children 

diagnosed with ASD. Studies suggest that the gastrointestinal disorders common in children 

diagnosed with ASD may underlie their feeding disorders. Children diagnosed with ASD are up 

to five times more likely to experience feeding disorders than neurotypically developing 
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children. Common feeding disorders associated with ASD include food selectivity, refusal of 

foods (e.g., texture/sensory-related issues), and poor nutritional intake (Madra et al., 2020). 

 Poor nutritional intake is directly associated with gut function and development, 

especially in children, and helps explain the correlation between feeding disorders and 

gastrointestinal problems. Madra et al. (2020) discussed the strong correlation between 

gastrointestinal problems and the feeding disorder known as pica. Pica is a feeding disorder that 

affects approximately 60% of people diagnosed with ASD at some point in their lifetime and 

involves consuming items not intended for consumption (e.g.; batteries, cotton balls, etc.). When 

consumed, these items significantly impede gut function and development. Such consumption 

may also result in obstructions, perforation, or poisoning and requires close monitoring of those 

who suffer from this feeding disorder (Madra et al., 2020). Such monitoring is yet another 

responsibility of caregivers of children diagnosed with ASD. 

Comorbid Psychological Disorders 

 Similar to the comorbid medical disorders suffered by children diagnosed with ASD are 

the comorbid psychological disorders from which they suffer. Among commonly reported 

comorbid psychological disorders associated with ASD are depression (Johnston & Iarocci, 

2017), ADHD, oppositional defiant disorder (ODD), and anxiety (Oerbeck et al., 2021). 

 Studies suggest that up to 38% of children diagnosed with ASD also reported symptoms 

of depression (Johnston & Iarocci, 2017). The Diagnostic and Statistical Manual of Mental 

Disorders (5th ed.; DSM–5; American Psychiatric Association, 2013) includes sadness, 

worthlessness, hopelessness, indecisiveness, irritability, and fatigue as common symptoms of 

depression. These symptoms are exacerbated in children who are diagnosed with ASD and may 

be unable to communicate their symptoms and/or needs adequately. 
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 ADHD is also a frequently reported comorbid disorder associated with ASD. The DSM-5 

describes ADHD as a disorder associated with hyperactivity, carelessness, disorganization, 

forgetfulness, restlessness, inattentiveness, impulsivity, and loud, rapid, and intrusive speech 

(APA, 2013). Studies show an overlap in symptoms of ASD and ADHD and estimate that up to 

80% of children diagnosed with ASD also met the criteria for ADHD (Scandurra et al., 2019). 

Additional studies reveal that up to 68% of children diagnosed with ASD and ADHD 

comorbidly, also met the criteria for ODD (Mayes et al., 2020; 2021). Symptoms of ODD 

include becoming easily annoyed and/or losing temper, anger, resentment, vindictiveness, 

disrespect toward authority, blaming others, and intentionally annoying others (APA, 2013), all 

of which could significantly impede the development of peer relationships. 

 Another commonly reported comorbid disorder associated with ASD is anxiety. Studies 

show that up to 84% of children diagnosed with ASD were also diagnosed with anxiety 

(Johnston & Iarocci, 2017). According to the DSM-5, anxiety symptoms include excessive 

worrying, inability to control such worry, restlessness, fatigue, difficulty concentrating, and 

irritability (APA, 2013). Many of these symptoms coincide with symptoms of other comorbid 

diagnoses related to ASD, such as depression, ADHD, and ODD. However, anxiety symptoms 

have also been proven to cause significant distress in social situations and peer acceptance 

(Johnston & Iarocci, 2017). 

 Regarding children diagnosed with ASD who present on the lower functioning end of the 

spectrum, anxiety symptoms usually relate to social avoidance. This is often associated with 

atypical presentation and externalizing behaviors. Regarding children diagnosed with ASD who 

present on the higher functioning end of the spectrum, anxiety symptoms usually relate to the 
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awareness of their social deficits (Johnston & Iarocci, 2017), which can also take an emotional 

toll on the caregiver who wants their child to feel accepted. 

Often, caregivers of children diagnosed with ASD invest so much time catering to their 

child’s emotional and mental health that their own emotional and mental health suffers (Chad-

Friedman et al., 2021). Additionally, some of the symptoms that the child experiences are also 

experienced by the caregiver. For example, children diagnosed with ASD often experience 

anxiety associated with the school setting (Hillman et al., 2020), which may also be a source of 

anxiety for caregivers confronted by school personnel regarding the child’s behaviors. 

Academic Difficulties 

 School may pose unique cognitive, social, and behavioral challenges for children 

diagnosed with ASD. Such challenges often increase the symptoms of anxiety that the children 

experience in the academic setting. Studies have shown that symptoms of anxiety, such as 

excessive worrying, fear, irritability, and difficulty concentrating, negatively impact the 

intellectual functioning and academic achievement of children diagnosed with ASD. These 

impacts could have lifelong effects, including the inability to attend college, reduced 

employment opportunities, financial struggles, and limited social interactions (Hillman et al., 

2020).  

 Similarly, symptoms of other comorbid psychological disorders can exacerbate the 

academic difficulties experienced by children diagnosed with ASD. For example, feelings of 

hopelessness or worthlessness, common symptoms of depression, could significantly deter a 

child from learning, as could symptoms of ADHD (disorganization, forgetfulness, 

inattentiveness) and ODD (becoming easily annoyed or irritated, blaming others for one’s 

decisions). 
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 Learning disorders also significantly impact children diagnosed with ASD in the 

academic setting. The DSM-5 classified learning disorders as difficulties learning and using 

academic skills related to inaccurate or slow reading, difficulty understanding what is read, and 

difficulty in spelling, written expression, numerical facts/calculations, and mathematical 

reasoning (APA, 2013). Li et al. (2021) described the correlation between such learning 

disorders on executive functioning and prospective memory. Executive functioning entails high-

level cognitive processes used to produce intentional behaviors, whereas prospective memory is 

associated with memory used to trigger behavior performance in the future (Li et al., 2021). 

Because executive functioning is often impaired in children diagnosed with ASD, it may be 

difficult for this population to utilize prospective memory. For example, a child diagnosed with 

ASD may not be able to set prospective memory reminders to do homework, review for a quiz, 

or study for a test, often resulting in academic difficulties. These academic difficulties then 

impact the caregiver, who may be judged for their child’s academic performance or perceived 

lack thereof. 

Social Cognition and Social Functioning 

In addition to impaired executive functioning, children diagnosed with ASD may also 

experience impairments related to social cognition and social functioning. Social cognition is the 

ability to interpret others’ intentions, thoughts, emotions, and behaviors in social situations. In 

contrast, social functioning is defined as how an individual can function in society and engage in 

activities of daily living (Nijman et al., 2019). Children diagnosed with ASD are at a significant 

disadvantage in these areas due to “persistent deficits in social communication and social 

interaction across multiple contexts” (APA, 2013, p. 50), various symptoms of comorbid 

disorders (hopelessness, excessive worrying, inattentiveness), and chronological age. Studies 
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have shown that the social environment and social skills of children ages 3-12 play a significant 

role in their overall development, including social cognition and social functioning (Derikx et al., 

2021).  

It is difficult for children diagnosed with ASD to improve social cognition and social 

functioning (Pinkham et al., 2020), often because they are unable or minimally able to engage in 

such efforts. For example, understanding social cues could be a way for children diagnosed with 

ASD to improve social cognition. However, because children diagnosed with ASD may have 

difficulty making direct eye contact, it would be difficult for them to interpret another person’s 

intentions, thoughts, emotions, or behaviors. Similarly, because children diagnosed with ASD 

may have difficulty with social interactions, it would be difficult for them to learn and 

understand societal norms (Nijman et al., 2019).  

Evidence of such has been shown in studies regarding parallel play. Parallel play takes 

place when a child plays alongside, but not with, peers. Many children diagnosed with ASD 

engage in parallel play instead of interactive play (Robain et al., 2021). Reasons for this may 

include impaired communication which could prevent the child diagnosed with ASD from 

communicating with peers; impaired social cognition, which could prevent the child diagnosed 

with ASD from connecting with peers; impaired social functioning, which may prevent the child 

diagnosed with ASD from understanding appropriate play, or to eliminate or reduce bullying 

experienced by children diagnosed with ASD. 

The limited ability or inability of a child diagnosed with ASD to improve social cognition 

and/or social functioning may reflect on the caregiver, whom society deems responsible for the 

social interactions of the child. Furthermore, caregivers are also impacted when the social cues of 
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their child are not aligned with society’s standards which could result in their child becoming the 

victim of bullying.  

Bullying 

 Research indicates that over 50% of children diagnosed with ASD have been the victim 

of bullying, compared to 20-30% of neurotypically developing peers (Forrest et al., 2019; 2020). 

Children diagnosed with ASD may experience loneliness or feel demoralized when comparing 

themselves to neurotypically developing peers (Chamberlain et al., 2007), often due to social 

isolation (Cooper et al., 2021). Although all school-aged children may be bullied, the risk is 

elevated in children diagnosed with ASD due to their increased vulnerability and impaired 

communication skills (Forrest et al., 2019; 2020).    

 In some cases, the vulnerability of children diagnosed with ASD is exploited as they are 

bullied without being aware of such victimization. In other cases, children diagnosed with ASD 

are aware of such victimization, which has been linked to depression, anxiety, low self-esteem, 

self-harm, and antisocial behaviors (Forrest et al., 2019; 2020). Having a child who is the victim 

of bullying is challenging and painful for caregivers because they want their child to be treated 

with dignity and respect. 

Caregivers of Children with ASD Present Differently/Treated Differently by Peers 

 It is not surprising that with all of the differences that set children diagnosed with ASD 

apart from their neurotypically developing peers, they often present differently and are treated 

differently by their peers. Unfortunately, caregivers of children diagnosed with ASD often 

present differently and are treated differently by their peers as well. Such differences relate to 

stress, fatigue, burnout, sleep disturbances, impaired physical and mental health, limited self-

care, marital conflicts, financial hardships, social isolation and discrimination, lack of support or 
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understanding, mistrust of others, advocating, and the need for various services and assistance. 

Of these issues, stress may be one of the most commonly reported issues associated with caring 

for a child diagnosed with ASD. 

Stress and Fatigue 

Studies conclude that caregivers of children diagnosed with ASD experience higher stress 

levels than parents of neurotypically developing children (Padden & James, 2017; Fatin et al., 

2021), with over half of these caregivers experiencing clinically significant levels of stress. 

Compared to caregivers of neurotypically developing children, 34% of caregivers of children 

diagnosed with ASD met stress levels considered to be in the clinical range. In contrast, only 2% 

of caregivers of neurotypically developing children met such criteria (Li et al., 2017). Additional 

studies show that caregivers of children diagnosed with ASD report higher stress levels than 

caregivers of children diagnosed with other disabilities, such as Down’s syndrome (Huang et al., 

2014) and cerebral palsy (Kütük et al., 2021). This could be because these disabilities are more 

recognizable by society, who may know little about ASD and therefore assume inept parenting is 

to blame. 

Stress is an internal response resulting from the unusual demands of an environment 

(Garrett & Hough, 2018). In comparison, stress reactivity is defined as the individual differences 

in response to a stressor (Cohen & Hamrick, 2003). Caregivers of children diagnosed with ASD 

experience different stressors from one another, specific to their child (Chad-Friedman et al., 

2021), with some caregivers reportedly feeling “stretched” beyond their limits and abilities 

(Davis & Carter, 2008).  

According to Whitmore (2016), the stress of parenting a child diagnosed with ASD is 

comparable to the stress experienced by combat soldiers. In addition to caring for themselves and 
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other family members, caregivers of children diagnosed with ASD must also cater to their child’s 

unique needs regarding communication barriers, impaired emotion regulation, often leading to 

tantrums, property damage, self-aggression, aggression toward others, and the child being sent 

home from school or daycare as a result of such behavior. For caregivers who work outside of 

the home, this means having to leave work, lose pay, risk being let go from their job, and 

increased financial worries.  

Caregivers of children diagnosed with ASD also face challenges related to their child 

being mistreated or bullied, catering to their child’s sensory issues (avoiding loud/ triggering 

noises, bright lights, etc.), sleep disturbances (often resulting in sleep disturbances for the 

caregiver as well), incontinence and gastrointestinal disorders (cleaning up the aftermath), and 

symptoms of comorbid disorders to include irritability, impulsivity, and anger. Additionally, 

caregivers of children diagnosed with ASD must fill in educational gaps for their child, advocate 

for all of their child’s needs (educational, medical, emotional, etc.), and help their child improve 

social cognition and social functioning (Waheed et al., 2020). Many caregivers feel 

overwhelmed by the responsibilities placed on them, often surpassing symptoms of stress and 

fatigue, resulting in burnout. 

Burnout 

 Parental burnout is an exhaustion syndrome that occurs when the demands of parenting 

outweigh available resources (Mikolajczak et al., 2021). Studies show that the strongest 

predictors of parental burnout include caring for a child with special needs, not feeling supported 

by others, and lack of involvement in leisure activities, all of which are characteristic of 

caregivers of children diagnosed with ASD. Parental burnout often leaves parents and caregivers 

feeling like they are on “auto-pilot.” This means that aside from the primary responsibilities of 
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parenting (e.g., providing food, safety, and shelter), parents and caregivers experiencing burnout 

no longer feel invested in the relationship with their child, no longer enjoy being with their child, 

and lack fulfillment in their parental role (Mikolajczak et al., 2021). 

 Parental burnout affects the parent/caregiver and negatively impacts the child, often with 

lifelong consequences. Studies show that children associated with parental burnout were more 

likely to be victims of domestic violence and/or neglect. Such violence and neglect were directly 

correlated to parental burnout symptoms, including somatic complaints, suicidal ideations, and 

sleep disturbances (Mikolajczak et al., 2021).  

Sleep Disturbances 

 Studies show that sleep disturbances, defined as sleep-wake disruptions or altered sleep 

patterns (Ortiz-Rubio et al., 2021), affect caregivers of children diagnosed with ASD at higher 

rates than caregivers of neurotypically developing children (Chad-Friedman et al., 2021). Such 

sleep disturbances related to the frequency of waking after sleep onset (waking more than six 

times after initially falling asleep), sleep latency (attempts at falling asleep that last more than 20 

minutes), sleep duration (sleeping less than seven hours a night), sleep efficiency of less than 

80% (Ortiz-Rubio et al., 2021), and overall sleep quality (Lovell et al., 2021). 

Sleep disturbances in caregivers of children diagnosed with ASD are often the result of 

overwhelming caregiver burdens or expectations, unmanageable responsibilities (Ortiz-Rubio et 

al., 2021), stress, fatigue, burnout, or symptoms of comorbid psychiatric disorders (Chad-

Friedman et al., 2021). Some studies presume that by alleviating such factors, sleep disturbances 

in this population could significantly decrease. This is especially important as sleep disturbances 

among caregivers of children diagnosed with ASD are linked to impairments in both their 

physical and mental health (Lovell et al., 2021). 
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Impaired Physical and Mental Health 

Caring for a child diagnosed with ASD has been shown to have negative physiological 

and psychological consequences on the caregiver (Chad-Friedman et al., 2021). According to 

Lovell et al. (2021), caregivers of children diagnosed with ASD are at higher risk of 

experiencing physical health problems than caregivers of neurotypically developing children. 

Reasons for this may relate to the extreme stress, fatigue, and burnout experienced by this 

population, which, if left untreated, could lead to issues with the endocrine system, immunity 

(Lovell et al., 2021), and microbiome imbalance (Dijkstra-de Neijs et al., 2020). These issues 

may include changes in appetite, food intake, body weight, and fat storage (Li et al., 2017). 

Studies show that these issues render caregivers of children diagnosed with ASD more 

vulnerable to the common cold, aches and pains (Lovell et al., 2021), obesity, heart disease, 

diabetes, gastrointestinal problems, asthma (Li et al., 2017), and even cancer (Dijkstra-de Neijs 

et al., 2020). 

Additional studies show that caring for a child diagnosed with ASD also increases the 

caregivers’ vulnerability to psychiatric disorders such as depression and anxiety (Chad-Friedman 

et al., 2021). According to the DSM-5, symptoms of depression are categorized either by 

depressed mood or loss of interest in previously pleasurable activities. Related symptoms include 

insomnia, fatigue, suicidal ideations, and significant distress in critical areas of functioning, such 

as social and occupational (APA, 2013), all of which have been linked to caregivers of children 

diagnosed with ASD (Mikolajczak et al., 2021). 

 Studies show that caregivers of children diagnosed with ASD also reported significant 

symptoms of anxiety which include excessive worrying, inability to control such worry, fatigue, 

difficulty concentrating, shame, guilt, inadequacy (Zhou et al., 2018), and distress in social 
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situations (Johnston & Iarocci, 2017). Dijkstra-de Neijs et al. (2020) pointed out that caregivers 

of children diagnosed with ASD are twice as likely to utilize mental health facilities than 

caregivers of neurotypically developing children. This may be because of the overwhelming 

symptoms of depression and anxiety frequently reported by this population, as well as limited 

engagement in activities related to self-care. 

Limited Self-Care 

 Self-care involves engaging in activities that may be of personal benefit to an individual 

when faced with uncontrollable aspects of a situation (Haakonsen-Smith et al., 2017; 2018). 

Caregivers of children diagnosed with ASD experience these uncontrollable aspects daily 

regarding their child’s behaviors. For example, these caregivers may have a positive outlook on 

the day at 7:45 a.m. but be called out of work at 8:45 a.m. to pick up their child from school or 

daycare due to the child’s aggressive behaviors. Aside from the embarrassment of leaving work 

within an hour of arrival and the loss of pay (which could have more significant, long-lasting 

effects), the caregiver may be confined to the home with the child. If neither has successfully 

managed their emotions, being confined together in the home could worsen the situation. 

Many caregivers of children diagnosed with ASD report that they do not often engage in 

self-care activities for various reasons. Some of these include lack of time, lack of energy or 

sleep, financial restraints, fluctuating mood (Riegel et al., 2021; 2019), and feeling guilty for 

doing so (Haakonsen-Smith et al., 2017; 2018). Of the caregivers who reported engaging in self-

care, mindfulness activities such as yoga and adult coloring books were common. However, less 

healthy activities were also reported, such as consuming alcoholic beverages each night when 

their child went to bed (Chad-Friedman et al., 2021). 
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 Studies show that caregivers of children diagnosed with ASD who reported not engaging 

in self-care were also more likely to report lower self-worth and quality of life (Waheed et al., 

2020). With the many responsibilities associated with caring for a child diagnosed with ASD, 

caregivers often overlook the importance of caring for themselves. However, some studies show 

that caregivers are starting to understand the importance of caring for themselves and “not just” 

(Haakonsen-Smith et al., 2017; 2018, p. 257) for their children. 

Marital Conflicts 

 Aside from the strain caring for a child diagnosed with ASD puts on the caregiver; the 

same can be true of the caregiver’s marriage. Caregivers of children diagnosed with ASD are 

more likely to experience divorce than caregivers of neurotypically developing children (Chad-

Friedman et al., 2021). Some studies estimate the divorce rate among caregivers of children 

diagnosed with ASD to be as high as 80% (Lashewicz et al., 2018).  

Cited marital conflicts leading to divorce among caregivers of children diagnosed with 

ASD were often related to disagreements on how to help the child, or not fully understanding the 

child’s diagnosis or how to navigate it (Chad-Friedman et al., 2021). Some studies suggest that 

up to 47% of caregivers denied that their child displayed symptoms of ASD (Tathgur & Kang, 

2021), which delayed services and worsened the marital relationship. Other marital conflicts 

reportedly leading to divorce among caregivers of children diagnosed with ASD related to a lack 

of intimate time spent together, financial hardships, and caregiver struggles associated with 

symptoms of anxiety, depression, and stress (Tathgur & Kang, 2021). 

Financial Hardships 

 Studies show that caregivers of children diagnosed with ASD experience unique financial 

hardships and are economically disadvantaged compared to caregivers of neurotypically 
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developing children (Waheed et al., 2020). Such hardships and disadvantages relate to the 

extensive needs of the child, which often include physical and mental healthcare expenses, 

specialty schooling, childcare, and tutoring (Chad-Friedman et al., 2021; Benevides et al., 2019). 

However, the most significant financial hardships seem to be associated with employment. 

 Studies show that caregivers of children diagnosed with ASD earn 28% less than 

caregivers of neurotypically developing children (Benevides et al., 2019). These findings are 

likely linked to this population's unemployment and underemployment rates. Many caregivers of 

children diagnosed with ASD are forced to make difficult decisions regarding employment. For 

example, the overwhelming demands of caring for a child diagnosed with ASD lead some 

caregivers to leave the workforce, remain in the workforce to a limited capacity, or voluntarily 

accept positions of underemployment (Marsack-Topolewski et al., 2021). In instances regarding 

underemployment, caregivers may accept work in fields such as retail, fast food, or day labor in 

exchange for more flexible work hours and/or disposable positions. In other instances, caregivers 

may feel pressured to stay at their current place of employment to avoid losing necessary health 

care or insurance benefits for their child (Watson et al., 2021). This is especially difficult for 

caregivers who must frequently leave work to pick up their child from school or daycare due to 

behavioral issues (Chad-Friedman et al., 2021) and may be on the verge of losing their job, 

income, insurance, and opportunity to socialize outside of the home. 

Social Isolation and Discrimination 

 As a result of limited opportunities for socialization and feeling unaccepted by others 

when such opportunities do present themselves, many caregivers of children diagnosed with 

ASD reported feeling socially isolated or discriminated against (Johnston & Iarocci, 2017). Such 

isolation (e.g., inability to go on typical family vacations) and discrimination (e.g., being the only 
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family in the neighborhood not invited to a block party) negatively impacts these caregivers’ 

personalities, social and emotional functioning (Waheed et al., 2020), and physiological health. 

For example, studies show that socially isolated individuals are at greater risk of heart attacks, 

coronary artery disease, and stroke (Piferi, 2001).  

Unlike caregivers of neurotypically developing children, caregivers of children diagnosed 

with ASD also report feeling stigmatized by others (Thibodeau et al., 2017). Such stigmatization 

often presents in the forms of insensitive comments, hostile stares, and even aggressive 

confrontations with members of the public, often because these members of the public witness 

the child’s undesirable behaviors and deem the situation to be “bad” parenting. Unfortunately, 

caregivers of children diagnosed with ASD also report similar stigmatization by their friends and 

family (Lovell & Wetherell, 2019). 

Lack of Support or Understanding/Mistrust of Others 

 Caregivers of children diagnosed with ASD express particular concern with such 

stigmatization and lack of support from friends and family members, whom the caregivers expect 

to provide hope and positivity. Instead, some caregivers of children diagnosed with ASD 

reported that their friends and family members have laughed at their child, made disparaging 

comments regarding the child’s future, including marital status or lack thereof, and in some 

cases, even blamed the caregiver for the child’s diagnosis. For example, one caregiver stated that 

a family member blamed her son’s diagnosis on her past sins (Tathgur & Kang, 2021). Other 

caregivers (specifically mothers) may be labeled “refrigerator mothers,” an outdated, disproven 

term used to describe cold, uncaring mothers thought to be the cause of their child’s ASD 

diagnosis (Fasano & Hill, 2017). 
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 The stigmatization and lack of support experienced by caregivers of children diagnosed 

with ASD often lead to mistrust of others, including primary care providers. Such mistrust may 

result from feeling judged by providers, not feeling understood by providers, and lacking 

confidence in providers. According to a study by Al-Mazidi and Al-Ayadhi (2021), primary 

healthcare providers show deficits in the early detection of ASD symptoms. The study indicates 

that of the 62% of children diagnosed with ASD by age 3, 66% of those diagnoses were not 

initiated by the child’s primary care provider. Such deficits in diagnosis could significantly 

hinder the child’s optimal improvement, prolong and exacerbate the stress experienced by 

caregivers, and leave caregivers with the duty of advocating for their child, though often 

untrained and unprepared to do so. 

Advocating 

For caregivers of children diagnosed with ASD, advocating may include uncomfortable 

and, sometimes, confrontational conversations with educators, insurance companies, and 

healthcare teams to ensure their child receives the best care possible (Drapela & Baker, 2014). 

Typical roles associated with advocating for a child diagnosed with ASD include negotiator, 

monitor, supporter, and case manager. Studies suggest that over time, caregivers of children 

diagnosed with ASD grow into their role as negotiators once they understand their child’s needs. 

This is common in matters such as drafting the child’s individualized education plan (IEP), 

which also helps the caregiver monitor the quality and content of their child’s education while 

providing support strategies that could be used to help the child and educator alike. Studies show 

that many caregivers of children diagnosed with ASD believe that if they did not support their 

child, no one else would, worsening their child’s disengagement and rendering their child less 
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social, with more challenging behaviors and more significant mental health issues (O’Hare et al., 

2021). 

In their role as case managers, caregivers of children diagnosed with ASD spend 

countless hours making phone calls, sending text messages and emails, attending meetings, 

conducting research, and sharing information. These tasks are necessary to be the self-

proclaimed “warriors” for which some caregivers describe themselves. Many caregivers report 

being labeled a “difficult parent,” not being believed about their child’s issues, having their 

concerns ignored, and being talked down to by others who had less practical experience than 

them. Such stigmatization leads some caregivers to feel as if they are going into battle each day 

(O’Hare et al., 2021). 

Caring for a child diagnosed with ASD presents additional pressures to live up to societal 

standards. Not only are these caregivers expected to remain the primary caregiver throughout the 

child’s life, but they are also expected to naturally possess the qualities and abilities necessary to 

care for the child and prioritize the child’s needs above their own. Additionally, these caregivers 

may be expected to display a facade of social normalcy, as if their role as a caregiver is no more 

complex than that of caregivers of neurotypically developing children (O’Hare et al., 2021). This 

is a challenging task due to the limited services and assistance explicitly established to help this 

population. 

Services and Assistance 

A 2019 study conducted by Nik Adib et al. concluded that over 90% of caregivers of 

children diagnosed with ASD felt that at some point over the last month, they could not cope 

with all the things they had to do. The study also concluded that over the same period, 92% of 

these caregivers had become angered because of things that were out of their control, and over 
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82% felt that difficulties in their lives were piled up so high that they could not overcome them. 

Such data indicates a need for services and assistance specifically for caregivers of children 

diagnosed with ASD, with less than 10% reportedly receiving proper psychological care for 

themselves (Al-Mazidi & Al-Ayadhi, 2021). 

Although an abundance of data has proven the need for services and assistance designed 

specifically for caregivers of children diagnosed with ASD, no such abundance exists to explain 

the specific types of services and assistance this population desires and deems necessary. 

However, existing data does show methods that many caregivers have used to cope with their 

struggles. Some of these methods have included utilizing services such as respite care (Cooke et 

al., 2020) and medical homes (Al-Mazidi & Al-Ayadhi, 2021) as an opportunity to engage in 

self-care activities, while others included attending church services (Ekas et al., 2008; 2009), and 

engaging in religious and spiritual activities to inspire meaning and purpose outside of 

caregiving (Cook-Cottone & Guyker, 2018). 

Biblical Foundations of the Study 

Research shows that mothers of children diagnosed with ASD often use religion and 

spirituality as coping mechanisms (Ekas 2008; 2009). However, some report not feeling fully 

welcomed by church congregations (Brock, 2021). This may be because ASD was not a known 

disorder in biblical days (Macaskill, 2018), and therefore limits the ability of churchgoers to 

understand the disorder from a biblical perspective (Macaskill, 2021). 

According to Macaskill (2020), ASD is often viewed as a functional deficit, measured 

against the standard that society deems “normal.” In terms of including all children in church 

services (not just those labeled as “normal”), Stranske (2007) pointed out that Jesus invited all 

children to come to Him and even corrected His disciples, who attempted to prevent the children 
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from gathering around Him. It is, therefore, important for church leaders to do the same by 

inviting and incorporating all of God’s children into church services and activities (Thompson, 

2019), despite the possible discomfort in doing so on both sides (Waldock & Forrester-Jones, 

2020). 

Research conducted by Ault et al. (2021) suggests that people with disabilities participate 

in their communities of faith less often than their neurotypically developing peers.  This is 

concerning because the same study demonstrated an increase in the quality of life of those with 

disabilities who were involved in their communities of faith. Inclusion of those with disabilities 

in all areas of life, including religion, faith, and spirituality, has long been a goal of many 

disability advocacy groups. However, even within particular churches, the perception of such 

inclusion differs depending on who is asked (Ault et al., 2021). For example, Ault et al. (2021) 

stated that although many church leaders reported welcoming and including people with 

disabilities, this perception was not shared by the caregivers of those with disabilities within the 

church. 

Similarly, research conducted by McMahon-Panther and Bornman (2020) suggests that 

limited attention is given to the persistent obstacles that people with disabilities and their 

caregivers encounter related to faith-based inclusion. Via the use of three focus groups (people 

with disabilities, caregivers of people with disabilities, and church leaders who have members of 

their congregation with disabilities), McMahon-Panther and Bornman (2020) concluded that not 

feeling understood, being treated differently, and being aware of such differential treatment were 

all factors that hindered those with disabilities (especially children with disabilities) from 

participating in religious and/or faith-based activities. 
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Excluding people and treating them differently goes against biblical instruction. Perhaps 

one of the most well-known biblical examples may be found in Luke 10:30-35, in which a man 

had been robbed, beaten, and left for dead on the roadside. A priest passed by and did not help 

the man. A Levite passed by and did not help the man, yet a Samaritan who was different from 

the man did stop. Not only did the Samaritan save the man’s life, but he also arranged and paid 

for a safe place for the man to recover from the injuries he had sustained. Later, in Hebrews 6:10, 

it was explained that God sees and does not forget good works and will repay those who do good 

deeds (King James Bible, 2015). 

The Bible’s instructions on how to treat one another are clear. However, special attention 

was placed on helping the vulnerable. There came a time when Moses was vulnerable. Exodus 

17:12 explains how Moses’ hands became heavy. Seeing his vulnerability, Hur and Aaron helped 

Moses hold up his hands, allowing the Israelites to prevail in battle (King James Bible, 2015). 

Additional verses, such as Colossians 3:12, point out the importance of being humble, 

meek, and kind, while Proverbs 31:8 points out the importance of speaking for those who cannot 

speak for themselves. In Matthew 25:40, Jesus reminded everyone that “inasmuch as you have 

done it to one of the least of these brethren, you have done it to Me” (King James Bible, 2015). 

Finally, and perhaps the most easily understood biblical instruction regarding how to treat 

vulnerable people is stated in Galatians 6:2. It reads, “Bear you one another’s burdens, and so 

fulfill the law of Christ” (King James Bible, 2015). A tremendous burden is placed on those with 

disabilities such as ASD, as well as their caregivers. God’s instruction on how to treat those who 

bear such burdens is clear. He expects His followers to bear burdens alongside one another. This 

requires taking the time to understand the burdens of others and put forth the effort to fulfill their 

needs; and, in doing so, fulfill the law of Christ. 
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Summary 

 God does not make mistakes, and this includes children diagnosed with ASD. The Bible 

explains that those with disabilities were not born as such due to the wrongdoing of the 

individual or the individual’s parents. Instead, so that the works of God could be made manifest 

in that individual (King James Bible, 2015).  It is estimated that up to 2% of the population 

suffers from ASD (Horder et al., 2018), with symptoms including difficulties in communication, 

impaired memory and emotion regulation, behavioral problems, restricted interests, thinking or 

behaving at a level below one’s chronological age, sensory issues, sleep disturbances, 

incontinence, and gastrointestinal disorders, feeding disorders, comorbid psychological 

disorders, academic difficulties, and impairments in social cognition and/or social functioning 

(Lai et al., 2014; Cooper et al., 2021; Elmose & Happé, 2014;  Pinkham et al., 2020; Mazurek & 

Sohl, 2016; Williams et al., 2018; Niemczyk et al., 2019; Chad-Friedman et al., 2021), many of 

whom experience bullying (Forrest et al., 2019; 2020).  

For each child diagnosed with ASD, there exists at least one caregiver. Caregivers of 

children diagnosed with ASD present with their own symptoms, which include stress and fatigue 

(Padden & James, 2017; Fatin et al., 2021), burnout (Mikolajczak et al., 2021), sleep 

disturbances (Ortiz-Rubio et al., 2021), impaired physical and mental health (Chad-Friedman et 

al., 2021), limited opportunities for self-care (Riegel et al., 2021; 2019), marital conflicts (Chad-

Friedman et al., 2021), financial hardships (Waheed et al., 2020), lack of support/understanding 

from others (Tathgur & Kang, 2021), mistrust of others (Al-Mazidi & Al-Ayadhi, 2021), and 

social isolation and discrimination (Johnston & Iarocci, 2017) similar to that experienced by their 
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child. The key difference between children diagnosed with ASD and their caregivers is that a 

plethora of services and assistance exist to help the children, but not their caregivers.  
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CHAPTER 3: RESEARCH METHOD 

Overview 

 The purpose of this qualitative study, using the phenomenological approach via 

interviewing, was to describe the services and assistance caregivers of children diagnosed with 

ASD identified as most beneficial to them. To determine what services and assistance caregivers 

of children diagnosed with ASD utilize, desire, and find helpful, this chapter explored such 

research questions by directly asking members of this population. Using a qualitative research 

method via the interview design, the participants, procedure, and instruments/measurements 

involved in this study (e.g.; concepts related to reliability, validity, credibility, transferability, 

dependability, and confirmability) were discussed. Additionally, data were analyzed, and 

delimitations, assumptions, and limitations were explored. 

Research Questions  

RQ1:  How did caregivers of children diagnosed with ASD describe their lived experiences 

caring for their child? 

RQ 2:  What services and assistance did caregivers of children diagnosed with ASD report 

utilizing, being needed, and reasons for not utilizing? 

RQ 3:  Why did caregivers of children diagnosed with ASD believe that certain services and 

assistance are helpful and/or needed? 

Research Design 

 To answer these research questions, a qualitative research study was conducted using a 

phenomenological approach via interviews to collect data. Because caregivers of children 

diagnosed with ASD are the subject matter experts regarding the services and assistance they 
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use, need, and find beneficial, it was best to collect data from them directly to fulfill the purpose 

of this study.  

Participants 

 To conduct this study, 12 caregivers of children diagnosed with varying levels of ASD 

participated. Participants were comprised of full-time caregivers, age 18 or older, who have 

assisted in the day-to-day care of the child diagnosed with ASD over the last 12 consecutive 

months. Participants came from various backgrounds, including race, gender, disability status, 

geographic location, socioeconomic status, ethnicity, and level of education.  

Study Procedures 

I recruited participants via one of two methods (one direct and one indirect). The direct 

method involved contacting potential participants with whom I had prior knowledge to be 

caregivers of children diagnosed with ASD, as I too am a caregiver of a child diagnosed with 

ASD. The indirect method for which I recruited potential participants was via “snowball 

sampling.” This involved asking individuals who may know a potential participant to have the 

potential participant contact me if they were interested in participating in this study. During 

initial contact with potential participants, I introduced myself, described the purpose of the study, 

and verified potential participants’ eligibility to participate in this study. If the potential 

participant was eligible and wished to participate in the study, I provided the participant with an 

informed consent (Appendix A). Once the informed consent was signed and returned, a time and 

date were scheduled for the interview to be conducted. For transcription purposes, the interviews 

were audio-recorded with options to be conducted in person, virtually via Zoom, or via 

telephone. Once an interview was transcribed, I emailed a copy to the respective participant to be 

approved and/or revised if necessary. 
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Instrumentation and Measurement 

 At the beginning of the interview, I identified myself as a fellow caregiver of a child 

diagnosed with ASD in an effort to build rapport and reduce tension or feelings of judgment. 

Using Appendix B, I collected demographic information from the participants such as age, race, 

education, and ASD diagnosis information. Using Appendix C, I asked the participants to 

describe their experience caring for a child diagnosed with ASD, as well as the services or 

assistance (if any) used by the caregiver that has helped in caring for their child. I also asked the 

participants what services and assistance (related to self-care, improved interactions with their 

child, and learning techniques) would be helpful in caring for their child diagnosed with ASD. I 

then asked participants why they believed these services and assistance would be beneficial. 

Finally, I asked the participants if there was anything else they would like to share about their 

experience caring for a child diagnosed with ASD. I concluded the interview by thanking the 

participant for their time and assuring them that they were in my prayers. 

Reliability/Dependability/Confirmability 

 In qualitative research, reliability, which is sometimes referred to as “dependability” or 

“confirmability” (Coleman, 2021), describes the likelihood that data collected from various 

sources will be similar. Therefore, it was likely that this study would be proven 

reliable/dependable/confirmable, as the data collected from multiple sources (participants) 

related to similar experiences and would likely provide similar responses to the research 

questions asked.  

Validity/Credibility  
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Validity, sometimes referred to as “credibility” (Coleman, 2021), refers to the degree to 

which the data collected from a study answered what it set out to answer; essentially, the  

correctness of its conclusion. To ensure the validity/credibility of this study, I obtained data 

solely and specifically from the population for which the research questions and inventory 

questions were created. 

Transferability/Replicability 

Data collected from this study may be easily transferred and used in other studies. 

Similarly, it may be replicated by other researchers to explore concepts related to reliability and 

validity or for other desired purposes. To ensure the transferability/replicability of this study, I 

provided the research questions, inventory questions, and coding strategies used to conduct this 

study. 

Data Analysis 

Responses from the interviews were coded by the services and assistance currently being 

utilized, services and assistance reported as being needed, and justification as to why reported 

services and assistance are or would be beneficial. In coding such responses, data may be used to  

prioritize, expand, and/or create services and assistance to help caregivers of children diagnosed 

with ASD. 

Delimitations, Assumptions, and Limitations 

Delimitations 

Delimitations placed on this study required that participants were 18 years or older, and 

had actively assisted in the day-to-day care of a child diagnosed with ASD for the last 12 

consecutive months. This was to ensure that participants were familiar with the day-to-day 

challenges of caregivers of children diagnosed with ASD, and that they were able to provide 
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knowledgeable responses and accurate data associated with the research questions, as well as the 

inventory questions. 

Assumptions 

Assumptions associated with this study related to the depth of knowledge caregivers of 

children diagnosed with ASD possessed. It was assumed that these caregivers were able to 

provide details about what services and assistance they utilize. It was also assumed that these 

caregivers would know the services and assistance they need and be able to describe the benefits 

of these services and assistance. 

Limitations 

Limitations associated with this study related to the small sample size and the depth of 

information caregivers of children diagnosed with ASD would provide. Additionally, the 

methods of recruiting participants may have produced those participants who were most engaged 

in the care of their child, possibly limiting data related to the perspective of those caregivers who 

feel the least supported. 

Summary 

 As more is learned about ASD and how to assist children diagnosed with the disorder, it 

is also important to give attention to how the caregivers of these children may be assisted. Such 

assistance may come in the form of increased services and/or additional services that cater to this 

population. Currently, there is a significant number of services and assistance for children 

diagnosed with ASD, but not their caregivers. Data collected from this study could change that. 
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CHAPTER 4: RESULTS 

Overview 

The purpose of this qualitative, phenomenological study was to describe the services and 

assistance caregivers of children diagnosed with ASD identified as being most beneficial to 

them. A semi-structured interview protocol was used to include the use of an audio-recording 

device. The interviews were then transcribed and a copy of each transcription was emailed to the 

respective participant for approval. None of the transcriptions required revisions, as all were 

approved the first time I sent them to the participants. 

After receiving transcription approval, I then began searching for common codes and 

themes amongst all of the participants’ responses. These responses were directly associated with 

the following research questions: 

RQ1:  How did caregivers of children diagnosed with ASD describe their lived experiences 

caring for their child? 

RQ 2:  What services and assistance did caregivers of children diagnosed with ASD report 

utilizing, being needed, and reasons for not utilizing? 

RQ 3:  Why did caregivers of children diagnosed with ASD believe that certain services and 

assistance are helpful and/or needed? 

 This chapter discusses the results of the interviews as they relate to the research 

questions, as well as the discovered codes and themes associated with these research questions.  

Descriptive Results 

 At the beginning of each interview, I collected demographic information from all 12 of 

the participants. It was determined that the participants ranged in age from 25-59 years old with a 

mean age of 41.75 and a standard deviation of 9.25. Data was collected from two men and ten 
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women of various educational backgrounds (less than a high school diploma through doctoral 

degree). Participants also varied in marital status (single, married, common-law marriage), 

race/ethnicity (Caucasian, African-American, Latino), child’s age at diagnosis/current age of the 

child, and the level of care required of the child (low, moderate, significant).  

Table 1 

Participant Demographics 

_____________________________________________________________________________ 

Level of Care 

  Age/    Race/   Marital      Age of Child at   Required of  

Participants Gender    Ethnicity Education Status      Diagnosis/Current   Child 

______________________________________________________________________________ 

P1  39/F Caucasian Masters Married 6/8  Moderate 

P2  25/F Caucasian Associates Married 3/3  Low 

P3  50/M Caucasian Doctorate Married 6/8  Low 

P4  46/F Caucasian Bachelors Married 5/11  Low 

P5  59/F Caucasian Masters Common- 2.5/12.5 Moderate 

       law-marriage  

P6  49/F African- 12th Grade Married 23/31  Low 

   American 

P7  42/F Caucasian Masters Married 3/15  Moderate 

P8  32/M African- Bachelors Married 5/5  Low 

   American 

 



58 

 

P9  35/F African- Bachelors Married 4/5  Moderate 

   American 

P10  36/F Caucasian 12th Grade Single  12/15  Significant 

P11  48/F Of Latino 10th Grade Married 1.5/9  Moderate 

   Descent 

P12  40/F Caucasian Associates Single  4/6  Low 

______________________________________________________________________________ 

 

Study Findings 

 After receiving transcription approval from each participant, I analyzed the data by 

identifying and studying the various codes and themes associated with the participants’ responses 

to the research questions. Eighteen codes were identified and are defined below. 

Code 1: Personal Education  

 The code of Personal Education emerged when participants described either possessing 

knowledge prior to their child’s diagnosis, 17%, or intentionally seeking it subsequent to their 

child’s diagnosis, 83%. Regardless of whether participants possessed knowledge prior to or 

subsequent to their child’s diagnosis, all reported such knowledge as being helpful. For example, 

Participant 3 stated, “During my undergraduate degrees, the requirements for those degrees 

required, you know, some child development courses, which I’m really glad I was able to take as 

electives and, um, that all has helped in, uh, helping [my child] develop.” Participant 7 described 

the knowledge she obtained via “trial and error and perseverance” on her part as being 

“instrumental in guiding” her. 

Code 2: Peer-Parent Support Groups  
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 The code of Peer Parent Support Groups emerged as participants described their desire 

to connect with others who are going through similar experiences. Only 8% of participants 

reported having access to and participating in peer-parent support groups while the other 92% 

did not. Participant 2 explained her experience, saying “The kid gets a lot of services, but the 

mom does not, and I have not been able to find like a support group, or you know, somewhere 

we can go.” All participants of this study reported their primary source of support as being 

friends or family members despite these individuals not being able to fully relate to the 

challenges of caring for a child with ASD. 

Code 3: Occupational Therapy (OT)  

 The code of Occupational Therapy was identified by 34% of participants as a service that 

helped them learn how to assist their child in a more effective manner. Participant 11 

demonstrated this by saying, 

 I definitely love that he takes uh, occupational therapy. I wish that it was more than once 

a week, but I love that he takes occupational therapy because they do things with him and 

they show me how to do things with him to help him maybe the way they teach him to do 

it. 

 An additional 17% of participants reported that occupational therapy is a service they 

desire for their child. Participant 1 demonstrated this by saying, “if she had the occupational 

therapy, I think that would help.” 

Code 4: Speech Therapy  

 The code of Speech Therapy was identified by 34% of participants as a service that 

helped them communicate with their child in a more effective manner. Participant 12 

demonstrated this by saying, 
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Um yes, um, speech therapy was a big one because he wasn’t speaking um, for a long 

time and I couldn’t communicate with him because he would just get frustrated and angry 

and mad because I didn’t understand what he was saying, and I would have to say, “say it 

again, repeat it again,” and he would just get angry and it caused a lot of tension between 

him and I because I, I didn’t know what he wanted or um, you know, what he was trying 

to say, what he meant by what he said, so speech therapy was definitely a huge uh 

(pause) service that helped me with him. 

Code 5: Applied Behavior Analysis (ABA) Therapy  

 The code of ABA Therapy was identified by 42% of participants as a service that helped 

them teach their child to be more structured and behave in a more socially appropriate manner, 

with an additional 9% identifying it as a service they desire for their child. For example, 

Participant 4 described how ABA therapy helped her in recognizing her child’s triggers, reducing 

anger outbursts, and teaching self-soothing techniques. Participant 4 stated, “They taught us, they 

sat with us and met with us, and, they provided more structure and then for us to learn and teach 

him,” while Participant 12 reported that her child “has a lot of like behavioral issues, and he 

definitely would benefit from ABA therapy.” 

Code 6: Services Not Offered in All Areas  

 The code of services not being offered in all areas emerged as participants described not 

having certain services available to them in close proximity to where they live, and/or not being 

able to utilize services in the setting which they deemed most necessary. For example, 

Participant 5 explained, “They don’t do ABA out in the community or in schools, or in settings 

where, you know, his life is getting, I guess, wider and more expansive in school and in the 

community.” Participant 4 explained her situation by saying, “I couldn’t use some of the services 
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like Trillium and all that. I wasn’t offered that, unless you know, I was able to drive like an hour 

out of the area.” 

 Participants reported ABA therapy, occupational therapy, and speech therapy as the three 

most inaccessible services, with 25% reporting they did not have easy access to any of these 

services. Fifty percent of the participants reported having access to one of the services, 17% 

reported having access to two of the services, and only 8% reported having access to all three 

services. 

Code 7: Income Stipulations  

 The code of Income Stipulations was identified by 34% of participants who stated that 

their family was denied services such as ABA therapy, education assistance, and respite care due 

to the household income being above assistance guidelines. Participant 3 explained his 

experience by saying, “So basically in my opinion they’re protecting their budgets and making it 

hard for people like us to get that funding.” Participant 4 stated, “I had to fight for some 

[services] because people said I made too much,” whereas Participant 5 reported “funding the 

gap” for therapies for her child which cost the family approximately $1,000 a month out-of-

pocket. 

Code 8: Child Does Not Meet Diagnosis Requirements  

 The code of the child not meeting diagnosis requirements was identified by 17% of 

participants who experienced difficulty in getting their child assistance such as disability and 

educational services because the child’s level of diagnosis did not meet the granting entity’s 

requirements. Participant 1 described her experience with a state disability insurance agency 

saying, “They don’t seem to want to help those who are higher functioning, even though it’s an 

ASD 2 diagnosis.” Participant 3 discussed his frustration with the education system saying,  
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 One of the arguments that the schools and the funding source requirements gives for not 

funding her, which they didn’t even interview her, it's like the autism diagnosis is, they feel like, 

well, she’s exceptional, she doesn’t need this money. And well, she does because even though 

she’s twice exceptional because of the autism, she’s you know, lacking in a lot of the social, um, 

areas, and um, those areas that are lacking because of the autism, so they tend to disregard that, 

so, um (laughs) there we are. 

Code 9: Lack of Trust in Others  

 The code of Lack of Trust in Others was exemplified by 25% of the participants who 

described their lack of trust in others’ (laypersons and professionals) ability to comprehend the 

symptoms and special needs of their child. Participant 1 stated that her child has a comorbid 

diagnosis of “social separation anxiety” and that she “couldn’t just have a random person” help 

with her child. Participant 6 confided that she and her husband noticed that “something wasn’t 

right” with their child at age 4 but that it took until the age of 23, after almost two decades of 

begging for their child to be retested and reevaluated, that their child finally received an autism 

diagnosis. Participant 7 voiced her concern that an ABA therapist may have “emotionally 

abused” her child. 

Code 10: No State/Federal Funding  

 The code of not having state or federal funding was discussed by 17% of participants 

whose children were unable to receive certain services and/or assistance related to their ASD 

diagnosis as a result of no initial state or federal funding, or a depletion of state or federal 

funding. Participant 6 recalled such frustration, saying, “She was approved, but um, they didn’t 

have enough funding, so once again, she was back on the list for having a mentor.”  

Code 11: Family Does Not Meet Insurance Requirements  
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 The code of the family not meeting insurance requirements was described by 25% of 

participants whose children were deemed ineligible for services or assistance because of the 

insurance requirements of certain agencies and entities. Participant 5 described an experience 

with her insurance company’s refusal to cover her child’s speech therapy services. Participant 1 

described her child not being able to receive ABA therapy or occupational therapy due to issues 

related to copay, and Participant 7 described the “fantastic resources” offered by a local managed 

care company for which her child was found ineligible due to not being a Medicaid recipient.  

Code 12: Caregiver Schedules  

 The code of Caregiver Schedules was discussed to some extent, by all of the participants. 

Participants described difficulties they encountered in their children’s utilization of certain 

services and assistance due to scheduling conflicts with their own schedules. Participant 2 

laughed as she described time being an issue, saying she has “a lot of stuff going on.” Participant 

11 described her obligation to care for other family members saying, “It’s a little bit harder for 

me to only concentrate on his services,” while Participants 4, 10, and 12 discussed the scheduling 

conflicts associated with being a single parent. 

Code 13: Not Knowing What Services Exist  

 The code of Not Knowing What Services Exist was also discussed, to some extent, by all 

of the participants. Either at present or immediately following the diagnosis of their child, all 

participants recalled not knowing what services their child may qualify for because they did not 

know what services existed. When asked if there were services or assistance that she has not 

utilized but thinks would be helpful, Participant 9 replied, “None that I know about.” Participant 

10 had a similar response and said,  
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I guess if I figured out what the services were um, (pause) and if it was something that I 

knew could help him, um, then maybe I would look into it, um, but I’m not really sure 

what, what services they would be. 

Code 14: Not Knowing Where or How to Start  

 The code of Not Knowing Where or How to Start was reported by all participants as they 

recalled not knowing what to do or where to go for help immediately following their child’s 

ASD diagnosis. Participant 7 stated, “They hand you that diagnosis, but then it’s like your kid’s 

autistic, good luck (laughs) you know, there’s no like okay, you may want to call this person, this 

is where you want to get started.” Participant 9 stated, “I really had to figure this out on my own 

honestly.” Participant 4 stated that “there could have been more help in the beginning,” while 

Participant 1 stated, “information just has to be more accessible because when you first get the 

diagnosis, it’s like ok, here's your diagnosis, now what?” 

Code 15: Respite Care  

 The code of Respite Care emerged as 50% of the participants reported it as a highly 

desired service that would allow them time to complete tasks such as grocery shopping, engaging 

in self-care, and attending their own medical appointments.  Only one of the twelve participants 

reported utilizing any form of respite care. Participant 10 stated that she uses the time that her 

child engages in ABA therapy as her time of respite. 

Code 16: Child Sense of Community  

 The code of Child Sense of Community emerged as 34% of participants described the 

need for a sense of inclusion and sameness among other children diagnosed with ASD. 

Participant 10 agreed saying, “just to be around their peers and kids like them,” while Participant 

11 stated, “I would love some kind of, you know, group, maybe with children like him, to get 
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them interacting more with each other and just seeing, you know, just seeing the differences in 

the spectrum, I’ll say on the spectrum.” 

Code 17: Impact on Caregiver Mental Health  

 The code Impact on Caregiver Mental Health was explored by participants who 

described the impact that being the caregiver of a child with autism has on their own mental 

health. Fifty percent of the participants, especially those who are currently single or were single 

during much of the child’s life, described symptoms of stress and anxiety.  However, Participant 

1 most boldly confessed, “I did get on some medication for anxiety.” 

Code 18: Feeling Unrelatable  

 The code Feeling Unrelatable was described by 50% of participants who felt that their 

role as a caregiver of a child with ASD rendered them unrelatable to caregivers of neurotypically 

developing children. Participant 1 stated, “I would say that it affected me socially, you know I 

kinda shied away from social situations.” Similarly, Participant 2 described her attempts to 

socialize, saying that her child 

Didn’t want to socially interact with other children so he kinda kept running off, so then, 

it was hard for me to socialize with other moms, but I would say from first perspective to 

try to, you know, push through that, deal with that to make sure you’re not getting 

isolated. 

 In addition to the eighteen codes that emerged from this study, thirteen themes emerged 

as well: riding an emotional roller coaster, feeling alone, lack of caregiver services, services that 

have indirectly helped caregivers, peer-parent support groups, respite care, uniform school/state 

funding, activities and facilities specifically designed for children with ASD, challenges to 

utilizing services, sense of community for caregiver, sense of community for child, reduction in 
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out-of-pocket costs, and confidence in navigating the system with the help of a professional. 

These themes are examined further within the research questions later in this section. 

Furthermore, these themes also proved helpful in terms of the validity and reliability of this 

study. 

Evidence of Trustworthiness  

Validity/Credibility 

 According to Coleman (2021), the terms “validity” and “credibility” describe the 

correctness of a given conclusion. This study proved its validity/credibility by accurately 

portraying the experiences and opinions of the specific population (caregivers of children 

diagnosed with ASD who have been actively involved in the day-to-day care of the child for the 

last 12 consecutive months, and are 18 years or older) for which the research questions and 

inventory questions were created. 

Transferability/Replicability 

 By providing the research questions, inventory questions, and coding strategies used to 

conduct this study, I ensured that the study could be replicated by other researchers. This also 

allowed for the transferability of data which could be used to compare and contrast replicated 

studies, especially with regard to reliability and validity. 

Reliability/Dependability/Confirmability 

  According to Coleman (2021), the terms “reliability,” “dependability,” and 

“confirmability” are interchangeable. These terms describe the likelihood that data collected 

from multiple sources will be similar. In this study, the referenced “multiple sources” were the 

research participants. This study proved to be reliable/dependable/confirmable as participants 

reported similar experiences and provided similar responses to the research questions.  
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Research Question 1:  How did caregivers of children diagnosed with ASD describe their lived 

experiences caring for their child? 

 Two themes emerged as salient in caregivers’ discussion of their experience caring for 

their child with ASD. Caregivers repeatedly discussed feeling as if they were riding an emotional 

roller coaster and described feeling alone. Each is described below. 

Theme: Riding an Emotional Roller Coaster 

Twenty-five percent of the participants in this study described their experiences in caring 

for their child as a “roller coaster.” Participant 4 reported, “Uh, sometimes it’s a roller coaster 

(laughs), but, um, he teaches me stuff, and I teach him stuff.” Similarly, Participant 7 discussed 

the many “highs and lows” she has experienced in caring for her child with ASD. Participant 1 

elaborated by describing her child’s frequent “meltdowns” and varying emotions leading to such 

meltdowns.  

In discussing the emotional roller coaster of caring for a child with ASD, several 

caregivers described how these meltdowns often led to their own feelings of being emotionally 

drained and uncertain about what to do. Participant 12 said, “I don’t know how to correct his 

behavior because it’s not typical.” Participant 1 expanded by describing how she has to be 

conscious of where and how she directs her own energy. 

 Theme: Feeling Alone 

 Twenty-five percent of participants also reported feeling alone. Code 18 previously stated 

that 50% of the participants reported feeling unrelatable, specifically to caregivers of 

neurotypically developing children, however, the theme of feeling alone is more general. 

Participant 1 expressed this by saying, “It’s kind of lonely.” Participant 2 described how her 

child’s social deficits impact her own ability to socialize, saying, “They’re very, you know, rigid 
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to their schedule. Sometimes it can be very hard to get out.” It was not surprising, therefore, that 

much of the data collected from the next research question related to caregivers’ desires to get 

out of the house more often. 

Research Question 2:  What services and assistance did caregivers of children diagnosed with 

ASD report utilizing, being needed, and reasons for not utilizing? 

 When asked to discuss the services and assistance that they utilized, caregivers of 

children diagnosed with ASD reported seven themes (lack of caregiver services, services that 

have indirectly helped caregivers, peer-parent support groups, respite care, uniform school/state 

funding, activities and facilities specifically designed for children with ASD, and challenges to 

utilizing services). Each of these themes is described below. 

 Theme: Lack of Caregiver Services  

 The most notable theme that emerged as caregivers were asked to describe the services 

that have helped them, was that 84% could not identify any services that have helped them 

directly. For example, Participant 3 credited his “years of education” and “advanced degrees” as 

being personally helpful. Only one of the twelve participants reported access to and attendance 

of a peer-parent support group, and only one of the twelve participants reported access to 

(limited) respite care. Participant 6 stated that although her child has been diagnosed with ASD 

for 8 years, but presented symptoms for far longer, she only recently found an online peer-parent 

support group that meets via Zoom. Participant 10, whose child has co-morbid diagnoses, 

reported that she utilizes a limited form of respite care during the time that her child receives 

services from the Autism Society saying,  “Uh, the Autism Society, um, he gets a therapist twice 

a week to come out and kinda hang out with him and they’ll do different activities so that kinda 

gives myself a break.” 
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 Theme: Services that Have Indirectly Helped Caregivers 

 The second theme that emerged regarding services that help caregivers involved services 

directed at helping their child. Four of the participants reported that the ABA therapy services 

that their child received indirectly helped them as well. Participant 7 described ABA therapy as 

being “a God-send in many different ways.” Four of the twelve participants reported that the 

speech therapy services that their child received indirectly helped them, with Participant 8 saying 

that speech therapy, “helped us to uh, communicate uh, with him better and understand how he’s 

feeling, what he’s feeling, you know, different triggers.” Three of the twelve participants 

reported that the occupational therapy services that their child received indirectly helped them. 

Participant 11 stated, “I love that he takes occupational therapy because they do things with him 

and they show me how to do things with him to help him.” 

 Theme: Peer-parent Support Groups 

 After addressing the direct and indirect services that helped the participants, I then asked 

about the services desired by these caregivers. Peer-parent support groups were reported by 50% 

of participants as a resource that could minimize feelings of being alone and increase a sense of 

community. For example, Participant 2 described her desire to “socialize with other moms,” 

whereas Participant 8 described his desire for a support group in which others are “familiar with 

what’s going on.” Participant 6 stated that she “just recently” found such a support group, 

explaining, “I do the peer-parent support meeting, and by us getting on their Zoom meetings, 

we’re meeting other parents that are facing challenges like we are.” 

 Code 2 previously described peer-parent support groups as one of the most desired 

services reported by participants of this study. This differs from the theme of peer-parent support 

groups in that the theme focuses more on why the service is so heavily desired. 
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 Theme: Respite Care 

 Similarly, Code 15 previously described respite care as another highly desired service 

reported by participants. This differs from the theme of respite care in that the theme focuses 

more on why the service is so heavily desired by participants. 

Respite care was reported by 50% of participants as a highly desired service, as it would 

allow caregivers the opportunity to accomplish day-to-day tasks such as cleaning the house, 

getting a haircut, or going grocery shopping. Participant 1 stated, “I would love to be able to get 

some kind of a respite because taking a break can make all the difference.” Participant 7 stated, 

If they could find somebody that could help me babysit my son and give me a minute to 

go get my hair done, I would love you know, I would take that you know, in a heartbeat. That 

would answer my self-care problem. 

  Theme: Uniform School/State Funding 

 The desire for uniform school and state funding was mentioned by 17% of the 

participants who were frustrated that their child was not able to receive services or assistance due 

to variations in the ways that states and schools disburse funds for children diagnosed with ASD. 

Participant 1 elaborated on her desire that monies be awarded based on diagnosis as opposed to 

the severity of the diagnosis. Participant 3 provided similar feedback stating, 

There’s a lot of barriers, uh, hurdles that basically are discouraging parents in our 

situation from acquiring that funding. It’s my understanding that you know, they, they 

have a certain amount of money that they have for the children that they educate, and 

when children like [mine] come along, it pulls some of their available funding out of their 

system. 
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This theme differs from Code 10 which discussed not having an initial source of 

federal/state funding or depletion of such funding, whereas this theme relates to the availability 

of school/state funding that is not uniformly disbursed. This issue was reported most commonly 

by participants whose children required a lower level of care. 

 Theme: Activities and Facilities Specifically Designed for Children with ASD 

 The last commonly desired service reported by 50% of participants was activities and 

facilities specifically designed for children with ASD. Participant 11 stated, “I would love some 

kind of, you know, group, maybe with children like him,” while Participant 8 stated, “I think 

there needs to be more activities around the city for the kids.” Participant 10 echoed by saying, 

I do believe there needs to be more, um, care available, like a camp, um, not necessarily a 

summer camp, or, just somewhere that we can take them to drop them off, um, just to be 

around their peers and kids like them, or adults like them, and we know that they’re safe, 

um, (pause) but I do think they need to have more, more options. 

 Theme: Challenges to Utilizing Services 

 The final theme that emerged when discussing services available to caregivers of children 

diagnosed with ASD was the challenges of utilizing services. Not having options or services 

offered in their area was a challenge to utilizing services reported by 25% of participants. This 

was demonstrated by Participant 4 who said, “I think it’s hard for people to try to get services 

because they’re not in your area,” while Participant 5 described certain services not being offered 

in the specific area or environment needed (e.g.; school and community settings). 

 Participants also reported income stipulations, 34%, and caregiver schedules, 100%, as 

challenges to utilizing services. Participant 3 stated, “With our upper to middle-class income 

status, uh, we’re basically turned away from any funding.” Participant 4 also recalled being told 
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that she “made too much.” Participant 4 went on to explain that she only recently got married 

and had been a single parent for the majority of her child’s life. She described how her schedule 

also presented a challenge to utilizing services. Similarly, Participant 2 also reported a lack of 

time in her own schedule as a challenge to utilizing services. 

 Additional challenges to utilizing services reported by participants included a lack of trust 

in others, 25%, and no state or federal funding, 17%. Participant 1 described a personal lack of 

trust in others regarding having someone look after her child, saying “I couldn’t just have a 

random person [babysit her].” Participant 6 voiced a professional lack of trust in others, namely 

those who delayed her child’s ASD diagnosis saying, 

 It has been difficult. Um, why I say that is because we noticed from the age of four until 

she was 15 that it was just something different, but her doctors were always, would tell 

us, that you know, it’s just her. I have patients that’s way worser than her but do so much 

better than her and I was like something, something’s not clicking. Something’s just not 

right. Anytime you constantly put your clothes inside out, or you put your shoes on the 

wrong feet, I’m like, you know, somethings, something’s not right. And we talked to 

doctors for years for her to, you know, be reevaluated and retested, and it was like we 

was up against a brick wall. So, it wasn’t until she was 23 when the doctors out of 

Greenville, my husband’s doctors, recommended her to a specialist. So, it has been a 

difficult, long, frustrating journal, I mean journey, and now we’re just starting to see a 

little bit of the light at the end of the tunnel. 

 Participant 6 went on to explain her frustrations with a lack of state/federal funding that 

has resulted in her child being left on lengthy waiting lists for services. Participant 5 voiced 

similar frustrations, stating that a lack of state/federal funding left her family paying one 
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thousand dollars a month out-of-pocket for the services that her child needs. This problem can be 

exacerbated when families do not meet certain insurance requirements as reported by 25% of 

participants, or when the child does not meet certain diagnosis requirements as reported by 17% 

of participants. On one end of the spectrum, Participant 5 had to fill in the financial gap between 

not meeting certain insurance requirements and lack of state/federal funding, while Participant 7 

reported not being given such an opportunity because of the insurance requirements associated 

with her family’s government/military insurance. 

 Perhaps more frustrating than a family not meeting certain insurance requirements for 

services, was discussed by participants who reported that the level of their child’s ASD diagnosis 

did not meet certain requirements. For example, Participant 12 voiced her frustration regarding 

her child’s clinical diagnosis and her ability to obtain certain services for her child. Participant 3 

discussed his child’s low acuity diagnosis saying, “So basically, in my opinion, they’re 

protecting their budgets and making it hard for people like us.” Similarly, Participant 1 stated, 

“They don’t seem to want to help those who are higher functioning.” 

 The final two challenges to utilizing services, each reported by 100% of participants, are 

closely related. The first was not knowing what services exist, and the second was not knowing 

where or how to start after their child received an ASD diagnosis. Participant 8 has a child who 

was newly diagnosed with ASD. When asked about challenges to utilizing services, he said in a 

questionable manner, “I’m thinking that he is getting every service that’s available to him.” 

Participants 9 and 10 also have children newly diagnosed with ASD. When asked about 

challenges to utilizing services, Participant 9 responded by saying, “None that I know about,” 

while Participant 10 said,  
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I don’t know. I guess if I figured out what the services were um, (pause) and if it was 

something that I knew could help him, um, then maybe I would look into it, um, but I’m 

not really sure what, what services they would be. 

Participant 11 has a child who has had an ASD diagnosis for many years. However, she 

still reported not feeling confident in knowing the services available to her. She responded by 

saying, “I don’t know of any other services that I would be able to use and that’s why I haven’t 

used any services, but um, I’m willing to, like, I’m willing to look into different services.” 

Other participants who have children who have had an ASD diagnosis for many years, 

were able to recall their experiences of not knowing where or how to start their search for 

services for their child. For example, Participant 5 described “additional, unexpected duties and 

learning,” requirements in relation to medical appointments, completing and maintaining various 

insurance and educational documents, and becoming an advocate for all of her child’s needs. 

Participant 4 made statements such as, “It was difficult at first because I couldn’t find services,” 

and “I still feel that he could have had more help in the beginning than what he did.” Participant 

1 stated, “It’s much harder to get access to resources than I thought,” while Participant 7 summed 

it up by saying,  

They hand you that diagnosis, but then it’s like your kid’s autistic, good luck (laughs), 

you know, there’s no like, okay, you may want to call this person, this is where you want 

to get started. It was all trial and error and perseverance on my part. 

Research Question 3:  Why did caregivers of children diagnosed with ASD believe that certain 

services and assistance are helpful and/or needed? 

 After asking about the services and assistance that the participants utilized and/or thought 

would be helpful, I then asked participants why they perceived these services to be helpful. Four 



75 

 

themes emerged from this final research question. These themes related to a sense of community 

for the caregiver, a sense of community for the child, a reduction in out-of-pocket costs, and 

confidence in navigating the system with the help of a professional. 

 Theme: Sense of Community for the Caregiver 

The theme of a sense of community for the caregiver emerged as participants described 

the benefit of being able to interact with other caregivers of children diagnosed with ASD. 

Participants 2, 8, and 9 voiced their perceptions of how a sense of community for caregivers is 

essential. Participant 2 described the importance of being reminded that “you’re not alone,” 

while Participant 8 pointed out the benefits of  being around “other people who are familiar with 

what’s going on during a day-to-day basis.” Similarly, Participant 9 discussed the benefit of 

knowing what other caregivers are experiencing. This theme, which focused on the benefit of a 

sense of community among participants, differed from Code 18 which discussed participants’ 

feelings of being unrelatable to caregivers of neurotypically developing children. 

 Theme: Sense of Community for the Child 

 Participants 6, 10, and 11 voiced their perceptions of how a sense of community for their 

children is important, with ABA therapy being a prime example. Regarding services that allow 

her child to interact with others on the spectrum, Participant 6 said, “Now that she see other 

peers as her, then maybe that will help her just to be able to cope better.” Participant 10 

described the potential benefit for children with ASD “just to be around their peers and kids like 

them,” whereas Participant 11 stated that interaction with other children on the spectrum “would 

maybe help him understand himself a little bit better.” This theme, which focused on the benefit 

of a sense of community for children with ASD, differed from Code 16 which discussed the need 

for a sense of inclusion and sameness among children with ASD.  
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 Theme: Reduction in Out-of-Pocket Costs 

 The perceived helpfulness of services related to a reduction in out-of-pocket costs was 

shared by participants who discussed the high costs that their family paid out-of-pocket to cover 

certain services and assistance related to their child’s diagnosis of ASD. Participants 1, 3, and 5 

elaborated with Participant 1 discussing her desire to not have “so much information behind 

paywalls.” Similarly, Participant 3 described the importance of initial funding as it relates to out-

of-pocket costs, saying, “ Uh, it increases the uh, the funding, the uh money source that I need to 

uh, to pay for the services and the materials that she needs for her, uh, for her autism.” 

Participant 5 discussed insurance covering a small portion of her child’s needs, adding 

“So um, and even then with that coverage, you know, I would say, on a monthly basis, out-of-

pocket was about a thousand dollars a month.” While a reduction in out-of-pocket costs is an 

overall theme that participants reported would be helpful, Codes 7, 8, and 11 identified obstacles 

to such a reduction (Code 7- income stipulations, Code 8- child does not meet diagnosis 

requirements, and Code 11- family does not meet insurance requirements). 

 Theme: Confidence in Navigating the System with the Help of a Professional 

  Finally, the perceived helpfulness of confidently navigating the system with the help of a 

professional was shared by Participants 4, 5, 6, 7, and 12. When asked how having the help of a 

professional to navigate the system would be beneficial, Participant 4 stated, “I think maybe he 

wouldn’t have had a rougher time once we figured out his diagnosis and what was going on.” 

When asked the same question, Participant 5 said, “Government services are very complicated to 

understand and to know what my rights are.” Participant 6 stated, “I think it would be helpful 

because they could do way more than what we can do as a parent.” Participant 7 reported that 

having the help of a professional to navigate the system would open up ” an abundance of 
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resources,” while Participant 12 stated, “It would give me the tools that I need to be better with 

him, to help with his behavior, to get him on a good track.” The overall theme of having 

confidence in navigating the system with the help of a professional was especially relatable to 

Code 13- not knowing what services exist, and Code 14- not knowing where or how to start 

looking for services. 

Table 2 

Summary of Codes and Themes 

______________________________________________________________________________ 

 

Themes and Codes            Reported by Percentage of Participants 

______________________________________________________________________________ 

Theme: Riding an Emotional Roller Coaster      25%  

Code 17: Impact on Caregiver Mental Health    50% 

Theme: Feeling Alone         25% 

Code 18: Feeling Unrelatable       50% 

Theme: Lack of Caregiver Services       84% 

Code 1: Personal Education                         100% 

Code 2: Peer-Parent Support Groups        8% 

Code 15: Respite Care       50% 

Theme: Services that Have Indirectly Helped Caregivers     92% 

Code 3: Occupational Therapy (OT)      34% 
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Code 4: Speech Therapy       34% 

Code 5: Applied Behavior Analysis (ABA) Therapy    42% 

Theme: Peer-Parent Support Groups       50% 

Code 13: Not Knowing What Services Exist                        100% 

Code 14: Not Knowing Where or How to Start             100% 

Code 18: Feeling Unrelatable       50% 

Theme: Respite Care         50% 

Code 17: Impact on Caregiver Mental Health    50% 

Theme: Uniform State/School Funding      17% 

Code 8: Child Does Not Meet Diagnosis Requirements   17% 

Code 10: No State/Federal Funding      17% 

Theme: Activities and Facilities Specifically Designed for Children with ASD  50% 

Code 16: Child Sense of Community      34% 

Theme: Challenges to Utilizing Services      25% 

Code 6: Services Not Offered in Area     Up to 25% 

Code 7: Income Stipulations       34% 

Code 8: Child Does Not Meet Diagnosis Requirements   17% 

Code 9: Lack of Trust in Others      25% 
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Code 10: No State/Federal Funding      17% 

Code 11: Family Does Not Meet Insurance Requirements   25% 

Code 12: Caregiver Schedules               100% 

Code 13: Not Knowing What Services Exist              100% 

Code 14: Not Knowing Where or How to Start             100% 

Theme: Sense of Community for the Caregiver     25% 

Code 2: Peer-Parent Support Groups       8% 

Theme: Sense of Community for the Child      25% 

Code 5: Applied Behavior Analysis (ABA) Therapy    42% 

Theme: Reduction in Out-of-Pocket Costs      25%  

Code 7: Income Stipulations       34% 

Code 8: Child Does Not Meet Diagnosis Requirements   17% 

Code 10: No State/Federal Funding      17% 

Code 11: Family Does Not Meet Insurance Requirements   25% 

Theme: Confidence in Navigating the System with the Help of a Professional 42% 

Code 6: Services Not Offered in Area       Up to 25% 

Code 9: Lack of Trust in Others      25% 

Code 13: Not Knowing What Services Exist              100% 
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Code 14: Not Knowing Where or How to Start           100% 

______________________________________________________________________________ 

 

Summary 

 Data collected from this qualitative study provides insight into the services and assistance 

that caregivers of children diagnosed with ASD identify as most beneficial to them. Twelve 

audio-recorded interviews were conducted in which participants described their lived 

experiences in caring for a child diagnosed with ASD. Data was collected via three research 

questions that yielded 18 codes and 13 themes (see Table 2). In the next chapter, an overview, 

summary of findings, discussion of findings, implications, limitations, and recommendations for 

future research will be provided. 
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CHAPTER 5: DISCUSSION 

Overview 

 The purpose of this qualitative study, using the phenomenological approach via 

interviewing, was to describe the services and assistance caregivers of children diagnosed with 

ASD identified as most beneficial to them. This chapter will include a summary of the findings 

and will explain how these findings compare to the previously discussed research literature and 

biblical foundations. Furthermore, implications of the study, limitations of the study, and 

recommendations for future research will also be presented in this chapter. 

Summary of Findings 

 Data collected from this study yielded 18 codes and 13 themes that coincided with the 

three research questions. The first research question allowed data to be collected regarding the 

lived experiences of caregivers of children diagnosed with ASD. The second research question 

collected data related to the services and assistance that these caregivers reported utilizing, being 

needed, and reasons for not utilizing. The final research question collected data related to the 

reasons why caregivers believe that certain services and assistance are helpful and/or needed. 

Lived Experiences of Caregivers  

 As caregivers described their lived experiences in caring for a child with ASD, two main 

themes emerged. The first was the feeling of riding an emotional roller coaster. Some of the 

caregivers described how their mood fluctuated dependent on the mood of their child. The 

moods of both the child and the caregiver could drastically change in a matter of seconds, often 

related to the child having a meltdown. Many of the caregivers reported feeling alone as a result 

of these meltdowns and sudden, drastic changes in mood which usually limit the caregivers’ 

ability to socialize. 
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Utilization, Need, and Reasons for Not Using Services 

 Regarding utilization, need, and reasons for not using services, seven main themes 

emerged. The most significant theme was the lack of caregiver services, as the majority of 

participants could not identify a single service that has directly helped them. However, in 

discussing the other themes (services that have indirectly helped caregivers, peer-parent support 

groups, respite care, uniform school/state funding, activities and facilities specifically designed 

for children with ASD, and challenges to utilizing services), participants produced more in-depth 

responses. 

Why Certain Services and Assistance Are Helpful and/or Needed 

 When caregivers were asked why certain services and assistance are helpful and/or 

needed, four themes emerged. These themes related to caregiver sense of community, child sense 

of community, reduction in out-of-pocket costs, and confidence in navigating the system with the 

help of a professional. These themes allowed for interesting data collection as each of the 

participants provided a different perspective when discussing the helpfulness and/or need of the 

same services. 

Discussion of Findings  

Lived Experiences of Caregivers  

Riding an Emotional Roller Coaster 

 Several participants in this study described caring for their child with ASD as riding an 

emotional roller coaster. This statement aligns with much of the research literature that associates 

impaired emotion regulation and tantrums with children diagnosed with ASD. One minute the 

child may be calm and quiet, and the next minute, for no apparent reason at times, can become 

upset, inconsolable, and screaming at the top of his lungs. According to Chad-Friedman et al. 
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(2021), caring for a child diagnosed with ASD is shown to have negative physiological and 

psychological consequences on the caregiver, while Waheed et al. (2020) specifically point out 

the negative impact that caring for a child with ASD can have on the caregiver’s emotional 

functioning. Often, caregivers of children with ASD are left feeling isolated and unrelatable, as 

mentioned by participants of this study.  

Feeling Alone 

 In particular, a participant in this study recalled feeling lonely and unrelatable. She stated 

that even when opportunities to socialize presented themselves, the needs, actions, and behaviors 

of her child prevented such interaction from occurring. This demonstrates the point made by 

Johnston & Iarocci (2017), that as a result of limited opportunities and failed attempts at 

socialization many caregivers of children diagnosed with ASD reported feeling socially isolated 

themselves. 

Utilization, Need, and Reasons for Not Using Services 

Lack of Caregiver Services 

 Challenges related to emotion regulation, feeling isolated, and engaging in self-care are 

only a few of the issues that caregivers of children diagnosed with ASD encounter. In a study 

conducted by Nik Adib et al. (2019), it was determined that 82% of these caregivers felt unable 

to overcome the difficulties they encountered in raising a child with ASD. This was exacerbated 

by not having the necessary services available to them. Of the twelve participants interviewed for 

this research study, ten could not identify a single service that has been directly helpful to them. 

They were, however, able to identify services established for their children which have indirectly 

been helpful to them. 

Services that Have Indirectly Helped Caregivers 
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 Impaired communication and socialization (APA, 2013), behavioral issues (Burnham et 

al., 2019), and sensory issues (Williams et al., 2018) are common in children with ASD. In 

regards to the benefit to caregivers, several participants involved in this study indicated that the 

speech therapy services that their child received helped them communicate better with their 

child. Additionally, occupational therapy was reported as being helpful in understanding and 

assisting their child with sensory issues, whereas ABA therapy was reported as being helpful in 

areas related to behavior problems, expression and regulation of emotions, and social and 

cognitive functioning. 

Peer-Parent Support Groups 

 In determining the services that caregivers of children with ASD desired for themselves, 

common challenges such as stress (Fatin et al., 2021), parental burnout (Mikolajczak et al., 

2021), sleep disturbances, lack of support, impaired physical and mental health (Chad-Friedman 

et al., 2021), and social isolation (Johnston & Iarocci, 2017) were explored. Aligning with the 

research to common challenges of caregivers of children with ASD, participants of this study 

reported their desire to have peer-parent support groups and respite care more readily available. 

Participants of this study determined that peer-parent support groups would provide a non-

judgmental platform to speak candidly to others who can empathize with them, be supportive, 

and give guidance. Although peer-parent support groups are in high demand by caregivers of 

children with ASD, they are low in supply. Only one of the twelve participants of this study was 

involved with such a group. 

Respite Care 

 Similar to the high demand and low supply for peer-parent support groups, the same 

applies to respite care. The intent of respite care is to provide temporary relief to the main 



85 

 

caregiver of a child with special needs (Cooke et al., 2020). The crucial need for respite care for 

caregivers of children with ASD was solidified by studies indicating that caregivers of children 

diagnosed with ASD are twice as likely to utilize mental health facilities than caregivers of 

neurotypically developing children (Dijkstra-de Neijs et al., 2020) and that the stress of parenting 

a child diagnosed with ASD is comparable to the stress experienced by combat soldiers 

(Whitmore, 2016). Despite the overwhelming need for such a service, accessing respite care is a 

daunting process (Cooke et al., 2020) that does not always lead to fruition, as demonstrated in 

this study, with only one participant reporting the utilization of such services (on a limited basis). 

Uniform School/State Funding 

 ASD is a spectrum disorder meaning that people diagnosed with the disorder present with 

varying degrees of impairment (Jensen & Spannagel, 2010; 2011). For example, some may be 

non-verbal while others possess an extensive vocabulary. Some may require significant 

assistance with activities of daily living, while others require minimal assistance, and some may 

visibly struggle in social settings while others are able to mask such struggles. Participants of this 

study reported having children across the entirety of the autism spectrum. However, the degree 

of school and state funding that the children received was not uniform. Participants of this study 

reported frustrations particularly related to children with higher functioning ASD diagnoses 

receiving less funding, and children diagnosed with ASD residing in homes that surpassed 

income guidelines not receiving funding at all. 

Activities and Facilities Specifically Designed for Children with ASD 

 The vast differences that set children with ASD apart from their neurotypically 

developing peers are significant. For example, when a child diagnosed with ASD attempts to 

interact or communicate with peers and cannot do so, it could result in peer rejection (Chad-
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Friedman et al., 2021). Such rejection could lead to bullying, which has been linked to 

depression, anxiety, low self-esteem, self-harm, and antisocial behaviors (Forrest et al., 2019; 

2020). Participants of this study voiced the need for more activities and facilities specifically 

designed for children with ASD, providing opportunities for socialization, understanding, and 

inclusion.   

Challenges to Utilizing Services 

 Participants of this study reported similar challenges to utilizing the services that could 

directly benefit them in caring for their child with ASD. Such challenges included lack of time, 

lack of energy, and lack of support or mistrust of others.  

In particular, participants stated that the amount of time they spent advocating for their 

child significantly impacted the amount of available time they had to engage in non-related 

activities. According to O’Hare et al. (2021), advocating for a child with ASD involves acting as 

a negotiator, monitor, supporter, and case manager, and includes duties such as frequent 

attendance of school meetings and medical appointments, making phone calls, sending text 

messages and emails, and self-educating, all of which were common tasks acknowledged by 

participants of this study. 

 Participants of this study also reported that lack of energy was a challenge that prevented 

them from utilizing services that could directly benefit them in caring for their child with ASD. 

Studies show that caregivers of children diagnosed with ASD reported higher levels of stress and 

fatigue than caregivers of neurotypically developing children (Li et al., 2017), as well as children 

diagnosed with other disorders such as Down’s syndrome (Huang et al., 2014) and cerebral palsy 

(Kütük et al., 2021). Participants of this study acknowledged that the level of stress, fatigue, and 

burnout they experience directly impacts their utilization of services. 
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 Similarly, participants of this study also reported a lack of support from others, or 

mistrust of others, as challenges that impact their utilization of services, namely a lack of support 

from friends, family, and community members, or mistrust in providers such as educators, 

medical professionals, and the childcare industry. Participants reporting at least one of these 

issues identified them as challenges to utilizing services that could directly assist them in caring 

for their child with ASD. 

Why Certain Services and Assistance Are Helpful and/or Needed 

 When asked why certain services and assistance are helpful and/or needed, each 

participant of this study provided their perspective, especially in the areas related to a sense of 

community for the caregiver, a sense of community for their child, a reduction in out-of-pocket 

costs, and confidence in navigating the system with the help of a professional. 

Sense of Community for Caregiver 

 On a more frequent basis than caregivers of neurotypically developing children, 

caregivers of children with ASD experience stress, fatigue, burnout, sleep disturbances, impaired 

physical and mental health, limited self-care, marital conflicts, financial hardships, social 

isolation and discrimination, lack of support or understanding, and mistrust of others. For 

example, a study conducted by Li et al. (2017) revealed that only 2% of caregivers of 

neurotypically developing children met stress levels in the clinical range, compared to 34% of 

caregivers of children diagnosed with ASD.  

A study conducted by Al-Mazidi and Al-Ayadhi (2021) determined that less than 10% of 

caregivers of children with ASD reported receiving proper psychological care for themselves, 

with caregivers reportedly feeling “stretched” beyond their limits and abilities (Davis & Carter, 

2008). This was a common feeling reported by participants of this study as well, however, 
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several stated that they did not believe they could open up to others about their struggles because 

others could not relate. All twelve participants of this study agreed that a sense of community for 

caregivers of children with ASD is necessary and could be beneficial in providing support, 

understanding, and inclusion. 

Sense of Community for Child 

Similarly, a sense of community for children with ASD is important as well. Common 

issues associated with ASD include difficulties in communication and emotion regulation, 

behavioral problems, restricted interests, thinking or behaving at a level below one’s 

chronological age, sensory issues, sleep disturbances, incontinence, gastrointestinal disorders, 

comorbid psychological disorders, academic difficulties, and impairments in social cognition and 

functioning. Often, these issues impede the child’s ability to make friends and increase the 

likelihood that they will be bullied. Research indicates that over 50% of children diagnosed with 

ASD have been the victim of bullying, compared to 20-30% of neurotypically developing peers 

(Forrest et al., 2019; 2020). Children diagnosed with ASD may experience loneliness or feel 

demoralized when comparing themselves to their neurotypically developing peers (Chamberlain 

et al., 2007), often due to social isolation (Cooper et al., 2021). Participants of this study agreed 

that a sense of community for their child was equally as important to them as their own sense of 

community. 

Reduction in Out-of-Pocket Costs 

 Regarding a reduction in out-of-pocket costs, Waheed et al. (2020) discussed the unique 

financial hardships and economic disadvantages of caregivers of children with ASD. Examples 

of such hardships include earning statistically less than caregivers of neurotypically developing 

children, struggles related to employment including unemployment and underemployment, and 
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the need to take more time off from work than caregivers of neurotypically developing children. 

Participants of this study identified with these concepts and described their perception of how a 

reduction in the out-of-pocket costs associated with caring for their child with ASD is needed, 

particularly in areas related to education, childcare, and medical care. Participants of this study 

discussed how expenses related to special education, tutoring, specialized child care, therapies, 

medications, and time and travel to appointments add up quickly. All twelve participants of this 

study, even those who identified as “upper-middle class,” agreed that a reduction in out-of-

pocket costs would benefit their household. 

Confidence in Navigating the System with the Help of a Professional 

 Lastly, participants of this study described their perception of how having the confidence 

of navigating the system with the help of a professional could benefit them. Similar to studies 

conducted by Al-Mazidi and Al-Ayadhi (2021) and O’Hare et al. (2021), areas in which 

participants reported the most significant benefit were related to interactions with medical 

professionals, insurance companies, and the education system. These three entities are commonly 

reported as being intimidating to caregivers of children with ASD, with one participant from this 

study describing her feelings of being overwhelmed and lacking knowledge about her basic legal 

rights in advocating for her child. Other participants of this study described how navigating the 

system with the help of a professional could help reduce clerical errors in documentation 

ultimately shortening the time spent on waiting lists, be a source of guidance, knowledge, and 

clarity, and provide them access to resources they had not previously been aware of to help their 

child. 

Biblical Foundations 
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Studies have shown that not feeling understood, being treated differently, and being 

aware of such differential treatment were all factors that hindered those with disabilities from 

participating in religious and/or faith-based activities (McMahon-Panther & Bornman, 2020). 

Although none of the participants of this research study explicitly discussed this matter, the 

information they provided did align with the general concept.  

In biblical days, ASD was not a known disorder (Macaskill, 2018), but is viewed today as 

a functional deficit, measured against the standard that society deems “normal” (Macaskill, 

2020). Children with ASD and their caregivers bear daily burdens that surpass what may be 

deemed “normal” by society. Nonetheless, biblical instruction orders followers of Christ to bear 

the burdens of one another. Unfortunately, issues reported by participants of this study such as 

feeling alone, significant lack of services, and extreme challenges to utilizing existing services, 

suggest that this population’s burdens are not being shared by others. 

Based on these findings, it appears the church has a unique opportunity to assist those 

who care for children with ASD. In planning programs and developing outreach, the church 

should consider ways to help those who carry unique caregiving burdens, such as caregivers of 

children with ASD. The community of believers that is the church can help alleviate some of the 

hardships described by the participants of this study. 

Implications 

 Findings from this study should be used by the scientific, psychological, and religious 

communities to broaden the services and assistance that caregivers of children diagnosed with 

ASD identify as being most needed and beneficial. The scientific community, for example, could 

further examine data collected from this study, especially in areas related to sleep disturbances 

(e.g.; sleep studies) and impaired physical and mental health (e.g.; pharmaceuticals) to identify 
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services and assistance that may be beneficial to caregivers of children with ASD. Similarly, 

since less than 10% of caregivers of children with ASD reported receiving proper psychological 

care for themselves (Al-Mazidi & Al-Ayadhi, 2021), those in the psychological community 

could use the findings of this study to improve upon practices and policies which may be 

beneficial to this population, especially in areas such as lack of support, lack of understanding, 

and mistrust of others, which could be improved upon in counseling sessions. Finally, those in 

the religious community could use the findings of this study to create and expand upon services 

to help this population, particularly in areas related to self-care and financial hardships by 

offering programs such as “Mom’s Morning Out” and church offerings or no-interest, loan 

repayment options. 

Limitations 

 Previously stated limitations of this study related to the small sample size, the depth of 

information caregivers of children diagnosed with ASD would provide, and that recruitment 

methods may have produced participants most engaged in the care of their child, possibly 

limiting data related to the perspective of those caregivers who feel least supported. An 

additional limitation discovered while conducting this study was that some caregivers had not yet 

gone through certain experiences and were therefore unable to provide significant data. 

Recommendations for Future Research 

 It is my recommendation that similar studies be conducted in the future using a larger 

sample population. This will allow the collection of more rich data, especially in terms of 

statistical data. Also, in an effort to minimize limitations, it is recommended that participants 

meet requirements such as having a child who has been diagnosed with ASD for at least three 

years, as this will increase the likelihood that the participant is able to provide significant data 
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regarding a variety of lived experiences. Another recommendation for future research would be 

to conduct this study in multiple geographic locations to compare and contrast data (e.g.; 

caregivers living in rural areas versus caregivers living in urban areas). A final recommendation 

would be to include research on how the church could help fill in the gaps in the service needs 

reported by participants of this study.  

Summary 

  The purpose of this qualitative study, using the phenomenological approach via 

interviewing, was to describe the services and assistance caregivers of children diagnosed with 

ASD identified as most beneficial to them. The results of this study identified the strong need for 

more readily available services and assistance for these caregivers, particularly in areas such as 

self-care, support or understanding, and mistrust of others.  

Unless an individual has lived the life of a caregiver of a child diagnosed with ASD, he or 

she will not be able to fully understand the physical, social, and emotional effects placed on this 

population. Caregivers of children with ASD are more likely to suffer from stress (Padden & 

James, 2017; Fatin et al., 2021), burnout (Mikolajczk et al., 2021), sleep disturbances (Chad-

Friedman et al., 2021), physiological problems such as obesity, heart disease, diabetes, and 

gastrointestinal issues (Li et al., 2017), and psychiatric disorders such anxiety and depression 

(Chad-Friedman et al., 2021) than caregivers of neurotypically developing children.  

Furthermore, this population experiences a higher divorce rate (up to 80%) than 

caregivers of neurotypically developing children (Lashewicz et al., 2018), and experiences more 

financial hardships (earning 28% less when able to maintain employment) than caregivers of 

children with neurotypically developing children (Benevides et al., 2019). Reports of feeling 

stigmatized (Thibodeau et al., 2017), discriminated against, and socially isolated (Johnston & 
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Iarocci, 2017) are also more common among caregivers of children with ASD, with some 

reporting that they do not even feel fully welcomed by church congregations (Brock, 2021). 

 It is important to remember that God does not make mistakes. Children diagnosed with 

ASD were born as such so that the works of God could be made manifest in them (King James 

Bible, 2015). Caregivers of these children encounter unique struggles that could be improved 

upon by religious, scientific, and psychological communities alike, as indicated by this study. 

Although caregivers of children with ASD are faced with challenges, and delegated 

responsibilities that may be incomprehensible to some, there is comfort in knowing that with 

God, all things are possible (King James Bible, 2015).  
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APPENDIX A 

Informed Consent 

 

Services to Help Caregivers of Children Diagnosed with Autism Spectrum Disorder 

Principal Investigator: Stephanie Garcia, Doctoral Student, Psychology Department, Liberty 

University, MS, MA, DBS, NCC, BCCC, LCMHC 

 

Invitation to be part of a Research Study 

You are invited to participate in a research study. To participate, you must be 18 years or older, 

and a caregiver of a child diagnosed with autism who has been caring for the child over the last 

12 consecutive months. Taking part in this research project is voluntary. Please read this entire 

form and ask questions before deciding whether to participate in this research. 

What is the study about, and why is it being done? 

The study aims to find out what services and assistance caregivers of children diagnosed with 

autism use or would use if available. This study will also ask why these services and assistance 

are or would be helpful. 

What will happen if you take part in this study? 

If you agree to be in this study, I will ask you to do the following: 

1. Participate in a short interview (in person, virtually through Zoom, or via telephone). This 

interview should take no longer than 20 minutes and will be audio-recorded. 

2. After your interview, a written transcript (word-for-word copy of our conversation) will 

be emailed to you. Please respond by emailing the word “approved” or list anything that 
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needs to be changed. If you request changes, a new transcript will be emailed to you, and 

at that time, you may respond by emailing the word “approved.” 

How could you or others benefit from this study? 

Participants should not expect a direct benefit from participating in this study. However, benefits 

to society include education on the needs of caregivers of children diagnosed with autism. 

 What risks might you experience from being in this study? 

The risks involved in this study are minimal, which means they are equal to the risks you would 

encounter in everyday life. However, please note that if you divulge information regarding child 

abuse, child neglect, or intent to harm yourself or others, this researcher is a mandated reporter, 

and a report will be made. 

How will personal information be protected? 

The records of this study will be kept private. Research records will be stored securely, and only 

the researcher will have access to the records. If data collected from you is shared, any 

information that could identify you, if applicable, will be removed before the data is shared. 

 

• Participant responses will be kept confidential through the use of codes. Interviews will 

be conducted in a location where others will not easily overhear the conversation. 

• Data will be stored on a password-locked computer and may be used in future 

presentations. After three years, all electronic records will be deleted, and hard copies 

shredded. 

• Interviews will be recorded and transcribed. Recordings will be stored on a password-

locked computer for three years and then erased. Only the researcher will have access to 

these recordings. 
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Is study participation voluntary? 

Participation in this study is voluntary. Your decision on whether or not to participate will not 

affect your current or future relations with Liberty University. If you decide to participate, you 

are free not to answer any questions or withdraw at any time without affecting those 

relationships. 

What should you do if you decide to withdraw from the study? 

If you choose to withdraw from the study, please contact the researcher at the email address 

included in the next paragraph. Should you decide to withdraw, data collected from you will be 

destroyed immediately and will not be included in this study.  

Whom do you contact if you have questions or concerns about the study? 

The researcher conducting this study is Stephanie Garcia. You may ask any questions you have 

now. If you have questions later, you are encouraged to contact her at: [email address retracted]. 

You may also contact the researcher’s faculty sponsor, Rachel Piferi, at rpiferi@liberty.edu. 

Whom do you contact if you have questions about your rights as a research participant? 

If you have any questions or concerns regarding this study and would like to talk to someone 

other than the researcher, you are encouraged to contact the Institutional Review Board, 1971 

University Blvd., Green Hall Ste. 2845, Lynchburg, VA 24515, or email at irb@liberty.edu. 

 

Disclaimer: The Institutional Review Board (IRB) is tasked with ensuring that human subjects 

research will be conducted in an ethical manner as defined and required by federal regulations. 

The topics covered and viewpoints expressed or alluded to by student and faculty researchers 

are those of the researchers and do not necessarily reflect the official policies or positions of 

Liberty University.  

mailto:irb@liberty.edu
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Your Consent 

By signing this document, you agree to be in this study. Make sure you understand what the 

study is about before you sign. You will be given a copy of this document for your records. The 

researcher will keep a copy as well, with the study records.  If you have any questions about the 

study after you sign this document, you can contact the study team using the information 

provided above. 

 

I have read and understood the above information. I have asked questions and have received 

answers. I consent to participate in the study. 

 

 The researcher has my permission to audio-record me as part of my participation in this 

study.  

 

 

____________________________________ 

Printed Subject Name  

 

 

____________________________________ 

Signature & Date 
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Appendix B 

Demographic Information (of Participant) Your Age:  _____ 

 

Marital Status (Circle one):  Single   Married   Divorced  Widow/er  Prefer not to answer 

 

Race (Circle one):       African-American      Asian        Native American     

Caucasian  Other   Prefer not to answer 

 

Highest Level of Education (Circle one):   

High School/GED Associate or Technical degree Bachelor degree 

Master’s degree Doctoral degree   Prefer not to answer  

 

What was the age of your child when they were diagnosed with ASD?  ___________ 

What is the age of your child now?  _____ 

How many hours a week do you spend caregiving for your child with ASD?  ______ 

Number of other children in the household:  _____ 

Are there any other diagnoses in the household that require regular care?  _____ 

If yes, please describe to your level of comfortability____________________________ 

________________________________________________________________________ 

Where on the spectrum is your child’s ASD diagnosis? Place an X on the line below. 

 

High functioning                Low functioning 
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APPENDIX C 

Interview Format and Questions 

Hello, today I would like to speak to you as a fellow caregiver of a child diagnosed with 

Autism. I will be collecting data about caregiver experiences. I will also ask about the 

services and assistance you have found helpful or think would be helpful to you 

personally in caring for your child. Let’s get started. 

1. First, can you tell me a little about your experience caring for your child with 

Autism? 

2. Are there any services or assistance that have helped you personally in caring for 

your child with Autism, particularly those related to self-care, improved 

interactions with your child, and learning techniques? 

3. Are there any services or assistance that you have not used but think would be 

personally helpful in caring for your child with Autism? Why haven’t you used 

these services? 

4. Why do you think these services or assistance would be helpful? 

5. Is there anything else you would like to share about what may be helpful to 

caregivers of children with Autism? 

This concludes our interview. I want to thank you for your time, input, and participation. 

Once I transcribe this interview, I will email you a copy. If everything looks good, please 

respond, “approved.” If anything needs to be changed, please e-mail the revisions to me. 

Once I make those revisions, I will e-mail you a revised transcript for approval. Thank 

you again, and please know that I am praying for you! 
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APPENDIX D 

 

Services to Help Caregivers of Children 

Diagnosed with Autism Spectrum Disorder (ASD) 

 
 

• Are you 18 years or older? 

• For the last 12 consecutive months, have you been actively involved in the day-to-

day care of a child diagnosed with ASD? 

• Would you like to provide input regarding the types of services and assistance 

that would be helpful to you, specifically as a caregiver, in caring for a child with 

ASD? 

 

If you answered yes to these questions, you may be eligible to participate in a study 

aimed at increasing public knowledge of ASD, and possibly even establishing or 

improving upon services and forms of assistance that may help caregivers of children 

diagnosed with ASD. 

 

The purpose of this study is to describe the services and forms of assistance that 

caregivers of children diagnosed with ASD identify as being most beneficial to them. 

 

Participants will be asked to take part in an interview. In an effort to accommodate each 

participant’s demanding schedule, this interview may be conducted at the time and 

location of the participant’s choice, including in-person, virtual, and telephonic meeting 

options. 

 

 

Stephanie Garcia, a doctoral candidate in the Psychology Department at Liberty 

University, is conducting this study. 

 

Please contact Stephanie Garcia at: [email address retracted] for more information. 

 

 

 

 
Liberty University IRB – 1971 University Blvd., Green Hall 2845, Lynchburg, VA 24515 
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APPENDIX E 

Screening Questions 

1) Are you 18 years or older? 

2) Are you a caregiver of a child diagnosed with Autism Spectrum Disorder (ASD)? 

3) Have you been actively involved in the day-to-day care of the child for the last 12 

consecutive months? 

4) Are you interested in volunteering to participate in a research study for which the 

information you provide may be used to help establish or improve upon existing 

services and forms of assistance that are aimed at helping reduce the stress of 

caring for a child diagnosed with ASD, and improving the quality of life for 

caregivers such as yourself? 
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APPENDIX F 

Recruitment Letter (Verbal) 

Hello Potential Participant, 

As a graduate student in the School of Behavioral Sciences at Liberty University, I am 

conducting research as part of the requirements for a doctoral degree. The purpose of my 

research is to identify the services and forms of assistance that are most beneficial to 

caregivers of children diagnosed with Autism Spectrum Disorder (ASD). If you meet my 

participant criteria and are interested, I would like to invite you to join my study.  

Participants must be 18 years of age or older and caregivers of a child diagnosed with 

ASD who have actively participated in the day-to-day care of the child for the last 12 

consecutive months. Participants will be asked to participate in an audio-recorded 

interview, answering questions and providing information regarding their experiences in 

caring for a child with ASD.  This interview should take approximately 20 minutes. 

Following the interview, a transcribed copy will be emailed to you for approval. Names 

and other identifying information will be requested as part of this study, but the 

information will remain confidential. Interviews may be conducted at a time and location 

convenient to you and may be conducted in person, virtually, or via telephone. 

Would you like to participate?  

Yes: Great, could I get your email address so we can set up a time for an interview? 

No: I understand. Thank you for your time.  

A consent document will be given to you prior to or at the time of the interview. The 

consent document contains additional information about my research. If you choose to 

participate, you will need to sign the consent document and return it to me prior to the 
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start of the interview. After you have read, signed, and dated the consent form, please 

return it to me in person (if applicable) or via email at [email address retracted]. Doing so 

will indicate that you would like to take part in the study. 

Thank you for your time. Do you have any questions? 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

mailto:sgarcia15@liberty.edu
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APPENDIX G  

Recruitment Letter (E-mail) 

Dear Potential Participant, 

As a graduate student in the School of Behavioral Sciences at Liberty University, I am 

conducting research as part of the requirements for a doctoral degree. The purpose of my 

research is to identify the services and forms of assistance that are most beneficial to 

caregivers of children diagnosed with Autism Spectrum Disorder (ASD). If you meet my 

participant criteria and are interested, I would like to invite you to join my study.  

Participants must be 18 years of age or older and caregivers of a child diagnosed with 

ASD who have actively participated in the day-to-day care of the child for the last 12 

consecutive months. Participants will be asked to participate in an audio-recorded 

interview, answering questions and providing information regarding their experiences in 

caring for a child with ASD.  This interview should take approximately 20 minutes. 

Following the interview, a transcribed copy will be emailed to you for approval. Names 

and other identifying information will be requested as part of this study, but the 

information will remain confidential. 

 

To participate, please contact me at [email address retracted] to schedule an interview. 

Interviews may be conducted at a time and location convenient to you and may be 

conducted in person, virtually, or via telephone. A consent document will be given to you 

prior to or at the time of the interview. The consent document contains additional 

information about my research. If you choose to participate, you will need to sign the 

consent document and return it to me prior to the start of the interview. After you have 
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read, signed, and dated the consent form, please return it to me in person (if applicable) 

or via email: [email address retracted]. Doing so will indicate that you would like to take 

part in the study. 

Sincerely, 

Stephanie Garcia 

Doctoral Student 

 

mailto:sgarcia15@liberty.edu

