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ABSTRACT 

Via a phenomenological, qualitative research approach, this study aimed to gain a better 

understanding of the experiences shared by parents of boys with Autism Spectrum Disorders 

(ASDs).  Specifically, 7 parents of school-age boys with ASDs were interviewed for this study in 

order to gain insight into parents’ shared perceptions of the challenging behaviors of their 

children and how those behaviors affect their perceived stress.  The study further explored how 

parents describe coping skills that might mitigate the relationship of parent stress and 

challenging behaviors in children with ASDs. 
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CHAPTER 1 

 INTRODUCTION 

Purpose of the Current Study 

The purpose of this phenomenological study was to gain a better understanding of the 

experiences shared by parents of children with Autism Spectrum Disorders (ASDs).  Specifically, 

the aim of the study was to gain insight into parents’ perception of parenting stress and 

challenging behaviors exhibited by boys with an ASD.  By examining parents of clinic referred, 

school-aged boys diagnosed with an ASD, this qualitative study explored in depth with parents 

their shared perspective (the collective phenomenological experiences that are mutually 

perceived by a group of people despite diversities amongst them (Strauss & Corbin, 1990) 

regarding the behaviors that are found to be challenging and negatively impacting their parenting 

stress.  This study further sought to explore coping strategies helpful in mitigating stress 

experienced.   

A brief review of the pertinent topics is provided in this chapter with a detailed critical 

review following in Chapter 2.  Relevant theory and research implications will also be discussed.  

Research methods, including sampling and data analysis, will then be discussed in Chapter 3.  In 

Chapter 4 the findings of the study will be presented and the results of participants’ interviews 

will be reviewed.  Lastly, the paper will conclude with Chapter 5 entailing a discussion of 

parents’ shared experiences as well as research implications and limitations of the research.  

Autism Spectrum Disorders 

ASDs include a group of related neurodevelopmental disorders that are characterized by 

significant impairment in communication and social interaction as well as engagement in 

ritualistic and/or stereotyped behavior (American Psychiatric Association [APA], 2000).  ASDs 
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continue to affect a growing number of children (e.g., Fombonne, 2005).  In fact, recent 

estimates of ASD prevalence rates are as elevated as 110 per 10,000 individuals (Kogan et al., 

2009).  As prevalence estimates continue to grow so does the need to better serve children with 

ASDs and their parents.  Additionally, research indicates that boys are approximately four times 

more likely to be diagnosed with an ASD when compared to girls (Kogan et al., 2009).   

Challenging Behaviors 

Challenging behaviors have been defined as “any repeated pattern of behavior, or 

perception of behavior, that interferes with or is at risk of interfering with optimal learning or 

engagement in pro-social interactions with peers and adults” (Smith & Fox, 2003, p.5).  

According to research conducted with parents of children with an ASD, some of the common 

challenging behaviors exhibited by children with an ASD include aggression, unusual and 

repetitive body movements, atypical play with items, leaving the care of a parent without 

permission, and atypical vocalizations (Jang, Dixon, Tarbox, & Granpeesheh, 2011; Matson, 

Wilkins, & Macken 2009).  Research demonstrates that challenging behaviors are more profound 

in children with an ASD even when compared to other children with atypical development 

(Hattier, Matson, Belva, & Horovitz, 2011) or children with typical development (Matson et al., 

2009).  When comparing children with ASDs to children with behavioral disorders such as 

Conduct Disorder (CD) and Oppositional Defiant Disorder (ODD), children with ASDs may 

exhibit similar levels of aggression, but are likely to exhibit additional challenging behaviors 

related to adaptive, social, and communication difficulties as well as perseveration and rigidity 

(Kaat & Lecavalier, 2013).  Moreover, most children with an ASD engage in at least one 

challenging behavior (e.g., Matson et al., 2009).   
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Despite the fact that some prevalent challenging behaviors in children with an ASD have 

been identified, Matson and Nebel-Schwalm (2007) indicate that additional research relating to 

challenging behaviors of children with an ASD is still “urgently needed” (p.576).  Moreover, 

understanding the challenging behaviors commonly exhibited by children with an ASD is critical 

in the treatment of children with an ASD, as these behaviors put them and others at greater risk 

for harm (Sigafoos, Arthur, & O’Reilly, 2003).  As indicated by the definition of challenging 

behaviors, findings suggest that challenging behaviors can interfere with children’s accessibility 

to education (Sigafoos et al., 2003) as well as children’s ability to socialize adequately with 

others (Luiselli, Blew, Keane, Thibadeau, & Holzman, 2000).  Moreover, if challenging 

behaviors in children with an ASD remain unaddressed, they are likely to continue into 

adulthood and worsen (Murphy, Beadle-Brown, Wing, Gould, Shah, & Homes, 2005).  

Furthermore, challenging behaviors in children with an ASD have been found to be highly 

correlated with increased parent stress (Luiselli et al., 2000; Matson et al., 2009).   

Parent Stress 

Parenting stress is defined as an ‘‘aversive psychological reaction to the demands of 

being a parent’’ (Deater-Deckard, 1998, p. 315).  Given the adaptive deficits in communication 

and socialization commonly found in children with ASDs, these children tend to require 

increased parental supervision, even when compared to children with behavioral disorders such 

as CD and ODD (Kaat & Lecavalier, 2013).  Moreover, research suggests that parents of 

children with an ASD generally endorse higher levels of stress when compared to parents of 

normally developing children or even when compared to parents of children with other disorders 

such as intellectual disabilities (e.g., Dabrowska & Pisula, 2010).  
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The elevated levels of stress felt by parents of children with ASDs put these parents at an 

increased risk for mental health concerns (e.g., Bitsika & Sharpley, 2004).  For example, mothers 

of children with an ASD are at greater risk for depression when compared to mothers of 

normally developing children or even mothers of children with other developmental disabilities 

(Bailey, Golden, Roberts, & Ford, 2007).  Mothers of children with an ASD are also more likely 

to suffer from anxiety (Bitsika & Sharpley, 2004).  Higher levels of stress endorsed by parents of 

children with an ASD can be reciprocally linked back to the challenging behaviors exhibited by 

these children (e.g., Herring, Gray, Taffe, Tonge, Sweeney, & Einfeld, 2006; Lecavalier, Leone, 

& Wiltz, 2006; Phetrasuwan & Miles, 2009).  Specifically, challenging behaviors such as poor 

social skills and conduct problems appear to be highly correlated with parent stress (Lecavalier et 

al., 2006; Phetrasuwan & Miles, 2009; Tomanik, Harris, & Hawkins, 2004).   

Research in the area of challenging behaviors and parent stress related to children with an 

ASD, however, is still emerging.  In particular, most of the findings linking parent stress to 

challenging behaviors have been conducted with toddlers as opposed to school-aged children 

(e.g., Herring et al., 2006; Zaidman-Zait, Mirenda, Zumbo, Wellington, Dua, & Kalynchuk, 

2011).  Thus, more research with school-age children is needed.  

Relevant Theory 

Both the cognitive appraisal model of stress and the transactional stress model could be 

applied to help understand the interaction between challenging behaviors among children with 

ASDs and parenting stress.  The cognitive appraisal model of stress (Lazarus & Folkman, 1984) 

provides support for the importance of exploring parents’ perception of stress.  According to this 

theory, environmental factors appraised as stressors can only be addressed when one perceives 

themselves to have adequate coping skills to address given stressors (Lazarus & Folkman, 1984).  
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The transactional stress model discussed by Mackay, Cox, Burrows, and Lazzerini (1978) also 

suggests that stress results from an individual’s perceived ability to cope with demands of their 

environment.  Thus, if coping abilities are perceived as adequate, demands will not result in 

stress.   

Based on the aforementioned theories, exploring parents’ shared perception of their stress 

related to challenging behaviors as well as their coping skills is essential in potentially reducing 

stress.  Specifically, if interventions can target the challenging behaviors perceived by parents as 

stressful, then, parenting stress may be positively impacted as the behaviors will be perceived as 

less threatening and/or less challenging.  Moreover, the understanding of challenging behaviors 

as they relate to parent stress may prove beneficial in the future when helping clinicians 

prioritize interventions.  Yet again, research is still lacking that would help present a better 

understanding of the essence of the experience of parents’ perceived stress and challenging 

behavior among children with ASDs.   

Research Questions 

Based on the aforementioned the following research questions are proposed:   

Research Question #1:  How do parents of boys with ASDs describe the behaviors of their 

children that they find to be challenging? 

Research Question #2:  How do parents of boys with ASDs describe the impact of challenging 

behaviors exhibited by their children on their levels of perceived parenting stress?  

Research Question #3:  How do parents describe the coping strategies that they find helpful in 

mitigating the stress they experience related to their child’s challenging behaviors?   
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Significance 

This study attempted to address a gap in the literature by exploring parents’ perceptions 

of the challenging behaviors in their school-aged boys with an ASD and how those behaviors 

affect parents’ perceived stress.  It further adds to the current literature by exploring how parents 

describe coping skills that might impact the relationship of parent stress and challenging 

behaviors in children with ASDs.  By gaining a broader understanding of the relationship 

between parenting stress and challenging behaviors in school-age children with an ASD, 

interventionists may be better able to prioritize interventions to reduce parent stress, possibly 

focusing on parents’ perception of stress as suggested by the cognitive appraisal model of stress 

and the transactional stress model described above.   

Additionally, support for conducting this research with the suggested population of 

school-age boys with an ASD emerged from the research of Baker-Ericzen, Brookman-Frazee, 

and Stahmer (2005).  Firstly, according to research boys more likely to be diagnosed with an 

ASD when compared to girls (i.e., Kogan et al., 2009).  Secondly, according to Baker-Ericzen 

and colleagues (2005), mothers of school-age children with an ASD reported significant 

reductions in their levels of stress after their children received ASD special education services 

which addressed concerns such as poor social skills and adaptive deficits.  Reciprocally, parental 

levels of stress can also impact the effectiveness of interventions implemented with children with 

disabilities (Lessenberry & Remfeldt, 2004), such that higher levels of parent stress reduce 

intervention effectiveness. 

Overview of Research Design 

 In order to address the proposed research questions, parents of children who were 

previously referred for an ASD evaluation at a university-based evaluation clinic were solicited 
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via phone for participation in this study.  Parents of school-age boys who were diagnosed with an 

ASD were eligible for participation in this study.  The design of this study was a qualitative 

design known as a phenomenological design.  According to Creswell (2007), the general purpose 

of employing a phenomenological design is to “reduce individual experiences with a 

phenomenon to a description of the universal essence” (p. 58).  Thus via phenomenology, this 

study aimed to provide a richer understanding of the essence of the shared experiences relating to 

parenting stress and challenging behaviors of parents of children with an ASD.   
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CHAPTER 2 

REVIEW OF THE LITERATURE  

In this chapter, literature regarding children with Autism Spectrum Disorders (ASDs) is 

reviewed.  Following an overview of the epidemiology of ASDs, a review of challenging 

behaviors exhibited by children with an ASD is provided.  Next, parent stress is discussed as 

well as the literature relating to the specific factors contributing to the increased stress levels 

experienced by parents of children with an ASD.  Specifically, a review of the literature linking 

challenging behaviors in children with an ASD and parent stress is emphasized.  A discussion of 

relevant theory and ways to address the elevated stress levels of parents of school-aged children 

with an ASD follows.  The chapter concludes with reiteration of the proposed research questions.   

ASD 

Diagnostic Criteria 

The previous diagnostic criteria from the Diagnostic Statistical Manual – Fourth Edition 

– Text Revision (DSM-IV-TR; American Psychiatric Association [APA], 2000) will be explored 

first in this subsection.  The DSM-IV-TR is initially discussed given that several of the studies 

referenced in this literature review used the diagnostic criteria from the DSM-IV-TR to identify 

participants for those studies.  The following subsection will present an overview of the recent 

changes to diagnostic criteria given the publication Diagnostic Statistical Manual – Fifth Edition 

(DSM-V; APA, 2013).   

According to the DSM-IV-TR ASDs, referred to as Pervasive Developmental Disorders 

(PDDs), are a family of disorders that include:  Rett’s Disorder, Childhood Disintegrative 

Disorder, Asperger’s Disorder, Autistic Disorder, and Pervasive Developmental Disorder - Not 

Otherwise Specified (PDD-NOS).  As noted earlier, the family of disorders, however, is 
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generally referred to as ASDs throughout the research literature.  Although each category of 

ASD has its own specific diagnostic criteria as summarized by the DSM-IV-TR, there are 

general features that span across the categories of ASDs (APA, 2000).  As outlined by the DSM-

IV-TR, the general diagnostic criteria for ASDs include impairments in specific developmental 

areas such as poor social interaction skills; the occurrence of stereotyped behaviors, interests, 

and activities; and/or inadequate communication skills.  According to the DSM-IV-TR, poor 

social interaction skills in children with an ASD can include inappropriate use of non-verbal 

communication during social exchanges (e.g., inadequate eye contact or inappropriate facial 

expressions), and/or inability to foster adequate peer relationships, and/or a lack of mutual 

reciprocity in interpersonal interactions, and/or deficits in social interests.  In children with an 

ASD, restricted/repetitive patterns usually manifest themselves as pervasive interests, ritualized 

patterns of behavior, stereotyped movements, and/or ongoing fixation with parts of objects.  

Communication delays, which are present in most children with an ASD, can be marked by poor 

language development, inability to engage in ongoing conversations with others, atypical speech, 

and/or inability to engage in age-appropriate imaginary or imitative play.   

The aforementioned symptoms describe the main characteristics of ASDs as listed in the 

DSM-IV-TR; however, many nuances exist between the varying types of ASDs identified by the 

DSM-IV-TR (APA, 2000).  For instances, in order to be diagnosed with autistic disorder under 

the DSM-IV-TR a child must demonstrate at least six symptoms, with a minimum of two 

impairments in social skills, one impairment in communication abilities, and one impairment in 

restricted/repetitive behavioral patterns (APA, 2000).  In children with Asperger’s disorder, 

however, communication delays are typically not present.  In addition, children with autistic 

disorder must exhibit symptoms prior to the age of 3; meanwhile, a diagnosis of PDD-NOS is 
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rendered when only some of the diagnostic criteria are present or the onset of symptoms 

occurred after 3 years of age (APA, 2000).   

Using the DSM-IV-TR, research indicates that ASDs more commonly affect boys than 

girls (e.g., APA, 2000; Fombonne, 2003; Kogan et al., 2009).  In fact, Kogan et al. (2009) 

reported that boys are approximately four times more likely to be diagnosed with an ASD when 

compared to girls.  In an analysis of epidemiological studies conducted by Fombonne (2003), 

estimates of prevalence rates for ASDs were between 27.5 per 10,000 individuals and 60 per 

10,000 individuals.  The range provided by Fombonne (2003) takes into account differences in 

the prevalence rates among categories of ASD and also occurs due to changes in definition and 

the awareness of ASDs over time.  Nonetheless, increases in estimates of ASD prevalence rates 

have also been documented (Mandell, Thompson, Weintraub, DeStefano, & Blank, 2005) with 

more current estimates of ASD prevalence rates which are as elevated as 110 per 10,000 

individuals (Kogan et al., 2009) based on DSM-IV-TR diagnostic criteria.   

Changes to Diagnostic Criteria 

With the release of the DSM-V, changes to the diagnostic criteria of ASDs have occurred 

(APA, 2013).  According to the DSM-V, four primary criteria must be present for a diagnosis of 

an ASD, including:  deficits in social communication that cannot be explained by other general 

developmental delays; “restricted, repetitive patterns of behavior, interests, or activities” (APA, 

2013); symptoms occurring in early childhood; and symptoms interfere with daily functioning.  

In regards to deficits in social communication, impairments in:  social reciprocity, nonverbal 

communication, and the ability to maintain relationships must all be present (APA, 2013).  

Restricted and/or repetitive behaviors or interests should include:  stereotyped movements or 
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speech, strict adherence to routines or ritualistic behavior, preservative interests, and unusual 

reactions to sensory stimuli (APA, 2013).    

The new diagnostic criteria for an ASD in the DSM-V have sparked some debate in the 

literature (e.g., Kurita, 2011; Worley & Matson, 2012).  For example, in a study conducted by 

Worley and Matson (2012) the diagnostic differences for ASDs between the DSM-IV-TR and 

the DSM-V were compared.  The study recruited a sample of 281 children from various sources 

throughout the United States.  Children ranged in age from 3 to 16, with a mean age of 

approximately 8 years old (Worley & Matson, 2012).  Participants were placed in two ASD 

groups according to DSM-IV-TR and DSM-V diagnostic criteria.  A third control group of 

typically developing children was also included in the study.  Parents and caregivers of 

participants were then administered the Autism Spectrum Disorder-Diagnosis for Children 

(ASD-DC; Matson & Gonzalez, 2007), which assesses symptoms of ASDs and is used for 

diagnosis.  Using ANOVA and multivariate analysis of variance (MANOVA), the results of the 

total score of the three groups on the ASD-DC were compared.  Then, the DSM-IV-TR and 

DSM-V groups were compared on the core domains of the ASD-DC.  In regards to total score on 

the ASD-DC, no significant differences were noted between the DSM-IV-TR and DSM-V ASD 

groups and both groups scored significantly higher than the control group.  When examining 

specific domains of the ASD-DC, however, significant differences were observed between the 

DSM-IV-TR and DSM-V groups in the area of nonverbal communication and socialization, such 

that the DSM-V group had significantly more impairment in this area.  This finding provides 

support for the notion that the new DSM-V criteria could be more “stringent” when compared to 

the DSM-IV-TR (Worley & Matson, 2012, p.969).  This decrease in sensitivity could also lead to 

a decrease over time in the current prevalence rate of ASDs.  Specifically, in the study by 
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Worley and Matson (2012) prevalence rate of ASDs decreased by 32.2% when relying on DSM-

V criteria versus DSM-IV-TR criteria for diagnosis of ASD.  Although generally viewed as a 

positive, lower prevalence rates could also mean fewer services for children who would have 

previously qualified for ASD-related services under the previous criteria (Worley & Matson, 

2012).  One noted limitation of this study is that its findings are based on the ASD-DC; however, 

it is not known if the findings would be similar using other ASD assessment measures. 

Other studies have also noted similar concerns regarding the decreased sensitivity to 

ASDs using the DSM-V criteria (e.g., Frazier et al., 2012; Mattila et al., 2011).  For example in 

one study conducted by Frazier and colleagues (2012) comparing 14,744 siblings with and 

without a diagnosis of an ASD, it was determined that the new, less sensitive criteria of the 

DSM-V excluded as many as 12% of individuals with ASDs, particularly girls.  On the other 

hand, the increased specificity of the new criteria was found to reduce false positive 

identifications of ASDs when compared to the previous criteria (Frazier et al., 2012).  Responses 

provided by parents and caregivers on the Social Responsiveness Scale (SRS: Constantino & 

Gruber, 2005) and the Social Communication Questionnaire (SCQ:  Rutter, Bailey, & Lord, 

2003) were examined.  Although the study used a substantially large sample, increasing the 

potential generalizability of the results, the screening methods to determine the initial diagnosis 

of an ASD are unknown and, furthermore, the findings are based solely on the results of SRS and 

SCQ.  Thus, it is not known if similar outcomes would occur using other measures.   

As noted in an editorial by Kurita (2011), under the new DSM-V criteria the five 

subtypes of ASDs described in the preceding subsection of this paper would now be categorized 

into the one general category of ASD, under the broader category of Neurodevelopment 

Disorders (APA, 2011).  The DSM-V then proposes that severity of symptoms can be classified 
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into either Mild, Moderate, or Severe (APA, 2013).  Kurita (2011), however, believes that this 

new system may not be as useful for those individuals with an ASD who present with severe 

symptoms in social communication but not in restricted interests and repetitive behaviors or vice 

versa.   

One study that examines this notion was conducted by Mattila and colleagues (2011).  In 

their epidemiological study examining 4,422 8-year-old children with an ASD in Finland, 

Mattila and colleagues (2011) used the diagnostic criteria from the DSM-IV-TR and DSM-V to 

assign participants to groups (Mattila et al., 2011).  Based on the findings of this study, DSM-V 

criteria was said to be less sensitive to children with Asperger’s Disorder as well as to higher 

functioning individuals with autistic disorder (Mattila et al., 2011).  Although this study again 

employs a relatively large sample, generalizability of the findings to the population in the United 

States may be limited. 

As discussed, some debate has been sparked over the new diagnostic criteria for ASDs 

according to the DSM-V.  Concerns regarding the limited sensitivity of the new criteria as well 

as with the elimination of subtypes of ASDs have been documented (e.g., Frazier et al., 2012; 

Mattila et al., 2011).  Still, more research is needed in the area.  Some specific recommendations 

for future research studies include replicating the findings employing a variety of different ASD-

related assessment measures in comparing DSM-IV-TR diagnosed participants to DSM-V 

diagnosed participants.  For the purposes of the current proposed study, participants will be 

selected based on DSM-IV-TR diagnostic criteria.  Given some of the literature reviewed 

comparing the DSM-IV-TR ASD criteria to the DSM-V ASD criteria, however, it can be 

speculated that some participants included in this study would not meet criteria for inclusion in 

future studies given the changes to the DSM-V.   
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As noted above, the use of DSM-V criteria to diagnose ASDs influences prevalence rates 

(APA, 2013).  Some studies have suggested a variety of other explanations, however, for the 

increasing prevalence rates with use of the DSM-IV criteria, including:  improved diagnostic 

measures to identify children with an ASD, advances in research regarding the epidemiology 

ASD, heightened awareness of ASD, and increased access to ASD services (Chakrabarti & 

Fombonne, 2005; Fombonne, 2003; Fombonne, 2005).  Regardless of the factors affecting 

prevalence rates, it seems reasonable to conclude that as prevalence estimates continue to change 

so do the number of affected families that could possibly benefit from increased or targeted 

interventions.   

Related Features  

Symptoms indicative of an ASD can occur as early as within the first year of a child’s life 

(Barbaro & Dissanayake, 2009; Osterling, Dawson, & Munson, 2002; Wetherby, Woods, Allen, 

Cleary, Dickinson, & Lord, 2004; Yirmiya & Charman, 2010).  Some of these early indicators 

can include poor eye contact, failure to respond to name being called, absence of gesturing, and 

lack of attending to objects shown (Osterling et al., 2002).  In their summary of recent research 

conducted with infants at risk for ASDs, Barbaro and Dissanayake (2009) note additional early 

indicators including:  infrequent social smiling, limited interest in others, atypical facial 

expressions, poor display of age-appropriate imitation, deficient demonstration of 

communicative vocalizations, lack of behaviors typically demonstrated to get a need met, and 

lack of non-verbal communication.  One limitation of this review, however, is that it does not 

provide readers with an approximate number of the studies reviewed to support their findings 

and several of the references cited are not necessarily reviewed but rather used to provide 

background information regarding ASD identification.  Nonetheless, during the second year of 
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child’s life, additional indicators of ASDs become detectable.  According to Wetherby and 

colleagues (2004) these signs include poor expression of joy, underdeveloped interest in sharing, 

unusual prosody (e.g., rhythm and intonation of speech), repetitive movements of objects, 

repetitive movements of body (e.g., rocking), and hesitation to play with a variety of toys. 

Approximately half the children born with an ASD also demonstrate a comorbid 

intellectual disability (Bertrand, Mars, Boyle, Bove, Yeargin-Allsopp, & Decoufle, 2001; 

Chakrabarti & Fombonne, 2005; Charman, Pickles, Simonoff, Chandler, Loucas, & Baird, 2011) 

with the exception of those children diagnosed with Asperger’s Disorder (APA, 2000).  

Moreover, the majority of children with an ASD have deficits in their overall adaptive 

functioning (Charman et al., 2011), the basic social and functional skills required for daily living.  

Specifically, children with an ASD demonstrate significant delays in the adaptive domains of 

communication, daily living skills, and social skills (Charman et al., 2011).  In terms of adaptive 

functioning, communication generally entails receptive, expressive and written communication 

(Sparrow, Cichetti, & Balla, 1984).  Daily living skills generally entail domestic, community, 

and personal skills (Sparrow et al., 1984).  Lastly, social skills consist of interpersonal 

relationships, coping skills, and play and leisure engagement (Sparrow et al., 1984).   

There are other complications and symptoms that children with ASD may also 

experience.  For example, impairment in sensory perception has also been reported in children 

with an ASD (Leekam, Nieto, Libby, Wing, & Gould, 2007).  In a comparative study conducted 

by Leekam and colleagues (2007) with approximately 80 children, it was found that most 

children with an ASD had abnormal sensory sensitivity to taste, smell, and touch.  Recall from 

earlier that unusual reaction to sensory stimuli is incorporated into the ASD diagnostic criteria 

with the publication of the DSM-V (APA, 2011).   
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Additionally, children with an ASD more frequently tend to exhibit abnormal brain 

activity that leads to the occurrence of seizures as reported by Yasuhara (2010).  In a study 

conducted by Yasuhara (2010) a higher occurrence of seizures, resulting from epilepsy, was 

confirmed using a rather large sample of approximately over 1,000 children with an ASD.  

Specifically, 37% of the children participating in this study were diagnosed with epilepsy in 

comparison to 0.5 to 1% of children in the general population (Yasuhara, 2010).  Children with 

an ASD who suffer from seizures are also more likely to display poorer adaptive functioning 

skills and greater engagement in maladaptive behaviors when compared to children with ASDs 

who do not suffer from seizures (Hartley-McAndrew & Weinstock, 2010).   

Apart from the aforementioned symptoms, children with an ASD tend to exhibit more 

challenging behaviors when compared to normally developing children including stereotypic and 

self-injurious behaviors (e.g., Jang et al., 2011; Matson et al., 2009).  Additional behaviors 

frequently exhibited by children with autistic disorder that parents find challenging include:  

emitting inappropriate vocalizations, repeating unusual body movements, playing in an unusual 

manner with objects, and leaving the care of a caregiver without permission (Jang et al., 2011).  

In the following section of this paper, the challenging behaviors of children with ASDs as well as 

the impact these behaviors have on their parents will be further explored in more detail with 

additional supporting citations.   

In summary, in addition to the impairments indicated by diagnostic criteria, it is apparent 

that children with ASDs may demonstrate many other impairments and characteristics that 

caregivers may find challenging.  Some of the varied features that children with ASDs can 

present with include developmental delays that are usually evident during the first year of life, 

cognitive and adaptive disabilities, sensory impairments, and maladaptive behaviors.  The 
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complex nature of ASDs and the varied features/impairments that can result from ASDs can 

make rearing a child with an ASD a difficult task.  The assorted implications and varied effects 

on the parents of children with ASDs will be explored further later in this paper.   

Challenging Behaviors in Children with ASDs 

As noted above, children with an ASD tend to engage in behaviors that caregivers find 

challenging more often when compared to typically developing children (e.g., Jang et al., 2011; 

Matson et al., 2009).  Moreover, when comparing children with ASDs to children with 

behavioral disorders such as CD and ODD, children with ASDs may exhibit similar levels of 

aggression, but are likely to exhibit additional challenging behaviors related to adaptive, social, 

and communication difficulties as well as issues with perseveration and rigidity (Kaat & 

Lecavalier, 2013).  Thus, challenging behaviors have been defined as “any repeated pattern of 

behavior, or perception of behavior, that interferes with or is at risk of interfering with optimal 

learning or engagement in pro-social interactions with peers and adults” (Smith & Fox, 2003, 

p.5).   

The study of challenging behaviors exhibited by children with an ASD is an area of 

research significance for various reasons.  Apart from being linked to increased levels of parent 

stress (e.g., Hastings & Johnson, 2001; Herring et al., 2006; Lecavalier et al., 2006; Phetrasuwan 

& Miles, 2009; Zaidman-Zait et al., 2011), challenging behaviors in children with an ASD can 

have numerous other negative effects.  For example, challenging behaviors exhibited by children 

with an ASD can also interfere with their ability to socialize at a developmentally appropriate 

level (Luiselli et al., 2000).  In one study examining 1,480 individuals with mental retardation 

(including participants with autism and PDD-NOS) it was found that engagement in challenging 

behaviors was negatively correlated with adaptive functioning, such that as engagement in 
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challenging behaviors increased, self-help and social skills decreased (Matson, Duncan, 

Bamburg, Smiroldo, Anderson, & Baglio, 1997).  Moreover, when studying the mothers of 103 

participants, ages 16 to 25, McIntyre, Blacher, and Baker (2002) found that children who engage 

more frequently in challenging behaviors were more likely to require inpatient care.  According 

to Murphy and colleagues (2005), if challenging behaviors in children with an ASD remain 

unaddressed, they are likely to continue into adulthood and worsen over time.   

It is important to note that the research design proposed in a later section of this paper, 

phenomenology, requires that the researcher limit the research reviewed prior to conducting the 

study in order to remain unbiased about the topics being explored (Chan, Fung, & Chien, 2013).  

Thus, the goal of the research reviewed in the following section is to establish a general 

understanding of the topics being explored while limiting the scope of the research in order to 

remain impartial about participants’ potential perspectives when collecting data (Chan et al., 

2013).  In order to accomplish this, more recent research (research conducted within the last 3 

years) is not reviewed in this section as is consistent with this methodology (Chan et al., 2013).  

Specifically, 11 studies (9 studies examined in one literature review conducted by another author 

and 2 additional studies) from 1996 to 2011 are reviewed herein, aimed specifically at 

establishing which behaviors are often viewed as the most challenging in children with an ASD.  

Seven additional studies, all conducted within the decade, examining other variables related to 

challenging behaviors in children with an ASD will also be discussed.  More current research in 

the field will be referenced during the Discussion section of the paper.  

Examining Challenging Behaviors Exhibited by Children with ASDs 

Based on a literature review conducted by Horner and colleagues (2002) of nine studies 

between the years of 1996 to 2000, the following major challenging behaviors were commonly 
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exhibited by young children with ASDs:  temper tantrums, aggression, stereotyped behaviors, 

and self-injurious behaviors.  Although this finding stems from Horner and colleagues (2002) 

review of several sources, there are some limitations to this research.  First and foremost, the 

authors did not provide operational definitions for the behaviors identified as the primary 

challenging behaviors exhibited by children with ASDs.  This is likely due to the fact that study 

was intended to provide a review of interventions utilized to address challenging behaviors in 

children with an ASD.  Furthermore, because of the focus of the review, little is known about the 

demographic information and diagnostic criteria used to identify the samples examined in the 

studies reviewed.   

In one comparative study conducted by Matson and colleagues (2009) the challenging 

behaviors typically exhibited by children with an ASD were further examined.  The study 

examined 313 children, including 182 children with an ASD, 100 typically developing children, 

and 31 children with atypical development that did not meet diagnostic criteria for ASD.  

Children selected for participation in this study ranged from age 2 to 17 years old.  Parents of 

these children were administered the Autism Spectrum Disorder – Problem Behavior for 

Children (ASD-PBC; Matson, Gonzalez, Wilkins, & Rivet, 2008).  The ASD-PBC is intended to 

assess problem behaviors among children with Autistic Disorder, PDD-NOS, and Asperger’s 

Disorder via two dimensions- externalizing and an internalizing- that are combined to yield a 

total score (Matson et al., 2008).  The three challenging behaviors most frequently endorsed by 

the parents of children with an ASD in that study, included:  atypical vocalizations (such as 

humming and yelling) endorsed by 60% of parents; unusual and repetitive body movements 

(such as flapping of the hands and waving of the arms) endorsed by 54% of parents; and 

aggression (such as hurtful behaviors directed at others) endorsed by 50% of parents (Matson et 
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al., 2009).  The behaviors which were considered most severe by parents of children with an 

ASD in that study included unusual and repetitive body movements, atypical vocalizations, and 

unusual play with objects  (such as twirling toys) (Matson et al., 2009).  Other challenging 

behaviors exhibited by children in that study included:  verbal aggression (44.3%), property 

destruction (42.6%), pounding on objects with hand (40.9%), throwing objects at others (36.9%), 

kicking objects (35.8%), and pulling others’ hair (14.8%).   

Although the study conducted by Matson and colleagues (2009) included the use of a 

relatively large sample, recruiting participants from 16 states throughout the U.S., limited 

information regarding the demographics of participants is provided.  As a result, generalizability 

of the findings is uncertain.  Moreover, the large span of ages of the participants examined in this 

study is potentially problematic.  While not noted by Matson and colleagues, one could argue 

that behaviors considered severe or challenging at the age 17 may be viewed very differently at 

the age of 2.  Another potential weakness of this study lies in the fact that participants were 

recruited from various sites across states and as a result the evaluation and diagnostic process for 

the children presenting with ASDs could have been varied.  This is a potential limitation because 

diagnostic and selection criteria for inclusion in the study may not have been consistent.  The 

authors tried to rectify this, however, by having all previously diagnosed participants selected 

complete an additional psychometrically adequate checklist, the Autism Spectrum - Disorder 

Diagnostic for Children (ASD-DC; Matson et al., 2008) at the commencement of their study.  

The validity and reliability of using such a measure as the means of establishing their sample, 

however, remains questionable as it relies solely on parent report and does not involve direct 

observation of the subject.  According to the literature, the evaluation used to identify children 
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with ASDs should not be based solely on parent report (Stone, Coonrod, Pozdol, & Turner, 

2003), but also direct observation of children (Filipek et al., 1999).   

Although the aforementioned study had some notable weaknesses, the findings were 

replicated in a similar study conducted a few years later (Jang et al., 2011).  In this more recent 

study conducted on 84 children with ASDs (ranging from 2 years of age to 18 years of age) 

similar challenging behaviors exhibited by children with an ASD were reported by parents to be 

the most severe, including:  repetitive vocalizations, repetitive body movements, and 

unconventional play with objects.  Jang and colleagues (2011) also found leaving the care of a 

parent without permission to be a severe and common challenging behavior also exhibited by 

children with ASDs in their sample.  Repetitive vocalizations, leaving the care of a parent 

without permission, and unusual play with objects were not only considered to be the most 

severe challenging behaviors exhibited by children with an ASD but also the most commonly 

occurring (Jang et al., 2011).  Again, challenging behaviors in this study were assessed using the 

ASD-PBC.   

There are several limitations with the Jang et al. study (2011), however, that are similar to 

the limitations noted with the previous study.  A primary concern is the large age range of 

participants used in this study (ranging from 2 years of age to 18).  Again, this could affect 

interpretation of the findings because one could argue that behaviors considered severe or 

challenging at the age 18 may be viewed very differently at the age of 2.  Moreover, similar to 

the previously discussed study by Matson and colleagues (2009), Jang and colleagues (2011) did 

not fully describe diagnostic criteria used for the sample, simply noting that participants were 

selected from a Center for Autism and Related Disorders (CARD) clinic.  Thus, like the 

aforementioned study, original diagnostic criteria and instruments used to identify participants 
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are unclear.  Again, the authors attempted to rectify this by having previously diagnosed 

participants complete the ASD-DC but did not use a measure that involves direct observation of 

children with ASDs as well.   

Thus, it is evident from the previous sections, that challenging behaviors in children with 

an ASD are a common problem.  Recent research has been able to identify some of the most 

common occurring and severe challenging behaviors of children with an ASD including 

aggression, unusual and repetitive body movements, atypical play with items, leaving the care of 

a parent without permission, and atypical vocalizations.  Limitations with some of this research, 

including the use of questionable selection criteria and inconsistent diagnostic criteria, however, 

are apparent.  Future studies in this area may rectify this dilemma by employing a standard 

diagnostic procedure and consistent selection criteria.  Future studies may also examine a more 

specific age group so that the particular behaviors viewed as challenging for a given age-group 

(i.e., school age children) could be better understood.   

Prevalence of Challenging Behaviors  

As noted earlier in this chapter, children with an ASD tend to exhibit more challenging 

behaviors when compared to normally developing children on measures such as the ASD-PBC 

(e.g., Matson et al., 2009).  Moreover, in a non-experimental study using the Baby and Infant 

Screen for Children with aUtIsm Traits-Part 3 (BISCUIT-Part 3:  Matson, Boisjoli, & Wilkins, 

2007) to compare 2,131 divided between children with ASDs and others with atypical 

development, it was found that children with an ASD tended to exhibit challenging behaviors 

more frequently (Hattier et al., 2011).  Matson and colleagues (2009) reported that approximately 

94% of children with an ASD exhibit a minimum of one ASD-related challenging behavior as 
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measured by the Autism Spectrum Disorder – Behavior Problems for Children (ASD-BPC:  

Matson et al., 2008).   

Not only do most children with an ASD engage in challenging behaviors, but this 

comportment can be enduring as well, continuing throughout childhood.  For example, in one 

study examining 167 children with ASDs, ages 3 to 14 years old, conducted by Matson, Mahan, 

Hess, Fodstad, and Neal (2010) it was determined that there was not a significant difference 

between young children and young adolescents in frequency or intensity of engagement in 

challenging behaviors as measured by the ASD-BPC.  Engagement in these behaviors remained 

chronic and stable until the age of 14 as indicated by comparing means of scores on the 18 items 

of the ASD-BPC via MANOVA.  Interestingly, however, the authors speculate that because the 

trend began to approach significance in the older children, challenging behaviors may decrease 

in older teenagers (beyond the scope of ages included in their study) when compared to younger 

children (Matson et al., 2010).  Thus, this presents a potential limitation of the study conducted 

by Matson and colleagues (2010).  Future studies may include older adolescents to determine 

whether challenging behaviors remain stable during that period as well.  Another potential 

confound in this study, lies in the fact that researchers did not specify if participants were 

receiving any intervention.  Thus, one may speculate that results could potentially be affected by 

the sample’s access or lack of access to interventions.  In other words, would results be different 

for 14 year old children with an ASD who had received years of intensive intervention aimed at 

targeting challenging behaviors?  

A study conducted by Murphy, Healy, and Leader (2009) attempts to rectify the above 

noted potential confound by examining 157 children with the ASD of autism ranging from 3 to 

14 years.  They also found no significant correlation between age and challenging behaviors.  
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Regardless of age, most children (82% of the sample) exhibited at least one ASD-related 

challenging behavior including self-injury, aggressive behavior or stereotyped behavior (Murphy 

et al., 2009) as measured by the Behavior Problem Inventory (BPI:  Rojahn, Matson, Lott, 

Esbensen & Small, 2001).  Murphy and colleagues (2009) further examined the relationship of 

intervention as it related to challenging behaviors and noted that receipt of intervention 

(including type and frequency of intervention delivered) was not a factor in the prevalence of 

challenging behaviors across development.  Specifically, 106 of the participants in this study 

attended schools in which they received applied behavioral analysis (ABA) interventions; 

meanwhile, 51 participants attended schools with an ASD classroom in which they received 

eclectic interventions that included speech therapy, occupational therapy, social stories, sensory 

integration therapy, etc.  Regardless of intervention modality and age of participants, the 

participants in this study demonstrated similar severity and frequency of challenging behaviors 

with the exception of higher frequency of stereotyped behavior and higher severity of aggression 

noted in participants receiving ABA.  This study is not intended to provide information regarding 

the effectiveness of interventions (as baseline measures prior to children receiving interventions 

were not obtained), but rather to determine if significant correlations exist between age of child 

with autism, type of intervention being received by the child with autism, and endorsement of 

challenging behaviors.  One limitation of this study is that participants were not equally 

represented across interventions and furthermore the study was conducted in Ireland which could 

threaten generalizability of results to children with ASDs in the U.S.  Moreover, the study does 

not examine children with varying diagnoses of ASDs (e.g., Asperger’s Disorder, PDD-NOS, 

etc.) and, thus, it is unknown if similar observations would be noted across classifications of 
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ASDs.  Despite potential limitations of the above mentioned studies, ASD-related challenging 

behaviors appear to remain persistent throughout childhood and early adolescence.   

Apart from persisting throughout the course of childhood development, challenging 

behaviors in children with ASDs do not appear to vary across gender (Kozlowski, Matson, & 

Rieske, 2012).  Kozlowski and colleagues (2012) studied gender effects for 391 children with 

and without a diagnosis of ASD, ranging from ages 2 to 17 years.  In general, males and females 

did not differ significantly in the presentation of their challenging behaviors as measured by the 

ASD-BPC with the exception of two specific challenging behaviors - males with an ASD tended 

to engage in throwing objects at others and inappropriate sexual behavior more often than 

females with an ASD (Kozlowski et al., 2012).  Thus, even though some differences were noted 

between the genders in types of challenging, gender did not appear to strongly relate to the 

presence of challenging behaviors in children with an ASD.  Significant challenging behaviors 

were reported in children with an ASD regardless of gender (Kozlowski et al., 2012). 

Other Variables Potentially Related to Challenging Behaviors  

 As noted in previous subsections of this section, gender and age do not appear to 

significantly correlate with the presence of challenging behaviors in children with an ASD 

(Kozlowski et al., 2012; Matson et al., 2010).  There are other variables, however, that correlate 

with the presence of challenging behaviors exhibited by children with ASDs (e.g., Jang et al., 

2011; Matson et al., 2009).  Thus, it is important to explore what other variables interact with 

challenging behaviors in children with an ASD so as to better understand factors that could affect 

parents’ perceptions of challenging behaviors.   

The gender of the parent also does not appear to affect the endorsement of challenging 

behaviors in children with ASDs (Baker, Blacher, Crnic, & Edelbrock, 2002).  For example, in 

25 



 

one study comparing 225 3-year-old children without and with developmental delays Baker and 

colleagues (2002) found that the gender of the parent did not significantly correlate with 

endorsements of challenging behaviors.   

Specific ASD diagnoses (e.g., PDD-NOS, autistic disorder, and Asperger’s Disorder) and 

corresponding severity of ASD symptoms, however, can impact the presence of challenging 

behaviors.  Recall from earlier that presentation of symptoms differs across ASD diagnoses and 

that some ASDs are considered more severe than others (e.g., PDD-NOS versus autistic 

disorder).  For example, in a study conducted by Tobing and Glenwick (2002) parents’ 

behavioral ratings of 22 children with autism were compared to the ratings of 19 children with 

PDD-NOS using the Childhood Autism Rating Scale – Parent version (CASR-P:  Bebko, 

Konstantareas, & Springer, 1987), a measure use to identify presence of ASD.  Findings 

indicated that children with autism were rated more severely across symptoms of ASD than 

children with PDD-NOS as measured by the CARS-P (Tobing & Glenwick, 2002).  Researchers 

have noted a positive correlation between severity of an ASD and challenging behaviors such 

that as the severity of an ASD increases, so does the likelihood for engagement in challenging 

behaviors (e.g., Jang et al., 2011; Matson et al., 2009).  In the previously discussed studies 

conducted by Jang and colleagues (2011) and Matson and colleagues (2009), challenging 

behaviors were assessed in children and adolescents using the ASD-PBC.  Results of ASD-PBC, 

used to identify presence of ASD, were then compared to symptom severity of ASD as measured 

by the ASD-DC via MANOVA.  In order to do this, participants were divided into three groups 

based on their scores on the ASD-DC, including mild, moderate and severe presence of ASD 

symptoms.  In the study conducted by Jang and colleagues (2011) follow up ANOVAs and 

Tukey post hoc comparisons were performed.  Based on the data analysis it was concluded that 
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the ASD–BPC items having to do with stereotypic or repetitive behaviors and aggressive or 

destructive behaviors were significantly different between the three groups of ASDs (Jang et al., 

2011).  Specifically, it was determined that children with the most severe ASD presentation also 

engaged in more these challenging behaviors more frequently (Jang et al., 2011).   

 The interaction of country of origin of the parent and child as it relates to challenging 

behaviors is another factor that could impact parents’ perception of challenging behaviors 

according to the literature.  In a study conducted by Chung et al. (2012) 285 children, ages 2-16 

years old, from varying countries who met criteria for an ASD based on a DSM-IV-TR checklist, 

were examined.  Specifically, 156 participants from the U.S., 54 participants from South Korea, 

48 participants from Israel, and 27 participants form the United Kingdom were selected.  Results 

suggested that individuals from the U.S., South Korea, and Israel reported similar presence of 

challenging behaviors in children with an ASD as measured by the ASD-BPC, although 

participants in the U.S. endorsed more severe levels of certain challenging behaviors in children 

with an ASD.  Specifically, when comparing the U.S. to South Korea, MANOVA analysis 

yielded a significant main effect based on country of origin, F(18, 116) = 18.68, p < .001.  

Additional univariate tests were also significant for the specific challenging behaviors of 

screaming at others, unusual play with objects, and destruction of property such that these 

behaviors were present more often in children from the U.S.  The U.S. also differed significantly 

from South Korea in the severity of challenging behaviors endorsed (F(18, 116) = 14.91, p < 

.001).  Additional univariate tests were significant for the specific challenging behaviors of 

throwing objects at others, playing with objects inappropriately, and yelling or shouting at others.  

These behaviors were considerably more severe in children from the U.S.  Significant 

differences between the U.S. and United Kingdom were also noted, in that the United Kingdom 
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consistently reported a greater and more severe presence of certain challenging behavior in 

children with an ASD as described below (Chung et al., 2012).  A comparison of frequency of 

engagement in challenging behaviors in children in the U.S. to children in the United Kingdom 

was significant, F(18, 47) = 3.33, p < .001.  Additional univariate tests were significant for the 

specific challenging behaviors of harming self, pounding on items, playing with excrement, 

leaving the care of a guardian without permission, engaging in aggressive behaviors with another 

individual, pulling a peer’s hair, and destroying property such that these behaviors were 

exhibited significantly more frequently by children from United Kingdom.  Difference in severity 

of challenging behaviors between children from the U.S. and the United Kingdom was also 

significant, F(18, 47) = 3.48, p < .001.  Additional univariate tests were significant for the 

challenging behaviors of harming self, banging on items, playing with excrement, leaving the 

care of a guardian without permission, engaging in aggressive behaviors with another individual, 

pulling a peer’s hair, and destroying property, such that these behaviors were more severe in 

children from the United Kingdom.   

The above noted differences that were observed between countries, however, could relate 

to additional variables such as the influence of cultural factors.  Specifically, the severity of 

challenging behaviors could be judged differently across cultures based on the norms and 

standards of given cultures, such that some cultures might be more or less tolerant of given 

behaviors.   

 Thus, when exploring challenging behaviors in children with an ASD, it is important to 

note other variables that could affect parents’ perceptions of challenging behaviors.  Based on 

the aforementioned, it appears that severity of ASD (linked to diagnosis of ASD) and country of 
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origin of the parent and child are variables that could potentially impact parents’ perception of 

challenging behaviors.   

Parent Stress 

According to Deater-Deckard (1998) parent stress is defined as an ‘‘aversive 

psychological reaction to the demands of being a parent’’ (p.  315).  As a result of the adaptive 

deficits in children with ASDs, even when compared to children with behavioral disorders such 

as CD and ODD, children with ASDs tend to require increased parental supervision (Kaat & 

Lecavalier, 2013).  Moreover, research demonstrates that parents of children with an ASD 

typically report higher levels of stress when compared to parents of normally developing 

children or even when compared to parents of children with intellectual disabilities (e.g., Baker-

Ericzen et al., 2005; Dabrowska & Pisula, 2010; Schieve, Blumberg, Rice, Visser, & Boyle, 

2007; Sharpley, Bitsika, & Efremidis, 1997; Smith, Oliver, & Innocenti, 2001).  The high level 

of stress experienced by the parents of children with an ASD is an issue that has much 

significance.   

In a comparative study conducted by Rodrigue, Morgan, and Geffken (1990), 20 mothers 

of children with autism were compared to 20 mothers of children with Down Syndrome and 20 

mothers of normally developing children.  Findings indicated that mothers of children with 

autism reported lower levels of marital satisfaction when compared to mothers of children with 

Down Syndrome.  Bailey and colleagues (2007) similarly explored this topic.  Results of their 

study suggested that mothers of children with an ASD were at greater risk for depression when 

compared to mothers of normally developing children or mothers of children with other 

developmental disabilities.  Higher levels of anxiety have also been documented in parents of 

children with an ASD (e.g., Bitsika & Sharpley, 2004).  This following section will explore these 
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and additional factors contributing to the higher levels of stress in parents of children with an 

ASD.    

In this section, studies conducted from 1997-2011 were considered for review.  Nine 

studies conducted within that time frame examining factors related to parent stress were 

identified.  Eight studies noting moderating variables related to the stress experienced by parents 

of children with an ASD will also be discussed.  Some of these studies have been discussed 

previously in this chapter, but their findings relating to parent stress will be discussed in this 

section.  As noted earlier, the phenomenological research design proposed later in this paper 

requires that the researcher limit the scope of the research reviewed in order to remain unbiased 

about participants’ perspectives when collecting data (Chan et al., 2013).  Again, in order to 

accomplish this, research conducted within the last 3 years will not be reviewed in this section, 

but will be considered in the Discussion section of this paper.   

Factors Related to Increased Stress in Parents of Children with ASDs 

 This section provides support for the notion that challenging behaviors correlate to the 

stress experienced by parents of children with an ASD and supports the importance of exploring 

links between challenging behaviors and parent stress.  Several studies will be reviewed in order 

to illustrate the connection between challenging behaviors and parent stress.   

Earlier research conducted by Sharpley and colleagues (1997) explored factors related to 

children with an ASD that contribute to parent stress.  After surveying 219 parents of children 

with autism, Sharpley and colleagues (1997) found that the factor that was most correlated with 

higher levels of parent stress was management of their child’s problem behavior(s).  Thus, it is 

apparent from this earlier study that challenging behaviors affect parent stress in that parent 

stress is affected by parents’ self-perceived ability to manage challenging behaviors.  There are, 
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however, several limitations with this study.  For instance, participants for this study were 

recruited via an autism newsletter which presents potential issues of sampling bias (e.g., parents 

who receive this newsletter may be inherently different from parents who do not).  Furthermore, 

the participants were from Australia, which may limit generalizability of the findings to 

individuals of other cultures.  Lastly, it appears as if the researchers did not screen children in 

this study to ensure the met some diagnostic standard for inclusion in this study, thus the 

diagnostic criteria for inclusion in this study is unclear.   

According to Lyons and colleagues (Lyons, Leon, Phelps, & Dunleavy, 2010) increased 

ASD symptom severity appears positively correlated with increased parent stress.  Recall from 

earlier that severity of ASD is positively correlated with challenging behaviors (Matson et al., 

2009), thus this more recent study again provides support for the notion that challenging 

behaviors in children with an ASD may be indirectly related to parents stress.  In their study 77 

caregivers of children with an ASD completed the CARS-P, a measure assessing symptoms of 

autism present, as well as the Questionnaire on Resource and Stress – Friedrich Short Form 

(QRS-F; Friedrich, Greenberg, & Crnic, 1983), a measure assessing parent stress.  A measure 

assessing coping skills, the Coping Inventory for Stressful Situations (CISS:  Endler & Parker, 

1990), was also administered to the participants.  Specific correlations between the QRS-F and 

the CARS-P were not reported – the study’s primary aim was to explore the CARS-P and CISS 

interactions.  Nonetheless, it was determined that severity of ASD symptoms was the strongest 

point estimate of parent stress. 

There were several limitations to the study by Lyons at colleagues (Lyons et al., 2010), 

however.  Firstly, the age range of children in this study was rather vast, spanning from ages 2 to 

22 years old.  This can limit generalizability to specific populations such as school-age children.  
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Another factor potentially affecting generalizability was the fact that the sample primarily 

consisted of educated parents with a higher than average socioeconomic status.  Moreover, the 

sample was recruited on volunteer basis from a support group.  Thus, access to intervention 

could have influenced parents’ self-perceived stress.  Lastly, because parents of children with an 

ASD were recruited from a support group, there was no standard used to screen children with an 

ASD and the authors of the study further note that children in the study were initially diagnosed 

with ASD from varying practitioners such as psychologists, pediatricians, neurologists, etc.   

More support for the notion that challenging behaviors are related to parent stress lies in a 

descriptive correlational study conducted by Phetrasuwan and Miles (2009) in which 108 

mothers of children with ASD were administered the Parental Stressor Scale:  Developmental 

Disabilities (PSS: DD:  Phetrasuwan & Miles, 2009).  The PSS: DD is a measure created by the 

authors of this study to identify sources of parenting stress.  Results suggested that managing 

difficult comportment, discipline, and supervising comportment in public places were found to 

be highest sources of parent stress on the PSS: DD.  The authors, however, did not to provide 

additional statistical analyses to support this specific finding.  Interestingly, the authors of this 

study reported that when ASD symptom severity, as measured by the CARS-P, was correlated to 

overall stress as measured by PSS: DD, a significant correlation was not found.  This finding 

contradicts the finding by Lyons and colleagues (2010) which suggested that severity of ASD 

symptoms was the strongest predictor of parent stress.   

Specific symptoms of ASD have also been identified as predictors of parent stress.  For 

example, using a quasi-experimental pre-post test design, Baker-Ericzen et al. (2005) had parents 

of 37 toddlers with autism and parents of 23 toddlers without autism complete measures before 

and after partaking in an inclusion program.  In order to assess parent stress, parents were 
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administered the Parent Stress Inventory (PSI:  Abidin, 1995), a measure that assesses stress that 

is child-related (e.g., stress due to a difficult child) as well as stress that is parent-related (e.g., 

stress due to parent unpreparedness).  Findings yielded that autism diagnosis significantly 

predicted mother’s stress (F (4, 28) = 5.867 p<.01), explaining 41% of the variance in maternal 

stress.  Baker-Ericzen and colleagues (2005) further noted that although autism was a significant 

predictor of maternal stress, poor social skills of children with an ASD was the primary 

significant independent predictor of maternal stress, (β = .541).  Recall from earlier that poor 

social skills, such as atypical vocalizations, are among the behaviors that parents of children with 

an ASD find particularly challenging (Jang et al., 2010; Matson et al., 2009).    

One potential limitation of the study by Baker-Ericzen and colleagues (2005) is that all 

participants were recruited from an Early Start intervention program in which they were enrolled 

prior to the study.  Thus, it could be that this sample is not representative of children with an 

ASD whose parent did not seek out early intervention.  Findings could also be further affected by 

the fact that toddlers with ASD had already been receiving intervention in the program for an 

average of 8 months prior to the study.  Moreover, generalizability of the findings is perhaps 

limited to toddlers as the average age of children with an ASD in this study 28.4 months.  Thus, 

findings are not necessarily representative of school-age children.  One strength of this study is 

that children previously identified with a diagnosis of ASD were administered a standardized 

assessment by the third author of the study in order to ensure that participants met an accepted 

diagnostic criteria norm.   

In a more recent study conducted by Davis and Carter (2008), the findings of Baker-

Ericzen (2005) were replicated.  Specifically, the poor social skills of children with an ASD were 

again found to be the most consistent predictor of parent stress.  In their study, Davis and Carter 
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(2008) conducted a regression analyses in order to examine predictors of stress (measured by the 

PSI) experienced by mothers and fathers of 54 toddlers with ASD.  Davis and Carter (2008) 

noted that higher stress in mothers was significantly affected by the child’s social skills deficits 

and trouble with self-regulation skills (such as regulating sleep), (F (3, 50) = 11.94, p<.001), 

accounting for 42% of the variance.  Meanwhile, higher stress in fathers was significantly 

affected by the child’s difficulty with reciprocal social skills and with externalizing behaviors 

(e.g., behaving appropriately in public places), (F (4, 48) = 6.60, p<.001), accounting for 36% of 

the variance.  Thus, mothers and fathers agreed on social skills deficits as a predictor for stress, 

but also had other different predictors affect their stress, including self-regulation skills and 

externalizing behaviors (Davis & Carter, 2008).    

Lecavalier and colleagues (2006) conducted a correlational study in which they found 

that conduct problems, social competence, and ritualistic behaviors exhibited by children with an 

ASD were highly correlated with parent stress.  In this study, parents and teachers of 293 

children with ASDs, ranging in age from 3 to 18 were surveyed.  Parents of 253 children with 

ASDs were administered the Parent Stress Index – Short Form (PSI-SF; Abidin, 1995) to 

measure parent stress and the Nisonger Child Behavior Rating Form (NCBRF; Aman, Tassé, 

Rojahn, & Hammer, 1996) to assess challenging behaviors.  Lecavalier and colleagues found that 

all 8 of the domains of the NCBRF were significantly correlated to Total stress scores on the 

PSI-SF.  Spearmen correlations across the subscales of the NCBRF included:  Compliant/calm (r 

= 0.45, p<.001), Adaptive/social (r = 0.41, p<.001), Conduct Problems (r = 0.40, p<.001), 

Insecure/anxious (r = 0.17, p<.01), Hyperactive (r = 0.29, p<.001), SIB/stereotypy (r = 0.28, 

p<.001), Self-isolated/ritualistic (r = 0.31, p<.001), and Overly sensitive (r = 0.20, p<.01).  

Moreover, the subscales relating to conduct problems (Conduct problems), social competence 
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(Compliant/calm), and ritualistic behaviors (Self-isolated/ritualistic) were the challenging 

behaviors most predictive of parent stress, accounting for 26% of the variance in parent stress.  

 Strengths of the study conducted by Lecavalier and colleagues (2006) included its use of 

large sample size, consisting of school-age children (as relevant to the proposed study), and its 

use of fairly established measures to assess challenging behaviors and parent stress with the 

given sample.  Limited representativeness regarding the demographics of their sample (as 93% 

of children were Caucasian), however, could have affected generalizability to the population.  

Perhaps a major criticism of this study is that little was known about the screening process used 

to identify the children with an ASD, as they were selected based on the criteria of receiving 

ASD-related services within the school.   

Herring et al. (2006) found that family distress (as measured by overall family 

functioning) and mother’s parenting stress was highly correlated with behavioral and emotional 

problems in young children with an ASD and that young children with an ASD exhibit greater 

levels of problem behaviors when compared to those without ASD, particularly over the course 

of time.  In that study, Herring and colleagues (2006) examined the parents (both mother and 

father) of 84 children with an ASD (autistic disorder or PDD-NOS) and 33 children without an 

ASD, ranging in age from 20-51 months at the time of diagnosis.  Parents of these children were 

also reexamined one year later.  Mother’s parenting stress was found to be highly correlated with 

behavioral and emotional problems in young children with an ASD (β= 1.27, t(112)=0.41,  

p<.001). 

The study by Herring et al. (2006) had some notable strengths.  First and foremost, the 

study used standardized measures, including the Autism Diagnostic Interview- Revised (ADI-R), 

which entails a semi-structured parent interview (Lord, Rutter, & Le Couteur, 1994) and the 
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Autism Diagnostic Observation Schedule – Generic (ADOS-G:  Lord et al., 2000), which is 

comprised of a semi-structured assessment.  The authors incorporated these standardized 

measures as a means of ensuring valid and reliable diagnoses of ASDs.  This rectified a major 

criticism of the previous studies.  Additionally, Herring et al. (2006) also included potential 

moderating variables and determined that although fathers of children with an ASD report less 

stress than mothers, the stress of fathers of children with an ASD is greater when compared to 

the stress of fathers of children without ASD.   

Despite its strengths, the study by Herring and colleagues (2006) had a potential 

limitation.  As with previous studies reviewed, the findings of this study may not relate to parents 

of children with ASD in other age ranges as only children ranging between the ages of 20-51 

months were included in this study.  Specifically, recall that school-aged children are the 

population of interest for the proposed study.   

Another study worth reviewing was conducted by Zaidman-Zait et al.  (2011) which 

included participants from varying regions of Canada with children previously screened using 

either the DSM-IV and the CARS or both the ADI-R and the ADOS.  Participants included the 

parents of 411 children with an ASD, averaging 3 years, 4 months.  Zaidman-Zait and colleagues 

(2011) developed a five factor model of the PSI-SF for this study.  Recall from earlier the PSI-SF 

is a measure used to assess parent stress via three subscales including:  Parent-Child 

Dysfunctional Interaction (P-CDI), Parental Distress (PD), and Difficult Child (DC), which 

result in Total Stress score (Abidin, 1995).  With the model proposed by this study, it was 

determined that General Distress, Parenting Distress, Rewards Parent, Child Demandingness, 

and Difficult Child were significantly correlated with challenging behaviors, as measured by the 

Child Behavior Checklist (CBCL:  Achenbach, 1991).  The CBCL is a measure of internalizing 
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and externalizing problem behaviors that can be used with all children, regardless of their 

diagnoses.  The specific challenging behaviors of the CBCL significantly correlated with the 

PSI-SF included internalizing behavior problems (such as depression and anxiety) and 

externalizing behaviors problems (such as aggressive behaviors).  The Spearmen correlations for 

internalizing and externalizing behavior problems to the factors of parent stress ranged from 

r=0.258 to r=0.645.   

The study conducted by Zaidman-Zait et al. (2011) had salient strengths including the use 

of adequate ASD screening measures, which ensures reliable ASD diagnosis.  The large size of 

the sample studied is an additional strength that potentially improved generalizability of the 

findings.  On the other hand, there were some limitations with this study.  For instance, school-

aged children were excluded, potentially limiting the generalizability of the findings to these 

children.  Moreover, the sample examined in this study is from Canada, which further potentially 

limits generalizability to children in the U.S.    

A final study worth noting conducted by Tomanik and colleagues (2004) examined the 

relationship between maternal stress and behaviors exhibited by children with an ASD.  This 

study sampled the mothers of 60 children with an ASD ranging in age from 2 to 7 years old.  Via 

regression analyses, a model that included aberrant and adaptive behaviors was found to account 

for the greatest amount of variance in maternal stress, as measured by the PSI-SF.  Based on this 

model, aberrant and adaptive behaviors accounted for 32% of the total variance in parent stress 

(Tomanik et al.,2004).  Challenging behaviors such as social withdrawal and non-compliance 

were mostly related to maternal stress (Tomanik et al., 2004).  One limitation of this study was 

that while participants were recruited from treatment sites, special education classes, and an 
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autism conference, no standardized measure was administered to ensure consistency of 

diagnostic criteria used to document the ASD diagnosis of the children.   

In summary, it appears that parents of children with an ASD experience increased levels 

of stress compared to parents with children without ASD (e.g., Schieve et al., 2007; Sharpley et 

al., 1997; Smith et al., 2001).  Furthermore, predictors and correlations related to the elevated 

stress levels experienced by parents of children with an ASD have been identified, such as 

management of problem behaviors (Sharpley et al., 1997), severity of ASD symptoms (Lyons et 

al., 2010), and impairments in social skills (Baker-Ericzen et al., 2005; Davis & Carter, 2008).  

There also appears to be a consensus across the literature that challenging behaviors of children 

with an ASD are directly related to parent stress (e.g., Herring et al., 2006; Lecavalier et al., 

2006; Phetrasuwan & Miles, 2009).  Although there exists an adequate amount of research 

linking challenging behaviors to parent stress (with variable limitations), further research in the 

area is still necessary to better understand what makes parents perceive given behaviors as 

challenging and how their perception of these challenging behaviors impacts their stress.   

Indeed, Matson and Nebel-Schwalm (2007) indicate that additional research relating to 

challenging behaviors of children with an ASD is “urgently needed” (p.576).  Particularly, at the 

school-age level, there exists a need to examine the relationship between challenging behaviors 

and parent stress, as few of the recent studies reviewed were aimed at this population.  It is also 

important to ensure that studies examining the link between parent stress and challenging 

behaviors employ adequate means of exploring both constructs, as well as appropriate diagnostic 

tools to screen for children with an ASD.  Thus, several of the studies discussed above (e.g., 

Tomanik et al., 2004; Zaidman-Zait et al., 2011) provide support for the current proposed 

qualitative approach.   
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Other Variables Impacting Parent Stress 

 The concept of parent stress is a dynamic one that can generally not be examined in 

isolation.  Naturally, many variables can either alleviate or exacerbate the stress experienced by 

individuals (e.g., McCubbin & Patterson, 1983).  For example, variables such as support and 

education have been found to alleviate stress (Hastings & Beck, 2004).  Thus, research regarding 

other variables specifically related to stress of parents of children with an ASD is explored.   

Recall from earlier, Tobing and Glenwick (2002) noted that type of ASD diagnosis was 

related to severity of ASD such that autism was rated as more severe when compared to PDD-

NOS.  When examining the relationship between parent stress and type of ASD diagnosis, 

Tobing and Glenwick (2002) found that mothers of children with autism ranging from ages 2-12 

experienced more stress than did mothers of children with PDD-NOS.  The gender of the parent 

as it relates to self-perceived stress in parenting a child with ASD also appears to be a 

moderating variable that has been examined in several studies.  Mixed findings regarding the 

moderating effects of this variable have been noted.  For example, in the previously discussed 

study conducted by Herring et al. (2006) it was noted that mothers of children with an ASD 

experienced more stress than did fathers.  Studies discussed earlier in this chapter also reported 

similar findings.  In the earlier reviewed study conducted by Baker-Ericzen and colleagues 

(2005) it was also found that when compared to fathers, mothers reported significantly greater 

levels of stress as it relates to social skill deficits in children with an ASD.  Another earlier 

reviewed study conducted by Dabrowska and Pisula (2010) noted higher levels of stress 

experienced by mothers of children with autism when compared to fathers as well.   

Conversely, in the previously discussed study conducted by Baker and colleagues (2002) 

mothers and fathers of children with developmental delays reported similar levels of stress 
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relating to the challenging behaviors exhibited by their children.  In a study conducted by Honey, 

Hastings, and McConachie (2005), 174 mothers and 43 fathers of children below the age of six 

with ASD were examined.  Using the QRS-F, it was determined that fathers and mothers did not 

differ significantly in their levels of stress as it relates to parenting a child with ASD.  One 

potential limitation of this study which remains unclear was whether or not the mothers and 

fathers examined were parents of the same child (i.e., a couple) or parents of different children.   

On the other hand, gender of the child with ASD has not been found to be a significant 

variable impacting parent stress.  For example, in the recently discussed study conducted by 

Tobing and Glenwick (2002), it was found that the gender of the child with ASD did not have a 

significant effect on mother’s self-reported stress, regardless of diagnosis (PDD-NOS versus 

autism).  This finding was corroborated by Phetrasuwan and Miles (2009) in which it was also 

found that parent stress did not significantly correlate with the gender of the child with ASD.   

Other factors such as social support and relationship satisfaction may also impact 

perceived levels of parent stress.  In a study conducted by Brobst, Clopton, and Hendrick (2009) 

25 couples with children with an ASD were compared to 20 couples with children with no 

developmental delays.  The authors noted that couples with children with an ASD reported 

significantly higher stress levels (F (1, 41) = 45.72, p<.001) and higher intensity of behavior 

problems in their children (F (1, 41) = 17.29, p<.001).  Furthermore, couples with children with 

an ASD endorsed significantly lower levels of relationship satisfaction (F (1, 41) = 4.78, p < .05) 

and less social support (F (1, 39) = 7.72, p < .01).  Based on their findings, the authors speculate 

that lower levels of social support is related to the increased stress levels experienced by parents 

of children with an ASD (Brobst et al., 2009). This notion is further supported by the earlier 

discussed study by Phetrasuwan and Miles (2009) who noted that mothers of children with an 
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ASD, who had lower education levels and smaller incomes, reported higher levels of parental 

stress.  Further support for these findings is illustrated in a literature review by Park, Turnbull, 

and Turnbull (2002) who note that poverty negatively impacts the quality of life of families of 

children with disabilities.   

Thus, it is evident that the relationship between challenging behaviors of children with an 

ASD and parent stress is a dynamic one that can be impacted by various variables.  Specific 

variables such as ASD diagnosis, gender of parents, parent education level, parent income, and 

access to services may impact levels of stress reported as it relates to parenting a child with ASD.   

Theoretical Support for Addressing Parent Stress Related to Challenging Behaviors 

Both the cognitive appraisal model of stress and the transactional stress model could be 

applied to help understand the interaction between challenging behaviors among children with 

ASDs and parenting stress.  A brief overview of these models and the support they provide for 

the current phenomenological research which aims to understand parents’ perceptions will be 

discussed.  

The Lazarus stress model, sometimes referred to as the cognitive appraisal model of 

stress (Lazarus & Folkman, 1984), provides further support for the importance of better 

understanding  parent stress that relates to their perception of challenging behaviors.  According 

to this theory, stress results from an individual’s environment when something in the 

environment is appraised by the individual as having the potential to harm, threat, or challenge 

(Lazarus & Folkman, 1984).  Simply stated, the stress reaction is dependent upon an individual’s 

evaluation of a situation (Lazarus, 1993).  Conflict and frustration can further exacerbate this 

stress (Lazarus, 1993).  If a person possesses the adequate coping skills, however, environmental 

factors may not result in stress (Lazarus & Folkman, 1984).  Additionally, individuals can be 
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taught to manage and cope with stress (Lazarus & Folkman, 1984).  In summary, stress 

essentially results from a two-step appraisal process in which first an event in the environment is 

appraised and then coping strategies to deal with the stressor are appraised.   

Thus, according to the Lazarus stress model, it is important to understand which 

challenging behaviors in children with an ASD are generally perceived by parents as well as 

parents’ coping skills that they believe mitigate the stress response, which relates to the parents’ 

perceived ability to manage the stress.  In other words, parents’ stress can be indirectly reduced 

by identifying and intervening with those challenging behaviors most associated with increased 

levels of stress.    

Mackay and colleagues (1978) also suggest that stress results from the interaction of the 

individual and the environment.  According to the transactional stress model, stress results when 

an individual perceives environmental demands to be greater than their self-perceived coping 

abilities (Mackay et al., 1978).  Basically, if an individual perceives their coping abilities to be 

adequate with current demands, then stress will not result.  Thus, stress is essentially a state that 

occurs when there exists an imbalance between perceived demands of the environment and 

beliefs about one’s ability. 

Support for the importance of the proposed study which looks at relationships between 

challenging behaviors and parent stress in school-aged children also lies in the transactional 

stress model.  The transactional stress model provides support for the idea that parental stress 

cannot be reduced until parents possess an understanding of the challenging behaviors most 

related to stress.  After understanding the demands resulting in stress, parents can begin to 

implement coping strategies and interventions aimed at addressing target challenging behaviors 

in order to indirectly reduce their stress levels as well.   

42 



 

Although the proposed research questions of this paper will not directly explore 

intervening with challenging behaviors or intervening with parent stress, the aforementioned 

theories provide support for the current research.  Because the possibility of intervening with 

parent stress is a realistic one that merits further exploration, it is important to begin to 

understand the shared perceptions of parents regarding challenging behaviors in school-age 

children with an ASD.    

Intervening with Challenging Behaviors  

 As noted earlier in this paper, the challenging behaviors exhibited by children with ASDs 

are a problem of social significance.  According to a research review conducted by Horner et al. 

(2002), disruptive behaviors and tantrums were the challenging behaviors most targeted for 

intervention, followed by aggression, self-injury and stereotyped behavior.  Machalicek, 

O’Reilly, Beretvas, Sigafoos, and Lancioni (2007) identified some of the most commonly used 

interventions to address these challenging behaviors.  For instance, the intervention most 

frequently used to address tantrums was social stories, in which simple sentences comprise a 

short story that describes appropriate behavior for a given social scenario.  The interventions 

commonly utilized to address aggression were related to ABA principles and entailed 

incorporating the use of prompting strategies and providing reinforcement for target behaviors as 

well as differential reinforcement, which entails reinforcing a desirable behavior in order to 

reduce engagement in an undesirable behavior (Machalicek et al., 2007).  The intervention used 

to address stereotypy was Functional Communication Training, which entails understanding the 

social consequence sustaining engagement in a maladaptive behavior and providing an alternate 

appropriate consequence.  The use of activity schedules, which entails the use of pictures to 

convey expected activities at given times, was another intervention commonly used in prior 
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research to increase self-regulation of behavior and ultimately reduce engagement in challenging 

behaviors (Rockenstein, 2006).    

In general, behavioral interventions have shown effectiveness in addressing the 

challenging behaviors most frequently targeted for intervention (Horner et al., 2002).  For 

instance, the earlier mentioned ABA intervention approach is commonly employed with 

individuals with ASDs (McEachin, Smith, & Lovaas, 1993).  At its essence, the goal of this type 

of behavior management is to reduce undesirable behaviors while reinforcing desirable or 

appropriate behaviors (McEachin et al., 1993).  Many of the previously noted interventions 

incorporate principles of ABA (Machalicek et al., 2007).   

Regardless of interventions utilized, most professionals concur that children with ASDs 

respond well to highly structured and specialized programs and that early intervention is 

paramount (National Institute of Mental Health, 2004).  Specifically, research indicates that 

intensive and early intervention in conjunction with ideal pre-school educational settings for at 

least two years relates to improved outcomes for many children with ASDs (Filipek et al., 1999).  

The use of early intervention to reduce engagement in challenging behaviors exhibited by 

children with ASDs has also received support (Horner et al., 2002).  In fact, the importance of 

early intervention for children with ASDs is supported throughout ASD literature (e.g., Harris & 

Handleman, 2000; McGee, Morrier, & Daly, 1999).  Particularly, Harris and Handleman (2000) 

noted that children with ASDs who received intervention by three years of age had significantly 

better outcomes than those children with ASDs who received intervention after the age of five.  
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Intervening with Parent Stress Related to Challenging Behaviors  

The issue of increased stress experienced by parents of children with an ASD is a 

significant one as argued in the preceding sections of this paper.  Thus, it is important to discuss 

ways to address or reduce parent stress.  Although there is a substantial amount of research 

regarding the increased stress that parents of children with an ASD experience, little research has 

been conducted on specific factors that may contribute to reducing parent stress.   

As noted earlier, limited research has been conducted on ways to minimize the high 

levels of stress experienced by parents of children with an ASD.  Some support exists, however, 

for the idea that parent support/training services may aid in minimizing parental stress.  For 

example, Hastings and Beck (2004) published a review indicating that familial support services 

may help alleviate some of stress associated with rearing children with disabilities.  In one study 

conducted by Sofronoff and Farbotko (2002), parent training regarding the problem behaviors 

exhibited by children with Asperger’s Disorder was shown to increase parents’ self-efficacy 

when compared to a control group.  Thus, parental support and training on ASD could 

potentially minimize stress by improving self-efficacy.  In fact, in the United Kingdom, the 

National Initiative for Autism:  Screening and Assessment (NIASA; 2003) recommends that 

parents of children with an ASD be provided a case manager who coordinates training services 

for parents.   

By providing parents with the knowledge to understand ASD-related behaviors in their 

children (Keen, Couzens, Muspratt, & Rodgers, 2010) (a form of psycho-education) stress in 

parents may be improved.  In fact, research indicates that simply by sharing their knowledge of 

their children’s disability and available resources with other parents encountering similar 

struggles, parents’ perceived ability to cope could be improved (Santelli, Ginsberg, Sullivan, & 
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Niederhauser, 2002).  By improving their coping skills, parents could again potentially minimize 

the stress they experience as noted earlier in the Lazarus Stress Theory (Lazarus, 1993; Lazarus 

& Folkman, 1984).   

Support for addressing behavior problems in children with an ASD as a means of 

alleviating parent stress lies in the research of Baker-Ericzen and colleagues (2005).  These 

authors noted that mothers of children with an ASD reported significant reductions in their levels 

of stress after their children were placed in an inclusion special education program.  The special 

education inclusion program provided toddlers with ASD additional services aimed at addressing 

their language, social skills, and adaptive deficits (Baker-Ericzen et al., 2005).   

Regardless of the approach taken to address parent stress, it is evident that stress 

experienced by parents of children with an ASD is a significant problem that requires attention.  

The proposed research study herein is of particular importance with school-aged children 

because research indicates that support provided by school personnel is one of the most effective 

interventions in helping parents to understand and reframe ASD-related behaviors in their 

children (Keen et al., 2010).  At any rate, current efforts to address parent stress appear to 

deserve further attention as parents continue to report elevated levels of stress despite receiving 

support services (Tobing & Glenwick, 2002).   

Summary and Research Implications 

 Based on the review of the literature, it is evident that the challenging behaviors 

commonly exhibited by children with an ASD (e.g., Jang et al., 2011; Matson et al., 2009) can 

have a variety of negative implications placing children with an ASD and those around them at 

an increased risk for potential harm (e.g., Sigafoos et al., 2003).  Moreover, parents of children 

with an ASD are much more likely to experience increased levels of parental stress (e.g., 
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Dabrowska & Pisula, 2010).  Research reviewed supports the notion that the increased levels of 

stress experienced by parents of children with an ASD may be exacerbated by challenging 

behaviors exhibited by their child or children with an ASD (e.g., Lecavalier et al., 2006).  Some 

other variables such as ASD diagnosis and parental education level may also impact the 

increased levels of stress experienced by parents of children with an ASD (Tobing & Glenwick, 

2002).   

 Although some past research has examined the direct correlation between parental stress 

and challenging behaviors in children with an ASD, some gaps in the literature still exist.  

Primarily, limited qualitative research is available that would help to better understand the 

dynamic relationship between parents’ perception of challenging behaviors and parent stress.  As 

noted previously, understanding parents’ perception of the behaviors they find challenging, how 

these behaviors relate to their perceived stress, and how they describe coping strategies helpful in 

mitigating stress is essential in ultimately reducing stress as per cognitive appraisal model of 

stress and the transactional stress model described earlier.  Moreover, there is limited research 

exploring this relationship with school-age children with ASDs.  Enriching our understanding of 

parents’ perception of challenging behaviors in children with ASDs at this age is of particular 

importance given that most children are identified and begin to receive special education services 

during elementary school age years (Safran, 2008).   

Research Questions  

 Based on the aforementioned the following research questions were generated:   

Research Question #1:  How do parents of boys with ASDs describe the behaviors of their 

children that they find to be challenging? 
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Research Question #2:  How do parents of boys with ASDs describe the impact of challenging 

behaviors exhibited by their children on their levels of perceived parenting stress?  

Research Question #3:  How do parents describe the coping strategies that they find helpful in 

mitigating the stress they experience related to their child’s challenging behaviors?   
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CHAPTER 3 

 METHODOLOGY 

The purpose of this chapter is to examine the methods that were employed to explore 

how parents describe the behaviors that they find particularly challenging in their boys with 

ASDs, how challenging behaviors impact their perceived stress, and how parents describe coping 

strategies they find helpful in mitigating the stress they experience.  Research design, with an 

overview of the rationale for the qualitative design selected, will be presented first followed by a 

description of participants and data collection methods.  Data analysis methods will be explained 

at the conclusion of the chapter.   

Research Design 

 Qualitative methods are generally employed when the aim of the study is to expand on an 

understanding of a given experience or gain new perspective (Strauss & Corbin, 1990).  

According to Strauss and Corbin, qualitative research is "any kind of research that produces 

findings not arrived at by means of statistical procedures or other means of quantification" 

(Strauss & Corbin, 1990, p. 17).  On the other hand, quantitative research generally aims to 

quantify data by means of providing findings that can be generalized and strengthen predictions 

(Strauss & Corbin, 1990).  Patton (2002) describes several features of qualitative research, noting 

that qualitative research generally employs inductive reasoning, uses the researcher as the 

primary means of data collection, has a design that emerges as information is collected, and aims 

to describe, discover and interpret meaning.  

The research study herein utilized a qualitative design known as a phenomenological 

design.  According to Creswell (2007), the general purpose of employing a phenomenological 

design is to “reduce individual experiences with a phenomenon to a description of the universal 
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essence” (p. 58).  As noted by Starks and Trinidad (2007), the ultimate goal of this research 

design is to “capture the meaning and common features, or essences of an experience” (p. 1374).  

Thus via phenomenology, this study aims to provide a richer understanding of the essence of the 

shared experiences of parents of boys with an ASD as it relates to challenging behaviors, 

parenting stress, and coping strategies that help in mitigating this stress.  In other words, the 

essence of what parents of boys with ASDs mutually experience as it relates to challenging 

behaviors and stress will be explored.  

 Additionally, a phenomenological design was selected for this study, given that the aim 

of the researcher is to gain insight into parents’ perceptions of challenging behaviors and related 

stress.  As noted by Creswell (2007), the primary aim of a phenomenological study is to gain a 

better understanding of the phenomenon being explored.  The phenomenon, according to 

Creswell (2007) is the, “concept being experienced by subjects in a study, which may include 

psychological concepts such as grief, anger, or love” (p. 236).  In this study the primary 

phenomenon being explored is stress, specifically, parents’ perceived stress related to 

challenging behaviors in their children with ASDs.  

Participants 

Population 

 The target population in this study included parents of boys with ASDs, given that boys 

are nearly four times more likely to be diagnosed with ASD (Kogan et al., 2009).  More 

specifically, it is comprised of parents of elementary-aged boys with an ASD.  The individuals 

within this population vary in various demographic variables including level of educational 

attainment, race/ethnicity, and income.  In fact, in the phenomenological approach the researcher 
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may intentionally seek to increase the diversity of the sample to produce a clearer understanding 

of the shared experiences of participants (Starks & Trinidad, 2007).    

Sampling and Recruitment  

 The sample for this study was recruited from a state university psychological clinic in 

north Florida, which serves pre-school and school-aged children with academic, medical, 

behavioral, and/or emotional problems.  This clinic typically serves children and families in 

approximately 20 neighboring counties by screening referrals for ASD, academic, and behavioral 

evaluations from school districts, community agencies, and parents.  Specifically, the pool from 

which participants were recruited from was composed of parents of elementary-aged boys who 

had their child evaluated for an ASD and diagnosed with an ASD at the clinic.  Children with 

multiple disabilities or additional diagnoses were excluded from the study so as to focus on 

parenting stress and challenging behaviors relating to ASD, and not to possibly other disabilities.  

Whether or not parents would be able to participate in the study was based on this exclusionary 

criterion.   

As noted earlier, the ADOS-G (Lord et al., 2000) is a standardized assessment frequently 

administered to aid in diagnosis or rule out of ASD, and was used at this university clinic to 

diagnose ASD.  The ADOS-G consists of semi-structured activities aimed at assessing social 

interaction, play, communication, and imaginative play in children who may have an ASD (Lord 

et al., 2000).  According to Lord and colleagues (2000), when administering the ADOS-G, 

examiners select a 1 of 4 modules to administer to participants, based on the examinee’s 

expressive language abilities.  For example, Module 1 is intended for children who do not 

generally engage in spontaneous speech; meanwhile, Module 4 is generally intended for use with 

adolescents or adults who demonstrate fluent expressive language abilities.  Most items on the 
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ADOS-G are scored on 3-point Likert scale, ranging from 0 = no evidence of abnormality related 

to autism to 2 = definite evidence (Lord et al., 2000).  The ADOS-G has adequate reliability and 

validity.  For instance, the ADOS-G has an inter-rater reliability ranging from 0.81 to 0.93 for 

overall diagnostic classification across the 4 modules (Lord et al., 2000).  Good construct 

validity between the ADOS-G and the DSM-IV as well as good convergent validity between the 

ADOS-G and the ADI-R has been reported (Lord & Corsello, 2005). 

For the purposes of this study, elementary-age children were defined as those enrolled in 

any grades from kindergarten through fifth grade, ages 6 to 10 years, at the time in which their 

parent was interviewed.  Prior to contacting participants for inclusion in this study, approval 

from the university’s Human Subjects Committee was obtained by the Institutional Review 

Board (See Appendix A).  In order to recruit participants for this study, parents of boys who 

received the previously described ASD evaluation at the clinic within the last five years were 

first contacted via e-mail and/or mail and informed of the proposed study via a recruitment letter 

(See Appendix B).  Although an average 30 children are evaluated in the clinic each year, only 

an estimate of 25 parents were contacted for recruitment as their boys met the initial criteria for 

participation in this research study based on age and diagnosis.  Arrangements were made to 

meet with parents who expressed interest in participating in the study at a location of their 

convenience in order to obtain written consent and conduct the interview.  Parents were provided 

with a $20 gift card as compensation for agreeing to participate.  All parents of elementary 

school-aged children who received evaluations and whose child was subsequently diagnosed 

with ASD using the ADOS-G within the last 5 years were considered for this study.  The 

researcher continued to contact parents that met the aforementioned criteria until at least 7 

parents were recruited.  It is recommended that the sample size for phenomenological research 
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does not exceed 10 participants so as to be able to capture the essence of the shared experience of 

participants (Starks & Trinidad, 2007); thus, the goal for this study was to obtain 7 to 9 

participants. 

In order to explore shared perceptions of parent stress as it relates to challenging 

behaviors for different individuals, a purposeful sampling approach was used.  Purposeful 

sampling in qualitative research is employed when the goal of the researcher is to gain insight 

into shared experiences of individuals despite diversity (Starks & Trinidad, 2007).  Thus, the 

purposeful sample varied in gender, income, and education level to extent possible.  In order to 

accomplish this, when sending recruitment letters to potential participants for participation in the 

study, the researcher eliminated similar participants that did not vary across demographic 

variables once a given participant had been recruited to the extent possible.  

Instruments 

 The participants in this study, parents of boys who received a diagnosis of only ASD 

based on results of an evaluation entailing the ADOS-G, participated in a semi-structured, Parent 

Interview (see Appendix D).  Beforehand, participants completed a Demographic Survey (see 

Appendix C).  These instruments will be discussed in the next section. 

Demographic Survey  

 A Demographic Survey was designed by the research for use in this study to gather 

descriptive data about participants.  Specifically, the Demographic Survey consisted of 10 

questions, 5 questions regarding demographic data about the reporting parent and 5 questions 

regarding demographic data about the child that was evaluated for ASD (see Appendix C).  The 

average time to complete the demographic survey was less than 5 minutes.  In order to complete 

the survey, parents were required to state or circle a response from provided options.  The parent 
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variables assessed in the Demographic Survey included parent marital status, parent 

race/ethnicity, parent education level, total household income, and number of people residing in 

the home.  The child variables assessed in the Demographic Survey included ASD diagnoses of 

child (including no ASD diagnoses), age of child, current grade of child, gender of child, and 

other medical and/or mental health diagnoses.   

Based on information gathered from the Demographic Survey, participants could have 

been potentially excluded from this study.  Specifically, if the participant’s child had an 

additional medical and/or mental health diagnosis, in addition to ASD, he/she would have been 

excluded from the study.  If parents of children reported on the Demographic Survey that 

diagnosis of ASD did not apply to their child they would have also be excluded in order to 

eliminate parents that may have received conflicting diagnoses or did not agree with the 

diagnosis provided by the clinic.  Participants would have also been excluded if their child was 

not currently within the target grade or age range.  No participants were eliminated from the 

study based on their responses to the Demographic Survey.  

Parent Interview 

 Given the qualitative nature of this study, a semi-structured, parent interview was used as 

the primary means of data collection in this study.  The use of a semi-structured interview was 

selected for this study for various reasons.  Primarily, the semi-structured interview allowed for 

collection of more detailed information essential to a phenomenological study that would be 

difficult to obtain via more structured means (Boyatzis, 1998).  The use of open-ended questions 

and the opportunity for probing allowed for a more in depth perspective that led to a greater 

understanding of the relationships of the variables of interest (Boyatzis, 1998).  Meanwhile, the 

semi-structured nature of the interview increased reliability of the data and allows for replication 
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in future research (Boyatzis, 1998) as there is a set guideline of questions that can be provided to 

participants in a similar fashion each time. 

 The questions outlined in the semi-structured interview asked about 1) challenging 

behaviors exhibited by the child with ASD; 2) parents’ stress associated with these challenging 

behaviors; and 3) coping strategies parents find helpful.  The interview questions were informed 

by the literature review and designed using guidelines from Bryman (2001) who describes how 

to structure questions for qualitative interviewing.  Some suggestions for creating questions for a 

semi-structured interview provided by Bryman (2001), include:  beginning with introducing 

questions (such as ‘Please tell me about…’), incorporating follow-up questions (such as ‘Could 

you explain more about…?’), including specifying questions (such as ‘What did you…?’), and 

incorporating direct questions towards the end of the interview (such as ‘Do you…?’) (pp. 312-

333).   

Overall, the Parent Interview consisted of 8 open-ended questions (see Appendix D) that 

served as a guide.  Being flexible and allowing for tangents and departures, however, was 

paramount to the qualitative nature of the study, as obtaining the interviewee’s point of view is 

the primary aim (Bryman, 2001).  Thus, at times the conversation veered off topic.  During those 

instances, the researcher allowed the diversion to some extent and then re-oriented the participant 

back to the designated question as needed.  The average time to complete the interview ranged 

from approximately 15-30 minutes.  Probing (e.g., asking for an example) was incorporated into 

the semi-structured interview as needed to allow for elaboration (Starks & Trinidad, 2007).  All 

interviews were recorded using a tape recorder and recordings were transcribed within one week 

following the interview.  
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Data Analysis  

According to Creswell (2007) the ultimate aim of the data analysis phase in 

phenomenological research is to reduce data in order to discover meaning.  In this section the 

general steps that were taken in order to achieve this are described.  It is important to understand 

that data analysis in a phenomenological approach should not be rigid and bound by procedure 

but rather flexible and guided by the emerging data (Creswell, 2007).   

In the first step of the phenomenological data analysis phase, this researcher engaged in a 

process known as bracketing out or epoche (Moustakas, 1994).  In this process the goal was for 

the researcher to achieve the most objective position possible by eliminating personal 

presumptions that could cloud interpretations or introduce meaning into participants’ unique 

experiences (Moustakas, 1994).  In order to accomplish this, as recommended by Hycner (1999), 

the researcher listened to the recordings of the participants’ interviews several times and 

attempted to adopt participants’ perspectives as well as reduce the researcher’s personal 

preconceptions about the topic.  Another strategy for bracketing out employed by this researcher 

entailed limiting the literature review done prior to conducting the study so that researcher 

remained curious about the topic of interest while still establishing a general understating 

regarding the topic of interest (Chan et al., 2013).   

Following the bracketing out process, all tape-recorded interviews were transcribed by 

typing the recordings into an electronic document format.  The transcribed interviews were then 

be uploaded into NVIVO10© (QSR International Pty Ltd., 2012) software.  NVIVO10© 

software allows one to organize and analyze narratives collected from interviews using 

qualitative approaches (QSR International Pty Ltd., 2012).   
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In the next phase of data analysis, the researcher began detecting and extracting specific 

statements and phrases that shinned light on the phenomenon being explored (Creswell, 2007; 

Hycner, 1999).  This was done by essentially rereading printed transcriptions and highlighting 

phrases and statements, making notes throughout the hard copies of the transcriptions.  Then, 

using NVIVO10© software queries, searches with specific criteria, were conducted to confirm 

words and phrases that readily appeared throughout responses.  After the statements containing 

related and reoccurring phrases or words were identified, they were organized into emerging 

nodes, or electronic files of themes in which phrases or statements were placed.  For instance, 

after reviewing the transcripts and conducting search criteria, a node was created for ‘social 

skills of children’ and any statements or phrases that referred to this theme throughout the 

transcript was coded in this node.  This way the researcher could note how many times this 

theme was coded and in how many respondents’ interviews it appeared.  

In order to reduce the likelihood of misinterpreting parents’ responses, parents were 

contacted via email or phone (based on their previously expressed preferred method of contact) 

for a follow-up.  The participants were presented with the list of the main themes extrapolated 

from their interview and asked to confirm the accuracy of the themes generated.  This is an 

important step in improving trustworthiness of the findings in qualitative research (Hycner, 

1999) as this step further ensures that the researcher does not misinterpret the participants’ 

experiences (Chan et al., 2013).  Modifications to the data resulting from participants’ feedback 

were made at this time (Hycner, 1999).  

Next the researcher summarily identified “the themes common to most or all of the 

interviews as well as the individual variations” (Hycner, 1999, p. 154). This was done by 

reviewing all nodes created and grouping similar nodes together to form cluster themes 
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(Creswell, 2007; Moustakas, 1994).  Redundant units of meaning were detected and eliminated 

during this phase as well (Moustakas, 1994).  Software increased trustworthiness during this 

phase by identifying identical sentences coded under more than one node.  Thus, the list of 

themes that was originally generated was essentially expanded and then collapsed.  

Once the cluster themes were established, a descriptive summary of each over-arching 

theme was produced that captured the essence of how participants perceive the phenomenon 

being explored (Hycner, 1999; Moustakas, 1994).  Specifically, in the findings and discussion 

section of this study each over-arching theme identified will be reviewed and discussed via an 

independent subsection.  
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CHAPTER 4 

  FINDINGS 

 In this chapter, the findings of the study will be discussed.  The purpose of this qualitative 

phenomenological study was to explore the shared experiences of parents of children with ASDs 

in order to better understand how the parents perceive:  (1) the behaviors that they find 

particularly challenging in their children with ASDs, (2) the impact of challenging behaviors on 

their perceived parenting stress, and (3) the coping strategies they find helpful in mitigating the 

stress they experience.  The results of the Demographic Survey will be shared first followed by a 

summary of each individual parent interview conducted.  The section will conclude by 

presenting the cluster themes extrapolated from the parent interviews that summarize the essence 

of participants’ shared experiences.  

Summary of Demographic Findings 

 The parents of seven children with ASD were interviewed for the research study.  All 

seven children were elementary-age boys between the ages 6 – 10 years.  In Table 1 Child 

Demographic Variables, each son’s age, grade and diagnosis is listed.  Of the seven parents 

interviewed one parent was a father and six were mothers.  The letter assigned to each child for 

anonymity corresponds to the same letter assigned to the parent.  Thus, Son A is the son of 

Mother A.   

Table 1    
Child Demographic Variables    

Participant Age Grade Diagnosis 

Son A 8 3rd Autistic Disorder 
Son B 8 2nd PDD 
Son C 8 3rd Autistic Disorder 
Son D 10 3rd ASD – Mild 
Son E 9 4th ASD – Mild 
Son F 8 3rd ASD – Mild 
Son G 9 2nd ASD- Mild 
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In Table 2 Parents who Participated in the Study, the parent’s marital status, race/ethnicity, 

educational level, household income range, and number of people residing in the parent’s home 

is listed.  

Table 2  
Parents who Participated in the Study   

Participant Marital Status Race/Ethnicity Educational 
Level 

Household 
Income 

Number of 
People in the 

Home 

Mother A Married Caucasian  High school 
diploma 

$50,000- 
$74,999 

5 
 
 

Mother B Single African 
American 

2-year college 
degree 

$25,000-
$34,000 

5 
 
 

Father C Married  African 
American 

2-year college 
degree 

$75,000-
$99,999 

5 
 
 

Mother D Married African 
American 

High school 
diploma 

$35,000- 
$49,000 

4 
 
 

Mother E Divorced African 
American 

Graduate 
Master’s 
degree 

$25,000-
$34,000 

3 
 
 
 

Mother F Married Caucasian  4-year college 
degree 

$25,000-
$34,000 

4 
 
 

Mother G Married American 
Indian 

2-year college 
degree 

Less than 
$25,000 

4 

 

As noted earlier, parents were selected in such a manner that their demographic variables varied 

to the extent possible.  Recall from earlier that demographic variables such as the gender of 

parent, parent education level, and parent income are potential moderating variables impacting 

parent’s perceived stress as it relates to parenting a child with an ASD (Dabrowska & Pisula, 

2010; Herring et al., 2006; Park, Turnbull, &Turnbull, 2002; Phetrasuwan & Miles, 2009); 

meanwhile, moderating variables such as the ethnicity of the parent and the severity of ASD 
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diagnosis could impact parents’ perceptions of challenging behaviors (Chung et al., 2012; Jang et 

al., 2011).  Thus, this study attempted to understand the essence of parents’ shared experiences 

despite differences in the sample across these potentially moderating variables.  

Summary Parent Survey Findings  

After recorded Parent Interviews were listened to a minimum of 3 times each, the 

interviews were transcribed and the transcriptions were uploaded into NVIVO10© software.  

The researcher then reread copies of the transcriptions several times and began to identify 

reoccurring words or phrases in the interviews.  Using NVIVO10© software queries, the top 100 

words and phrases found throughout the transcripts were also identified.  Similar words and 

phrases were then placed into nodes so they could be examined in context and also checked 

against researcher identified reoccurring words and phrases.  The number of sources with similar 

phrases and words was then identified as well.  An initial list of themes detected for each 

individual parent interviews was then developed.  

Following this initial analysis, participants were contacted via e-mail or telephone and 

asked to confirm the accuracy of the themes extrapolated from their interview.  This process was 

helpful in triangulating, improving the trustworthiness, words and phrases identified to ensure 

validity of analysis (Hycner, 1999).  None of the participants contacted indicated that themes 

extrapolated were inaccurate or required modification.  

After the data was expanded to include as many nodes as possible and themes were 

confirmed with participants, redundant nodes were eliminated.  This portion of the analysis was 

again facilitated using the NVIVO10© software by identifying similar words and phrases coded 

under various nodes.  This process was performed until the primary cluster themes, described in 
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the closing of this chapter, were identified.  A summary of the participant-confirmed themes 

extrapolated from each individual parent interview is described in the proceeding subsections.   

Participant A  

Participant A reported that her child’s (age 8) engagement in temper tantrums is 

particularly challenging.  Specifically, she stated, “He gets overwhelmed easily…He gets very 

frustrated, umm, and then he will have a meltdown…So that’s a challenge with his behavior.”  

She further indicated that this challenging behavior is related to another behavior she finds 

particularly challenging, his inability to communicate verbally.  “He’s nonverbal so it’s very 

hard for him to tell you what he wants…He can’t communicate with you and that’s just 

frustrating for him and it’s frustrating for you.”  Participant A felt that this behavior is especially 

challenging because she cannot always understand what her child wants or needs, noting, “…and 

then you have to see what he’s doing while he’s trying to tell you and try to pick up on any kind 

of hint that he’s giving you.”  Lastly, she felt that her son’s poor ability to perceive potential 

danger is a challenging behavior, stating, “As far as the rest of his behaviors, the only other thing 

that really concerns me is his safety.  He has no fear at all.”   

Participant A described the impact of her son’s challenging behaviors on her stress by 

explaining that her son requires constant supervision which makes her worry what will happen if 

she is not “always watching.”  She further stated, “Oh my gosh, well, the what-if I don’t see him 

do something on time to save him from it, that causes me a lot of stress. You’re always on edge.  

You’re always looking.”  She elaborated on the impact of this concern, noting, “…the what-ifs is 

my biggest concern because it feels like the stress of the world; you carry everything.”  Apart 

from experiencing stress related to worrying about her son’s safety, Participant A reported 

experiencing stress related to how her child’s adaptive functioning might impact his future.  
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Specifically, she stated, “I worry about his future…I don’t know what his potential is and I can’t 

live forever.”  She further endorsed experiencing stress relating to how his temper tantrums 

affect how others might perceive him and felt other people would not understand that this 

behavior relates to his ASD diagnosis.  She elaborated on a specific example in which her child 

had a tantrum at a gas station and then stated, “… I know that other people, they get extremely 

upset…People think children with autism are just bad behaved children and that’s an issue.”   

When describing what helps her cope with the stress she experiences, Participant A felt 

that the services her child receives at school as well as the various therapies he receives is helpful 

in mitigating her stress.  When describing her son’s school, Participant A stated, “What helps me 

cope is that he’s in a good school.  That’s one of the big things.  They’re wonderful.”  Support of 

family is helpful for this participant as well.  Additionally, Participant A felt that accessing 

additional services and therapies for her son as well as providing psycho-education to the general 

public would further mitigate her stress.  Specifically, she felt that more psycho-education for the 

general public would improve people’s ability to interact with her son as well as accept and 

understand him.  

Participant B  

Participant B also described her son’s (age 8) engagement in temper tantrums as a 

challenging behavior and further linked this challenging behavior to her child’s inability to 

communicate verbally as well, explaining, “I don’t know how to stop the breakdown 

[tantrum]…Cause he doesn’t communicate verbally so when you do something wrong, he feels 

like he’s got to fight you for it.”  She further described his poor communication skills as 

challenging, indicating, “His language is coming in…It’s getting better but it’s still like a child’s 

language to me.”  This parent also reported that her child’s rigidity, particularly as it relates to 
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routines is challenging, stating, “It’s simple little routine stuff that’s like, I want to try to break, 

cause I’m like okay, you don’t have to do this all the time.”  Participant B described her son’s 

limited understanding of expectations in given settings and ability to remain on task such as 

“during music class” or “in P.E.” as challenging.  Participant B also expressed concerns with her 

son’s limited ability to perceive potential danger, reporting “But those times when he’s not with 

me I just want to make sure he’s okay because he doesn’t really have this sense of danger.  It’s 

like he’s not cautious like the other kids to me.”  Lastly, she described her son’s poor reading 

comprehension as challenge particularly experienced when her son is doing homework, stating, 

“He reads very well but him being able to comprehend the story that he read to me when doing 

homework is really hard.”  

In regards to how her son’s challenging behaviors impact her stress, Participant B 

explained that worrying about his safety significantly impacts her stress.  She elaborated on this 

by stating, “The stranger danger thing that is not a clue to him…Whoever comes to the door he 

wants to open it and so that’s like very stressful on me.”  Additionally, she felt pressure to watch 

her son more closely than her other children.  Participant B also explained that her child’s 

rigidity and academic limitations impacts her stress by causing her to worry about her son’s 

future.  She stated, “I’m wondering if he’s ever gonna be able to do all the techniques to a math 

problem; like the different ways to do a math problem to work that problem.”  She went on to 

question, “Will he ever be able to understand the different ways of doing stuff or is he always 

going to have to understand the one or two ways or whatever?”  Moreover, her son’s 

impairments in the area of social skills also impacted her stress by causing her to worry about his 

future relationships. “Will he ever have a girlfriend?  Will he ever have the social skills to be 
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able to have friends?  I mean like really good friends.  Not somebody just come play with you… 

I do stress about that.” 

When explaining coping strategies she finds helpful in mitigating her stress, Participant B 

referenced her church and friends as important sources of support.  Participant B also explained 

that speaking to the parents of other children with ASDs was helpful in mitigating her stress.  

Participant B reported that therapies her son receives actually helps alleviate some of her stress 

and expressed a desire to access more services in which both she and her entire family could 

receive psycho-education.  Specifically, she stated, “I want to attend some classes with someone 

that specializes in autism and the different problems…Something that all of my entire family 

even my kids can do together to help him, that helps us all understand.”  Lastly, Participant B 

alluded to the idea that recognizing her son’s improvement mitigates her stress by giving her 

hope for the future, explaining, “Just when I think that there’s no hope, he’ll come along.  He’ll 

do something and show me like, ‘I’m going to be okay. It’s just going to take me little steps to 

get there.’” 

Participant C  

 In describing his son’s (age 8) challenging behaviors, Participant C felt that his son’s 

engagement in temper tantrums is a challenging behavior to manage.  Participant C went on to 

explain that this behavior of temper tantrums is especially challenging because at times he 

believes the tantrums occur due to his son’s limitations with receptive communication.  

Participant C explained what his son might be experiencing when this behavior occurs, saying,  

“‘Hey, I don’t understand what you’re telling me to do or you’re asking me to do or you’re 

stopping me from doing what I want to do right now’ and he has these tantrums every day.”  

Participant C also explained that his son’s inability to follow classroom expectations, transition 
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between activities, and remain on task are challenging, saying, “If he’s focused on playing with 

the train and it’s time to do reading… bringing him back to the reality of ‘hey, you have to do 

your work’ and removing that activity to do…school work; That’s a struggle.”  

 When explaining how his son’s behaviors impact his stress, Participant C also referenced 

worrying about his son’s safety.  Participant C gave the following example when explaining how 

worrying about his son’s safety impacts his stress, “…more so from the safety standpoint of 

going into the kitchen and going into the drawer or taking…the wrong thing and putting into the 

microwave and that’s the biggest thing, just trying to protect that or keep that from happening.”  

He went on to explain the need to more closely supervise his son in order to avoid the “what if”, 

stating, “I guess you can always play it back in your mind about the what if this happens and 

what if that happens or what if…”  Participant C also explained how worrying about his son’s 

ability to communicate during a time of need impacts his stress, stating “You know what if this 

happens because he can’t talk and tell me or clearly express, hey, this is what’s going on.” 

 When explaining coping strategies that help mitigate his stress, Participant C reported 

that “talking with other parents” through social media and being able to share effective 

techniques and strategies is particularly helpful.  He also felt that the therapies his son receives as 

well as learning from teachers what strategies work in the classroom helps alleviate stress 

experienced.  He noted that access to more support groups, such as parenting groups, would 

likely further mitigate his stress.  Lastly, Participant C also explained how acknowledging past 

improvements such as “small things” and “every step” creates a sense of hope that further 

mitigates stress, noting “I know he’s going to get there. It’s just a matter of getting there.”  

Participant C found this sense of hope in conjunction with family support especially helpful in 

alleviating stress, stating “We’re going to fight through and fight all the way to then end… I 
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know where he’s trying to go, where we want him to go, and basically being that as a family and 

getting him to that point.”  

Participant D 

Participant D felt that her son’s (age 10) limitations with communication are a 

particularly challenging behavior, noting “It’s kind of hard to understand what he’s asking. He 

may mumble the word and I try to pull it out of him and he may get frustrated at me sometimes.  

But that’s more challenging.”  She also explained that assisting her son in completing homework 

is particularly challenging because she finds it difficult “trying to get him to comprehend and to 

focus on that question.”  Lastly, she expressed that her son’s inability to focus and remain on-

task is also a challenging behavior.  

 Participant D explained that her son’s communication difficulties impact her stress 

because she worries about her son’s ability to communicate with others during a time in which 

he might need help.  Specifically, she noted, “If something happens go up to someone and say 

this is what happened and I need help and for somebody to understand what he’s saying.”  She 

also reported experiencing stress related to other people’s inability to understand her son and the 

communication difficulties he experiences related to his diagnosis.  For example, she stated, 

“When someone talks to him or asks him a question, you know, they’ll just look at him like what 

did he say?  And it’s more me being more protective.”  In regards to her son’s difficulties with 

comprehending his homework, especially his reading homework, Participant D explained that 

this behavior impacts her stress because she finds herself having to invest more time and work 

hard to get him to focus, stating, “it’s more of I have to stand there and stay on him and it more 

comes to with reading.”  
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 When describing the coping strategies helpful in mitigating stress, Participant D noted 

that finding ways to make challenging tasks such as homework “fun” is helpful.  She also 

explained “taking the time to slow down” when working and communicating with her son is also 

helpful.  Participant D further reported that she believes being able to speak with other parents of 

children with ASDs and sharing parenting experiences and techniques would be helpful.  She 

also alluded to the notion that recognizing her son’s progress is especially helpful in mitigating 

her stress, explaining “I mean he’s much better from where he was… So coming from, ‘Mommy 

I want blah, blah, blah’ to ‘Mommy I want this, this, and this’ is a whole lot of progress.”  

Participant E 

 When describing her son’s (age 9) behaviors, Participant E explained that her son’s 

limitations with communication can be particularly challenging, noting that her son “…refuses to 

talk and or use his words.  So that’s frustrating because in school, obviously, you have to talk 

and you have to read, you have to answer questions and I think that is the most challenging piece 

for me.”  Participant E went on to explain other challenges related to her son’s difficulty with 

receptive language as well as rigidity.  Specifically, she stated, “When you’re explaining 

something to him, he might not understand and that is particularly challenging as well.  And, 

also, it seems as though he has a bit of stubbornness…”  Participant E also went on to explain 

challenges she experiences related to her son’s engagement and performance on academic tasks 

in school, particularly in the area of reading.  For example, she stated, “…he wouldn’t read [out 

loud] in class. I would have to record him reading and email it.”    

In regards to the impact her son’s challenging behaviors have on her stress, Participant E 

described that her son’s difficulties related to reading school work can be especially challenging 

because he requires a significant amount of time and attention to meet academic expectations.  
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Participant E noted, “…he’s a strong student but we work really, really hard.  It’s real 

frustrating.”  She also acknowledged experiencing stress related to how others might perceive 

her son due to his difficulties with communication and social interaction.  Participant E described 

how she attempts to communicate this concern to her son, saying, “…‘if you don’t talk and use 

your words people will begin to treat you differently’… just explaining in detail how others 

might perceive him as a result of him not talking.”   

When discussing coping strategies that help mitigate the stress she experiences, 

Participant E explained that she finds the services her son receives such as tutoring and therapy 

to be particularly helpful.  Participant E also explained that acknowledging the successes and 

gains her son has made is also helpful in coping.  Specifically, she stated, “I understand that with 

consistency you can see great and tremendous improvements… I’ve experienced it…the struggle 

that we’ve been through and how far he’s come… I do keep that in my mind… I’ve experienced 

the victory, the upside.”  Participant  E went on to explain that focusing on her child’s strengths 

while accepting his weaknesses and having him engage in activities that build his confidence is 

also helpful.  Lastly, Participant E emphasized the importance of self-care, such as seeking 

therapy for herself and engaging in recreational activities, in mitigating her stress.  

Participant F 

 When describing the challenging behaviors her son (age 8) exhibits, Participant F 

referenced her son’s limitations in communication and mentioned, “…communication…is a 

challenge because he’s high functioning.  A lot of times my expectations are that of what I 

expect of my other child and umm, but where I see differences is a lot of times just in 

communication and expression.”  Participant F also described her son’s ability to engage, sustain 

attention, and remain on-task during academic activities as especially challenging, stating, “He 
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just has a hard time listening for the same length of time as his peers do… a harder time sitting 

still… and then his frustration level with certain parts of the academic setting is very high.”  

When explaining the impact of her son’s challenging behaviors on her perceived stress, 

Participant F felt that other’s perceptions of her son and their ability to understand his behaviors 

related to his diagnosis is quite challenging.  Participant F explained this by stating, “…dealing 

with other adults… that causes stress because the ASD is not readily apparent… to someone who 

is not familiar with it and so there...can be situations with other adults or other children… that 

are very stressful because of expectations.”  Participant F also reported that having to closely 

supervise her son and repeat directions impacts her stress, noting, “I think that it’s just feeling 

like I have to repeat myself… I have to… be in the same room; his eyes have to be on my face, 

very focused and that’s, that’s frustrating to remember to do that.”  

In describing the coping strategies she finds helpful in mitigating her stress, Participant F 

explained that attending a support group and being able to listen to other parents’ experiences is 

especially helpful, noting, “…just to hear, even if I don’t talk, just listening to other parents 

talking about the things that they are dealing with just, I don’t really know why that helps.”  She 

further felt that therapies her son currently receives are especially helpful and expressed a desire 

to access additional services and therapies.  Participant F also referenced church and prayer as 

helpful in coping with the stress she experiences.  Lastly, Participant F alluded to the notion that 

learning to better understand and accept her son’s disability is helpful in mitigating stress.  

Specifically, Participant F stated, “We just learn as we go and… it hasn’t been terrible. Umm, 

it’s just learning to live with a child who sees the world differently than what most people see it 

and figuring it out.”  
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Participant G 

 When describing her son’s (age 9) challenging behaviors, Participant G explained that 

her son’s tendency to perseverate on restricted interests can be frustrating at times.  Participant G 

explained this by stating, “If he really wants something particular, like a Skylander figure or 

something, he’ll kind of harp on it for weeks....”  She went on to explain that as a result, her son 

tends to engage in another challenging behavior, temper tantrums.  Participant G also described 

her son’s ability to engage, remain on-task, and sustain attention during academic tasks as a 

challenge.  Participant G noted that these behaviors can be especially challenging when her son 

has to complete homework, noting, “He doesn’t like to do his school work when it comes to 

homework … I know when it comes to keeping his attention and maintaining that he stay on his 

work assignments because he’d rather be doing his own thing.”  Participant G also expressed 

some concerns with her son’s social skills and communication abilities. 

 When explaining how her son’s challenging behavior impact her stress, Participant G 

explained that she worries about how other’s will perceive him, especially as a result of his 

social skills, stating, “…Like the whole social thing, he doesn’t meet a stranger.”  She elaborated 

on this by providing an example, “One day… He got a brand new Skylander and the lady in front 

of us, he just touches her on her shoulder and starts telling her about it and that’s what I worry 

about how other people will take him.”  She described that her son’s limitations with 

communication impact her stress as well because she worries if others will be able to understand 

him, noting, “…sometimes when he talks he, like I said, he still has that muffled speech issue so 

they are just really looking at him like ‘what?’  You know and I don’t want them to, you know, 

be rude to him...”  Participant G also described her son’s need for more time and attention in 

order to complete his homework as impacting her stress at times.  Specifically, Participant G 
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stated, “That’s the most time we have going when it comes to doing homework cause he doesn’t 

wanna do it or he just gets frustrated with how long it takes so, that’s about the worst.”  Lastly, 

she described how her son’s difficulties in remaining on-task with school work impact his 

academic achievement and she acknowledges that as a result “he’s behind.”  

In describing the coping strategies that help mitigate her stress, Participant G finds her 

son’s therapy services to be particularly helpful.  Participant G also felt that access to better 

services and more skilled teachers in her son’s school would be additionally helpful.  Lastly, 

Participant G referenced focusing on her son’s strengths and positive qualities as helpful in 

mitigating her stress.  When explaining this, Participant G described her son as “…he’s smart but 

just funny.  He’s very playful.  He’s a little ham but, um, he’s a great kid.”  

Cluster Themes 

Seven overall cluster themes emerged from the interviews based on parents’ perceptions 

of their reported experiences with their children with ASDs.  Specifically, the seven cluster 

themes detected from the interviews relate to:  (1) the behaviors that parents find particularly 

challenging in their children with ASDs, (2) the impact of challenging behaviors on their 

perceived parenting stress, and (3) the coping strategies parents find helpful in mitigating the 

stress they experience, as these were the three primary areas assessed.  The seven overall cluster 

themes that emerged from the interview responses, included:  challenges of social 

communication limitations, challenges of school-related difficulties, worrying about others’ 

acceptance of the child, feeling the need to continuously supervise, child’s therapeutic services 

and parental stress, social support and parental stress, positive thinking and hope in mitigating 

parental stress.  Recall that in the context of phenomenological research, the perception of 
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participants is deemed to be the essential source of knowledge in understanding a given 

experience (Moustakas, 1994).  

In regards to how parents described the behaviors of their child that they find to be 

particularly challenging, parents’ shared the experience that their sons’ limitations in social 

communication is especially challenging either because it negatively impacts their adaptive 

functioning in a given area or because it is frustrating for the child, often times resulting in 

temper tantrums.  Parents also seemed to share the experience that their child’s school-related 

difficulties, whether resulting from difficulty with comprehension or an inability to remain on-

task, is especially challenging as well.   

When describing how their the child’s behavior impacts their stress, there is a shared 

experience among participants that their sons’ limitations in communication or social skills leads 

them to worry about how their child will be perceived or accepted by others.  Parents also felt 

that their sons’ challenging behaviors impact their stress because they feel pressure to 

continually supervise, monitor, or invest more time in their child in order to ensure their safety or 

their success in a given area.   

In describing the coping strategies that they find helpful in mitigating the stress they 

experience related to their child’s challenging behaviors, parents share in the experience that the 

current therapies and services their child receives is especially helpful.  Moreover, parents 

identified a sense of social support, either from family, other parents, or religious affiliations, as 

helpful in mitigating stress.  A shared experience of engaging in some form of positive thinking, 

either be focusing on their child’s strengths or recognizing improvements their child has made, 

was also described by parents interviewed.  
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Challenges of Social Communication Limitations  

 Despite various demographic differences, all seven participants interviewed referenced or 

alluded to experiencing particular challenges with their child’s social communication limitations.  

Parents interviewed explained challenges with varying aspects of their child’s communication 

limitations, including:  delayed “speech,” receptive language difficulties, and limitations with 

functional communication.  The overarching theme related to these experiences, however, was 

that a limitation in social communication is a challenging behavior for parents of children with 

ASDs.   

In general, parents feel that this behavior of a deficit in communication is especially 

challenging because it results in increased frustration for their child and in turn, this often leads 

to a “temper tantrum.”  Many parents also reported feeling that their child’s limitations with 

social communication is especially challenging because it negatively impacts their ability to 

function in given social settings either because their child cannot understand directives and 

requests or because their child cannot express wants and needs adequately.  Several parents 

interviewed also feel that social communication difficulties negatively impact their child’s safety 

because they might be unable to seek assistance in troubling scenarios or because others would 

be unable to understand them.  As a result, this cluster theme of social communication 

limitations as a particularly challenging behavior is inextricably linked to later described cluster 

themes extrapolated when exploring how challenging behaviors impact parent stress.  

Specifically, based on parents’ perceptions, the cluster theme of worrying about others’ 

acceptance of their child is in part related to their child’s inability to communicate effectively 

with others.  Moreover, parents perceive experiencing increased stress related to feeling a need to 

continuously supervise their children.  Again, parents related their child’s social communication 
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difficulties to this perception as they felt that limitations in social communication impact their 

child’s safety and thus increase the need for supervision.   

Challenges of School-Related Difficulties  

 Most parents interviewed felt that some aspect of their sons’ school-related difficulties is 

especially challenging.  Specifically, six parents explained that this behavior is challenging 

because of their son’s inability to engage, understand, sustain attention, or remain on-task with 

given academic assignments.  Understandably, several parents find this to be especially 

challenging when attempting to engage their son with homework assignments.  Moreover, three 

of the parents interviewed feel this behavior is especially salient when their son attempts to 

complete assignments and tasks involving reading comprehension skills.  Most parents also 

referenced the need for their child to receive additional supports and services in school in order 

to be successful.  

 When explaining why this behavior is especially challenging, most parents feel that they 

have to spend a significant amount of “time” and effort with their child to address this 

challenging behavior.  Specifically, many parents feel the need to redirect and monitor their child 

more readily in order for them to adequately engage in given academic tasks.  Again, this 

overarching theme regarding school-related difficulties as a challenging behavior is inextricably 

linked to a later discussed overarching theme in which parents perceive increased stressed related 

to feeling the need to constantly supervise their child.   

Worrying About Others’ Acceptance of Child   

When exploring parents’ perceptions of how challenging behaviors relate to the stress 

they experience, there is an over-arching theme of worrying about other’s acceptance of their 
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child, predominately related to stigma.  Specifically, parents also expressed concerns with how 

others will perceive their children with ASDs.  

Four of the parents interviewed expressed concerns with how others will perceive or 

accept their child due to social skills deficits or other symptoms related to their ASDs.  A few 

parents elaborated on their perception of the general public’s need for increased awareness and 

psycho-education regarding ASDs in order to reduce stigma and increase acceptance.  

Feeling the Need to Continuously Supervise  

 An over-arching theme of feeling the need to continuously supervise their child emerged 

when exploring parents’ perception of how challenging behaviors impact the stress they 

experience.  Moreover, four parents interviewed expressed the need to more closely watch or 

monitor their child in order to ensure the safety and expressed worrying about “the what-ifs” if 

they are not regularly supervising their child.  Meanwhile, some parents reported that their child 

simply requires increased supervision in order to complete daily tasks and demands.  

 Most parents perceived that their child’s adaptive, social skills or communication deficits 

impacts the need for constant supervision.  Specifically, some parents feel that their son’s safety 

can be readily compromised by their inability to explain a problem or request help.  Meanwhile, 

a few parents explained that their child’s social skills deficits when interacting with strangers can 

potentially impact their safety and thus, they feel they have to watch them more closely.  

Additionally, several parents explained that their stress is impacted by their child’s behavior of 

school related difficulties because they feel an increased demand to supervise their child in order 

for their child to remain on-task and complete given school-related tasks.   
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Child’s Therapeutic Services and Parental Stress 

 When exploring parents’ perceptions of factors mitigating the stress they experience, all 

seven parents interviewed referenced some form of therapeutic service their child receives.  

Specifically, parents interviewed share in the experience that the current therapies and services 

their child receives is especially helpful in mitigating their stress.  Specifically, a majority of 

parents interviewed highlighted the importance of the speech therapy their child receives and 

how this mitigates their stress.  Several parents also mentioned occupational therapy, social skills 

training, or special education supports their son is receiving in the school setting.  Additionally, 

many parents also felt that being able to access additional services would further mitigate their 

stress. In essence, parents felt that these therapies help improve given challenging behaviors their 

child exhibits and in turn this mitigates their stress.  

Social Support and Parental Stress 

 The over-arching theme of social support in mitigating perceived stress also emerged 

from the parent interviews.  In particular, the cluster theme is that social support is helpful in 

coping with the stress related to parenting a child with an ASD.  Interestingly, when explaining 

how social support is a means of coping that mitigates stress, four parents explained that simply 

speaking with other parents of children with ASDs and learning about their experiences in 

dealing with their child’s challenging behaviors is helpful.  Some parents perceive that better 

access to professionals in the field and psycho-education regarding ASD interventions for given 

challenging behaviors would also be helpful in mitigating their stress.  The majority of the 

parents interviewed also explained that religious or familial support is also helpful in mitigating 

the stress they experience.  
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Positive Thinking and Hope in Mitigating Parental Stress 

The final over-arching theme that emerged from the parent interviews is that positive 

thinking and hope is especially helpful in mitigating parent stress.  Regardless of demographic 

variables, all seven parents interviewed perceived that recognizing their child’s progress, 

focusing on their child’s strengths, or remaining hopeful about their child’s future improvements 

was helpful in mitigating the stress they experience.  In essence, thinking about the positive 

experiences or hoping for positive experiences in the future is perceived as a means of coping 

with the stress experienced by the interviewed parents of children with ASDs.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

78 



 

CHAPTER 5 

 DISCUSSION 

In this chapter the seven cluster themes will be reviewed and discussed in the context of 

past and recent research.  Specifically, the unique perspective that only a phenomenological 

approach could provide regarding the essence of parents’ experiences and resulting contributions 

to existing literature will be discussed.  The seven overall cluster themes that emerged from the 

interview responses and will be discussed, include:  challenges of communication limitations, 

challenges of school-related difficulties, worrying about others’ understanding of the child, 

feeling the need to continuously supervise, child’s therapeutic services and parental stress, social 

support and parental stress, positive thinking and hope in mitigating parental stress.  Following 

this discussion of each theme, research implications of given themes as well as suggestions for 

research will be noted.  The chapter will close with a discussion of limitations and a general 

conclusion.  

Cluster Themes and the Literature 

Challenges of Social Communication Limitations  

 Based on the perception of parents interviewed, there is an overarching theme that a 

limitation in social communication is a challenging behavior for parents of children with ASDs.  

Interestingly, Davis and Carter (2008) found that the poor social skills (rather than deficits in 

language and communication) of children with an ASD was a significant independent predictor 

of parent stress.   

 Findings from this study begin to address a possible gap in the literature by explaining 

why parents might indeed perceive limitations in social communication as a challenging 

behavior.  Specifically, parents interviewed in this study described this behavior to be 
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challenging because they perceive it ultimately limits their child’s interpersonal relationships as 

well as their ability to be understood by others and ask for help when necessary.  This 

perception, in turn, impacts parents’ perceived stress as participants conveyed a shared 

experience about feeling the need to constantly supervise their child as they might not be able to 

communicate effectively or ask for help, particularly in a time of need.   

Parents’ perception of their children’s limitations in social communication confirms a 

transactional nature between challenging behaviors and parent stress supported by the 

transactional stress model (Mackay et al., 1978), such that parents’ perceptions of the 

challenging behavior of social communication limitations is linked to parents’ stress resulting 

from the need to constantly supervise to ensure safety.  Also consistent with Lazarus’ appraisal 

theory of stress, parents experience increased stressed related to the challenging behavior of 

social communication limitations because parents perceive that this behavior places their child at 

an increased risk for potential harm (Lazarus & Folkman, 1984).  This finding also adds unique 

insight into existing research by more deeply exploring parent’s perspective on the specific 

challenges of their child’s social skills deficits.  Additionally, some of the parents interviewed 

also explained that they perceive their children’s limitations with communication as challenging 

because they feel it is linked to their child experiencing increased frustration and engaging in 

temper tantrums.  Again, earlier described research has identified engagement in temper tantrums 

as a challenging behavior commonly exhibited by children with ASDs (e.g., Horner et al., 2002).  

This phenomenological study once more offers a unique perspective by expanding on the 

specific challenges related to temper tantrums and their link to parents’ perspectives regarding 

their child’s frustrations resulting from communication difficulties.  
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Challenges of School-Related Difficulties  

 There was a shared experience reported by parents interviewed that some aspect of their 

sons’ school-related difficulties is especially challenging.  The link between ASDs and school-

related difficulties resulting in the need for special education services has been well established 

in previous research (e.g., Baker-Ericzen, 2005; U.S. Department of Education, 2007; Safran, 

2008).  Interestingly, research focusing on parents’ specific challenges with children with ASDs 

as they relate to school-related difficulties and the impact of these behaviors on parent stress is 

quite limited, perhaps because school-related difficulties is not a behavior unique to children 

with ASDs as are other characteristics more symptomatic of the disorder.   

Results of this phenomenological study add to the literature by providing some insight as 

to why parents of children with ASDs, however, might perceive school-related difficulties as 

especially challenging. Specifically, most parents found this behavior to be especially 

challenging because of the amount of time and effort they must invest in their child in order for 

them to experience some school-related successes.  For instance, several parents noted that their 

child required frequent redirection and monitoring to remain on-task when completing 

homework.  This links back to previous quantitative research in which externalizing behaviors 

(such as non-compliance and being off-task) were linked with increased parent stress (Zaidman-

Zait et al., 2011).  In this study, parents more specifically reported that the behaviors related to 

academic difficulties also impact their stress because they feel the need to constantly supervise 

their child as a result.  This again emphasizes the transactional nature between challenging 

behaviors and parent stress in parenting children with ASDs as the challenges of school-related 

difficulties are inextricably linked to theme that parents perceived increased stress due to feeling 

the need to continuously supervise their child.  
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Worrying About Others’ Acceptance of Child   

When exploring parents’ perceptions of how challenging behaviors relate to the stress 

they experience, there is an over-arching theme of worrying about other’s abilities to accept their 

son related to stigma and how others will perceive their child due to the disability.  Sharpley and 

colleagues (1997) alluded to this notion reporting that limited acceptance regarding the behaviors 

associated with ASD by other members of a family and society as a whole was highly predictive 

of parent stress.  Some parents alluded to the notion that if society as a whole had a better 

understanding of ASDs their stress might be alleviated.  This introduces a more in depth 

understanding of the essence of parents’ experiences than previous literature.  

Feeling the Need to Continuously Supervise  

An over-arching theme of feeling the need to continuously supervise their child emerged 

when exploring parents’ perception of how challenging behaviors impact the stress they 

experience.  Previous qualitative research has noted a related phenomenon.  For instance, in a 

study conducted by Fox, Vaughn, Wyatte, and Dunlap (2002) a parent of a child with ASD 

interviewed described the impact of her child’s challenging behaviors on her life by explaining, 

“It’s a 24-hour, 7-day involvement (p. 444).”  In another relevant qualitative, phenomenological 

study conducted by Woodgate, Ateah, and Secco (2008) parents described this notion of having 

to continuously supervise their child, “vigilant parenting,” as essential to their experience of 

living with a child with an ASD (p. 1079).  Previously discussed quantitative research of 

Zaidman-Zait and colleagues (2011) alludes to this notion as well, noting that the factor of Child 

Demandingness is linked to a model that predicts parent stress.  

Findings of this phenomenological study, again add to the current literature by expanding 

on how the experience of feeling an increased need to supervise their child is related to the 
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challenging behaviors exhibited by their children.  Specifically, parents interviewed in this study 

did not describe a specific behavior as impacting their perceived levels of stress, but rather as a 

result of behaviors such poor social skills, limited communication, and school-related 

difficulties, parents of children with ASDs feel the need to constantly supervise their children 

and in turn, this experience impacts their perceived levels of parenting stress.  For instance, 

several parents felt that as a result of their son’s social communication difficulties, they had to 

more closely supervise their child to ensure their safety.  Thus, the theme that limitation in social 

communication is perceived as challenging is related to the perception of feeling a need to 

continuously supervise and as a result stress arises, again illustrating the transactional nature 

between these themes.  

Child’s Therapeutic Services and Parental Stress 

All seven parents interviewed in this study emphasized the role of the therapeutic 

services their child receives in mitigating their stress.  This finding was of particular interest, 

especially since parents were simply asked about coping strategies they used but inevitably 

mentioned the role that the interventions their child receives play in mitigating their stress.  

Previous research has referenced a similar phenomenon.  For instance, Baker-Ericzen and 

colleagues (2005) noted that mothers of children with an ASD reported significant reductions in 

their levels of stress after their children were placed in an inclusion special education program.  

The special education services explored in this particular study provided toddlers with ASDs 

additional services aimed at addressing their language, social skills, and adaptive deficits (Baker-

Ericzen et al., 2005).   

Findings of this study add to the current literature by emphasizing a notion consistent 

with stress theories reviewed; if environmental demands or the challenging behaviors of children 
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with ASDs in this case, are intervened with, parent stress levels might also be positively impact 

and reduced (Lazarus & Folkman, 1984; Mackay et al., 1978).  Thus, based on these theories, it 

seems logical that parents felt their stress would be indirectly, positively impacted by intervening 

directly with their child’s challenging behavior.  

Social Support and Parental Stress 

Despite varying demographic variables, all parents interviewed indicated that social 

support is helpful in coping with the stress related to a parenting school-aged child with an ASD.  

Previously conducted qualitative studies (e.g., Fox et al., 2002) as well as quantitative studies 

(e.g., Clifford & Minnes, 2013) have noted similar findings.  For instance, in the qualitative 

study conducted by Fox and colleagues (2002) it was found that despite varying cultural 

backgrounds and varying socio-economic statuses, parents of children with ASDs ages 3 to 12 

identified similar sources of social support when asked to describe who was helpful in supporting 

them.  Specifically, parents interviewed in this particular qualitative study reported that the social 

support provided by various professionals in the field, parent support groups, family, and 

spiritual support was especially helpful (Fox et al., 2002).  All seven parents interviewed in this 

study referenced using one or several of the sources of social support noted in the study 

conducted by Fox and colleagues (2002).   

Similarly, in a recent quantitative study conducted by Clifford and Minnes (2013) 149 

parents of children with ASDs were surveyed regarding social support and coping strategies.  

Via ANOVA, researchers in that study found that parents of children with ASDs who were 

involved a parent support group endorsed using more adaptive coping strategies than those that 

were not, F(2, 149) = 11.19, p < .001 (Clifford & Minnes, 2013).  Several of the parents 
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interviewed in this study reported that speaking to parents of children with ASDs was especially 

helpful.  

Like previous studies, the present phenomenological study corroborates the helpful role 

that social support plays for parents of children with ASDs.  Specifically, parents interviewed in 

this study perceive that social support directly mitigates the stress they experience related to 

challenging behaviors.  Consistent with both cognitive appraisal model of stress and the 

transactional stress model (Lazarus & Folkman, 1984; Mackay et al., 1978), if social support 

helps parents perceive the demands of their child’s challenging behaviors as less demanding then 

their stress levels will likely be lessened.  

Positive Thinking and Hope in Mitigating Parental Stress 

All seven parents interviewed in this study explained that positive thinking and hope is 

especially helpful in mitigating their perceived parent stress.  Recent quantitative research 

supports this finding.  Specifically, in a study conducted by Faso, Neal-Beevers, and Carlson 

(2013), parents of children with ASDs who endorsed higher levels of hope and engaged in 

positive thinking regarding their child’s future were more likely to endorse lower levels of 

depression and reduced levels of stress.  A recent phenomenological study further expands on 

this theme by explaining that hope motivates these parents to seek out resources and 

interventions that may improve their child’s presentation of ASD symptoms (Mulligan, 

MacCulloch, Good, & Nicholas, 2012).  The essence of the experience of hope and positive 

thinking in mitigating perceived stress for the parents in this particular study was described by 

parents as:  recognizing their child’s progress, focusing on their child’s strengths, and remaining 

hopeful about their child’s future improvements.  
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Future Research  

 The findings of the present phenomenological study offer additional insight into the 

essence of the shared experiences of parents with children with ASDs as it relates to challenging 

behaviors, perceived stress, and coping strategies helpful in mitigating parental stress.  By better 

understanding the essence of parents’ experiences, intervention for both children with ASDs as 

well as supports for their parents can be improved.  Additionally, based on the findings of this 

study, future intervention research on school-age children with ASDs may target specific 

challenges with communication difficulties and school-related challenges explained by parents.  

As noted by Baker-Ericzen and colleagues (2005), mothers of children with an ASD reported 

significant reductions in their levels of stress after their child began receiving special education 

supports targeting language, social skills, and adaptive deficits.  If future intervention research 

with school-age children with ASDs would target the aspects of social communication 

difficulties and school-related challenges that these parents related to challenging behaviors and 

perceived stress, it is speculated that parent stress might be positively impacted as well.  

Additional quantitative research exploring some of the challenges and factors impacting stress 

reported by parents in this study may also help generalize findings.  Future qualitative research 

may also expand on the shared experiences of parents by targeting parents of girls with ASDs as 

well as children with ASDs and other comorbid diagnoses that commonly co-occur with ASDs.   

Limitations 

Social desirability, or schemas of standards, may have inadvertently impacted 

interviewees’ responses (Diefenbach, 2009).  In general, participants’ willingness to openly and 

honestly share their perceptions as well as their ability to express their experiences may have 

been inherently variable, especially given the differences in demographic variables of each 
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individual.  For the most part, it was reported by parents interviewed that their child generally 

accessed traditional ASD interventions and therapies offered via their respective schools.  Still, 

differences in the quality and quantity of ASD interventions being received by the children as 

well as access to parental support services may have impacted the responses and perceptions 

ascertained via the Parent Interview.  Recall from earlier that intervention services received since 

diagnosis of ASD have been shown to correlate with improved reports of parent stress (Brobst et 

al., 2009).   

Although this researcher engaged in the bracketing out process, attempting to eliminate 

preconceived notions and personal biases to the extent possible, some degree of subjectivity 

could have impacted the interpretation of parent experiences given the qualitative nature of the 

phenomenological research conducted (Moustakas, 1994).  Specifically, this researcher’s 

background and past experiences might have impacted the interpretation of given parent 

responses to some degree.  Lastly, because the goal of phenomenological research is to 

understand the essence of a shared experience, a limited and purposeful sample was interviewed 

for this study (Starks & Trinidad, 2007).  As a result, the findings of such research are not 

inherently generalizable. 

Conclusion  

 By conducting this phenomenological study, the opportunity to gain a deeper, more 

meaningful understanding of parents’ experiences with school-age boys with ASDs has been 

provided.  Regardless of potentially moderating, demographic variables, there exists a profound 

experience these parents share.  What seems to be the most challenging and, in turn, the most 

stressful for these parents are the aspects of their child’s disabilities that make them worry the 

most about their child’s safety and future and the aspects of their disability that require intensive 
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parenting support and vigilance.  This highlights the transactional nature of the challenging 

behaviors and stress experienced by parents of boys with ASDs.  Moreover, coping strategies 

that provide a sense of hope and a feeling of support regarding their child’s disability and their 

future were perceived as the most beneficial.  Interestingly, therapeutic services that directly 

address the challenging behaviors of children with ASDs such as speech therapy are also viewed 

as helpful coping strategies.  This seems logical given that stress theories reviewed indicate that 

stress is alleviated when behaviors are no longer appraised as challenging (Lazarus & Folkman, 

1984).  In the end, parents of  boys with ASDs, like most parents, ultimately want to know that 

their child will be okay and it is this hope that keeps them going.  Perhaps it was Participant B 

who best captured the essence of this phenomenon in their interview, stating,   

He’s like my little beacon of light… Just when I think that there’s no hope he’ll  

come along; he’ll do something and show me like, ‘I’m going to be okay. It’s just  

going to take me little steps to get there’. 
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APPROVAL MEMORANDUM 
 
Date: 04/11/2015 
 
To: Laura Cruz  
 

Address: XXXX 
 
Dept.: EDUCATIONAL PSYCHOLOGY AND LEARNING SYSTEMS 
 
From: Thomas L. Jacobson, Chair 
 
Re: Use of Human Subjects in Research Exploring Parents’ Perception of Stress Related to 
Challenging Behaviors in School-Age Children with ASDs 
 
The application that you submitted to this office in regard to the use of human subjects in 
the proposal referenced above have been reviewed by the Secretary, the Chair, and two 
members of the Human Subjects Committee. Your project is determined to be Expedited per 
45 CFR § 46.110(7) and has been approved by an expedited review process.  
 
The Human Subjects Committee has not evaluated your proposal for scientific merit, except to 
weigh the risk to the human participants and the aspects of the proposal related to potential risk 
and benefit. This approval does not replace any departmental or other approvals, which may be 
required. 
 
If you submitted a proposed consent form with your application, the approved stamped consent 
form is attached to this approval notice. Only the stamped version of the consent form may be 
used in recruiting research subjects. 
 
If the project has not been completed by 07/10/2015 you must request a renewal of approval for 
continuation of the project. As a courtesy, a renewal notice will be sent to you prior to your 
expiration date; however, it is your responsibility as the Principal Investigator to timely request 
renewal of your approval from the Committee. 
 
You are advised that any change in protocol for this project must be reviewed and approved by 
the Committee prior to implementation of the proposed change in the protocol. A protocol 
change/amendment form is required to be submitted for approval by the Committee.  In 
addition, federal regulations require that the Principal Investigator promptly report, in writing 
any unanticipated problems or adverse events involving risks to research subjects or others. 
 
By copy of this memorandum, the chairman of your department and/or your major professor 
is reminded that he/she is responsible for being informed concerning research projects 
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involving human subjects in the department, and should review protocols as often as needed 
to insure that the project is being conducted in compliance with our institution and with 
DHHS regulations. 
 
This institution has an Assurance on file with the Office for Human Research Protection. The 
Assurance Number is IRB00000446. 
 
Cc: Angel Canto Advisor 
HSC No. 2014.13086 
 

Informed Consent 
Introduction:  

You are invited to be in a research study to explore parents’ perception of their stress related to 

the challenging behaviors in their children with Autism Spectrum Disorders (ASDs). You were 

selected as a possible participant because your child received an ASD evaluation at the Florida 

State University Multidisciplinary Center within the last 5 years. I ask that you read this consent 

form and ask any questions you may have before agreeing to be in the study.  

This study is being conducted by Laura Cruz, Ed. S. and is being supervised by Dr. Angel Canto 

of Florida State University.  

Background Information:  

The aim of the study is to gain insight into parents’ perception of parenting stress and 

challenging behaviors exhibited by children with ASDs. Specifically, to gain a better 

understanding of the experiences shared by parents of children with ASDs.  

Procedures:  

If you agree to be in this study, you will be asked to answer 10 demographic questions regarding 

yourself (such as your gender, your marital status, etc) and your child (such as their age, grade, 

diagnosis, etc.). The estimated time to answer these questions is less than 5 minutes. Based on 

your responses, you may then be asked to partake in an interview that asks 8 questions about the 

challenging behaviors your child might exhibit, your stress as parents associated with these 

challenging behaviors, and any coping strategies you might find helpful. The estimated time to 

complete the interview is 30-45 minutes and the interview can be conducted via phone or this 

researcher could meet with you at a location of your convenience. The interview will be recorded 

using a tape-recorder.  

Risks and benefits of being in the Study:  

Risks of participating in this study may include discomfort related to disclosing your personal 

experiences regarding your child.  
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The benefits to participation are potential personal gratification you might feel by contributing to 

better serving children as well as insight you might gain by sharing your responses when asked 

given questions.  

Compensation:  

You will be provided with a $20.00 gift card as compensation for your participation in the 

interview.  

Confidentiality:  

The records of this study will be kept private and confidential to the extent permitted by law. 

Information that identifies you (such as your name) will not be recorded or linked in any way to 

your responses. All audiotapes will be destroyed once your interview responses are transcribed. 

In any report that might be published as a result of this study, information that would make it 

possible to identify a participant would not be included. Furthermore, research records will 

remain anonymous even to the researchers.  

Voluntary Nature of the Study:  

Participation in this study is voluntary. Your decision whether or not to participate will not affect 

your current or future relations with the University or the clinic. If you decide to participate, you 

are free to withdraw from the study at any time without affecting those relationships.  

Contacts and Questions:  

The researcher conducting this study is Laura Cruz, Ed. S., under the supervision of Dr. Angel 

Canto. If you have any questions, you are encouraged to contact any of the aforementioned via 

phone at 850-644-9440.  

If you have any questions or concerns regarding this study and would like to talk to someone 

other than the researcher(s), you are encouraged to contact the FSU IRB at 2010 Levy Street, 

Research Building B, Suite 276, Tallahassee, FL 32306-2742, or 850-644-8633, or by email at 

humansubjects@magnet.fsu.edu.  

Statement of Consent:  

YOU ARE MAKING A DECISION WHETHER OR NOT TO PARTICIPATE. YOUR 
SIGNATURE INDICATES THAT YOU HAVE DECIDED TO PARTICIPATE, HAVING 
READ THE INFORMATION PROVIDED ABOVE. 
 
Date: ________________ 
Signature of Participant: ___________________________________________ 
Signature of Investigator: __________________________________________ 
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APPENDIX B 

PARENT RECRUITMENT LETTER 

Dear Parent,  

You are being invited to participate in a research study regarding parents’ feelings about their 

stress related to the challenging behaviors in their children with Autism Spectrum Disorders 

(ASDs). You are being recruited as a possible participant because your child received an ASD 

evaluation at the University Clinic within the last 5 years. The aim of the study is to gain a better 

understanding of the experiences shared by parents of children with ASDs in hopes of improving 

future services.  

Approximately 8-10 families will be selected to participate in this research study. If you qualify 

and agree to be in this study, you will be asked to answer some basic questions and then you may 

then be asked to participate in an interview that asks 8 questions about the challenging behaviors 

your child might exhibit and your stress as a parent associated with these behaviors. The 

estimated time to complete the interview is 30-45 minutes and this researcher will meet with you 

at a location of your convenience to conduct it. The interview will be recorded using a tape-

recorder. If selected, you will be provided with $20.00 in gift cards as compensation for your 

participation in the interview.  

Participation in this study is voluntary. Your decision whether or not to participate will not affect 

your current or future relations with the University or the clinic. If you decide to participate, you 

are free to withdraw from the study at any time without affecting those relationships. Moreover, 

the records of this study will be kept private and confidential to the extent permitted by law. 

Information that identifies you (such as your name) will not be recorded or linked in any way to 

your responses. 

The research study will be lead by (researcher), a doctoral student in counseling and school 

psychology at Florida State University conducting research under the supervision. If you are 

interested in participating in this study or if you have any questions, please feel free to 

contact (Researcher). At that time, if participants are still needed for the study, (researcher) can 

make arrangements to meet with you at the clinic or at a location of your choice to explain the 

research further and obtain your written consent.  
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APPENDIX C 

 DEMOGRAPHIC SURVEY 

Please answer the following questions regarding you (the parent).   

1.  What is your marital status? Please circle one.   

 Single    

Divorced 

Married 

Widowed 

Other _____________________________  

2.  What is your race/ethnicity? Please circle one.   

Caucasian  

Hispanic American/Latino  

Asian / Pacific Islander 

 African American  

American Indian / Native American   

Other _____________________________ 

3.  What is the highest level of education you have obtained? Please circle one.   

Less than high school (please specify highest grade completed ____________________) 

High school diploma or GED 

Completed a 2-year college degree  

Completed a 4-year college degree  

Completed a graduate degree (please specify degree obtained _____________________) 

Other _____________________________ 
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4.  What is your total household income range? Please circle one.   

  Less than $25,000 

  $25,000 to $34,999 

  $35,000 to $49,999 

  $50,000 to $74,999 

  $75,000 to $99,999 

  $100,000 to $149,999 

  $150,000 or more 

5. How many people reside in your household? ________________________ 

  

Please answer the following questions regarding your son/daughter (the child).   

1.  What is your child’s gender? Please circle one.   

 Male    

Female  

2.  What is your child’s age? Please circle one.   

 5 6 7 8 9 10 11 12 13 14 15 

  

16 17 18 younger than 5    older than 18 

3.  What grade is your child currently enrolled in?  Please circle one. 

 Kindergarten 1st  2nd  3rd 4th 5th 6th 7th 8th 9th  

  

 10th 11th 12th Below Kindergarten Above 12th grade 
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4.  What diagnosis best applies to your child?  Please circle one.  

 Autistic Disorder 

 Pervasive Developmental Disorder, Not Otherwise Specified (PDD-NOS) 

 Asperger’s Disorder 

 Rett’s Disorder 

 Childhood Disintegrative Disorder 

No autism spectrum disorder (ASD) diagnoses or other diagnoses not associated with  

ASD 

5. Does your child have any other medical and/or mental health diagnoses? If so, please list 

below.   
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APPENDIX D 

PARENT INTERVIEW 

• What behaviors exhibited by your child do you find to be particularly challenging?  

• What do you usually do when your child exhibits a challenging behavior? If married, 

what does your partner do?  

• Have you ever felt you could not handle the behavioral demands of your child well? 

Please explain.   

• Tell me about how your child’s challenging behaviors causes you stress?  

• Please elaborate on which behaviors exhibited by your child cause stress for you.  

• Are there things that help you cope better with your child’s challenging behaviors?  

• What do you believe would be most helpful for you in dealing with your child’s 

challenging behaviors?  

• Is there anything else you think I should know to understand your experience better? 
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