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ABSTRACT  

 
 While there is wealth of quantitative research exploring interventions for children 

with Autism Spectrum Disorders (ASD), these studies insufficiently address how the 

Quality of Life (QOL) of children with ASD is impacted by interventions. Studies that 

explore social participation tend to address easily measurable aspects of socialization, but 

do not adequately address the quality of interactions. The challenges of raising a child 

with ASD are numerous. Alongside difficulties, parents report positive aspects of raising 

a child with ASD, which are underexplored in the literature. This study sought to better 

understand these issues by using a grounded theory method. Five parents of children with 

ASD were interviewed.  

 Four major themes emerged. The theme of “Flow of life,” described the 

interconnected experience of parents together with their children as they planned for the 

near and distant future and considered the QOL of their children. The second theme, 

“Circumstances,” included challenges and positive experiences of families. “Helping the 

flow, joys” was the third theme, capturing situations that helped parents navigate around 

challenges. Finally, “Social participation” captured the experiences of everyday social 

activities and provided a sense of supports for families. The themes were integrated, 

using the framework of the Kawa model, which represents life experiences through the 

illustration of a river. The model was modified and additional components were added to 

accurately represent the experiences of families that emerged from this research and may 

be a useful tool for parents to explore the most meaningful and relevant interventions for 

their children with ASD. 
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CHAPTER 1 

INTRODUCTION 

 There is currently a high prevalence of Autism Spectrum Disorders (ASD) in this 

country. In 2007, the prevalence was estimated to be approximately 1:150 individuals 

(Rice, 2007). Recently, it has been estimated that over 1% of children in the United States 

have ASD (Kogan et al., 2009). This trend points to growing rates of ASD, and therefore 

a growing number of individuals who experience challenges with communication and 

socialization.  

 Significant characteristics of ASD include challenges with socialization, self-

expression and communication (American Psychiatric Association, 2000). Challenges 

with social participation may contribute to quality of life challenges, such as feelings of 

loneliness (Bauminger, Shulman, & Agam, 2003), anxiety, and depression (White & 

Roberson-Nay, 2009). These challenges have the potential to negatively impact the 

quality of life of individuals with ASD. Additionally, limited social participation by 

individuals with ASD is disadvantageous to society. Without the social participation of 

individuals with ASD, society looses out on the richness of the social contributions of 

these individuals (Bolick, 2008). The potential solutions to the problem of limited social 

participation require close examination.  

 While quantitative research studies are useful to validate the efficacy of certain 

interventions, such as behavioral approaches (Sheinkopf & Siegel, 1998) and 

pharmaceutical interventions (Lilienfeld, 2005), these research methods insufficiently 

explore the subjective experiences of individuals with ASD (Smukler, 2005) and their 
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families. For example, the pharmaceutical approaches to treating people with autism 

sometimes focus on decreasing specific actions such as repetitive behaviors. However, 

these interventions may not consider the importance of underlying conditions such as the 

relationship between repetitive behaviors and sensory over-responsivity (Chen, Rodgers, 

& McConachie, 2009). Many of these interventions supported by quantitative methods do 

not seek to create a deeper understanding of the experiences of individuals with ASD; nor 

do they adequately consider the quality of life of individuals with ASD (Burgess & 

Gutstein, 2007). Developing a better understanding of the perspective of parents can 

create new insights about the value and meaning of interventions for children with ASD 

in the context of their families (Werner DeGrace, 2004).  

 As state and federal laws mandate treatment for individuals with autism, some 

interventions will be funded, while other interventions will not be funded. It is important 

to look more closely at intervention, and consider whether interventions that are less 

easily validated empirically improve the quality of life of individuals with ASD. Without 

such information, we are left to make decisions based solely on quantifiable changes in 

easily observable behavior without consideration for quality of life. With a mindset that 

considers scientifically supported interventions as the only useful  interventions 

(Lilienfeld, 2005), we risk a mindset that views people with ASD diagnoses as broken 

puzzles that need fixing, rather than whole, complete human beings (Smukler, 2005) who 

deserve a high quality of life. 

 Individuals with ASD often rely on their families for care and social support. 

Because family/caregiver stress can impact quality of life for both the individual with 
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ASD and family members, it is important to consider family and caregiver experiences. 

While there are undoubtedly stresses that create challenge to quality of life for families of 

individuals with ASD, families also report that they experience personal growth from 

providing care for their family member with disabilities (King et al., 2006). It is therefore 

important to ask the following two questions: “What interventions are considered by 

parents to be meaningful and relevant interventions that improve social participation and 

quality of life for their children with ASD, and what meaningful experiences and positive 

changes do parents and families experience from interacting and participating in 

interventions with their family member with ASD?” These questions may help to create a 

better understanding of the important contributions that individuals with ASD make to 

their families. 

Purpose 

 The first purpose of this study is to increase the understanding of which 

interventions, from the parents of parents, improve the quality of life and social 

participation of their children with ASD. In the process of looking more closely at the 

first purpose of this research, questions may arise about whether the objective is to 

understand the experiences of individuals with ASD, as interpreted by their parents or if 

the objective is to better understand the lived experiences of parents. It might seem that 

each objective would need to be considered separately. If the focus of the research is to 

better understand individuals with ASD, parents and caregivers would be considered 

interpreters, in a sense, of the experiences of their children. The individual experiences, 

feelings, and values of parents would only be important to consider in relation to the 
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experiences of their children. The objective, then, would become gaining an 

understanding of the “occupations” of the children with ASD. In the second scenario, 

where the experiences of parents are the focus, the objective would be to gain a better 

understanding of the “occupation” of parenthood. 

 A third option is to simultaneously consider both objectives. This presents a 

challenge in the field of occupational therapy, particularly in occupationally based 

conceptual models such as Model Of Human Occupations (MOHO,) where the values of 

the individual create a framework for understanding the situation. The challenge to this 

third option is in trying to answer the question of whether the parent’s perspective or the 

child’s perspective should be valued. However, an alternative model that focuses less on 

finding individual truth would be helpful. Alternatively, a model that considers the truth 

of a situation to be changeable, variable and reliant on the place, time and situation rather 

than the existential concept of truth based on the idea that the individual is the most 

important subject (Iwama, 2003) might be more helpful. The Kawa model provides a 

context in which the experiences of parents can be considered together with their children 

with ASD. 

 According to Iwama (2005), the Kawa model is an occupational therapy model 

that represents life as a river. A deep, unimpeded flowing river represents well-being. 

Well-being (the flow of the river) is affected by the environment (represented by the 

walls and bottom of the river,) life circumstances (represented by rocks in the river) and 

assets and liabilities (represented by driftwood.)  There is no object that represents the 

individual as a separate entity because an individual is shaped by his or her environment, 
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life circumstances, and assets and liabilities.  Certain life circumstances (rocks) can 

inhibit the flow of life and assets (driftwood) can help guide the flow of life around 

obstacles. However, if positioned incorrectly, assets can become liabilities and inhibit the 

flow of life. This study will use the philosophical perspective of the Kawa model as a 

foundation from which to ask the research questions and to explore the answers of 

participants. 

 A second purpose of this study is to gain a better understanding of the benefits 

that families and caregivers experience by providing care and participating in 

intervention for individuals with ASD. While the stresses and challenges related to 

raising individuals with ASD are easily identifiable, it is also important to consider that 

families and caregivers also may experience improvements in their own quality of life as 

a result of providing care and participating in interventions. This is important for a 

variety of reasons.  King et al. (2006) suggests that this type of information could help 

families to experience normalcy and meaning through their experience of raising a child 

with special needs and that service providers could use this information to provide 

family-centered services.  Furthermore, it is important to consider the assertion by 

Smukler (2005), that people with ASD are often portrayed as pitiable and deficient, while 

those providing care for a person with autism are often portrayed to be “saintly” because 

of their ability to tolerate the person with autism. This contributes to a paradigm where 

people with autism are assumed be deficient. Exploring the potential for people with 

ASD to bring positive experiences to their family members and caregivers can be an 
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important contribution to an alternative way of thinking that views autism as a different 

rather than inadequate (Smukler, 2005). 

Research questions 

 In order to further explore the experiences of individuals with ASD, the following 

research questions will be addressed:  

(1) What interventions are considered by parents to be meaningful and relevant 

interventions that improve social participation and quality of life for their children 

with ASD? 

(2) What meaningful experiences and positive changes do parents and families 

experience from interacting and participating in interventions with their family 

member with ASD?  

Significance 

 There are significant costs associated with providing intervention for people with 

ASD. While the financial costs of medical interventions alone are significant, it is 

important to look beyond the financial cost of providing intervention and to consider the 

cost of providing interventions that do not address the issues of quality of life and social 

participation. Without the social participation of individuals with ASD in our society, 

society is deprived of the social capital and “multifaceted contributions” (Bolick, 2008, 

p.375). of individuals with ASD. Without an understanding that individuals with ASD 

can contribute to an improved quality of life of families and caregivers, families of 

children with ASD may unnecessarily anticipate a life of stress and despair, creating 

higher levels of stress. 
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 Considerations for how interventions impact the quality of life of individuals with 

ASD have not been well researched. For example, interventions may impact 

employability, self-sufficiency, social support (Burgess & Gutstein, 2007; Plimley, 2007) 

and participation in meaningful leisure activities (Potvin, Prelock, & Snider, 2008). 

Because parents may have close relationships with their children with ASD, they may be 

able to provide insight into how interventions affect the quality of life or their children.  

Definition of Terms 

Autism Spectrum Disorders 

 The term Autism Spectrum Disorders (ASD) is generally used to describe a 

category of diagnoses that includes the diagnoses of Autistic Disorder, Asperger's 

Disorder, and Pervasive Developmental Disorder Not Otherwise Specified (Nebel-

Schwalm & Matson, 2008). For the purpose of this study ASD will be defined in this 

way. According to the DSM-IV-TR (American Psychiatric Association, 2000) these 

diagnoses are under the category of Pervasive Developmental Disorders, which share the 

common characteristics of “severe and pervasive impairment in. . . reciprocal social 

interaction skills, communication skills, or the presence of stereotyped behavior, 

interests, and activities” (American Psychiatric Association, 2000). 

Interventions for people with ASD 

 There are a variety of interventions that are commonly used to treat individuals 

with ASD. These interventions include dietary interventions, such as the elimination of 

unnatural food dyes, dairy, gluten and casein and vitamin supplements. Interventions for 

ASD also include behavioral interventions which use the principles of Applied 
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Behavioral Analysis (ABA). These interventions range in structure and level of adult 

direction. Included in this category are highly structured intervention approaches such as 

discrete trial training to less structured approaches such as Pivotal Response training. 

Interventions also include relationship-based interventions such as DIR (Developmental 

Individualized Relationship-Based) Model and RDI (Relationship Development 

Interventions.) The TEACCH (Treatment and Education of Autistic and related 

Communication Handicap Children) model and the SCERTS (Social Communication 

Emotional Regulation Transactional Support) are educational models used with 

individuals with ASD. Speech and language therapy and occupational therapy, which 

may be provided for children in the home, school or clinic setting are two of the most 

common interventions for children with ASD (McLennan, Huculak, & Sheehan, 2008). 

For the purpose of this study, participation in both formal and informal activities that are 

meant to improve quality of life and social participation will be considered interventions. 

For example, intentional participation in an art class with the goal of improving 

socialization would be considered an intervention. 

Quality of Life 

  The concept of Quality of Life (QOL) involves considering basic physical life 

conditions such as food and shelter. It also involves considering more complex life 

conditions such as considerations for values, interests and social and leisure participation 

(Schalock & Parmenter, 2000). It has been suggested that when addressing QOL for 

individuals with ASD, it is important to consider the areas of social interaction, 

communication and flexibility of thought and behavior (Plimley, 2007). More easily 
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measurable factors such as IQ, educational history and levels of language ability do not 

tend to impact the QOL of individuals with ASD (Howlin, 2000). For the purpose of this 

study, QOL will include consideration for both the basic physical life conditions and 

complex conditions such as values, interests and social/leisure participation. 

Social participation. 

  Social participation involves engagement of individuals in society. Social 

participation for individuals with ASD is one of the three important considerations related 

to quality of life (Plimley, 2007). Challenges with social participation may contribute to 

feelings of loneliness for people with ASD (Bauminger et al., 2003). For the purpose of 

this study, social participation will include any activities that involve interactions with 

other individuals or interactions with society as a whole. For example, social participation 

would include interactions with a neighbor and it would also include activities in which 

individuals participate in society, such as riding a bus. 

Meaningful and relevant  

  The concept of meaningfulness has been explained existentially as it relates to 

life’s meaning. Frankyl (1984) explains that it is possible to find meaning any situation, 

including suffering. It is essentially an individual’s decision to choose meaningfulness or 

meaninglessness. The idea of meaningfulness has also explained to be distinct from the 

concept of “rightness” (Metz, 2008). For the purpose of this thesis, meaningful 

interventions are those interventions that hold intrinsic value to the individual; they are 

defined to be meaningful as determined by the individual.    
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 The concept of relevant is adequately defined for this study by the Oxford English 

Dictionary (2009) as “closely relating to the subject or point at issue.”   
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CHAPTER 2 

REVIEW OF LITERATURE 

Social participation 

 The World Health Organization’s International Classification of Functioning and 

Disability and Health (ICF), identifies Activities and Participation as a health-related 

domain. Included in this domain are categories that involve socialization activities such 

as being considerate, appreciative and tolerant. This participation domain also includes 

the ability to appropriately form and end relationships, maintain regulation in 

interactions, and awareness of personal space. According the ICF, relationships and 

social participation may take place with family members, strangers, friends, neighbors 

and in intimate relationships. It may involve religion, recreation, leisure, community life 

and politics (World Health Organization, 2009).  

  While much of the literature about social participation in the general population 

focuses on how individuals participate in formal activities such as social organizations, 

volunteer activities and religious organizations, people tend to spend much more time in 

informal social participation activities such as visiting each other, going out to 

restaurants, parties and social events (van Ingen, 2008).  Social participation is one 

among the many concepts included in Quality of Life (Schalock, 2000). Social 

participation affects important areas such as feelings of connection and loneliness 

(Cornwell & Waite, 2009). However, the implications of social participation may relate 

to individuals attitudes and perceptions about social participation. In a study about older 

adults and loneliness, individuals who believed that they had more control over their 
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social participation, participated more socially and had lower levels of loneliness. 

Individuals who felt they had less control over their social participation had higher levels 

of loneliness (Newall et al., 2009) .  

 The concept of social participation has been explored in relation to individuals 

with socialization challenges. In the literature, social participation is frequently measured 

by the presence or absence of specifically defined behaviors that are meant to reflect 

aspects of the concept. Social participation has been defined quantitatively for children 

with special needs. In a review of literature completed by Koster, Nakken, Pijl & van 

Houtene (2009), the concept of social participation for school students includes the 

following themes: “friendships/relationships” (being a member of a group of friends), 

“contacts/interactions” (being included activities,) “pupil’s self-perception” (whether 

students feel like they belong) and “acceptance by classmates.” Using these concepts, an 

instrument called The Social Participation Questionnaire, was developed into a rating 

scale to assess social participation for students with special needs. (Koster, Timmerman, 

Nakken, Pijl, & van Houten, 2009; van Ingen, 2008). While this tool provides a numeric 

score and measurable data to help determine how interventions affect social participation, 

it also identifies important components of social participation relevant to this research.  

Social Participation and ASD 

 Because one of the defining characteristics of ASD is challenges with 

socialization, the concept of social participation has been explored in relation to 

individuals with ASD. A review of literature was completed using the Temple University 

Online search, in the Sage and CINAHL databases. The search terms were narrowed to 
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“social participation” and “autism.” Only literature from the past five years was included. 

While this particular review of literature included only these terms, the concepts related 

to social participation are much broader and would have revealed many more studies. For 

example, the terms “social skills” and “socialization” were not used in this search. An 

expanded search using the Sage and CINAHL databases that included these terms 

revealed over 900 articles from the past five years. While some of these articles may have 

included some of the aspects of social participation, these less relevant articles were not 

included in the review. 

 There are numerous single-subject design studies about school-based programs 

that improve social skills for children with ASD, however, a meta-analysis of these 

studies found that social skills training in schools for individuals with ASD are only 

minimally effective (Bellini, Peters, Benner, & Hopf, 2007). In this meta-analysis, social 

participation was considered a social interaction skill.   

 The majority of the studies reviewed relied on an observer rating the interactions 

of the individual with ASD. The concept of social participation was considered an 

objectively measurable construct (Macintosh & Dissanayake, 2006; Bellini & Hopf, 

2007; Jahr, Eikeseth, Eldevik, & Aase, 2007; Lee, Odom, & Loftin, 2007; Tsao & Odom, 

2006; Pierce-Jordan & Lifter, 2005). Only one of the studies considered the perspective 

of the individual with ASD by asking individuals with ASD to self-rate their social skills 

using the Social Skills Rating Scale. This was used to explore the relationship between 

social anxiety, physiological arousal and social skills (Bellini, 2006).  One narrative study 
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was found in which an individual with autism described how occupational therapy 

intervention affected his communication and social participation (Shoener et al., 2008).  

 In one of the studies reviewed, the Autism Social Skills Profile was presented as a 

psychometrically sound instrument that allows parents, teachers and other professionals 

to rate social skills of individuals with ASD (Bellini & Hopf, 2007).  It is important to 

consider that the use of this instrument and any measure completed by an observer, rather 

than the participant (person with ASD) presumes the following: the observer (often a 

professional or parent) accurately interprets what the child with autism and peers are 

experiencing (for example if they are having fun or fitting in,) and that the information 

being observed relates to the construct of social participation for individuals with ASD. 

In at least one case, the later assumption is inaccurate. For example, some studies 

consider the number of interactions and the length of interactions of individuals with 

ASD and compare these interactions to children without ASD (Jahr et al., 2007; 

Macintosh & Dissanayake, 2006). When children without ASD experience a higher 

number of social interactions, they experience less loneliness. However, children with 

ASD do not share this experience (Bauminger et al., 2003).  It is possible that for children 

with ASD, the quality interactions are more important than the quantity or length or 

interactions.  There is little literature that adequately explores the important 

consideration, that the lived experience of individuals with ASD may be more elucidating 

to the discussion about meaningful social participation than quantifiable data. Although 

there is literature that provides measures of how interventions improve social 

participation, the literature does not reflect whether or not this information is actually 
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meaningful or important to the quality of life of individuals with ASD. Through 

qualitative inquiry, the meaning and value of social participation to children with ASD 

and their families may become clearer. 

 The ICF domain of participation as it relates to interpersonal interaction includes 

consideration for areas that are difficult to measure such as warmth, respect, tolerance 

and appreciation (World Health Organization, 2009).While much literature exists that 

explores quantifiable social skills such as numbers and frequency of interactions, little 

literature explores these less easily quantifiable concepts that may be meaningful and 

important to individuals with ASD and their families.  

Quality of life 

 The concept of Quality of Life (QOL) was defined by the World Health 

Organization to include many dimensions of an individual’s life such as perceptions, 

values, goals and expectations. It is affected by physical health, psychological health, 

spirituality, personal beliefs, level of independence and the individual’s environment 

(WHOQOL Group, 1995). It includes basic physical life conditions such as food and 

shelter. It also involves consideration of more complex life conditions such as values, 

interests and social participation, leisure participation (Schalock, 2000), emotional well-

being, interpersonal relations, personal development, self-determination and rights 

(Schalock, 2004).  The concept of QOL includes both the subjective and objective 

aspects of wellbeing and is closely related to the concept of Subjective Well Being 

(SWB) (Camfield & Skevington, 2008).  
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 Health-related Quality of Life (HRQOL) is a concept that relates to the broader 

concept of QOL, and includes consideration for the physical component, mental 

component, role participation component and social participation components of health 

(Ware, 2003). However, the concept of HRQOL does not include subjective concepts 

related to the general discussion about QOL, such as happiness and Subjective Well 

Being (SWB) (Camfield & Skevington, 2008).   While HRQOL is often used in the field 

of rehabilitation (Ware, 2003), the concept does not fully encompass the components of 

QOL discussed in the literature about ASD and QOL. 

 This review of literature focused on the concept of QOL in relation to individuals 

with ASD. A search was completed using the Temple University online Library system, 

CINAHL and Sage databases.  The search was limited to include the terms “autism,” and 

“quality of life.”  

Quality of Life and Autism Spectrum Disorder 

 The literature on assessment of Quality of Life for individuals with ASD included 

the Quality of Life Questionnaire, measures of employment, perceived support, received 

support (Renty & Roeyers, 2006), independent living, social support, the Comprehensive 

Quality of Life Questionnaire (Saldana et al., 2009). Literature also addresses 

considerations for how social, physical and sensory factors related to quality of life 

(Jennes-Coussens, Magill-Evans, & Koning, 2006).  

 The results of studies that looked at QOL for individuals with ASD revealed some 

unexpected results and challenges in assessing subjective components of QOL for 

individuals with ASD. In a study that sought to find correlations between QOL and life 
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factors, the more objective factors such as amount of support received, IQ and severity of 

autism were not correlated with QOL. The most subjective factor, perceived availability 

of support, was correlated with QOL (Renty & Roeyers, 2006). In a study completed by 

Saldana et al. (2009), objective and subjective components of quality of life were 

explored for seventy-four adults with ASD. Objective components such as size of social 

network, employment, and living situation, were easily measured. However, in order to 

assess subjective components of QOL, families were asked to act as proxies for their 

family member with ASD by answering questions about subjective components of QOL, 

using the Comprehensive QOL questionnaire. This questionnaire included questions 

about material wellbeing, health, productivity, intimacy, safety, place in community and 

emotional wellbeing. Only thirty-two families felt they were able to act as a proxy for 

their family member. Of those families, even fewer felt they were able to answer 

questions about an intimacy scale to rate family/friend relationship satisfaction. While 

this intimacy section was eliminated from the study, the use of families as proxies in 

research demonstrates the importance and value of families as support and people who 

may understand and explain the subjective experiences of their family members with 

ASD. 

 A study by Jennes-Coussens et al. (2006) provided quantifiable data on the 

challenges of physical and social aspects of QOL for young men with Asperger’s 

syndrome.   When individuals with Asperger’s syndrome were compared to young men 

without Asperger’s syndrome, the measurable results provided only a small portion of the 

useful information from the study. Individuals with Asperger’s syndrome had more QOL 
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challenges related to physical and social aspects of QOL. However, the descriptions of 

the challenges provide insight into why individual with Asperger’s syndrome tend to 

have less satisfaction. Challenges with sensory hypersensitivity, clumsiness and 

handwriting were related to poor satisfaction with the physical aspects of QOL. The 

implications of these challenges included low energy, sleep, mobility and difficulty 

learning to drive. The results from this study signify the importance of understanding 

how the individual life experiences paint a picture that gives meaning to quantitative data. 

Summary/Relevance 

  While the construct of QOL is prevalent in the literature as an important area of 

exploration for people with disabilities, the studies that explore this topic, specifically in 

relation to ASD are only beginning to emerge. A variety of important considerations have 

been indentified, including quality of life in relation to emotional, material and physical 

well-being, opportunities for self-determination and choice making, and personal 

development. While certain objective components of QOL are easily measurable, more 

subjective aspects of QOL have been difficult to measure (Saldana et al., 2009), yet may 

relate more closely to the concept of  QOL (Renty & Roeyers, 2006). While objective 

measures are useful to identify individuals with ASD who have challenges in the area of 

QOL, qualitative information creates a clearer understanding of the experiences of the 

individual who participate in studies (Jennes-Coussens et al., 2006).  

Positive aspects of parenting a child with Autism Spectrum Disorders 

  Parents of children with ASD are undoubtedly faced with a multitude of 

challenges. The literature extensively defines and explores these challenges, which 
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include impairments in Quality of Life (QOL,) challenges including limited engagement 

in leisure activities, financial burdens, limitations in everyday occupations, emotional 

stress,  and challenges with time and employment ( Kogan et al., 2008; Lee, Harrington, 

Louie, & Newschaffer, 2008; Werner DeGrace, 2004). Although it is much less explored 

in the literature, there is an occasional mention of the positive aspects of parenting 

children with ASD. These include experiences of personal growth for parents and 

families, improvements in relationships and positive changes in spiritual and 

philosophical perspectives (Scorgie & Sobsey, 2000; Bayat, 2007). 

 With the intent to explore the general positive aspects of parenting, not specific to 

parenting a child with disabilities, a review of literature was completed using the 

CINAHL, PsychInfo, ERIC, Medline and Sage databases.  The search terms included 

“parent” AND, “positive experiences,” “benefits,” OR “personal growth.” This search did 

not include any disability-related terms such as “autism” and “special needs.”  With the 

exception of two articles, one that explored the health benefits adults experience when 

they engage in children’s games (Fischer, Watts, Jensen, & Nelson, 2004), and an article 

that discussed the improved bonding experience that results from parents engaging in free 

play with their children (Ginsburg, 2007), limited research on this subject of the general 

positive aspects of parenting were found. Surprisingly, when the CINAHL, PsychInfo, 

ERIC, Medline and Sage databases were searched, significantly more relevant studies 

were found about positive aspects of parenting children with special needs and 

challenges, including autism. There was little literature about the positive aspects of 

parenting typically developing children.  
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Positive aspects 

  The literature about the positive aspects of parenting a child with ASD 

acknowledged the high levels of stress that parents experience.  Phelps, McCammon, 

Wuensch, & Golden (2009) found that both stress and enrichment were experienced 

simultaneously. Scorgie & Sobsey (2000) explain that parents of children with 

disabilities, including ASD, experienced positive changes such as personal growth, 

improved relationships and changes in religious and philosophical perspectives.  As a 

result of being a parent of a child with a disability, parents reported feelings of 

empowerment, more compassion and an improved appreciation for life. While some 

parents experienced high levels of discord in their marriages, others reported stronger 

marriages and positive opportunities to form strong friendship bonds with the parents of 

other children with disabilities. Although time is often needed for adjustment, families 

experienced being pulled together by caring for a family member with ASD. Families 

reported that the experience of having a family member with ASD helped them to be 

more compassionate, patient, caring and less selfish. Families also reported finding a 

spiritual meaning through the experience (Bayat, 2007). 

 The ability of parents to experience something positive in the midst of the 

challenging experiences of caring for a child with ASD may be a functional coping 

strategy that helps families to adapt to the situation (King et al., 2006), manage stress 

(Paczkowski & Baker, 2008), and experience resilience (Bayat, 2007). King et al. (2006) 
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found that parent’s experiences changed their belief systems. Although parents initially 

experienced a lost dream, there was a gradual transformation to a sense of hope, 

empowerment and meaning. “Parents also mentioned learning the importance of 

respecting others, of love, acceptance, and inclusion, and of knowing the meaning of the 

worth of an individual” (p.361). 

 Along with personal growth that parents experience from raising children with 

autism, a study of parents of children with Asperger’s Syndrome (AS) found that parents 

who were able to reframe their thinking about their child with AS demonstrated more 

positive adjustments in their lives. Reframing includes expecting positive outcomes in the 

future for children and thinking of AS as a difference, rather than a disorder (Samios, 

Pakenham, & Sofronoff, 2008). Contrary to the qualitative study by King et al. (2006) 

who considered the positive experiences to be an adaptation, this quantitative study by 

Samios, et al. (2008) found that parents who reported finding meaning in their situation 

through a changed perspective did not demonstrate improvements in adjustment.   

 Though there is some emerging research about the positive aspects and positive 

results of parenting a child with ASD, the subject has not yet been explored in depth. 

Some contradictory findings about the impacts of positive perspectives on parents of 

children with ASD emphasize the need for this subject to be explored in more depth.  
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CHAPTER 3 

METHOD 

Setting 

 This study takes place in the occupational therapy department of an urban 

university on the east coast of the United States. Interviews took place in subject’s 

homes, or a location in the community that was convenient for the subject. 

Subjects 

 IRB approval was obtained through Temple University and subjects were 

recruited thorough flyers provided to autism school programs and through the 

researcher’s therapy practice. Participants include parents of children with ASD, which 

includes participants who met the DSM-IV criteria for Pervasive Developmental Disorder 

Not Otherwise Specified, Autism or Asperger’s Syndrome. Their children were required 

to be diagnosed by a psychologist, psychiatrist or physician. Participants included 5 

parents of children with ASD. The children of the participants ranged in age from four 

years old to eight years old. All children had a diagnosis of Autism, participated in 

Applied Behavioral Analysis (ABA) autism classrooms and received interventions 

outside of the school setting such as occupational therapy and speech therapy. Informed 

consent and consent to be audio-recorded was attained prior to participating in the study. 

Research design 

 The research method used to guide data collection and analysis was grounded 

theory. Grounded theory is a qualitative research method that allows the development of 

a theory to explain a process or phenomenon that is not well understood (Creswell, 2007). 
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Throughout the process of grounded theory research, the hypothesis is continually 

developed and refined to fit the data that is uncovered. Data is collected, analyzed, coded 

and categorized until no new categories or relationships emerge from data being collected 

(Portney & Watkins, 2009).  Because of the need for research about the lived experiences 

of children with ASD and their families, this method is useful for the first question of this 

thesis:  “What interventions are considered by parents to be meaningful and relevant 

interventions that improve social participation and quality of life for their children with 

ASD?” 

 Grounded theory is also useful when there are theories that do not fully explain a 

certain phenomenon (Creswell, 2007). While there is limited research to explain the 

positive meaningful experiences and positive changes that parents of children with 

special needs experience, some of the research is contradictory and is not well explained 

by the literature. This method is therefore useful for the second research question, “What 

meaningful experiences and positive changes do parents and families experience from 

interacting and participating in interventions with their family member with ASD?”  

 Creswell (2007) presents a structured approach to grounded theory research, 

which was used in this study.  The steps of this approach involve: 1) determining if 

grounded theory is an appropriate approach; 2) interviewing individuals and gathering 

information about participants general experiences of a situation and using open coding 

categories to develop core phenomenon; 3) interviewing individuals with more detailed 

questions to develop axial coding categories around the core coding categories which 

include casual conditions, strategies, intervening conditions and consequences; and 4) 
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selective coding, which involves the development of hypotheses that describe how the 

categories relate to one another.  

Procedure 

 Subject identifications took place through flyers sent to autism school programs 

and to families in a therapy clinic.  The study was explained through written and verbal 

explanations. Written permission and consent forms were obtained to audiotape 

interviews. The researcher and the participant were present for the interview. Interviews 

will take place over approximately 1-2 hour periods in locations of the participants 

choosing. Guiding questions used in the interview process are listed in Appendix A. 

Data Analysis 

 The data was first microanalyzed, which allowed open coding of the data. Open 

coding was completed using each of the five interviews, resulting in the development of 

numerous nodes. Throughout the process of generating nodes, the data analysis strategy 

of “Making Comparisons” (Corbin & Strauss, 2008) was used. The technique of 

“Constant Comparisons” allowed data that seemed to be similar and was initially coded 

in one category to be more accurately coded in multiple categories. For example, the data 

that fit into concept of “stages” included the concepts about “stages of acceptance” and 

“stages of parenting.”  After the first three interviews were microanalyzed, no new nodes 

emerged. It is possible that the data was saturated or that the participants in the fourth and 

fifth interviews simply shared similar experiences with the first three. Analysis of 

additional interviews would ensure data saturation.  
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 Later in the process, the data was analyzed using the technique of “Theoretical 

Comparison.” In using this technique, similarities are found between the properties and 

dimensions of a familiar situation or theory and the properties and dimensions of the data. 

This technique of data analysis inspired the emergence of the comparison between the 

data and the Kawa Model (Iwama, 2005).  A closer examination of the data, revealed 

additional properties that could be best described by comparing the dimensions and 

properties of the data to the dimensions and  properties of a river as they are in the Kawa 

model. 

 Corbin & Strauss (2008) describe an important qualitative data analysis strategy 

of “Waving the Red Flag” in which the researcher is aware of biases in her own 

assumptions and beliefs and biases of the participants. Rather than accepting concepts at 

their face value, the meanings behind the concepts need to be further explored. Because 

this researcher had been the occupational therapist for the children of the participants in 

this study, discussions about interventions being “meaningful” and “relevant” required 

close examined. It is possible that participants who chose to participate in the study 

already had a favorable opinion of occupational therapy interventions. Rather than simply 

accepting that a participant labeled an intervention such as occupational therapy, as 

“meaningful,” it was important to examine the meaning behind what made that 

intervention meaningful. 

 Additionally, it is important to address this researcher’s biases, changing opinions 

throughout the process and analyze the preconceptions that helped guide this theory to 

emerge in the way that it did.  
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 As an occupational therapist, I have been privileged to work with families of 

children with ASD who are deeply invested in the lives of their children. I have seen 

parents fight for many of the services they feel their children need. It seems that parents 

see their children making progress with a certain intervention and make this assumption 

that seems logical:  more service would be better. But I have also seen the children, 

especially young children, on the other end of these good intentions, working their 

hardest, appearing exhausted, sometimes falling asleep while trying to participate in 

interventions. Parents try to juggle each minute of the week to fit all of the therapies and 

services they feel their children need. Some children as young as three year olds travel to 

school for forty-five minutes on the bus, participate in school for five hours then, take the 

bus home. They may then spend the evening participating in occupational therapy, speech 

therapy, and/or ABA.  It seemed to me that at a certain point in time, parents begin to 

realize that more interventions are not necessarily more helpful. One of my motivations 

for completing this study was to better understand the evolution of thought allow families 

to live in a way that is balanced, yet supports their children in the best way possible. It 

was my hope that this research would provide parents with useful information to decide 

which interventions would be most helpful. I hoped that a theoretical model representing 

these experiences may help parents to reflect on their own lives to make well informed, 

thoughtful decisions about the best amount and types of interventions for their children.  

 The concept of “process” can be found by analyzing the movement and sequence 

of actions, interactions and emotions over a period of time. It is through the process that 

situations are managed and goals are achieved. There may be sub-processes, that are a 
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part of the process (Corbin & Strauss, 2008). The data in this research was analyzed to 

develop an understanding of the process and sub-processes that the participants 

experienced as they managed the experience of providing care and were involved in 

interventions for their children with ASD.  

 After the concepts described in the previous paragraphs are linked together and 

additional detail is added from the data, “theoretical integration” allows concepts to be 

joined to one another for the development of a theory. The use of integrative diagrams is 

suggested as a technique that may aid in this process (Corbin & Strauss, 2008). In the 

process of analysis of the data, this researcher utilized integrative diagrams in the process 

of theoretical integration. 

 According to Corbin, the terms “validity” and “reliability” relate too closely to 

quantitative research to be used in qualitative research and suggested that, alternatively, 

the term “credibility” more accurately reflects “that the findings are trustworthy and 

believable . . . but at the same time, the explanation is only one of the many possible 

‘plausible’ interpretations possible from the data” (Corbin & Strauss, 2008, p.302). 

Additionally, the concept of “quality” is considered to be an important aspect of 

qualitative research. “It is research that is creative in its conceptualization, but grounded 

in data” ( p. 302).  

 While the results of this study were not validated through qualitative techniques 

such as methodological and investigator triangulation, the credibility and quality of this 

research is supported by what seemed to be data saturation after the third interview was 

analyzed. Although five interviews were completed, additional interviews would need to 
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take place to truly ensure data saturation. Awareness of researcher biases and biases of 

participants were addressed to further support the credibility and quality of this research.   
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CHAPTER 4 

RESULTS 

 The process of interviewing parents of children with ASD about their experiences 

did not reveal clear answers about specific interventions that were most meaningful or 

relevant for improving social participation or quality of life. However, the larger 

outcomes of this research found that various interventions support QOL and social 

participation. Four consistent, interrelated major themes emerged and several minor 

themes emerged. (See Figure 1.)  The interwoven experience of parents and their children 

with ASD, identified as “Flow of Life” was central to this model and included the 

experiences of thinking and planning for both the near and distant future. The three other 

major themes both impacted and were impacted by the theme “Flow of Life.” 

“Circumstances” was the second major theme, which includes the interconnected positive 

and negative life experiences of parents and their children. It includes minor themes of 

“positive experiences” and “obstacles.”  The minor theme of “obstacles” included both 

life challenges and unhelpful interventions/systems.”  “Helping the flow, Joys” emerged 

as a third major theme, describing experiences, strategies and realizations that helped 

parents to navigate some of the challenges that they experienced. Minor related themes 

included “Helpful interventions,” “little things,”  “positive aspects, positive changes,” 

“reflections,” “strategies to ‘keep going,’” and “unique characteristics of my child.”  The 

fourth major theme of Social Participation emerged to include participation in everyday 

activities in the community. These experiences of social participation often provided 

participants and their children with ASD a sense of support. Figure 1 provides an 
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illustration of the preliminary framework for a model that is later integrated into the 

themes identified in the Kawa Model.  The emergent model fully conceptualizes the 

study content in the Theoretical Integrations section of this chapter. 

 

 1.Flow of Life (parent and child)       
• Ideas about quality of life 
• Planning 
• Stages of acceptance and parenting 
• Reflections on the flow of life 

 
2.Circumstances 

• Positive Experiences 
• Obstacles 

o Challenges 
o Unhelpful 

Interventions/Systems  
  

3.Helping the Flow, Joys 
• Helpful interventions 
• Little things 
• Positive aspects, positive changes 
• Reflections 
• Strategies to keep going 
• Unique characteristics of my child 

 
4. Social Participation 

• Supports 
 
 
 
 
 

• Near future 
• Distant future 

 

Figure 1. Major and minor themes that emerged from interviewing parents of children 

with ASD 
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Flow of life 

 When parents described their lives as parents of children with ASD, they 

described their own lives as closely connected to the lives of their children. These close 

connections affected how they thought about their lives and planned their lives.  

Participant 1 described that “every little thing [I] do is like a teaching moment . . . going 

to the food store, picking things, identifying them.”  Participant 2 explained, “. . . as 

opposed to my [typically developing] older son, if we had a wedding . . . we would . . . 

basically RSVP before we had a sitter . . . now we have to schedule the babysitter maybe 

two, three months in advance.” These close interconnections with their children were 

considerations for parents in the near future and as they thought about the more distant 

future. Participant 5 explained that as a parent of a child with ASD, “you worry about 

what happens when they get older and one day you won’t be here. . . and you don’t know 

what their potential is, and whether they’ll be able to function alone. . . no one’s going to 

love your child the way you do.” 

Near future and Distant future 

 Parents described thinking about the future of their children’s lives, which related 

to functional challenges, school situation, family activities and quality of life. In the near 

future, considerations included planning for leisure activities, such as trip to the park 

(Participant 1), planning for an upcoming IEP (Participant 5), planning for upcoming 

visits to families for the holidays (Participant 2), and thinking about how to encourage 

her child to speak (Participant 4).  
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 Decisions about how to best support their children were often influenced by 

considerations about the quality of life of their children in the distant future. Participant 1 

explained: 

I don’t worry about is he gonna be a college graduate, how is he gonna be 

academically, is he gonna struggle. . . with reading or some subject in school. I 

could care less about that. What I really care about is that he can get up and walk 

to the corner store and walk back and do it right every single time, you know, just 

regular thing that other people take for granted, I feel like that’s more important. 

Participant 3 explained that “When you have a little kid, you have all of these dreams and 

hopes for them. . . I never looked for my child to be a doctor . . . or some big success, but 

to be functional.” Participant 4 explained that she is considering options for her child’s 

distant future such as a creating a boarding home, where, when he grows up her child 

might be able to live along with other children with ASD of family friends. Though some 

of the considerations for the future were similar to the considerations of parents of 

typically developing children, these examples illustrate a higher concern for some of the 

most fundamental aspects of life; having a safe place to live, being functional with 

everyday life activities. 

Circumstances 

 Each of the participants in this study discussed the multiple challenges that they 

experienced as parents of children with ASD. However, along with the difficulties 

parents also described positive experience that sometimes seemed to be more apparent 

because of the obstacles. Participant 3 explained that her life as a parent of a child with 
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ASD was “very rewarding when you see progress, but very stressful ‘cause you’re always 

looking for the next step.” Despite the experience of her life being “stressful and busy,” 

participant 1 described her life as a parent of a child with ASD as “gratifying. . . 

regardless of what your child has goin’ on. . .you have to remember . . . [to] try to focus 

on the positive.” Participant 4 described her life as both busy and rewarding. 

Challenges  

 Parents described a range of difficulties that include practical challenges such as 

being more tired (participant 4) and having to keep up with a challenging schedule of 

schools and therapies (participant 1).  “Even the times I’m not with him, I’m working on 

something else for him. . . or contacting this person or emailing or calling. . . I find 

myself so wrapped up in everything about his life” (participant 1). Additionally, practical 

challenges included the expense of having to pay for interventions and activities 

(participant 2, participant 3, participant 4, participant 5,) and the expenses of unexpected 

mishaps. Participant 4 described occasions when her child left the freezer open and 

another situation that involved her child overflowing the sink so that it leaked into the 

basement. Participant 2 explained “I’m home more . . .  [and so] I’m not actually making 

the kind of money I could be . . . making.” 

  Beyond the practical, participants described emotional challenges such as those 

explained by participant 5.  “It’s painful because . . . I’m around three year olds that 

speak better than my almost six-year old.”  Parents also described emotional challenges 

for siblings and families of the child with ASD. Siblings tend to experience more stress 

(participant 4) and there is a feeling that there is less time to spend with typically 
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developing siblings (participant 5). Family gatherings and holidays required more 

planning (participant 2). While some of the challenges were described as different than 

those experienced with typically developing children, there are also some similarities, 

such as the younger brother with ASD and his older brother rough housing (participant 

4). However, participant 4 explained that her son had begun to over generalize this type 

of play to inappropriate situations, and she needed to discourage her sons from 

roughhousing.  

 Additional obstacles for parents include reactions of people in the community 

who know the child. Participant 5 described an experience where a person at a grocery 

store misunderstood her child’s behavior as intentional and told her that her child 

“belongs in a zoo.” Participant 3 discussed the difficulties of finding child care for her 

son. “I called a couple of places and they kinda sighed when I said, ‘Do you take children 

who have Autism?’” 

 Parents expressed how delays in their children’s communication and development 

created additional challenges. Participant 5 described, “When he wakes up at night 

crying, he can’t explain to me what he’s crying about, whereas my other two [typically 

developing children] could say ‘I had a bad dream.’” Participant 4 explained, “I think it’s 

the biggest anxiety. . . of him not being able to speak . . . is . . . not know[ing] what’s 

going on with him when I’m not there.” Participant 2 described the extra time, careful 

planning, support and structure needed for her child to learn how to dress himself, feed 

himself and use the bathroom. Participant 3 explained how at Christmas, each time her 
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son opened a present, he labeled it as belonging to one of the children in his class, rather 

than playing with them. 

Unhelpful interventions and systems 

 In addition to the challenges described above, parents discussed circumstances 

where barriers were often created by the very systems and the interventions that were 

meant to support their child. Participant 5 explained the stress of possibly losing some 

services for her son. “I mean when it’s IEP season, I don’t sleep for two months . . . 

because I don’t know anyone who gets what their child needs from the district. It’s the 

ones who fight the hardest . . . who gets more services.” 

 Participant 3 explained her dissatisfaction with the philosophy of the early 

intervention services in her county. “They support teach the parent . . . it was more of a 

conversation . . . you would call me up, then come to my house, you’re not doing 

anything, or you would just show me a couple of moves and you know that was it.”  

When her early intervention services were ineffective, she privately hired someone to 

provide ABA and was eventually able to get funding through her county for these 

services. She reported that it was only by stepping outside of the system the she was able 

to see her son make progress. She explained, “you always have to pay attention. If you 

don’t . . . he’s gonna be a child that just get pushed through the system.” 

 Making decisions about the appropriate amount of therapy was important for 

parents so that interventions did not begin to interfere with the quality of life. Participant 

2 discussed that she had to learn when to push her child and when to step back. “if  [my 
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child] wasn’t feeling well [or] . . . he was exhausted. . . I have to cancel [therapies].” 

Participant 4 explained: 

I did at one point have to look and say is this just too much therapy. . . and that’s 

when I pulled back from OT. . . I just didn’t feel like it was helpful. . . He already 

got it in school and I’m like, you know what, maybe this 40 minute drive there 

and back and spending an hour there, then I still try to rush and get dinner. . . It’s 

only been [seven months] since we stopped and I don’t see that its . . .hurt him 

that badly. 

Helping the Flow, Joys 

 Despite the challenges created by their life experiences, and sometimes along with 

the challenges, parents describe positive experiences through helpful interventions, 

recognizing “the little things,” reflecting on their situations and noticing the unique 

characteristics about their children. Frequently, these positive experiences provided 

parents with the energy to “keep going” despite the difficulties.   

Helpful Interventions 

 Parents described a variety of interventions that helped to navigate around some 

of the challenges and obstacles that their children experienced. Helpful interventions 

sometimes improved their children’s skills and sometimes gave parents insight about 

their children. Participant 2 explained the value of an intervention that helped her in the 

community: 

With [floortime] I would actually learn that he has to learn how to play in order to 

play with other children. . . occupational therapy helped with his sensory issues . . 
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. he would get the inappropriate stimming out in OT then we would find ways of 

appropriate stimming in the community or at home, or on these special occasion, 

to where it would look like typical behavior.  

Though her son has participated in a variety of interventions ABA (Applied Behavior 

Analysis,) occupational therapy, speech therapy and floortime, she had difficulty 

identifying one intervention as most important for his quality of life. She eventually 

identified swimming as an activity that seems to help him in a variety of ways. She 

explained that “he had swimming therapy. . . he actually enjoyed that activity so we . . . 

eliminated the . . . group activities that [were not] important.” She described that 

swimming allowed her son to receive helpful sensory stimulation, socialize with other 

children and have fun.  

 Participant 3 explained that at first, ABA and occupational therapy were the most 

meaningful interventions. “The first day he started talking was one of the biggest 

rewards. And [the other was] when he started playing on the playground.” She explained 

that these were meaningful because she “never thought [she] would see it.” She explained 

that the idea of “quality of life” meant “to support yourself financially,” then added that it 

is important to have someone to love. She explained that occupational therapy and ABA 

were the most important for her son’s quality of life.  

 Participant 4 also expressed her feelings for the value of ABA as a meaningful 

intervention for her academically and for his quality of life.  She explained, “ If he 

doesn’t know square roots or whatever . . . who really cares. . . but he’s reading and he’s 

writing, so that’s going to help his quality of life.” She then explained that she has 
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learned through occupational therapy that “sensory is the root of all of his issues. . . you 

can rile him up to a point and if [you] rile him too [much], he’s gone.” 

  When asked about what quality of life meant to her, participant 5 began to talk 

about the many challenges related to caring for her son’s equipment such as his hearing 

aids and glasses. “There’s just so much I have to juggle, because he has so much going 

on.”  She then began to talk about how friends of hers had time to put their kids in soccer 

and ballet. She explained that “It’s easy just to keep him in school and have the home 

program and . . . work on skills. . . but he needs to have fun. . . and also develop social 

skills.” She explained that she put her son in soccer and basketball classes to expose him 

to those activities. Engagement in these activities seemed to be valuable for her son’s 

quality of life. Participant 5 also discussed the value of ABA at school and home. “We 

had a very good home program teacher. . . . We went to the department store . . . and we 

worked on getting him to stay [with us.]” Additionally, she expressed that occupational 

therapy and physical therapy were some of the most meaningful interventions for her son. 

She explained, “I learned that if he wants to be able to write, he has to have a sturdy 

trunk. That if he’s unstable, it’s like trying to write in the water.” 

Little things 

 In their own lives and in the lives of their children, parents tended to notice the 

value of  “little things.” In some cases small accomplishments of their children were 

noticed and celebrated, while in other cases, parents expressed an increased appreciation 

for the positive “little things” in their own lives. In both situations, this attitude awareness 

seemed responsible for giving parents more opportunities to experience joy in their lives.  
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Participant 4 explained, “you appreciate the little things . . .it helps put things in 

perspective.” 

 Recognizing the value of little things ranged from appreciating time to watch a 

favorite show (participant1, participant 2, participant 4), sitting down to eat dinner 

(participant 1), taking time to put on make-up (participant 2), and watching her son 

interact with another child at Burger King playland (participant 3).  Comparing her life to 

before she had a child, participant 1 explained “now, the littlest, littlest things make me 

happy.”  

 Parents seemed to consciously create opportunities to experience the joy of “little 

things.” “Like sometimes when we’re going to therapies . . . we’ll just be really silly in 

the car”(participant 1).  Participant 2 explained, “we found that by going to the park, [our 

son] would feed the ducks and we would just sit on a chair and just relax. . . and he would 

be able to just sit there . . . and throw rocks. . . it was actually relaxing and we still were 

doing something we all enjoyed.”  

 Opportunities to notice even the small accomplishments of their children seemed 

to be highly valued by parents. “Today he’s doing a lot better with brushing his teeth . . . 

I can’t call up one of my other cousins who has a kid who’s eight and say he’s brushing 

his teeth . . . but I appreciate it.” Participant 3 expressed appreciation for her son’s new 

communication skills,  

“If something hurts . . . he tells me that it hurts . . . so it’s nice to know if he is playing 

and something happens to him, like with another kid . . . he can express himself, which is 

new.”  Participant 5 explained her appreciation for small signs of progress: 
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When he has the littlest accomplishments I am so grateful and happy . . . let’s say 

[he] put on his pants today . . .  it’s something you would hardly notice in another 

child . . . He actually pronounced a certain letter he couldn’t previously . . . I tell 

my other children . . . ‘Oh look what he just did!’ . . . so there’s sweet moments, 

too. 

 Even little expressions of affection were described as important to parents. 

“Generally, it’s hard to get hugs and kisses out of them . . . so when he gives me a hug, 

oh it makes my day” (participant 5).  Participant 2 explained, “he’ll hug me. . .and when 

he’s sad, he’ll you know, its more hands on . . . so there’s still the expression of emotion 

and connection.” Participant 1 explained: 

When he tells me he loves me, I find that . . . I’m very lucky . . . that he can say 

that and I really do feel truly that he can feel that . . .I think . . . if I was a parent 

and my child couldn’t say that . . . I don’t know how that would affect me for the 

rest of my life. 

Positive aspects, Positive changes 

 The experience of having a child with ASD created positive changes in the lives 

of parents and opportunities to recognize the positive aspects of life, despite the 

challenges. Sometime the challenges themselves had a positive aspect to them. 

Participant 4 explained that she emphasizes this point to her typically developing 

children. “I remind them, . . . when we went to Disney World, they were able to cut lines 

because [my son has autism].”  
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 Participant 1 explained that “I definitely have a lot more patience now . . . I don’t 

know where my patience comes from sometimes, like after a l2 hours with my son . . . I 

don’t know where it comes from, that I can . . . not raise my voice.” She also described 

that she has become a more kind and empathetic person. Participant 3 described the 

positive change of becoming more sympathetic, while participant 4 explained that she 

chooses her battles more carefully and “doesn’t get as upset with things that are not as 

meaningful to get upset with.”  Participant 5 expressed “ [I am] more concerned now for 

the parents [of kids with special needs]. . . [having a child with autism has] made me 

more understanding and . . . less judgmental, more compassionate.” 

 As a result of having a child with ASD, participant 2 explained that she is able to 

spend more time with her son, “and I think parents want [to spend more time with their 

children] but . . . the type of lifestyle . . . that we have now doesn’t allow that . . . I’m 

forced . . . to spend more time . . . and it’s actually . . . beneficial.”  She expressed the 

value of developing closer relationships with her son’s teachers bus drivers, and parents 

of her son’s friends. She explained that she gets to know the people in her son’s life much 

better than she was able to when her typically developing son was the age of her child 

with autism.  

Reflections 

 Through the process of caring for their children, participants found opportunities 

to reflect on themselves, their situations, and in some cases, their relationships with other 

people. Participating in floortime with her son helped participant 1 to realize the value of  

“some of the more simple things like . . . touch. . . . You start to realize that something 
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like touch for someone can be so healing . . . sometimes somebody needs a pat on the 

back.” In working with her son on his sleep disorder, participant 2 was able to better 

realize when she wasn’t getting enough sleep.  

 Through comparing her situation to the situations of others, participant 4 was able 

to recognize her son’s strengths and abilities. “He does swim . . he can at least tread 

water. . .and he swims underwater very well.” “I don’t have to worry about diapering . . 

.so . . . those little things when I see what other people are going through . . . it does make 

it easier.”  

Unique characteristics of my child 

 Parents described their child as having unique characteristics that were important 

for parents to mention as they described their children. It seemed that during the 

interviews, parents were relieved and happy to be able to describe these traits that did not 

necessarily fit in clinical description of autism. Participant 2 explained: 

. . . another reward has been . . . sense of humor, because . . . it was a fear for me . 

. . as I learned more about autism, as my child grew, he would almost be like 

tunnel mind where he would only think in  . . . one way. . . he can be silly and 

goofy. . . a lot of times when I get reports home from school, they put on there 

almost every day that he’s silly today and I know it sounds bad as a parent, I’m 

like, oh that’s wonderful, I’m so glad he’s silly.  

 Participant 4 described her child as “. . . an individual, he’s funny. . . mischievous 

. . . there’s so many different facet’s to his personality . . . they’re not about autism. . . 

.they’re just about him.” Participant 2 explained her son’s ability to recognize that she 
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makes the effort to care for his sensory needs. She explained that she learned “. . . ok this 

bothers him he doesn’t like this, this doesn’t feel good to him . . . we would try other 

ways to let him get that sensory input . . . and he appreciates it.”  

Strategies to keep going 

 Regardless of the challenges and difficulties, parents each described strategies, 

and ways of thinking that are able to “keep them going.” In some situations, such as 

described by participant 5, it was simple, “I’m protective of  [my kids.] I would do 

anything for my, kids, so the desire to help [keeps me going]”.  For others such as 

participant 1, little things allow her to have the energy needed. “It’s like wow, I get to 

watch a favorite movie or have a one on one conversation . . . I really feel if I didn’t have 

that, I honestly don’t think I would make it.” She also explained that at the beginning of 

the week, she says to herself, “If I can make it to Wednesday, I can get through the week. 

. . by the time Wednesday comes, I’m like wow, Friday’s gonna be here soon.” 

 Participant 2 explained that she has learned that when there are difficult 

experiences, “it’s not the end of the world . . . cause there’s worse things to deal with . . . 

if you put your problems in a bowl, you might take your problems back. . . there’s people 

that have it worse. . . take it as you go.” The importance of taking time for herself was 

explained by participant 3. She described how her local Cerebral Palsy hosts a parents’ 

night out. “ You can bring your typical and disabled child there and they either go to the 

movies or the fun zone or the climbing places . . .  that’s one of the best things I did. . . I 

get like three hours . . . to myself.” She explained that “one of the biggest thing is when 

you have a child with autism, you need a break.” 
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Social Participation 

 Parents discussed their own social participation and the social participation of 

their children, often without a focus on their children’s ASD diagnosis. Social 

participation involved participating in the community in simple ways such as going to the 

grocery store (participant1, participant 5), going to Burger King (participant 3), visiting 

family (participant 2) and being involved in sports (participant 1, participant 2, 

participant 4). While parents seemed to be aware of the deficits of social skills in their 

children with ASD, they didn’t choose activities exclusively to improve social 

participation. Participant 2 explained that swimming provided her son with sensory input, 

he really enjoys it and because he is able to interact with friends. Engaging in social 

participation seemed to give parents and children together, a sense of themselves in 

relation to others.  

Supports 

 Parents described the importance of supports for themselves and supports for their 

children.  The supports seem to allow richer experiences in their own lives and in the 

lives of their children. Supports seem to allowed participants to experience themselves in 

relation to others beyond the relationships with their children and children to experience 

themselves  in relation to others besides their parents. Participant 1 described the 

importance of the support that she receives from her parents and in laws: 

Because if we did not have our parents, I . . . would . . . maybe be in a loony bin 

now. . . every Friday night . . . and every Saturday night we have a babysitter. 
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And by no means do I feel guilty. . . [my parents and in-laws] are a hundred 

percent supportive. . . and I feel like that. . . totally lets me . . . regroup. 

 Participant 2 explained the value of the support of her immediate and extended 

family. “I’m fortunate also to have a big family. . . [and] to have a husband that’s 

involved . . . and . . . husbands family that’s  involved. She also expressed the value of the 

support that she feels from the autism community. “You start learning. . . you know your 

accepted . . . you feel more accepted and so maybe you can get past all the other stresses . 

. . and then feel more typical.” Similarly, participant 4 discussed the value of the support 

that a PTA group for parents of children with special needs provided for her family. “. . 

.and my twelve year old keeps telling me. . . I can’t wait to tell them [about his 

experiences as a brother of a child with autism].” 

 Participant 3 discussed the value of spending time with family members who have 

children who interact with her son.  

He does better with my husband’s family ‘cause they have more girls. . . girls are 

more like ‘come on’ . . . where boys aren’t. . . so I’d rather go there because 

they’ll pull him in to do something . . . and he’ll realize, everyone else is having 

fun with this. 

Theoretical Integration 

 Parents of children with ASD described the experiences of their lives as an 

interconnected journey with their children. They explained that together with their 

children, they anticipate challenges in the present, in the near future and in the distant 

future. While they described multitudes of anticipated and unanticipated difficulties, 
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parents also described situations and experiences that helped their lives to flow a little 

more smoothly. Through the process of being involved with their children in navigating 

the many obstacles, parents also described positive experiences and joys. As they 

participated in formal and informal interventions to improve the quality of their 

children’s lives, parents identified opportunities to better appreciate “little things” in life, 

and recognition of the unique characteristics of their children, beyond the label of an 

autism diagnosis. While challenges were described undoubtedly as unwanted, and often 

unanticipated, they also sometimes provide parents with opportunities for self-reflection. 

Both helpful interventions and positive experiences provided strategies to “keep going.”  

 Having a child with ASD affected relationships within the nuclear family, in the 

extended families and in the community.  Relationships with family members, and the 

community allowed parents to feel support and provided a place where parents felt 

accepted with their children. It is possible that these relationships also provided parents 

and children with a sense of themselves beyond the relationships with one another.  

 These emergent themes were able to be integrated within the framework of the 

Kawa model, (Iwama, 2006). As seen in Figure 2, two additional concepts of patterned 

lines and lily pads were added to the framework of the Kawa model so that it would be 

relevant to parents and their children with ASD. Participants described their lives as 

interwoven with the lives of their children. While the Kawa Model uses water to 

represent inseparable nature of an individual’s life to the life of the community, 

participants did not clearly indicate this collective sense of themselves with their 

communities. They did speak of the support they received by their families and  
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Figure 2. Theoretical integration of the concepts that emerged from this research,       
derived from a modification of the Kawa model. 
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communities, but they seemed to maintain aspects of the traditionally western concept of 

“self.” Experiencing themselves as separate “self” from society, yet often intertwined 

with the lives of their children. In Figure 1, there are arrows indicating this concept as the 

“flow” of life.” Rather than a solid line, the arrows are made of woven patterns to 

represent this experience of parents and children being connected to each other’s lives. 

The use of a patterned, rather than sold line represents these experiences of parent, a sort 

of middle point between identifying both collectively and as separate individuals. 

 Parents indicated important circumstances in their lives and the lives of their 

children that were obstacles. These obstacles, represented by rocks were sometimes 

caused by challenges in their children’s lives and sometimes caused by unhelpful 

interventions.  

 The recognition of the assets in their lives, represented by driftwood, helped 

parents to navigate around the obstacles. Assets were sometimes realized through helpful 

interventions, but they were also realized through reflecting on the situation and 

recognizing the “little things” that their child accomplished. Parents expressed the value 

of their children’s unique characteristics, beyond the diagnosis of ASD as important 

assets. Additionally, parents were able to recognize positive aspects of their situation as a 

parent of a child with ASD and positive changes in their own lives. They were able to 

find important strategies to help themselves “keep going.”  These experiences of 

navigating around obstacles often had the unexpected result of the experience joy, and 

sometimes the process of navigating around obstacles created positive experiences. This 
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closely connected experience of joy in the process of moving around obstacles, and 

sometimes connected to the obstacle, is represented by a lily pad, which is connected to 

both the driftwood and the rock.  

 Participants explained that an important part of their lives as parents of children 

with ASD was how their communities and families supported them and their children. It 

seemed that this was an interactive process. As the flow of a river shapes the banks of the 

river, and the banks of a river shape the flow of a river, the experiences of being a parent 

of children with ASD affected their families and their communities. At the same time, 

their lives were also affected by the support they received from family and the 

community. In the figure, this is represented by the lines of the river’s edge. 

Summary 

 The results of this research found that as parents of children with ASD work with 

their children to improve their quality of life and social participation, they are involved in 

an interconnected experience with their child, called the Flow of life. They consider their 

children’s needs and quality of life in both the near and distant future and experience both 

challenging and positive life experiences, which are often inseparable from one another. 

Helpful interventions and positive perspectives were found to help parents to navigate 

around challenges. Parents described experiencing support from social participation in 

simple life activities such as being involved in a parent group or visiting family. 
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CHAPTER 5 

DISCUSSION 

 This study sought to develop a better understanding of parents’ perspectives on 

meaningful interventions to improve quality of life and social participation for their 

children with ASD. It was presumed that, while parents would undoubtedly discuss 

challenges related to caring for their children that they would also be able to identify 

positive experiences that were an inseparable part of the experience of caring for and 

participating in interventions with their child with ASD. Through analysis of the data, 

multiple major and minor themes emerged and were integrated to form a model, based on 

the Kawa model (Iwama, 2006,) but also incorporating unique characteristics, specific to 

parents of children with ASD.   

 Thoughts about the near and distant future were prominent  in the lives of parents. 

They considered how to prepare for events as small as going to the grocery store to 

events as distant as where their child would live in the future. Parents expressed that there 

were numerous challenges as well as positive aspects to raising their child with ASD. 

Challenges for their children were intertwined with challenges for parents. Obstacles to 

the flow of life did not simply include challenges, but also some interventions that, 

though intended to be helpful actually created obstacles. 

 Parents identified “little things” in the lives of their children and their own lives 

that allowed for experiences of joy.  As suggested by King et al.( 2006) these positive 

experiences allowed parents to better cope with the stressful situation. The difficult life 
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circumstances required strategies such as this to “keep going.” Positive aspects to their 

lives were often experienced as the result of participating in the struggles. Parents also 

expressed appreciation for their children’s unique characteristics beyond the diagnosis of 

ASD. Opportunities for reflection on their situation were an important part of the 

experience of parenting children with ASD 

 The first research question asked which interventions would be the most 

meaningful and relevant to improve quality of life and social participation. In the 

literature, exploration of the concept of social participation was often limited to social 

skills training groups that had quantifiable measures (Macintosh & Dissanayake, 2006; 

Bellini & Hopf, 2007; Jahr, Eikeseth, Eldevik, & Aase, 2007; Lee, Odom, & Loftin, 

2007; Tsao & Odom, 2006; Pierce-Jordan & Lifter, 2005).  There was only limited 

literature that explored how interventions affected the quality of meaning social 

participation (Shoener et al., 2008). The study by Shoener, et al., identified occupational 

therapy as an important intervention for improved social participation, while a meta- 

analysis of social skills training programs found that the location of social skills training 

was more important than the actual intervention (Bellini et al., 2007). Social skills 

training that took place in the classroom was more effective than interventions that pulled 

children out of their regular classroom environment. The results of this study were similar 

to the Bellini et al. (2007) study because parents also experienced difficulties with 

relating specific interventions to improvements with social participation. Rather, parents 

discussed social participation in the context of everyday life activities such as going to 

the grocery store, visiting restaurants, visiting family and involving their children in 
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sports. Parents were aware of social skill deficits in their children, but did not choose 

activities exclusively with the idea to improve social participation. Parents discussed the 

importance of social support that they and their children received from families and the 

community.  Similar to the literature that considers the value the context of social skills 

training programs, the results of this study indicate that context of everyday life activities 

that involve social participation may be more meaningful and relevant  than 

“interventions” to improve social participation. 

 Interventions that improved quality of life for people with ASD were not very 

well explored in the literature. Measurable constructs such as IQ did not tend to be 

correlated with quality of life while subjective factors correlated with quality of life 

(Rently &Roeyers, 2006) and understanding lived experiences of individuals with ASD 

provided valuable information about quality of life ( Jennes-Coussens et al., 2006). It 

might logically follow that interventions focused on improving academic skills such as 

ABA would be less meaningful and relevant for quality of life than interventions such as 

occupational therapy that focus on engagement in meaningful activities. When parents 

considered what was important for their children when they grow up, their answers were 

consistent with this assumption. It was important for parents that their children would be 

able to function. However, contrary to this assumption, when parents discussed 

interventions that were immediately helpful, they did not tend to make the distinctions in 

the value of interventions such as occupational therapy over interventions such as ABA. 

They credited ABA with helping their children learn to talk, read, and behave 

appropriately in the community. Occupational therapy was valuable because it helped 
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them to understand their children’s sensory needs, and helped their children to write and 

play. Parents did not make the same distinctions about which interventions were 

meaningful for quality of life in near future as they did when they were speaking about 

the distant future.  

 The second research questions sought to understand the meaningful and positive 

experiences in their own lives that parents experienced as a result of raising their children 

with ASD. While the literature described positive aspects of parenting children with 

special needs, the positive aspects of parenting a child with ASD and the implications of 

being aware of the positive aspects have not yet been adequately explored. The results of 

this research illuminates the value that parents expressed of finding opportunities for joy 

that ranged from noticing their children’s small accomplishments and appreciating “little 

things,” such as the opportunity to put on make-up or watch a favorite television show. 

Implications 

 Parents of children with ASD expressed the tendency to experience their lives as 

interconnected with the lives of their children, constantly considering the implications of 

activities for the near and distant future. As they juggle challenges and interventions, 

parents are at risk for interventions becoming obstacles to the flow of their lives and the 

lives of their children. At the same time, parents have numerous opportunities in their 

difficult situations to experiences joy, positive aspects to their lives and to recognize a 

multitude of “little things” that can keep them going.  

 This model provides a contrast with some of the traditionally western ways of 

thinking about overcoming obstacles. Without this model, parents might simply assume 
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that more interventions and more time spent on addressing obstacles will allow those 

obstacles to be overcome. As clinicians, a picture of this model might allow parents to 

consider an alternative perspective. If parents are aware that when “positioned 

incorrectly” interventions themselves can actually become obstacles to the flow of life, 

they might be able to make better decisions about the appropriate amount of time to 

engage their child in interventions. Parents might personalize a model, such as the model 

in Appendix B by filling in specifics of their experiences of rocks, driftwood, river edge, 

and lily pads. The perspective of parents’ lives being an interconnected experience with 

the lives of their children might help parents to value their own needs for a balanced life. 

Limitations 

 As with any study, research biases that may have influenced the results. I have, at 

some point in time, been the occupational therapist for children of all of the parents 

interviewed. Parents may have considered this when they discussed their opinions about 

which interventions they found to be meaningful. Additionally, the parents who chose to 

participate in this study may have been a self-selected group of parents that share some of 

my values and opinions. Because this is a qualitative study, however, this bias is valuable 

to the research process. AsI have been personally involved in the lives of the participants 

as a clinician, the opinions and values of the participants may have also influenced me. If 

I acted as driftwood, helping parents and children navigate the obstacles, the flow of the 

lives of parents and their children may have shaped my attitudes, hopefully in a way that 

has been helpful. It is possible that the results of this research reflect that interactive 

process.  
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 The parents who were interviewed for this study had children ranging in age from 

four years old to eight years old. It is possible that parents of younger children and 

parents of older children would describe their experiences differently. These interviews 

took place on the east coast of the United States, outside of a large metropolitan area. 

Parents have access to a wide variety of interventions and every child of the parents 

interviewed participates in an ABA program. At the time of the interview, none of the 

students were included in regular education classrooms. It is possible that the results of 

this study would have been different in another area of the country, or if children had 

access to different educational opportunities.  

 Future research could focus on the experiences of parents of older children. It 

would be helpful to learn if as children become older, parents begin to distinguish more 

clearly certain interventions as more meaningful to improve quality of life and social 

participation.  Parents of children in other locations, where separate classrooms for 

children with autism are less common and inclusion is more common, might also have 

different perspectives. It was suggested that parents utilize this model to reflect on their 

lives, as in Appendix B. Future research could study whether this is an effective strategy 

to support parents in planning interventions and activities for their children. 

Conclusion 

 The experiences of parents of children with ASD fit within the Kawa model, 

where the structure allowed the emergence of interconnected themes. The experiences of 

parents were identified as intertwined with the lives of their children. While parents 

thought about the near future and distant future, they did not distinguish separate goals or 
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interventions to uniquely address the issues of quality of life and social participation. 

Rather, quality of life involved everything from being able to read to being able to hit a 

ball in a swimming pool with friends. Similarly, the concept of social participation was 

not thought of or experienced as something separate. It was an intricate part of the lives 

of families in many of the activities in which they participated. Parents experienced joys, 

connected to challenges and connected to interventions for their children. Positive aspects 

of their lives, “little things” and the unique characteristics of their children apart from the 

ASD diagnosis allowed opportunities for joys and often helped parents to “keep going.” 
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APPENDIX A 

Guiding Questions for Family Members 

What are meaningful experiences and positive changes that parents experience from 
interactions and participation in interventions with family members with ASD? 

How would you describe your life as a parent of a person with autism? 

Could you describe a typical day? 

What are the biggest challenges? Why? 

What are the biggest rewards? Why 

What does having a child with ASD mean for your life and for your family? 

What types of interventions has your child participated in to : 

 Improve participation in social activities 

 Improve quality of life 

What does quality of life mean for you and your family? 

Has being a parent of a child with ASD changed what quality of life means to you and 
your family? 

What do you think quality of life means for your child? 

Does understanding what quality of life means to your child affect how you understand 
quality of life? 

Have you learned anything about quality of life from your child? 

Has working on improving the quality of life for your child created any opportunities for 
self-reflection for you? What have you reflected on? 

What are some of the most significant experiences that you have had as a result of 
supporting your child or participating in interventions with your child? 

Have you experienced any positive changes in your own life as a result of supporting 
your child as he/she participates  in interventions? 

What is unique about providing care for a child with ASD? 
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Do you feel like these unique experiences have changed or affected you as a person? 

How has your relationship with your child impacted your own quality of life, or how you 
understand or value quality of life? 

Are there any important life lessons that raising your child has taught you and your 
family? 

What do you think is important about participating in social activities? 

Have you learned anything about social participation as a result of supporting your child 
as he participates in social activities. 

(Why) do you think that social participation is important for quality of life? 

Has raising a child with ASD changed how you value social participation? 

Has raising a child with ASD changed how you participate in social interactions with 
others? 

What are important life lessons that raising your child has taught you? 

What do you think are the most meaningful lessons that you have learned from your 
child? 

Are there questions that I haven’t asked you that you think it might be helpful for me to 
ask? 
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Appendix B 

The flow of life can be thought of like a river. Throughout 
our lives we journey through many spaces and places 

where we can play, laugh, love, be challenged and learn. 
Like the journey of a river, our lives change through time--

infancy, childhood, adolescence, adulthood; these all 
present unique rewards and challenges. As a parent, you are 

able to look at the life of your child and think about how 
your child’s life is flowing. You may have hopes and 

dreams for the flow of your child’s life. Please complete 
the following section with your hopes, goals and dreams 

below. 
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We encounter life circumstances that may be challenging 
and create barriers to the flow of life. On the first page you 
identified your hopes goals and dreams for your child. The 
next step is to think about what you see as obstacles. As a 

parent, you might understand your child’s obstacles 
differently than your child understands them.  On the next 

page, please list obstacles as you see them and as your child 
may see them. 
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It may be overwhelming when you look at the obstacles 
written down. It is important to remember that we have 

supports. Just like a river bed supports the flow of a river, 
the supports in our lives change the flow of life. 

Recognizing the supports in your life and your child’s life 
can help to create a more holistic understanding of the flow 
of his life.  This could include family members, friends, the 

community, people in school or even pets. Please take 
some time to think about all of the supports in your life and 

in your child’s life. 
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A river sometimes has pieces of driftwood that direct the 
flow of the river. If positioned correctly, they can direct the 
flow around obstacles. Similarly, your child has important 

strengths and assets and may participate in activities or 
interventions that can help him move through the 

challenges. Please complete this page with some of the 
most important strengths, assets and helpful activities that 

you feel your child has. 
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Stress and challenges can sometimes feel overwhelming. 
Awareness of some of the small joys in life can help to 

provide some energy and motivation on tiring or difficult 
days. This page can be a reminder of joys on difficult days. 
Please complete the following positive things about your 

child, little recent accomplishments, strategies you can use 
to help yourself “keep going” and things that help you and 

your child to be joyful.  
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